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PREFACE

The enactmenl or new, groundbreaking l1alionalleglslaLion, like the birth of
a new child, always engenders the establishment of a whole senes of new rela­

tIOnships and modes of operation. Such changes inevitably create confuslun,
doubts and nusunderstandmg among the thousands of professIOnal and can·
sumer group representatives Im-olved directly or indirectly in the program.

The NatIOnal Ad'Vlsory Councll on Services and FacilitIes for the Develop·
mentally Disabled wisely recof.nlzed thIS fact and determined at one of Its early
meetings that there WdS a pres~ang need for d natIOnal conference to descrIbe the
purposes and phllosoplues underlying the newly enacted Developmental DIS­
abIlities legislatIOn. After careful advanced plannmg, such a conference was held
in Was.hmgloll, D.C. on November 16·18, j ')72.

The s.pedfic objectives of the conferenc~ were as follows:
• lu encourage a better understandmg Jnd effective implementation of the

Developmental DlSabiiitJes Act of 1970 by those charged WIth its execution;
• to prOVIde technical assistance In planning and evaluatmg servIces for the

developmentally dISabled;
• to develop Jnd extend communications among the NatIOnal AdVISOry

Council on Services and Facilities for the Developmentally Disabled, the Federal
staff and respective s.tate plannlllg and adVISory counCil members. and staff;

• to prOVide a rorum fOl consldermg the Issues related to extension and
moddlcdtlon of the Act.

The Conference featured promlllent general se'iSlon speakers who synthe­
SIzed bruad trends and explored new dIrectIOns in the provision of services tu the
developmentally disahled. In .lJdltlon, an open forum In\'olvmg key legislators
and representatives or specIal IIllerest groups. and governmental agencies WiiS held
to ex~hange ldeas Jnd posItions regardmg the Ac!. However, the re;,)l work of the
conference took place In the nearly 100 simultaneous workshops which were
scheduled over the 3·day peflod. In all, over 250 professlOnaJ and CItizen leaders
partlclpaled IJl these workshops as speakers, moderators, dIscussants ilnd tOpiC
wrilers.

To stlmulat~ and direct ,liscusslOns at the various workshops, the Confer·
ence planners commissioned :,7 tOPIC writers to prepare POSition papers. These
tOP1C writers were 1Jlstructed to explore relevant facts, issues and ImplicatIOns
wltrun thE' scope of then assigned tOpiC. Then papers were to serve as spring­
bo~rds for workshop Jiscussiolls

tach of the tOPiC writers was selected on the basJs of his knowledge of the
topiC at hand. Many were well known fIgures In the developmental (.hsablhtles
movement. Others, huwever, claimed no speclal expertise In the field but pos­
sessed inslg.hts fll)m related artas of endeavor which haLl a distmct bearJllg on tht:
development and delivery of serVices to DD clients

Subsequent to the conference, each of the topic writers was asked to revIew
lus paper in light of the discus~lOns which took pJace at the workshops and make
any reVisions or addendums whIch he felt were mdicated. Tape recorded pro·
ceedmgs of each workshop wele furnished 10 the relevant topic w[Jler Although
a few general guidelines were offered and specific suggestions on POllltS III need
of clarification were forwardl~d to tOPlC writers, decisIOns on how tu urganlZe



and present matenal growIng OlJt of the workshops were left h) the OJS( retlon ul
the indiVLdual topic WrIter As;j result lhere is ..:I small d~gree of overlap HI the
factual matters covered m mmc papers.

The pages wtuch folJow con tam the revl"ed and edued pap~rs pre-.;t:nted at
the November (onferellce by Ihe 37 tllpic WTiters plus the texl" of dddiessrs
given by the two general session speakels. A transcript of an open forum diSCUS­
sion on the development and Jmplementation 'Jf the Act has been dlstnbuted
separately by the DIvision of Developm"nlal Disabihlies, RSA, SRS, "nd HEW
In addition, because it has been published separately, a document on federall
state plan reView, which was prepiired by the staff 01 the Massachust'tls BUleau
of Developmental Disabilihes, is not reproduced here.*

WhLle each pOSitIOn paper is largely the product uf the mdjvldual thoughts
of th(~ particuJar lupic wnter, JIl dfort has heen made to plal:e each pJper ITt an
appropriale conlext by orgalllzlIlg the proceedings mto 10 dIstInct seLtiom., each
of which is proceeded by brter Introductory notes prepared by the conlent
editor. These notes attempt to set the ~tage fOJ the reader and prOVide a brief
synopsis of the ground covered by each tUplC writer.

With [hese few brief word~ of explanation as a backdrop, the reader may
now lurn to the prucel:dlIlgs Dj the conference. We think you will tlnd many
vaJuable thoughts and provocative lnSlghts mto the process of plJnnlng and
dehvenng serVICt'S for devt:loptnent::lily dJsabled indIVIduals. We alSLl trml thaT
you \\/111 find the document helpful as you proceed wlth your personal effnTls tLI

open up new vistas of opportunity fnr handlcapP'~d and disablerlnlllt'm

Robe" M GetlmK\'
Confent Eduor

$A GUIdI! to Pl!dtrtdlStau Plan R~v,ew Unda the' PrOVIHOII5 oJ tbe Ul!utlopmt,ual
Disabilult's SI!MJlaS Q"d Conslrucwm Act. CounCil for ]'xceptlOnal Chljulen. 1"72 Cople~

may bl1' obtained by wrilinj the Dlellelnpmental Disabilities Technical A~,~13nc(' SY~[f'm.

625 Wesl Cameron .'\",enue, Chapel Hill, North Carolina :'7514
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Conference Proceedings

Part I
Principa'] Addresses

Editor's Notes

The overall tone for the National Conference was set by Richard E. Mastran­
gelo, Special Assistant to the Secretary of Health, EducatIOn and Welfare, in hIs
keynote remarks at the opening general session. He summarized for the partici­
pants the views of HEW Secretary Richardson concerning the future roJe and
responsibilltJes of the Departffil~nt. Among the symptoms of the maladles facmg
HEW, he said, are '"exaggerated promises, HI·concelved programs, over-advertised
'cures' for intractable ailments, cynical exploitatIOn of valid gnevances, en­
trenched resistance to neces~;ary change, the cold rigidity of centralized
authority and ineffiCient use of scarce resources .. "

Mastrangelo traced the hIstory leading up to the formulation of the
Developmental DisabilitIes Services and Facilities Construction Amendments of
1970 and cited the enactment of P. L. 91-517 as "a progressive step in program­
ming because It reaches out to embrace dIsabled indiViduals with similar needs
regardJess of traditIOnal categtHical labels." He went on to review the major
provIsIOn of the Act conciudIcg thaI these provJsions are '"m keeping with the
social conscIOusness of the day and our efforts at programming toward human
betterment"

Quoting Secrdary RIchardson, Mastrangelo ended by challengmg the parn­
clpants to Jom in the enormous task of meldmg the resources of federal, state
and local government, as well as the private sectOl, into a unified force for
change on behalf of developmentally disabled children and adults.

Paul H O'Neill, Assistant Corrector of the Office of Management and Budget,
offered the conferees an j]Jummatrng guided tour through the labymth of the
federal budgetary process. He indicated that the Office of Management and
Budget, since the mception of its predecessor agency the Bureau of the Budget
m 1921, has had three major functions: (I) bringing agency budget estimates
mto harmony with each other; (2) eliminating duplicatIOn m organIzation and
actlvltles. and (3) assurIng thac agency spending estimates conform to revenue
estimates.



2 Synergism fOT the SeventIes

O'Neill reviewed for the group lht: IIltriCaCleS of the federal hudget cycle
and also pointt:'d out ~011le of OMB's less publicized actlvltLes III the area on
man~gement review and analysIs. In addL1ion, he explamed how OMB ap­
proaches the ta:lks of dekflTI1nmg the appropflatene~s of fednal Invulvement In

a particular activity and flOW societal goals can be achieved In an elflcJcnt and
balanced manlier

O'NeJIl concluded hIS remarks by notIng the tremendous growth whJch has
taken place In federal human servIce plOgrams over the pasl few years and the
great challenge which the enactment 01 general revenue sharing JeglslatlOn pre­
sents to those IfIterested lfl the welfare of the developmentally dLsabled
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Disability Originating in Childhood:
Challenge to Joint Action

R. E. Mastrangelo

3

I'm delighted to be here and 10 welcome you to Washmgton in behalf of
Secretary RJChardson who has asked me to tell you how sorry he is that he
cannot be here with you.

Incidentally, as part of yom conference materials you have been given a
copy of the Secretary's speech In departmental employees caUed "Responsibility
and Responsiveness." l urge each of you to read Mr. Rlchardson's remarks which
are a call by the Secretary to Joint action-responsible action on the part of each
of hi, deparlmenCs more than 100.000 employees.

He categorized that speech as "an overview of departmental undertakings
designed to make HEW a more responsible and responsive instrument for serving
al/ the American people!" Tht' questions Mr. Richardson raises here and the
conclusIOns he draws are pertinent for you who are involved with the
developmentally disabled, as wdl as others who work daily to help individuals
with partIcular problems seek ways to overcome this disability and dependency.

The secretary addressed the reasons for frustrations experienced by those
seeking to solve problems like those which concern you not only in that speech,
bUl .llso 111 the Landon lecture delivered at Kansas Stale University. In hiS

Richard E. Mastrangelo was appointed in 1969 to his presenl position as
sputal assistant to the Honora':Jle Elliott L. Richardson. Secretary of Health,
Education. and Welfare. He was graduated from Boston University With a B.S. in
Public Relations. He did graduate work in the School of Law and was awarded
the Juris Doctor degree in 196.? - followed by admission fo the Massachusetts
Bar. Prior to his present posiTion. Mr. Mastrangelo engaged in private law prac­
trce: served as Special Assisfam fo the Lieutenant Governor. as Assistant A ltor­
ney General of MassachuselfS. and as Executive Assi.'lTOnf fo the SargenT Com­
milfcf. His professIOnal alfilialtons and honorary memberships are numerous. in
1970, he won the distinction of being named one of the Outsranding Young Men
m America. He is listed in Who's Who in American Poluics.



4 Synergism tor th<.:" Se¥("ntll:"

Landon lecture, the Senl'liHY "aid "Om nallOnaJ dlscuntent, 111 the face of such
positive measures of OUT progress, was In effect predll,;ted for us mallY ye<lrs agp
by AJexis de Tocqueville, when he wrote.

'lbe ev~ WhICh w.t'i suffered patiently <I:; IneVllJblc set,nIS unendurJbJc
3:, soon as th~ Idea of ~sl.:apmg from It (.;rosses men's mmds All the ablJse~

then remov~~d call dttl:ntlon to tho')e that remaIn, Jnd they now dppt:ar
more gallmg. The enl, II IS tntt:, ha~ bc(nm<? less, hut "enslhll1ty tn It hJ<,
become more al:U te .

ue Tocqueville e>.prnsed lln lnslg.ht th,11 has been Irue tor ;·11 SllCIt'IJe, In

every age. In our soclrly. howevel, a revolution of rJS,mg expectalllJl1S lIa~ bt'en
gathering ever·increasmg lIlomentum. ]nsteau or findmg satlsfactlO1\ 111 Ille
achil~vement of long sough1 goals, we wonder why (Ven grander goals elude our
grasp. In such a framework, OUT successes--cornpalt.'d With our evcl-escalating
expectations-- appear a'i failures.

There IS, besides, much adual failure. ExaggerJted promlse:-., 111-cclncl~lved

programs, over adverti'5ed '·cLlles" for intractable aliments, cymca] exp!olLltlull
of v,1lid grievances, entrelldl~d reSlslan...:e to ne-..:essal y ~hang~, the cold f1gldlty
of centralized authority. inefficIent use of S(inee resources--all tht>s~ ,1dJ III
frustration and [oster disillusionment."

The Secretary went on to say "One major cause of the grnwmg gap
between promise and perfmmance IS the dlfferenrc between the afllOUn!- the
Congress authorIZes 111 Ute way (If expendItures, and the amount It <lctually
appropnates to do the .lob.

"For the Departmen' l)f Hcalth, EducallOfI, anJ Welfare alone, thiS gap has
reaclled enormous propoltlons. In 1964, the dllference betwecn authoTl7.;ttlons
and appropnatlom. fUI HEW programs was $200 mllllun. 111 the currenl yedl,
authDflzatlOns for HEW l'Xceeu approprIations by $6 billion. Pendlllg IrglsliltHlil
is likely to add another $9 billIOn to our spemhng authOrity-and thiS dl J lIllie
when our budg{:t defiCIt will total $38 blUlOlilIl the current year.

··AuthoTlzatlOns to spend are lIghtfully Viewed by the puhllC <Ii> promLssury
notes, signed by Congress dnd made payable to the people. Faulire to make gouJ
these' promissory notes canllot help but breed dlSIUuslorunent and dlscontt'nl '

The Secretary concludes hiS pomt by saYing "Whether It IS <I gaplIlg chasill
between authOrIzations and JpplOpriatlOJls; ur passage of legls1atllln th,H
prOVides far too few 10015 to atlack the problem It purportedly JdJresse<;: \H

legislation that proml~es somethi.ng new and different, yet merely uupht'ate;;
what already is on the stiltute bOliks--slich legJilatlve over-prllmlsc ~taLts \lilt b~.'

buildmg hopes, but ultim<Jtcly undermines confidence III govemment."
What do we do? How do we escape from :1 sItUJtlon whlch seemmgly IS ~I)

hopeless? To reVIew completely the reconunendatlons whICh Sccret31.v
Richardson makes in his paper would take a great deal of tllne There ale J

couple of pamts, howevel, I would like to highlight because 1 feel they ..:an and
wiU directly affl~ct you

The Secretary pen:eives HEW's role as being two-fold, duect and mdlrect.
Our direct role is one of administering a program In whIch ...hJfLn~ the
responsibility ""auld nnl he adlTlJlllstratlvely feilsible, such as the :-,ocl,1I ~elIJrll.v

system. More Lmporlant 10 you, however, I~, our Indlfect role--the rlllt' \11
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provldJng logistical support for, as the SeLletary has said, "the teachers, the
healers, the social workers, and the rehabilitation counselors who are not
employed by HEW, but by state and local governments and by private Llgencies.
It follows that the success With which HEW carries out its indirect, supportIng
role depends all ow effectiveness in backmg up those who teach and he<ll and
serve. They are the fruntlme troops. HEW's mission IS 10 provide planning and
logistical support. Our job is to help by Identifymg the needs tu be met, to help
by making sure that people who can make good use Df better methods of
providing services are made aware of them; by supplymg financial support of
such services; by increasing the ~upply of service prOViders where there are
shortages; and by mlproving communications wlthm the whole service system."
This IS baSIcally how Secretary Richardson feels HEW can be most effectIve m
responding to the needs of those whom we seek to serve, Ihe American people.

He has already initiated sl~veral steps to achieve the goals descrIbed in his
address. These mitiallves include cut1mg away "'hat most UbiqUitous outgrowth
of program prolireration~thestrangulatmg vine called 'red tape.' " Also Included
are grant l:onsohdatlOns, servIces integration and decentralization.

How Lioes aU of trus affect you? .Let's look fOI a moment at the
Devdoplllenlal DIsabilities Services and FaCIlities Construction ACl of IlJ70.

At the feder.1 level, we have watched the weed-like growth of programs
promoted by vested interest groups and patterned to meet the needs of members
of. partIcular category, all th' wlule failmg 10 meet similar needs of mdlviduals
excluded from the program.

Helice, the Developmental Disabilities S~rvlces and Fac~jtles ConstructIOII
Act of 1970, represents a progressive step in programming because it reaches out
to embrace disabled indlvIdu,lls With similar needs regardless of traditIOnal
categoTlcallabels.

The D.D. Act IS an amendment tu the old mentaJ reta,dallon law
(P.L. R8·164) and has baSIcally strengthened the old law. However, before going
mto detail, let us review the situatIOn from a historical perspective.

The mental letardatJOn law was passed by Congress m 1963. In 1970 the
developmental disability amendments (Public Law 91-517) became li:lw. In the
brief perlOu since the passage of the D.O. Aer, we have seen a natwal progression
ill the expansIOn and, where necessary, a supplantlms of the supplant 1.Jl the
1963 law.

Not Ihe least of Ihe force" which led to the D D. Act, was the unpact made
by {he wurk of the Presldent's CommlUee on Mental Retardation, federal grants
programs, and the Inl:reased strength of voluntary agencies. The D.O. Act was an
outgroWtlL of the studies made by the Pres]{lenl'S Committee Oil Mental
Retardation, which revealed that condItIOns In some JIlstltutions were utterly
deplorable. The problems addressed by th~ Presldcnt's committee WNC size,
ovelcrowdlng, understaffmg, hIgh staff turnover, low slaff morale, high rates of
absenteeism, and substandard t,asic mamtenance care for the patlents.

The mental relardatlOn act of 1963 was aimed at Institutions where care
was tantamount to warehousing of human bemgs. It proVided for construction
and remodeling of facilities anel for Improvement m care of the resH]ents through
demonstratIOn projects and traming of personnel.
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Building~ were comllulted demonstlallon programs dJd Impruve (,-Itt> III

institutions, and trained lI1iJnpower proved more effIcIent.
The law had made S(lme Impact, but nowhere near enough progre':>,s hdd

been made. TheJe were slgJlitlcant problems Wt1h the law.
State planners complained that the uld I:lw was Inflexible and [hal label...

assigned to the funcnolllllg levels l)r retardates were prllving translcnl Willi
increaseu atlentlon gaven mentally retarded individuals, it was found that tht'y
couJd progress 10 J hIgher fum:tiomng level-even from the Instllulton In Ille
community. TIle focus [PI servJL:CS was changing from InslltutIon to CUITUllllnlly,

and the communJty demonstrated a greater Wlllmgness to accept the rdaldiJlC

There were Islands of success demonstratmg what l:ould be dune WIth trained
personnel, ImplOved staft!patlent ratiO, improved serVIces, and wIlh mure
humane treatment 01 Ihl' retarded indlviduals. However, it soon becalne
app:lTent thal those peuple whu were not mentaJJy retardt~d, but
devt'lopmentally disabled were not eligible for hel~ under eXIstIng li:lW. It W:l~

qUite clear thai £l new laVo, or an amt'ndment tl1 the old bw was nece~~dlY.

Thm, all or these 1I11pactlng fortes, togl~lher with a recognliioll 01 Ille
inaiJequacies of the old I;JW led \0 enaclmenl 01 Ihe developmental JIsabllllY J~"1.

The purpose of the D.D. Act is to brIng more dnd bener serVlce'i :Jl a
qUlcker pace to those indiViduals substantially handicapped by a dlSablJLly "I
nelJlologIcal oflgin, beginmng In chLldhood and expe..::tcd to (onlinut'
lndeflnitely Mental reta1dallOn, epIlepsy, and cerebral palsy, are ..,peclflcally
mentioned 111 rhe law, together WIth "other neurological conditIOns still r() be­
named. "

TIle thrust now IS not at bulldmg bigger anJ better institutions, but r,llht'l
prepaTing the de .... elDplllentaily dlsableu IndJ .... ldual f.)! Independent \11

semJ-Jependem life In IhL: cOlllmunlty thruugh habilitation programs 1hl$ is III

lhe dHcctlon of slrellgthening the geneflc servIces anJ empJoYlllell1
opportunities In the cOllllllumty Hopefully, thiS new thrust can prepare the~e

handicapped peJsons for !he community and at Ihe same Irme preparE' the­
commumty for the handICapped.

The actual provision', uf the D.O. Act are wholly In keepmg With the socIal
consciOusness of the JdY and OUI efforts Jt progrJmmg towards hUIllJI1

bett'~rment.

lne ;lctual biJlltself I~ lIltendt'd IlllHovlJe lor the ItJlIo",lIl~

A. Mt~eLlIlg the spe~lal needs ,:of Ihe JISi:ld .... anlageJ, Illilklllj.: .In
adJus.tment for poverL}'.

B. Settmg aside' money for use 1)[1 spcClal prnJcct~ III national
sigmfJcance.

C. Spf'cial projects ttl demonstral~ new or improved lechlllques III
servKe delivery.

D. StTengthenlll~; unlverslly-alfujated tacilltle~ prugrams by addIng
SUppOrL of new mterdlsclplmaly programs III inS[ltutlons l)! lugher learnmg.

E. Th" law aUolVs a co·rrungling of lederal developmenlal dlSablltl)
funds WIth those or other \)ngolllg slate programs.

F. And finally II pTOvu.les lUI a statf plannmg and adVisory l"ouncil
responSible, as you all are well aware, for SlIbmltllng reVISIOns of the state plan
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and reports to the Secretary 01 HEW.

In the grant area, emphasIs is put on formula rather than categorical grants
to states. The formula is based on per capita Income, population, and the need
for facilities and services. Formula grants are made directly to state deslgnated
agencies wrnch allocate the- allotments to projects, whose pTiorities arc
determined by key people wilhin the stale. In essence, federal money becomes
state money to be spent by the residents in pursumg the goals of their own
comprehensive plan.

ThiS change in the grant structure and addition of your council combined
with other provisions in the D.O. Act has in effect shIfted the focal point of our
efforts to the local level wher~ the handicapped individuaJ should have his needs
met, and to where the strength of the program should be. This new direction
COinCides directly with one 01" Secrelary Richardson's key initiatives, improving
the quality of services disseminated by HEW.

That initiative is decentralization, one which I have already aUuded to. The
Secretary has said: "If HEW is to be of maximum use to the frontlme forces
engaged In health and educallon and welfare services, we must nOf only make
our support of those forces ,is adaptable as possjble to community needs, but
also to see to It that our support is as accessIble as possible. It follows that our
support functIOns must be mDved up as close to the front as we can get them.
This In turn reqUlfes thal we place increasing reliance on our regional offices."

"Under the pohte but persistent proddmg of the Assistant Secretary for
Community and Field Services, a number of concrete steps have been taken to
strengthen the regional officl!s and accelerate the process of decentralIzation.
For example, the newly established project grant review and control system gives
the regional dlIectors an opportunity to review and concur in selected
centralized grants before awards are decided."

I have already mentioned cutting away the strangulating vine of red tape.
The Secretary has said that. "Grant packaging, and grant consolidation will,
separately and in combination, make federal support less hampering and more
useful. They wiU help to t-ring about more comprehensive, less categoric;jl
service-delivery systems. Bu! the fragmentation or services is by no means a
consequence solely of federal polities and procedures, and jt cannot be
overcome by federal action alone." This is our challenge to joint action.

We III HEW need your h~lp as much, if not more, than you need ours. Our
charge IS to create a lasting coahlion to effectively improve tIle lives of the
developmentally disabled. W" now have significant, progressive legisJatlOn. We
also have a department which is adjusting to meet the needs of the day. But we
cannot do the job aJone. Making our partnership work is , formIdable task. As
the Secretary has said, "We know how enormously difficult a task thjs IS. We
know how much remams to be done-how great are the needs of our fellow
citizens and the demands fClr more money, more manpower, new ideas, new
technology, beller management, more effIcient deployment of resources, and
more responsive institutions."

"But we also know that in performing tills task, we are bringing closer the
fulfillment of the promise of America. It IS still an inspiring promise. And if at
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times our plOgres:- toward It seems frustr,lIl11gly. even agolllzmgly slow, Ih~rc can
be no greater H~ward fur any of us than the satlsfactwn of playIng :J part III
bringing It c1osel."

Thank you.
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Fiscal Synergism: OMB in Advancing
The Nation's Social Goals

Paul H. 0' Neill
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I am pleased to be here this mOTnm~ beciluse of the special opportumly
youl meeting affords to convl~y an undelslandmg of the role of the Office of
Managemenl and Budget (OM B). Hopefully, in a way thal will prove useful to
you as you pursue your important goals.

A quick review of our history will help to illuminate our role, so let me
begm there. The roots of the Office of Management and Budget go back to the
passage of the Budget and AClOlInting Act of In I. Before the passage of that
Act, there was no executIve hlldger as we know it today. The process was simple
and chaotIC. Each Department and Agency head prepared hiS own "Wish list"
and submitted It to the Secretary of the Treasury. The Treasury Secretary's
functIOn was limited to rel:~IVlng, indeXing, prlnting and transmitting the
cstllnates to the Congress. ThiS busmess occupIed the tlme of one Treasury
employee. [n the course of debatmg the need for change m 1921, Congressman
Good of Lowa enumerated the baSIC defect ... of thiS system. He said;

"the estimates of expenditure nl'l?ds now submitted to Congress
represent only the dtsues at the IndIVIdual departments ... these requests
have been subjected to no superior rC\iiSlon With a view to brmgmg them

Mr. Paul H O'Neill, a Federal Career F:aculive. was app0lnled as ASSIstant
Director of the Office of Mana/:ement and Budget \Vah specific responsibi/aies
for Human Resnurces programs and cef/am gOJ'crmnent programs in J972 Prior
to his appOintment, Mr. O'Nedl was Chief uf OMB's Human Resources Programs
Dii!ision He was graduated frL'fll Fresno State Coi/ege with an AB in EconomIcs
He received an MPA degree from Indiana Umversity an completiOn of study as a
Fellow of the Nationa/lnsmure of Public Affairs. He was awarded the William
A. Jump award "for his excepTional obilEly in analyzing programs and Issues"
and for his "outstanding performance in carrying out very complex and demand­
ing tasks involving 1he formulation afld administration of Federal Human Re­
source Programs. "
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mlo harmony with each other. to clLITIlndtmg duplu:iHlon 01 olg;lnlza(JOn
or actIvities, or of rnakmg them, as a whole, conform to the needs. 01 the
NatIon as represented by the conditIon of the l"reasury and prospective
revenues '

There Jrc three tllUndJtlon sr(llle~ fIJI the a.M.B. In lhe Congressman "
commenh.. The Idea Ihat some inslltutJOn needed to be cuncerned wllh

I. bunging agency eSlJma tes Into hal mony with each other.
2. cllminaling duplicatlOlI of organization 01 actIVltie,,:
3. mJklllg Slife the agency spendmg e:'!tun,ltes ('onforrned ttl revenue

eslim<.lle~.

These found;:HJOll stones were put mlo place on June 10, 1921, when the
Congress passed the Budget and Accounting Acr estoblishmg the BuredU "I' the
Budget In the Treasury 1>Cpartment. In 1939 the Bureau was nlllVl'd to the
newly created E.xe{;ullve Of/lCt' I.JI' the Prc:mknt and I.Jn July I, I (J70, The
Budg~t Bureau WilS replaced by thr Office of MiJllagelllell! Jnd Bud~f:'r

So much for orgamzatlon history LeI me turn now to proces~, LlSJng the
caJendar as a framework.

The law requHes that lhe Prt'sluent submit IllS budge! to the Congress wlthlll
15 days after the Congress convenes. ThiS year the budget was ,ublllltted on
January 24. Followmg tr;msmiLtal of the annual budget JOl-Umenl, the OM8
staff typlcaUy has a heavy lTIvulvement m the preparJtJon of the legislative
program. ThlS OMB functIOn IS perhaps less well known than "ur budget
actiVity, but It J:, nu less illlporlJnt. OMB plays a convener role for tht' President
m thJ~ ploces~. We have a staff 01 pcnple who are I~sponsible fur 'lSSUt JIlg that all
1Il1erestet..l agencJcs have all opportumty 10 ~.tate theH VIeWS 011 potentIal
legislation through the complete cycle of the legIslative pwcess. There arc several
key points III the;' process where lhlS aL:tlvlty takes place

I when the AdmInISlrJUon IS develuplllg lb own legislative propusab.
2 when the Congress a5.h lOt lhL: AdrTIllllstrallon's views un a biJl

introduced by a member oj Congress.
3. when Admlllistratwn "pokesmcil ;lre <JskeJ to kStlty hefor~ .1

legisla tlve commIttee; and
4. when the bJlII', before Ihe President for action.

During the last p~ll of January, through rhe lTIlddle of Melreh, IhlS actIVity
consumes slgI1Jficant amounts of OMB staff t1me.

WhIle the legislative clearance process IS Jt J Is peak III thE early rr1unth~: 01

each year, OMB staff IS 31"'0 engaged In the execution phase of the hudget
program.

DUIlng the months of February, March and ApnJ, flt'ld vlslls aff' 11ldde to see
programs In operation, to talk to commumty leaders, to scholars and IlltereSI
groups abtlut problems and prospects for conduding the Federal bU:irness In a
more productJVe way.

OverJappmg Ihls penod and leachlllg into the months of JUJl(' dlld early
July, we begin our prepamtton work lor the next presidential budget. This
activily is centeTt~d around a process we call Spring PrevIew.

This process has two mtermedlate ob,edives .
• t..Ievel'Jpment of [) S~ll~:' l,r budget rrojl~LtlOllS, thaI IJH.hcate



Conference Proceedings "

prospective revenues and expenditures, by agency and activity, over the next five
years;

• identification of problem areas that will require Presidenti<J1
aLlention m the Fall.

The ultimate objective or the Spring Prevjew is 10 obtam Presidenlli..d
decisions on planning figures 10 be used by the Departmenls and the Agent.:ies as
they prepare their budget requesls and to assign responsibility for slaffing oul
optional ways of dealing wHh potential problems.

Presidential planning fIgures for the forthcoming budget year art:
communicated to the Agenei." in mid-July. During the last half of July and the
month of August, OMB staff again fOl:uses attention on budget executIOn
aCllvltles and the legislative process.

On the first of Septemb"" agency budget requests begin to arrive. Ideally,
frnm that point until the budget is sent to the Congress, our work is dominateu
by budget preparatIon. I SilY "Ideally" because over the last several year'i
Congress has remained in se~.sioll far into the Winter, sometimes taking only <I

ChTlstmas recess between the end of one session and the beginning of the next.
Ullder these conditions our attention JS necessaflly divided between the budget
and legislative processes.

When the agency budget requests and supporting justification materials al~

In hand, we begin our fall bUdget review.
The fall reVlCW has several major stages. The first step involves a detaiJeJ

examinatIOn of the agency request which produces an agenda of questIOns for
discussion with the agency.

The second stage of the review consIsts of a series of meetings With agency
officials, usually starting with program managers and ending III a meellng wllh
th~ Secretary or Agency head. These meetings are designed to gather all 01 th~

supporting Justifications for tile agency proposals.
Following these meetin~,s, OMB staff prepares a series of books; one for

each major agency and several that cut across agency lines. These books contam
basic budget trend-hne mforrnatIOn, classified by program functIOn and actiVity
The budget information 1S supported by Issue papels, setting forth for example.

• alternatIve fundm:? levels,
• the potential imp<lcl of <Jlternatlve fundIng levels;
• information on plograll1 accomplishments since Ihe inception of tht'

program and during the l1Iost recent program year.
• the target population for the program;
• the size of the talget population bemg reached by the program, ~tc-

The books provide the basis for the next stage III the process; Director's Revlew_
Beginning in mid-Octobi~r and continuing through mid-November, seSSIOns

are held with the OMS Director, hiS Deputy, and Assistant Directors to review
and discuss Wlth the examinmg staff all of the information collected and
analyses prepared.

FuUowing these session~" summary books are prepared for the DlJeclOl's
discussions with the President. These discussions overlap the Dnector's Review
schedule and produl:e presidential program and budget decisions. These deciswns
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are communIcated to the [leparlment and Agency heJds and lhe llexr .tnd flnJI
step 01 th~ OMB\ wdrk hegIns - prer;Jnng 1l1Jlerldis for prlntlllg

Typically, llie prmlllll:' pres~e" neglri Iu IOU In l<llc Novemher During !lh"
~Ix-we,ek period enLllng III 1l1IU·Janu,lly we product;;'

I. The Budget; a 600-page COmpil<HIOn llf the budgeL plan.
2. The Hudget-/n-I/rre[. a lJO·pJg~ SUlTllll;IIY 01 the hudgel rldll.
3. The 4ppendi.y. an J IOO-page Jlllumenl C()nta1ll11l.!~ delJlIed

information for every budgd action proposed 1u Congress
4. The Spt'cia/ Andly~es, J 300-page bouk cnntdlfllllg ~O 30-r'lgc

summaries uf major !Jrugranl dleJ", I~ ~., 11I'<11th. eJu...:atloll, huuslng, c(~

In mId-january the Presidellt lran\llllts hlS hudgel to the Congres.;;and the cvclr
begtns .lgalll.

Throughout the budgel cy..:le, OMH 1S also perfurm'ng 11s "MallJgernent'
functions. These functions lake lOany IUlms. Perl1iJps the mOsL fUllllHJdble 1.I~k

undertaken by the OffH.:e III It~ Illanagement car;t~lty has heen our wInk Oil lhc

Presidt"nt's prnpl)sals to rcurganlLt' the ExeclIflve Branch of the Federal
Govemment. A'i YIlU rnay know, these [)r('pO'i:lIs would cnnsollJate thl: Li,Jrne'itll
executive departmenlS 3nd ,I Tlurnher ()f Illdepelluent agenLlt''\ InIP fULIr lIe\\
maJur purpose deparlrncnts

M,loagcment actlvl11es Ihal helve rccclVed less puhlic noll",c Includc
pleparalloll and fl..lllow lhro\IgJl (Ill 11lopllsals III (TC31~ tlw En\llrl\lIll\Clll ..d
ProtecTIon Agency. the Spell;ll ActIon Olflce for Drug Abuse Progl <I III \, aml till?
consolidatIOn of the Peace Corp'i, VIsta Volunteers and several other agcll,;ies
II1to the Action Agt~[h.. y.

Our day-lo-d.ly lTIanagelllelll dClIvJlie, IlIclmlo: clearance III 101m .... propost'J
for use by Government Age-llcles, lhelr COlllraclors Jnd gran lees ,1IIU,
Government-wide polICy gUIdance fOI JutnmatlC ddta plOcessmg JctIVltIC:-'.

Imrlementatlun of poliCy Jnd SP~""'I:.J1 management dssignments tillm the
PresldellL h<.Jve <llso become 11l;IJOf aclrVllle-; of the- Office (Wl~r Ihe paq lew ye:ll~

EX<lll1ples mclllde worKing with <I la<;k force of agenCies 10 IIlSUle Job ~Ind

lramjng 0pp0rlurlltles fur veterans, and temporary assignrnenl III l11e Deputy
Director of OMS and sever,1I sl;JfI members to cOl1rUInate Federal dl\<I'i[L'1 reliC!
dCtlV1ti,~s in Pennsylvania 111 Ihe WJke ul HlIrrlc(jnL~ Agnes.

You may be mleresteulO knllW how Illany people perform ,mr 1ll<lI1d.gernellt

and budget work and Wh'll types of b;lckgTOunds they llave
\n FI~CJ\ YC31 \973 wC'" Io.:qut''\led IUlldmg t"l)l bSS pe-llllan,:nL PI,.)\IIII)IIS UI

lhlS total apprnxlnlJlely 325 3re plolc'\slonal st<lff The rClll<llndel <11(: ~LlPI)(lll

personnel.
The educatwn and experience IJJ(l....grounds III the prule~slOn;JI ;;(aft 'lie

qUill' V3rJCU. For e"ample, \l,ie hdve pcopk wIth degrees Jnti eX[X'rlt'lh.:e In 1'-1\\.
econonllCS, polr tICal SClCncf', 'illclOlogy, hlsl (lry, 111 tc lIla t lona! relalllln~.

mathematic'), chenll\try, <.:IVIJ englllecrrng, QIO'physlCs-pracllC:Jllv (~VCiY

.Jcadenm,; dl\t..'lpllne

Hi:lvlrIg covered brietly, ,nganlLiHlOll Illslory, ,he buugel cYlle, 11l;tndgcmt'lll
functions i:lnd rersllnnc] <lspcds of the OMB. 1 would IJke 1(1 lurn In OMB's
substantl\le JOle, U:,lng the buugel :..IS 01 (:nl1texl
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As you probably know, our spendIng larget for Fiscal Year ]973 IS ~2)0

billion. From a fiscal polley poinl of View, that $250 billion number represenls
our best estlmate of the number of dollars that would b~ produced by our tax
system with full employment.

From a program point of VIew, the $250 bilhon number represents the
dollars JvallabJe for finanCing all Federal 3divities.

In Illy experience, there IS one certainty; Ideas for spending always eXl:eed
aV:.Jilable revenues. That Illay sound unbelIevable when coupled with a $250
bdhon number, but when YUIJ begm tu look at the parts that make up [he (\1tal,
lt beLomes mure underst'md,lble. When we began Our planmng for the FISCJ]
Year 1973 Budget, shghtly more than 70 percent of the $250 biUlOn total was,
for all practical purposes, already spent. Items such as, benefit entitlements to
Social Secunty, Veterans payments, and Medicare: coupled with payments for
conlracls already let and interest on Ihe public debt predeternllned $175 billion
of spendIng.

Under these conditions It IS clear thJt there must be a deCISIOn process for
allocating resources and that IS where the OMB's substantive work begms.

We approach our task flOlll several different perspectIVes. FIrst, from the
perspecllve of the Federal Role. When someone has a new program proposal for
Federal fundmg or when w~ are gomg through OUr annual reviews, we ,He
constantly asking; why should the Federal Governmenl be dOIng this. The
obviou::. reason for this questIon-to keep redel al spendmg down-ls not in my
VIew [he only reason. Nor IS 11 the most Irnportant.

Over the last several years we hJve begun to learn something very
significant. That lS, Federal spending Illily not pJOduce the deslTed objective
because of adjustments by other insLllulions III our society or becau'ie 1)1
Gl:p3cily limitations.

In other words, the Simple addition of program dollars to the Federal
budget may nut lead to a net additwn to the SOCIety's tolal effort. If we JrH.:rease
Federal spendll1g, and Statc~ and local governments and pClvate institutlOns
decrease their own, our only success has been to funnel more of the GNP
through the Federal budget process. The capacIty limltalJon problem II) also an
Imporlant constraml. An example hlghlighls the problem. In the mid-I 960's, the
CIJngress enacted and we began to fund J. senes of sdlOlarship and fellowstup
programs for medical students. The goal was Simple and straightforward (Q

Increase the number of doctufs lJl the country. UnfortunateJy the analysls of the
problem was not complete. The premiSe of the program was that there were
spaces available in medical schools whIch could be filled if only there were funds
available \0 help needy students attend. In fact, something t.:lose to 50 percent of
th~ qualified medt<..:al schuol applicJnlS were bemg turned down simply because
there was nu room for them.

A second OMB perspe'llve deals with how J goal can be best achieved.
From thiS perspective Wf examine alternatIve intervention mechanlsms,
mcluding. (a) cash granls, (b) contrach. (c) tax SubSIdies, and (d) regul~lllry

actluns.
From a tlurd pl'rspedIV(~ we e,<.HllIne questIOns of balance. ThiS persp~cli\le

can be best demonstrated by referen<..:e to a speCific program area. Fnr eXJmple,
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the health sret!. In hSCdl YC;Jf Jt)]3, the Ft?dnaJ Guvcllllncnt 1:0 In 11 11 1led $}') 5
billion tu health programs. ThesE' funds were dlstJlbutN.llu SIX nl<lJUI l;Hcgorle~

(I) heahh resealch, (2) tldlnJJl.~ ;-Ind educalloll, (3) construction, (4) dlrecl
FederJI CJle, (')) health (,Jfl' flllarl('lng progrJlIlS, ';uch as MedIC8re and McdlCi:lld,
and, (6) prewlltlOll Jnd LOllllOl 'lLIIVJlles.

WhIle we examine e<:llit nr Ihese areas In detaIl, we abu lOIl')JUer thell
interrelatwllsrups For eX31llple, we look dt the rel3tlOIlship between lundlO!! (UI
health lesearch and fundmg lor [rJlfllllg hei:lHh resl~an:her').

A fmLrth perspedlve IS the eflluency dmlemion We Jr~ Lun"tanlly l'lOkJrl~

for new ways 10 IJlUeas{: the amounl of the product thai L:3n be pp)duLeLi wah
the same or fewer dollar'; AS"OI.:I'lted wllh our clforls In thIS iHCli IS (Ill!

contmumg push 10 stop dOing thtngs thai no longer make senSe su we can make
room ror things thi:ll do need to be done. FIJI ~xaJllple, we conllilue 1(1 push rur
lTIodifi\.i:Itlon of the $(")·callt'd Imp,Kle<l 3f1.'d .lld prugrJm a pIOgl~\lI lh,ll
provIdl~s Federal [lI11d~ LO PlY sl'l1oul tllstml hCL-ilLiSe I hi1ppen tl) bl' \'1l1ploYl'd
by the Federal Government

Hopefully, these pelspecllve," WJII give ydU ,J general uJea ul Lhc Wi:lY we
approarh Lllir work.

I '''(lulu like !o turn now III l\All fma\ l\lplC" the role of YI)ur l'lllJI1CII" ;1I1U
prospe(!s for the fu Illre.

First, on your role-tn my Judgmenl, the work ot your ('oUJlL'Lls, <JIll.! groups
like yours is destined to become Increa5ingly Important. I make lhat sttlement
WIth two thoughts In rnlllJ First, II IS apparellt that we (aIInL)t attOI J tile wa~te

and lIladequ3cy as.!-(lclaled wllh lragmellt~d SCI"Vl(,es, nor Lan we III WJ~hJllgl()il

overcome the problem of frJgmentallon alolle We call make Jt =i:lSler !I)I you to
pull thmgs rogelhel at the delivery level by broauemng the fonns of aSslstan\.e,
hut we cannot make It happen. It thiS IHt~mls~ IS cOlrect, rhen Iherc 1l1Ll ..t be.ill
tntegratrng meChi:HlISIll at thf stale JIIJ loc<rll~ ....cb.

Thr second thought IS reaUy a statenwnl ul eXpel1CIICr Over the L..tsl several
years, as [ have worked With human resourtes prugrams, I have observed an
mtereslmg phenomenon. Each Department Jnd agency IS contInually trymg to
define Its miSSIOn In .J broad enough way to encompass lile needs 01 pCl)ple as
Jndi¥lduals. HOUSlllg prllgriJIll l)ffJ(lals urge hedllh services and l'{)lICallUn
Educal10n prognllll offiCials urge feedlllg proglilms and Inc()me <J'iSI'.tan,e Heallh
program offiCials urge educatIOn <lnd hOUSing. They ~lIe <III .';aymg Lhe S<JIlle
thmg-Ihe problems of people do 110t tlllllLO neat categom;al boxes

With the cornbmell pre~sures, what are the prospech for the IUllIIC? The
experient:e I)! the last few ye.:trs IS worth !lUling. While lhe lasl Jew year'> may
have been perceivrll as "tight hudget tlmt''';,'' 1Il f<:lL't, spendrng tI'l human
resourCI~5 programs has Increased dramatically NOI only m absolute t~trns. but
In relative share of Ihe budget {Ilfal In Fiscal Yem 1970, spentlmg tor lhc-;e
programs w~s $72 bl1lHJn The budgc! rt1r IQ73 c\lfllamed $111 bll\ltlll f\1f (h~",t'

same programs. A $ ,l) billion InCleaS~ In [OUI rlsc~1 yealS.
Tht~ change lit relative ..,hares IS equally lalge In FISCJI Year 197U, human

resources programs comprised 32 percent or lhe budget. In 11)73, th~se same
programs at:counted for 45 percenr Llf lhe budget.

Thl:se figures dv nOI IIlc\ude lht' amOIlI1I:-, bUdgeted ~llr reVl~nUf ~hlHll1g In
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my estimation, the $32 billion in revenue sharmg funds that are going to be
distributed to your state and !c'cal governments over the next five years (over S8
billion in Ihe next eighl monlhs alone) represents the biggesl opporlunily and
challenge you will face in the lIear future-an opportunity because at last Ihere
will be a large pool of funds ava~able that can be used 10 deal wilh the problems
of developmenlal disab~ily-a challenge because you w~1 have to work with
your state and local governments to convince them of the high prlonty of your
efforts..

Ln summary, I would assert that the need for your role is self-evident and
the opportunities for success are boundless. As you complete your conference
and turn to the opportunitJes and challenges before you, I wish you the very
best of luck.
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The Developmental Disabilities Act stresses the importance of careful ad­
vanced planning and continuous evaluation of the product of service. This em­
phasis on activIties which ofren receive short ShIft In the lIfe of the harried
service program administrator constitutes a recognition of the central role plan­
ning and evaluatIOn must play in the establisJunent of a well-rounded program
for developmentally dISabled children and adults.

The severity and chronic nature of developmental disabilitiessetsthem apart
from most other health or health-related conditIOns. Every aspect of the af­
flicted individual's life is affel:ted and his needs for servIces are often multiple
over a period of many years. Thus, the challenge facing an indIvidual, a famJly, a
service agency I a state or the nation in dealing with the developmentally disabled
is to marshal the proper mIx of health, social, educational, rehabtlitation and
habliitauon services needed b:1 the developmentally disabled over a period of
time. This IS not an easy task given the fragmentation In society's present system
for delivermg human services. Yet, It is an essential task in order to fully meet
the needs of the developmentally disabled. For this reason the planner of the
Developmental Disabilities legislation vIewed the Act as a mechanism for IdentI­
fying existmg gaps In services to the affected popuJatIOn and fmding ways ot
filling these gaps.

RecognIzing the crucIal importance of planmng and evaluation III mountmg
an effectIVe state or local program, the conference planners commIssIOned a
series of papers on the subject. Each paper included in this section of the
proceedings tends to view the process of planning and evaluatIOn from a slightly
different perspective; yet, the authors all share a common belief in the Impor­
tance of effective and continllous planning and assessment of the outcome 01
programs.

Frank Laski conceptualizf's four levels of planmng contemplated under the
Developmental Disabilities Act. (I) the reVIew, evalllatlOn and updating of state
DDSA plans; (2) operational plannmg; (3) comprehellsive, rational planning: and
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(4) h'adershlp p]'tnnmg. He suggeqs thaI leilJershlp planning, willi 110;, ",{[e~" on
galvanizing a WIde variety I/f speclJllzed .Jnl! generic agencIes Into aLllon, appears
to be a plannmg dppW;ICh which mi:lny state agencIes and adVisory cllunctls are
desHous of adopting. He also pl)Lnl<; to the trend away from corllprehenslve
planmng efforts IrI the hehlof hllll\<:Ill ~elvl(e~ Jnd a l"orre:<.pondlllg ~hru,t low.ud

servICe integratlOlJ In LaskI's VIew, the future at the Developmental Drsdbilities
program wIll re';! COil how succ~ssfully the program can adJlI~t to tlh~ emelgLng

trend toward human serVICe mtegratlon.
Anthony J I\rdnglu warns (hat cstabll~hlrl~ plans <tnd Sf'tll11g prllliity 111.'­

quenlly IS not ,I simply, sLr;.IJg)ltforwalll Jiltl rallol1JI chOice alllcing dlLerJlZlllvC
strategies. In hiS word~, "pnorlly ')ettlllg is if[ times . lin opportulll<;,IIC. vJlue·
laden, power. politics proc(~ss." He debunb the sophisticated JdlgOll of plannmg
and demonslratt":s tl1at, i,;Ull'iCIOliSly or UnCOll-iC1Uusly, we all engage In the pldn­
nmg ;md pnonty seltlng ploces:-. L' ....l'Tyday The ImportJIlLe '.Jf the way In which
plannlllg questluns are forlllulaled IS also sllc~sed. Arrangw sugge.;;,Ls, Ih<ll wt'

openly ackn()wlt~dgc that l omprtltlOn eXists between lhl' actors lIlvlJlved In th~

planntng process; such openness on the pari uf ,til pJI ties., he feels, \vlll make It
easier to t1nLl a cUlllmon mecling ground. fhe paper Jls(I (onl.l1n<; .1 IIClpful
checklist 10 follow In plJllmng and plH.mty 'ielllllg.

Leopold Lippman suggests several factols which the l,;OIllITIUIIJlY or ~;Iate

leveJ planner must lake mto account 1I1c1udmg (1) the pupulatlOn m need 01
service (e.g. demographLc trends, change~ In types and degrees of dJsabllily, emu
rISIng and declmll1g ptevalence tales) (2) changing techniques anJ p,lttcrns III

sen'ic'~ delivery; (3) stufts III public altllude... ,md (4) the J1HeJrel~lI(lnshlp ot
program elemenls III the s~'rvIC~ delivery syslem. lie argues cogently for a blend­
ing of the unique talents and resources of profeSSIOnals, parents, lun~UJJlers,

volunteers, public agencle~ and private orgJnlZJllons In an effeclive plannmg
proce:.;s and sugge"its several pldl.es wher(' tlte planner In/ghl llIrn 1"(lr help Llpp·
man also leVlew~, :-.ome of the cummumc~lion lools availabJe to the planner ,ml!
warns agalnst local Insulaflty and Iuslng sight of [he long langt' IIllp l1ulf Ions .mel
Splll off effects of plannmg deClSlon~.

MIchael J. BednJr focllses our attentIOn llll all area ot' plann1l1g wh 1..:11 , until
recenl years, has lecelllcd lillIe <\Itenllon -l.e. the phY~lcill envlronmt'nl II} WhKh
the dl~velopmenlO:illy disabled indlvldual lives, works and plays He "tresses the
need to progTi:lm enV1fonm~n ts which are responsive to the neeJs of the develup·
mentally disabled Empha~lz1llg that rhe phVSlCdl envlrunment hds :t profuund
effect on man's well-heJn~, he Id~lltines thrc:e special problems ldced hy the
developmentally thSdbJed. (I) pelceptJLlllal dllft~uILJes, 12) IlIOllll Illnl1,ltwllS
and (3) psychll-su(l<ll handIcaps. Bednar goc~ on to delinedte ]0 se1') llf envIron­
mental characteristics which relate to the needs 01 the develuprnentJlly dl~ableLl

Although the ultimate goal l~ to tailor the environment ILl fll the mdlvldual, the
writer recuglllze:. th<..ll bec,lu~e Ilf dl<lllges III prngralll \:uncepts, alt~rnJllon~ III

individual needs and the dlsparllY betwe~n the nceds 01 the gruup <lnd the needs
uf the mdlvidual, J perreel "environmental lit" rrobdbly IS not feaSible. there­
fore, he suggest', that arcrlltecls must learn to Je~Jgn tlexlbIlIty mto fUlure
structures.

Donald J Sledman and R.H:hal J C. Sude ... <;\..eh:h llllt a l1luue\ pldnlHllg "nJ
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evaluation system and describe) hypotheticJ] sItuation to demonstrate how the
system might function In practil;e. A distinction IS drawn between goals, admml·
strative objective~ and outcome objectives. The authors also outlme the differ­
ence~ between process and product evaluation and show how evaluatIon differs
from research.

Specific strategies and app] oaches to program evaluallon are discussed by
Seldon P. Todd. After defining what conslIlules evaluatIon (as distinct from
evaluative research) and delineating five categories of evaluative studies, Todd
suggests several possible uses for evaluatiun from the point of Vlew of state
DnSA adVISOry councils. He also proposes five fruitful areas for evaluatIOn and
concludes WIth several practlcaJ suggestIons on how much to spend, how to
conduct evaluative studies on a "shoe string" and ways of locatmg other sources
of support for DDSA evaluatIOn projects.

In the final analysis, the effectlveness of any program fur the develop­
mentally disabled must be judgl'd on the basts of its iJbllily to produce meas-ur­
able change in the intellectual, motor, perceptual performance and i:Idapllve
behavior of the clients it serves. Eyman. Taljan and Keeran describe elements
nece~sary to development of ar, effective individualized data system which can
be u~ed to assess client progress and evaluate Jgency performance. They note the
dirth of client d:..tle systems pr'~sently available and tr3ce the hIstory of their
efforts and that of then colleagues at PacifIc State Hospital to Improve client
data over the past 20 years.
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The purpose uf {rus paper IS {Q s(lnlUl.. te discussion concerning (he planning
process for the developmentally disabled. The Developmental Disabilities
Program Lnvolves a wide range of issues relatmg to plannmg - various approaches
to plannmg: use of specific planning techniques; the development of goals,
nbjectlves and cflteTl3 for plans. This paper Will attempt to raIse these issues by
focusing on cJaTlllCJtlon of th{: planning rcsponslbiliues of the State Planmng
and Advisory Councils. compaTlng the plannlllg responsibility to other statewlde
planning experiences, and examining the potentIal for successful planmng on
behalf of the developmentally disabled, especially in relation to the concept of
leadershIp planning.

The Importance of planning IS c1earl~· set fOI th In the Developmental
DIsabilities Acl. The purpose of the Act speaks first to the need for "developing
and implementmg a l:omprehenslve and continuing plan for meetmg the current
and future needs for services to persons with developmental dlsabllities.'·1 Other
pro\llSlons refer tu the Slate Plannmg and Advisnry CmlllClJ"s dury 10 review,
update and revise stale pli:lns Jnd assure effedlve ongoing state plJnnmg. In
additIOn, the law enumerates thrL)ughout various sections a number of planning
technJquE'~ (statewide inventories, surveys of need, priority settmg, etc.) The
rule .. and regulations under the DD Act reinforce the central role of planning and
pinpoint the respollslblllly of rhe Slate DD CouncU~ "10 provide leadership in
plannlllg and cvaluallon."2 ThE regul<Jtiuns also stress the Interagency a~pects of
planning and the need to coordlllate With other state-federal plans.

Despite the legal mandatc for planmng Jml the regulatory requIrements
relalmg 10 plannmg, the genl~ralily of the conl:ept and the lack of clear
undt:rstandmg as to the structure, strategies. Jnd techniques for pldllnlllg, allow
the states a Wide variety of opllUns in carrying out theJf planning responSibility.
[n Ltct, the states may claim to undertake planmng hy engaging In four distlllet
levels of Jctivlty.
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The first level of planning Involves actIvIty related tu subnllssloll dnd update
of the state plan. While In Illost CJse:-., the Devdupmcillal Disabllitle~ Sta](~ PI.]11

IS sImply an admlnISlrallvt' cuntrol devIce uSl~d by the federal g.~)VL'lnmelll [p

document the cuntral:tu,t1 arrangements for reLeipt of fllnd'~, J !c\!, "tate) (e g.,
Mas~achusetts and Ohio I have utilized state plan:-- as (omprehell~I\iC pl-mnlng
doeu ments

AI {\ second level, <l ~;late may engage In p]JJlnlllg to the extent ul deve!L)[Jlllg,

short term operatlOni:ll 'itrategies lu .lllocate Its resource .. , fund pr(jJfch, ,Hid
provIde servLces.

Thirdly, il "lale ma~' embark Ull .1 L:0111prchensl'fe plall1Hng erfnll \\Ilh lllc
goal of developmg a comprehenSIve ilnd rallOnil! system lD meet thl' neeJs nl Ihe
developmentally disabled. Thcse pl::HlnIng rroJcc!s are charaltCrl7ed by <In
Interagency, rnultl-progr~lm focus. ratllmal dellbcratlOns to furmulatt' goals Jlld
ubjE'ctivcs; acqulsitlun of ddta alld development uf neetl·re~uurLC Illdlcatl)lS dnJ
soplustlcated te(hniques for detelmlnmg prwrltles. The plan Itsell I~ vJewed ,is
an 3Jd for decisJOIl-makcls .1nd a JatluI1allzmg Influence on prngr"lIn~ Jnd P()II~y

for the developmentally <lisabled.
Comprehen)jve planiling may be foJlllwed b.y .J fourlh levd III

planning~lcad€:rship plannmg. As described by BInstock, leJder~hlp plannlTlg
involves leadmg the tot,!l system to meet thl' needs of the developmentally
disabled,3 The statutorily dCrlvt'd cornpunents of leadership plafllling mdude
coordinalion (If services planning and evaluallon, data galhcr11lt:. lJalson ;.Il1d

cooperatjve relationship~ Other clements mdude advocacy and commulIlly
organization.

The particulal r~levanl:Y of Icadershlp pl;.lIlning to deve!opmenlJI JH,abl\itlt'~

has its roots III the J 958 fmdmgs of the COUIlI;]1 of Stale Governmems, allu Ihe
1962 report of the President'" Panel on Mental Retard<ltloll whIch hlg.hhghled
the need for coordination of generir .lnd spenallzed agencIes serving mcntJII'r
retarded persoll!). The mleragcncy iJpplOJch wa<; subsequently t'),I,'nLied LlJ (he
development<:llly disabled Jnd codified by Ihe DD Act: thIS appnl..tch JIlvnlvc-s
encouragIng deSignated state agencIes to assist generIc and specl3lJzeJ agencies to
change existing policies, pfloritie~, and operations In order tl) provlJe Impruved
services to the developmentally disabkd, BmstoL'k gives J number III e\arnple~ ('II
leadt~rship plannmg actIvities well sUlled to IIlteragency concern~, These 1Il( lude
enactment of legislarjoll, IIltluenclllg execunve budget pflofltle~, se( IHlng
allotments and services fo~ the Jevelopmentlllly disabled In other stak plan" ;Hld
reorienting lnslitulions ttl L.ommumty uutreaL:h. A number of other acllVllies
(with the eXct~ptjon of short trrm service provlslon) may be considered dS

leadership planning as long as they Involve a straregy of securing change" In law~"

po1iues, adrmnistratj\le rtIlcs, organil.auon;ll siructlln' Jlld OperJIll.lll<; fOI the
benetil of the developmenlally disabled.

At flTst blush It would seem th~t the above formulation uf pldrllllllg IS all
encompassing and inclUdes a numbel of element.;; heretofllre char.l~ tenad J",
soci(j! action. However, r1 IS Important to understand that Ille leadership
planning concc~pt does deny the plannlllg/Jctjon dll:holomy anJ in~lei1d

promotes the idea of ;1 pl<:lnnlllg-lmplementatlUn conlinuum (1.l~. th.d
implementatIOn begins when mitia! plul1lllng Je(Jsions are made) 111 .IJdirillll, If



Conference Proceedings 23

would seem that leadership planning assumes a certain conceptual framework
regarding service delivery (eff(·ctive. coordUlated, accessible, continuous) and a
commitment to Ideological plallning.

To recap, states and State Planning and Advisory Councils may be involved
in four levels of planning: (I) review, evaluation and update of State Plan, (2)
operational planning, (3) comprehensive rational planning and (4) leadership
planning. While it has been stated that all four levels of planning are requited by
the Developmental Disabiliti"s Act and regulations, current federal policy
provides the states a great d~al of latirude in tenns of level and quality of
plannmg activities. Certainly, no state is in danger of losing federal funds for
failure to undertake leadership planning. Nevertheless, there is evidence of state
agency intention to play the role of change agent for the developmentally
disabled.4 GIVen the predIleclion to undertake leadership planning, questIOns
concerning states' capacity for leadership planmng and the ways and means of
successful leadership planning become central to Implementation of the
Developmental Disabilities Ad. However, before addressing these questions
directly it is helpful to gain some perspective by looking back on prior human
services planning efforts which bear some similarity to developmental disabiljtle~

plannmg.
In the 1960's a succession of statewide planning efforts were fostered by lhl'

federal government to slimulote states to plan for human service needs. These
statewide plannmg efforts (mental health; mental retardatjon; vocational
rehabiJitahon; comprehensive health) were all similar to developmental
disabilities planning especially in terms of: (1) responSibility for planning (state
agency I usually an agency with operating responsibility for categorical program).
(2) participation in planning (broad based planning boards and councils,
interagency-consumer constituency participation; consensus orientation) and (3)
federal quality control of planning (none). The major differences between
preceding statewide planning and DD planning are the time limited nalure 01
statewide planning (except comprehensive health) and the lack of control of
federal service morues by planning units.

ReViewing the statewide planning efforts of the sixlles in terms of leadership
planning Jnd hasic changes in the service systems IS nol encouragmg. The
problems which gave rise tCI the need for intensive planning--unreliable or
non-existent data; fragmented services; ineffective program-still eXisted years
after plans were filed away. Even as planning efforts were underway new public
programs proliferated the service system and speCialization and categorization
mcreased. Upon an extensive analysis of Ihe statewide planning approach onc
student has conduded, "Statewlde planning contributed to the perpetuation of
existing power configuratIons permiHmg Incremenla] change- foresl31hng
fundamental challenges.'"

Even in those states where planning efforts did result in significant changes
in law and executive reorganization of mental health and mental retardation
services, planners acknowledged the limitations of categoTlcal planning and the
dangers of opportunistic domain expansion through manipulation of
"comprehensive" planning. 6

The reasons for the lad: of impact uf statewide planning should be of
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COIlCfl1l 10 DevclopmentJI DJ~dhlll!lCS plannIng unlts. Whde <i nUlllb~'1 II! reaSl)l1S

CQuJd be advanced. olle hypolhesis should be examlneu closely In lerms of Its
implicatIOns 110t only (or the sliltcs but a15(1 for 1he RSA. This IS the lontcntlOll

that th~ negatIve results of SI<Jtcwlde pia/Hung were gL'llcnl11y gU<lr.Llllced hy
fedclal preconditions and gUidelines (Of [;1I..k. thelcot) whIch f'pled lur .1

consl~rvi:ltlve stance In org,lnlziJtJOnal phH.:elllcnt l)E pldllJllllg undcJ lilt' L()n(rtJll)1
operating agencies. which fuslereu ,I conSl'nsu:-. orlenlJ[Jon bJseJ on Inkres[
gruup liberalism, and w/u'.h placed nu demand~ l11l pl.:InIlClS III term'l (If qlLlllty
or cvalu.tllun of plans.

The siml.bnly \,) l)e .... dopmenlal D1SJ\lllltles he;)ls lClleldTllll1. Th('
regulJtlOns un 'illite dgellCY plJLt'roent and SUHC Phlllll1ng and Advl"\lIY CnLlncll
composition Jn~ dlrecl descendants of P L 88-] 56 requlremenls Thlrty·twlJ
Developmentdl Dlsabilltle:-. unit ... are within the Department of )1enl,1! Health or
Mental Retardation. Must DD t.:X~cutlves arc appOInted b't burcaLlCldllL SLlpeTlOr ...
and are responsihle [0 hlerarl,;!llcdl sllpel"lor~ Wllhln Ihe 0rer<Jullg .JgeIlLY. Stale
Planning and Advlsury roulll·lls art~ dOllllnaled by ~late 0pcla1lng agenq:
represent<ltlves. No federal guideline<; for plannIng eXI~t WhllE BJnstnck·~ d(lta I~,

mconcluslve regJrdmg mgallliJtional plaLement and composltluII of lhl:.'

coun,.:rls, Ius work wllh CoullClI ... for the A~lllg tllcllCJle" tllJlulllh I(Jl~lled Jt tht:
first hIerarchical level (J.(~, dikLl access 10 [he Guwrllllr) are Illllle- llkel'! I"
pursue systelnJc reallocatilin than l!nltS WIthIn state depal lments. 7 -

The faci tllat Developmental Disahllltics planning shares sorne chM(I( tel·
IStlCS with unsLlcce~'\ful St,ltcwIJi' planmng doi''i not mean th~lt Ltlllusl have the
same oulcome, An ImpurL1nt JIStlllLllOTI IS the llllgOlng IldhUL of de\l.'\l)pm~nIJ\

disabLlitles planrllJlg. ThIS (cdlille, 111 COnlli-lSI Ltl the llllle IlInlted, Illl'lltLil health,
rehabilItatloJl, and Jctardarlon plannmg rfforts, ::dlows the federal gOYl.'rnment lu
devel,)p gUIdelines which encl1uragc st<ltes tIl develop (l)llllllLJII nhlt'L'llves and
confront lmSll 1:,SUC~ oj cafC ,mJ :;;ervlCC dell\'er~/. It ,tllows fm the ev,t1LlJtl(JJ1 01
plannmg procedures and lUI lhe [1JOV1S1LJIl ()f In:hllJlJI dSSI,LtlnCl' III lL(jder~hlp

planning. Perhaps most ImpOI(dTltly, !he LOlltmulllg n,tlurc [)f the progralll
allow~ for baSIC change:; 1I1 the pl::l11nlng structure throllgh leglslatlv~ dlTlcndlTlenl
or adrnmlstrallV€' lflltlatlve.

The secund lealule which Lltsllllgul .... hes devcloplnentJl disahrlllll'''l plalll1111g
from the preVI01J~ pldllJlIng I~ [he duccI relitllOnshlp III feJer::d IUllu,,; II) l'indnCt'
dlrec1 <;ervlccs, However, the <IvdllabJllty 01 Illoncy to tund prlJJects ;llld plllvidc

serviCE'S 1S <:l two edged sW1lrJ, On olle sJde, It Jll;Jy be u~ed tu lowel bdJrlCrs til
the developmentally dlsablcJ, :H.:cess srIVlC<:S, tar uthcI fundmg ;o,llurccs and
genenlly provldt' level<:l~e 10 Implement plalllllllg \\bJedlvcs. On the \..\1 h.: \ "01(11.', Ii

may divert attentIOn from pl~nlllng fUll( tll..'\lS. L(I 'ierVIl"rS, h'lIllper llllJrdtlla(lOn,
<Ind promute competlllul1 <Irnung constltllents \..If the St.tte Pldllnlllg 1tHI

AdvJsory CouncIl. Although there IS a gle<t! need for tncre<lsecl fUllJtllg of many
services t'ur the ,:kveillpmentally disabled, It IS not mappropTl"tc t(, ;I~h: whether
SlgJlIfll.::ant mLrt'JSC Ul S/.:rVII.E' 11lUnJe~ ch.rllllclJeLl lhrough DevrJopl11E'l1tiJl

DlsablllLies unlt~ would be pariisilic In leadership planning, The E'i\pCllencr 01
the Li:lw Enforcement ASSLSlame t\dnlllllstrJtlUr1 provlJes a Lase 111 IHIJrll 011l:
leadJng experl contends th:tt fed'...'r 'Iy fundl.:d stale pldnnll1g agencies III the !Ield
of ([Imlnal jU~tIC(~ J",:cl..lmpIISht·J, at .J cos! nl lIne hillf hllllOI1 Jolldf";, t'x,lCth
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what our other statewide planning activities accomplished-preservation of the
stiJtu~ quo. 8 Consideration of the promise of developmental disabilities planning
III the context of past planning efforts leads directly to three key questions
concerning leaderstup planning and developmental disabilities.

1. What is the role of the Srate Planning and Advisury Council in
leadership planning?

2. What are the prerequi~ites for leadership planning and how can
states develop the cap.lcity for leadership planning?

3. What leadership planning strategies are available to state
Developmental Disabilities units?

These questions can only be properly addressed at the state level and should
be of concern to each State Council. However, some observations can be made
based on limited survey data and the discussions at the National Conference.9

The attltude of the State Council toward influenCing the policies and
resources of Its constituent publlC and privale agencIes, and the role the Council
takes In pursuing leadersJup planning are essenllal to the DeveJopmental
Di,abllitle, concept. Each Sta'" Cuuncil h., the potential to be a powerful
change agent at the state level. Yet, despite much disl.:ussion on the Tole of the
Slale CouncIl, Its membership, staHing. 10c;:JIion and internal organizatIOn, there
is 110 agreement on a formula that can be applied to develop leadership plrtllning
oriented Councils in all states. On the contrary, It has been suggested thar no
model IS possible. since the 10k of the State Council in leadership planlllng IS

essentially directing and WIelding political power for the purpose of achieVIng
specific planned objectives for rhe developmentally di'abled. [n each state the
plannlllg objectives will be different. the Developmental Disabilities power
,tructures will be different and the extern.1 political system wUI be different.
Thus, m one state consumer dominatlOn on the Council, or dlred access to the
Governor's Office, may be important. In another state, the political enVlTonment
may reqUire a st;.tlutory base fnr the Council and a close working relatIOnship
with the legIslature. What remallls constant in all states is the requirement that
the Council set clear goals to pJOvide a planning framework for its activities and
make a commItment to ideological planning-I.e. a commitment to attach the
slatus quo. 1 0 Wlth planning goals and objectives, and a commitment to change,
the approach, strategies and te.;hniques of Icadelship planning appropriate to
eilch state WIll fall mto place.

In addition to a strong Stale Developmental DisabilIties Councd, a number
of elements have been identified in various sl~les as vitaJ to developing the
ci.lpaL:ity to undertake succe:;sful leadership plan rung. Among the most
prominent faclors are (J) an IIlvestmenl in plannmg, (2) IIldependent planning
'taff, and(3) regional plannUlg capability.

A review of expendlture\ and program priOrities reveals that aboul
two-thIrds of state Developmenl al Disabilities actiVities are primarily concerned
with direct services and benefits to clients. While sonle of the service activities
are undoubtedly planned to inlluence and achieve general improvement in the
serviLe system, the h.igh concelll rahon on services may indicate that many states
have not seriou,ly conSIdered the need for a major commitment to and
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Investment In planning The magnltudl: of the planmng mVE'slment h d llcClSI()1l

for each State Council ,md wllI vary from slate to slate. Some SLlte ('nuned
members have taken the posHioll that current approprlatluns preduue effeclive
sen'lce provIsIon (gap fillIng or otherWIse) ami that planmng IS the IJnly viable
DD activity.

Related to the plannmg wveslmcnt l~ the ~l:.tff <tvi:lIlable to the Stdle ( ()UIII~i1

for planning. Council members have exprcs:-.ed fruslratlOn III relYing UI1 ~l(1l('

agency staff aniJ oublde consultants LI) develop planl1lng strategle~, (Jild
Implement plannmg prlOTltles The prc,blern IS (;vlucnt when one consider) Stdtc
DD Council planmng goals targeted l)n the 'itatc agency which In rCdlHy control:-,
"Counc11 staff." Again, condLtlOns vary frum sl<lle t,} ~L:lte and sornc
Council-Agency relatlun"hlps may have developed 10 the POint where c011trol 01
staff is 1101 an i~suc. Nevl:rthcles~, it wuuld seem thJt the more 1I1depcndent stClff
capability the CouncIl pu<;sesses the more it w1l1 tlnd Itself In the pUSIIHJn 01
being <:I Planlllng and Advisory CuuneJI rdther th<:ll1 merely ,m advlsury council.

Regional planning capability h;JS heen <lddressed by DD C()uncJ!s In d few
states and deserves morl' <IttentlOn wlth the '-ldvent or general revenue ~h<lrlng

and the possibility of malor speCl;t1 revenue "h<lrmg propusals In health,
education and social ')ervlces. Many st.1tes ~He developing regloniil dppruadlc" to
planning and a delivery of <l broad range 01 serVice" of Ilnportancc lu the
developmentally disabled. PublJC educJtinn has been Identified as d system most
susceptible to influence through lucal and reglollal planl1lng The cxknl tu
whtch a State Cuuncil b~c()mes Involved in regIOnal plannIng depends \(lITlt~what

upon the ctegret' to whICh reSOUlces and services mc cuntrolled ,tl lhe local level,
and the mechanisms <lvailable to the Council tu mfluence lncal pldnnlllg
oeclSlons. In developing regiunal plannIng capaCIty, maximum usc ",hould he
made of eXIstIng rcgllltlal buarJs and planning 1Illlts. Some sl3te" drc LUTISldellll1l
addlllg DD staff to ment<J1 retardatIOn planrung boards anL! nthcr local
structures. Mmncsota, for example, has .:Ittached stalf to the hlCdl pLtIllllllg
development commissIons in the state.

With a cummitment tn leJdcrshlp pbnnmg, resuurces allocated It I planntng,
and staff ci:lpabJlity Jl st;Jte or rcgIOnal level, the State Council may undcllake d

variety of leadership p!<lIlnmg strategIes. Among those aVJtlabll: dnd rec,~ivlllg

most attentIon in tht:, states .ue (I) PlannIng and dcmons1 r;ttHlil proJects, (2)

Advocacy, and (3) [nfluencmg Executive Branch AgencIcs.
Rather than fund servIce projects JS L"nd~ In themselves, many <;tale<; Jrc

funding planning and demonstration projects specLfically deSIgned to stJlflUlatc
actiVIty on th,~ rart llf other agenclcs. By concentratmg 011 ,I padicular ..:lIcnt
group (e_g. multIply handlCdppcd or rural poor) or ;] paltlcuJal SCf'dC....• (e.g
transportation), the Developmental DI~abJlities agency dttempb tll dcrnumtrJle
the feaSIbility and value of given service models and to cre.Jk lilt' l)rrortunlty
for implementatIOn ot DD plannmg obJecllves by <mother agency

Advocacy, as a pL.Jnning strategy, ~;an be directed at various l.Hgets
community organizatIOns, professlonah. and local servl..:es prnvHiers Ihe
legislature. Councils m states wah strong voluntary assoCIatIOns and effectIve
10c~1 community suppur t for DD plOgrams may work In concel t WIth eXIstIng
groups to apply pressure directly l)fl the legislature and executive pollcy makers.
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In other states where the DD system is not as slrong, the approach may be to
ass)!)t In the development of community organizations and citizen advocates or
to embark on public awarenes~. programming to undergird future legislative and
program objectives (e.g. deins(ltulionaHzatlon). The Montana State Council has
adopted a noteworthy approa,;h to the advocacy strategy by directly fundmg
speciaJ DD staff to serve {he commiltees ill the Montana legislature dealIng with
DD legislation.

Influencmg other state Jevel agencies to aJlocate resources for the
develupmentally disabled is the best understood and most commonly involved
leadership planning strategy. State Developmental Disabilities executives have
indicated an intent to tap lither public agency funding to finance about
two-thirds of their DD program priorities. The parallel strategy of mtluencing
other state plans, policies and regulations has also been pursued, and the process
facilitated by the development of the GUide fU Federal Scate Plan Review. I I

Significantly, state welfare agencies have been the most frequent target of
DD agencies seeking other fundmg sources. and Titles IVA, XIV, XVI of the
SocIal Security Act the source of support, especially for day care and
community programs. In view of the Current ceiling. on social services and the
probability of restrictive feder:d regulations 011 use of 50cial service funds, state
DD agencie5 will find it more dJHicult to influence sociaJ service budgets, and
will have to turn to J much 1f1Ore comp'ct~ analysi'> of olher funding somees.
Also more attention \\lilt, by necessity, be devoted to innuencing reguJatlons
which may not yield clirect fliuJing payoffs for the DD agency.

The widespread intent to undertake leac::rship planning in the states, the
.... arious capacity buildmg efforts and strategies developed thus far, and the
genuine interest of State Councils (especially consumer representatives) In the
concept, all tcnd to indicate that State De .... elopmental Disabilities Cuunclls will
be effective planning bodies. On the other hand, the failure of past categorical
plannmg IS lurking in the background and the direct service-planning
competition doc5 exist. Whenever service provisIOn and planning are combined
the fragile nature of the planning process must be taken into account. It IS

always easier to begin a new serVice or fund a new project than to undertake
leadership planning With resp€ct to an e}(i~tJng agency's programs or policies.
The conflict can be aVOlded by establishIng gOiJls and objectives amenable to
leadership planning strategies, and allocate service funds in relation to thuse
goals and objectives. Ohio's stele plan, whll:h sels forth the objective of resource
de ....elopment as opposed to direct SCIVlce projects, IS ;m excellent example of the
use of service money in the con text of leadershIp planning.

Whether states can succes!i.fully undellake leadership planning should nol be
based on any particuL:lr similarity or dissllmlarity with past statewide planning,
or upon the DD expenence (0 date. Perhaps the overriding consideration IS

capability of State Planlllng and AdVISory CounCils to adapt to an evolutionary
shift in the federal-state human services plJnnlllg approach. A case m<:lY be made
that the statewide planning approach of the sixties has been abandoned and is
yielding to an allied services planning approach. J 2 Interagency coordination,
with its strategies of increased communicatIOn, line agency cooperative
agreements <:InJ public-privale participation IS being replaced by servIces
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integralJun, wltll emphihls on a multl-prugram focus, lundmg Ir:l1l ',ler"i, hll,L1
planning input and strong gubernatorial ctlntJOI. Revenue "h,tTlng dlld

consoHdatlOn nspects of the HEW Mega Proposal are variatlllns ()n the )Jmc
theme. As the states resJlond tu Ihe allied serVlles thrllst, we L:lll rxpcl1 the
growth and stlengthenmg of stale umbrella human services agenucs, grt>cltcr
planning capabllity by Governors and lucal governments ::l11d the cunse<...jllerH
weakening and lneJYedlvelless llf rLltq:~)orlL:jll planlllllg withIn 1111c Jgcll(leos.

Fortunately, as pointed oul 1n lhe foregulng rages, develtlpment<.ll
disablUtlcs planning, while havmg elements In comml In Wl th l <1tegor Ical
stateWIde plannlng, ha\ a great de.11 of lle>.lblhty In 13w wd l..:'gulaulllb and I~ III
a position to take advantage of the fedel,J allied servIce lhrllst. Indeed, OhIO·';;
DO zonal sysklTl, Massa(husetts mental health-retardation area W'ltern, Jnd
California's reg.lOn,,1 centers conc:ept, <Ill !Hovlde ('xalnrl('~ o( DO IOV(Il\lt~d

plannmg which has anlIClpated the imparlance of servlc:es IIltegraLli1n <IS wt'll dS

leadelstup planning. However, tor many other states biJslc ueclslum 3nd
commitments cOllcernmg development<.Jl dtsabrlitie':l planning stdl hJve III b(~

made. These deciSIOn:> will III large part. determllle whether Dt>vclopmfntal
DisabiHties IS looked at i1 decade hencl' as the last llJ" the categomdJ 'it.ltt'Wldc
planrung attemph or the progerllto[ of allied .;crVlces planning.
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It would be [ather [enuss of me to not relate to you the mini-struggle I
encountered while preparing this paper. It would also be rather unWise since the
struggle I refer to can lead us dIrectly into our topic for today-"Priority Selting
In The Planning Process."

Our discussion IS intended to stimulate you to consider the processes J
consider to be pre-eminent in pJanning rather than just the mechanical "follow­
<:I-check.Hst" process.

When asked to plepare thJS discussion several weeks ago, 1 l<new immedi­
alely how It would sound and appear-at least J thoughl so. I reacted based on a
practiced instinct. A(ter all, r am supposed to be an expert in planmng and
admimsl raUon.

However, once my private bout with self-mdulgence and omniscient behav­
Ior sub~ided. I set to the task of organizing myself for this very moment. 1
found, as I relate below, that the task was nol an easy one.

Allow me to give you a list of the many thoughts I had to consIder:
I. What direction do I have from those who arranged this conference as to

their needs?
A. What subjects do they deem most important?
B. At what level do they want material delivered - Theoretical?

Abstract? Practice?
C. What structural limitations do Lhey impose?

I. Time limJIs fOI presentation.
2. Length of pap"r.
3. Due dates.

II. What do I know about the topic?
A. What do J want to include?
B. What personal biases are going 10 enter into diSCUSSions?

lIl. Whal do I know aboul the anucipated audJence?
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A. ShoulJ Illi:lterwl be <It a lhroretlcal level or Pldl:!ICdl leve! I ',Ur till"
age-old ploy of the planner-somethmg. nl' both')

13. Should tOpiC Illclude eXJ1npies ha~rtllJn the leglslallon !ll! Devell1p.
mental Disahilltles?

C. If :.0, should ,ill thlec Jrl~aS uf retard,ttilln, cnchr(il Ildl~y, ana
epIlepsy be lIscd"

D. Wh,ll dues the dudleillc W,lnt? Dl) 'hey want "How II)" InfcillUI

LIOn, "How dId ynu do It" mformatlo/l, 1)[ c<:IlalyllC lh()ught~"

IV. What do I know ahoul the pJneP
Tlus was c!)pecl<llJy Ullll\,;ult ,H, tur thilt maLler, t'JSY ~l11(:e lhc pdllellJ,tJ

not yet been l.:hosen.
For those ot you In the audleTlcE' who ,lie rCJuy to lock 111(' up <I:, all

Incurable obses~.lve-CL)mpulsjl"c, [ Illu~l [Cport lhat the 11::.( [ Just JC~dlhed r("·
mained, f{)f a whlle,Jumhlt>d In my hl'dd.lt W:J' not the Ileal packd~e purtlayt'd
above.

11 we now cunsider the topIC" i:lb{)ve and [lut our dISCUS...uln III the rreune'­
work uf t~us aUlhor's desire anti prc~sur(' to do J guod .iub, w(' will hegln t,] sre
what chOIces ba~led un prlorny setting rmght havt' taken place.

T. We have three sets nf acturs to rlrase or t'l at leasl consIder
A. The sponsors 'Jf this conference willI asked me [,) '\PCiih: the S,llll­

tionillg body.
B. Myself-the planner agcnl-lI;uson belween the sanctlolllllg body and

you.
c. You- the consumers uf the product TIle reclrlent nftllar ....vhich [hl'

sanctIOning body wants to "ell you il~ inlerprctcJ Ihrnugh my-;elf- Iht .lgenl
Now, we ask ourselvcs Ihe following questIon Who\'c needs lake prionty ,

The Sancrioning Body 5 Need!!.
Th·~ sflnctlOnlng body l" looting lhc hili 101 i1ll~ l"Onfell'nCe Jll

impOItanl con~ldrra{lOn. WhJl they !l;JW set ou, <IS the lurK descrlptllm III the
program brochule shaull.! be adhered tll.

telldully the content of all the [alL durlllg thiS conferencl? and tlte
titles Lhereol wl:re decJded afler IIJng anl! deJlher;J1C prlurJly seumg lIr were
they? We might a)k how the need fur the progrJm and Its Cl1lltent C;IIllC .lhOUl·'
Were consumers asked for cunsultallon 1Il lhe dt'''lgn of this conference') SUleJy
in trus day of elllphasl~ Oil LullsumerlSlll 3t lht fcdelal level uf fUfldlllg--lhe ...
were.

Speake, s Needs.
Whal Jbout mc? What die my val lieS and needs') l)ll I reJlly (aft'

about what others Itunk ;IS much ,IS what' think, l)f Me my l) ....... n pI~f-::rt'nl'l'

prion ties the "nghl" ones?
Am I gomg to take the rarcntal atlltude "I know whalls best ;md

r'm only domg It for your (JWn good''''

The Audience-Collmmer Neeth.
Is rhe consumer's attitude and st.mcc "I am here 10 le<lrn," 01

"They're nut gOlllg to teach me anythlllg I don't .llready know," or "When I gel
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the chance, I'm reaUy going to Impress sanctlOning agents with what a good job
we are doing m X, Y, or Z state"?

EXPRESSED BIAS OF SPEAKER­
A CONTEXT FOR DISCUSSION

The above description may be considered by some overstated and cYnical-­
but In my opmion it is realistic. While I consider planning and pnority setting
essential, 1 also consider there to be a mystique about planning which transcends
reality. Sure there js a rational procedure or checklist of considerations for any
decisIon, but It is not as refined as we would like to have it. Priority setting is at
Urnes (more than we would like to admit) an opportunistic, value-laden, power
pollhcs process. 1t IS not always the rational choice of alternative strategies
ordered on a continuum of mest Important to least Important. At best, it is a
choke among alternative strategies whkh themselves have been vel)' often de­
Clded accurding to opportunism, personal values, and power polItics. It is noted
that opportunism, expression of values, and power politics are not always nega­
tive. More on tlus later. What I am talking about is the human element and the
realistic element in prionty setting and the planning process.

The literature (see Bibliography) is rife with "models," "schemes,"
"theories," and "'processes" concermng what planning and priority setting is and
is not. We have had flow charts, diagrams, schemahc drawings, tables or organi­
zation and the Uke, all indicating visually the planning process. The jargon in­
cludes "feedback" and "feedback loops," "interpretation," "interface," "multi­
disclphnary," "integrated service's," "entropy," "advocacy," and "consumerism"
to mention a few. All this combines to elevate planmng to an "already·designed­
mfallible many-times-tested" social law. Not true! You know it and I know it.

The universal housewife makes decisions every Saturday at the supermarket
without the use of theories, floy.. charts, or jargon:

She makes pnoTltj' chOices based on money, family mcm·
ber's desires as to type of foods, her knowledge of what js
eaSIest to cook, her tastes, her needs and that of the family for
healthful foods, the needs of the house for detergents,
cleaners, dismfectants, soap and other such nonedible supplies
versus food, the avad.1bll1ty and supply of matenal at her
supermarket, then pfl<.:es and specIals, the chOIces of stores
based on pnces, djstallce, cleanliness and range of supplies,
(One store has better meat~but shghtJy higher pnces on non­
foodstuffs.)

If you take thIs simple example and multIply It by $30 billion and hundreds
of Health, EducatIOn, and Welfare agencies, and a plelhora of competing crucial
needs, we see that ratIOnal planning and pTlOflty setting IS a dlfficuh and crucial
matter. However, In many cases, the amount of money one has to spend does
not alter the subjective-human·value laden deCISion fraught WIth opportunism
and power pohtics_

Now that the latter point has been made and a context for discussIOn
established, let us look at pnollly setting in the planning process as we would
like to practice it--as a rational chOice objectively arrived at from among com-
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petUig and complex, but well defjned, needs.
We have all seen a I:heckllst similar to thi~ following which IS rntcnded ll)

guidl~ our planning and subsequent settIng of pnontles.
1. Establish sanCllOJlS for study or the prohlem.
2. Define the problem.
3. Determine the potential aVIH.lability of knowledge.
4. Determine the necessary sources of knowledge.
5. Organize knowledge sources m a meamngful way.
6. Analyze problem
7. Delineate major ~lvallabJe tactical solutions.
8. Deline.He maJor anticipated consequences of each of the ploposed

tactics.
9. Assess the sanctions avaLiable ftlr each lactIc

10. Select the strategy .
.I 1. Document and mterpret.
12. Ratify strategy.
13. Designate the agent of the stralegy.
14. Implement .
.15. Assess the consequences of Implementation.
The attached Appendix discusses ill detail the POints listed <Ibove. This

"cookbook" is intended ~IS a gulde. No one problem even reqUIres the use of all
items. The object is to arllve at a "rational" analysls and action plan. A ratlonal
analysis means that all assumptions, presumptIOns, and facts are expliCitly
stated, that a logical cham of reasonmg IS exhlblted, and relevant supportIng data
is cued. We mllst remember thaI an "assump1 ion" IS a propositIOn Ior whJch
there is no evidence, but IS believed to be true. A "presumptIOn" 15 a proposItIOn
for which there IS "more or le~s" evidence and believed to be true. A ""facl" IS a
proposition for which there IS enough evidence tu make It probably lrue.

The following table "Analylleal and Inleraetlonal Tasks by Phases of
Problem·Solving" compresses, In many respeds, the lengthy and detailed
content of the Appendix.

ADDRESSING THE PROBLEM

"The idenliflcation l)f unmct needs" seems to be a sImple enough ta"k
However, when ~omethmg appeals too simple Jl IS time to beware The 'Way III

wluch a problem is formulated will strongly mlluence how II will be halLdled III

the succeedmg phases of problem l;O!Vlllg. (,urln and Pellman use the following
lllustratlOn .

. thl~ same sd ot facts about a population m "poor heillth ,.
can be mterpleted m qUite dlvt,[se ways One way IS to put the
~mphasls on rhe lack of adequate Income, WhICh would
account for bad housing and nutntlOn Or the problem Cdn be
conceIved of as the need for a new program that stresses health
educatIOn. Or the problem can he formulated as non-use 01
medLcal sef\llCt:s that are easily accessible to the populatIOn III

question. ln other words, the formulatIOn ot "the problem ,. tu
a large;' ex.tent sets the duectlOn for thwkmg aboul II dnd
acting on It.
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A case of shifting problen-o identification apropos to this conference IS

presented below.

378,TABLE I

Analytical and Interactional Tasks by Phases of Problem-Solving*

Analyllcal Talks
--------
1. Detlnlng the problem

Inhlr,lctlonal Tasks

£lIcltlng and receiving in·
formation, grievances, and
preferences from those
ell:perlenclng the problem
and other sources.

2. BUilding structure

3. Formulating polley

4. Implementing plans

5. Monltormg

Determining the nature of the
practltlone,', relationship to
varlou .. ,1ctors. Deciding on
types of structures to be
develooed. ChoosIng people
for roles as experts, communi·
cators, Influencer., and the
like.

Analy;;·lng past elforts to deal
with the problem. Developing
altern.lIve goals and strategies,
a!>!>eulllg their pOSSible conse­
QUl!!nCI~S and feasibility. Select·
Ing one or more for recom·
mendatlon to decision-maker!>.

Specl'vlng what tasks need to
be performed to achieve
agreed·upon goals, by whom,
When, and with what resources
and procedures.

Designing system for collect­
mg Inlormatlon on operations.
Analy ~Ing feedback data and
!>pecllying adjustments needed
and/o, new problems that re­
qUIre planning and dCllon.

Eslabllshlng formal and in­
formal communlcallon
lines. Recruiting people m·
to the selected structures
and roles and obtaining
their commitments to
address the problem.

Communicating alternative
goals and strategies to se·
lected actors. Promoting
their expression of prefer·
ences and testing accept­
ance of various alterna·
live!>. ASSisting deCISion·
makers 10 choose.

Presenting requIrements to
decision-makers, ove~om­

ing resistances, and ob·
talnlng commitments to
tile program. Marsllalling
resources and putting pro­
cedures Into operatlon.

Obtaining Information
from relevant actors based
on tllelr exporlence. Cam·
munlcatlng Ilndlngs and
recommendations and pre·
parIng actors for new
round of decisions ro be
made.

One of the important developments of the 1960's In the field of sectoral
planmng was" the Initiation of large-scale SOCial welfare programs that called for a
combmation of Federal, Stat,~ and local planning, declsion-making, and
finanCing. In particular, the sti1tes, following the proVISIOns of CongressIOnal
legislation, obtained grants from Federal agencies and engaged in successive
waves of planning In such sech,rs as mental health, rehabilitation, and menial
retardatIOn

·I'erlman, Robert and Arnold '~urin. Commumty OrgtJflizario" and Social Planning.
New \ ark: John Wiley & Sons, Inc.. 1972.
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Planmng In these Ivalegllrlcal 11l'IJ..; IS t",plCJlly 311 effort iu mnbdi/l.:
resollf~~S and LO a<..:hleve ,:Clordinatloll (d' aLtlvllh~S J.1'llJn~ Jilihe I\ervl\.'~' directly

and lnJileLt\y lIlVolvcu III Jeijhn~ with ,j o;;peLjl'l~ died II 1<;, III !)lltrr W\)rl'I~, ,lll

attempt Lu he "COll1rJt~Il'-'JlSIVC" 'W11hlll a sectur by IllcludJllF clll klIlLl" lol puhlll'
anJ voJuntary agencIes ,Inti hv Illvnlvlng l'l[ll'_l~1l ,tllU lllllSUl\ler groups Till:' I~

illustrated In the followlJlg Cilse, III v. hll.h we [IJeC Ihe evolution l)1 tile l1at1011.11
menta] retardallOn progralll dUI m~ the Kennl'u} Adllllllistr,HhJn

The case 1I1ustrates a number of p')lnl~. II demonstlates the IIllPOltJIlCC ut
the "defrnitlon of the plOblem" itnu 11 "lll)WS the Pdfls played III sh;Jpmg theLL
defillltioll by an aggre:-,slve consumers' as:-,oclatlon, hy the Presldew tile
Congress, the Departmellt llf Health (:'ducatlon, and WclJJle, ,Jlld d '>tdle
depmtmcnt of mental hl~alth. The case pOI trays the Illlpac( Illdt eat:h JdUI ~

delmJtloll had OIl s:Jbsequent ueclsl0ns

The Case

From medieval (Ime:-. until well Illtu tile 19th Century, Inelltal rCL.nd<llh)1l
was looked on as the Wlllk 01 the devil IJr d~ punIshment 101 SI:ltuJ beh,lv]()1
Popular fears, latel relrlfLlrl.:ed hy thedrlCS 01 genetic dl~terrll1nall01l, h(l\"e
prclduced a long hislory 01 o:-.traCI~1l1 ,HId IrlhUlIl .... 1l treatment lit reldfded

persons, whethel they W{"I(' hIdden III ,1(111..:\ ur "'ept IJUt tJfslght Ul 111Sll(ullOlll

Follnwing Wnrlcl War II lhere Wd~ J :-.h:J!p IlicreJSe III pu III II..' 1l1lCreSI dlHJ SUpptll1

for ,;erVILes to the relardeu, gcnelillL'd mostly hy IUlal and SlalC ~ruLJf1~ ,llllJ d
nali,)nal aSsoclatlOn forllll:d tp ,HJvJnCe the mlCIL'sts Dr Lhe retarded

These aSSUclatlom hJd grl1W1\ \)UI oj II)L,d self-help eHol ts III parCI1(S I(~

obtam better 1~<Iucati()n wild lJthfl serVILe" lor Their retarded dlliurell Theil
small-scale denlonstrall0lls were h1Jtlres~rd hy new knuwledge nl Ihe Inuluple
causcs and forms of ret<Jrdatlon. M()~' Illlport<mt, cVHJence was rT111untlng 'h(lt
less-:leverely rClardcd chIldren dnd <JdullS were lramahle anJ cJucClhlc (lfld (ould
live at home---some inJependclltIV---dllJ many could be employed Tlle'i':Jtlered

activities of the parents groups gave way III the Il)50\ (I lIltf'll"e ~OIItILdl

activIty aimed al getting ..:hanges 111 lhe pollclcs of ... ldtE' i:Igellues <JIHj III hWltlg

legislatures Jppropnate IIlllre funds.
At Issue 111 all thl'; actiVlly was lhe ullderlymg question 01 the uclll1illl)1l (II'

retaldatlull. What IS It and wllJt c;lu~e~ It"' For d long lime J lIledl(,1i (II LJllIIl<l1

frame ot reference labeled all rclaru(llll)n l~ mdlvldu<J1 p'.Itllulogy, requlrIllg

diagnOSIs <llld Ireatment un an 11lL!lvlUII.1l1L1:.'d b;J:\IS (HolhuH.I( I)) All Upp0SIIlg

view holds that rnent<Jl ret<Hdatlllll IS llHlI~ tlcqut'1l1ly a producl \)1 .1 ~,llllly

social system-that IS, uf hall hedhh CqndlllOrl"'l IJI..'''' 1.-'1 prellalJI Jnd po... tnJI,d
care, ponr cducallOnal plugrJIIlS, Jnd IlIea",ullllg anJ Libellllg uevlLe ... (!I.ll dlC
themselves dlstOrled b.y 1l1lJtJlt'-(la~~ <JnJ P1l1fL'~1>lun.ll hlrlses. Hy 1l)(lU rt'~l'Jllli,

som.~ of It sponsored by- (he N<.tLIPl1al i\~SlJclall()n lor I{etarueu ChilUIL'll
(Mas!and(4)), had called Jrll,;llllL1l1 III Ihe 'iUb~lanll,d eCOnOI11IC, ~u]turJI, i.lIlJ

socJaI components 111 the l-aU~,llILJn Ill' H'laJdd[lc.1l

Learning tht: growlnf~ c(JIt~·crn. Pre ...luenl Kennedy, Jlwue 1111JfC SE'Il~lIIVe by
the fact thaI one uf hiS ~,I~teIS wa" rCl;uded. u~ed the medlulll 01 J 11JlIOllWlue

TV .:Iddress to appolnl a p;-1Ilel 111 IlJ/ 1 J Lo Illakc d ... tudy and reCllllIIIlCnUJtlun:,
Tn hIS mandate to thr p,Jnel, KClllICJ~ llled (cl ser (he tcrn~s anu 1he lorE' tur
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what Wi:lS to follow. He defined retardation not as a disease but "as a symptom
of i:I dIsease, of <.In Injury, of some obscure failure of development, even of
mad~quate opportunity to learn." He called It a natJOnal problem requiring a
natlOnal solutlOn and he Instructed the panel to explore "the posslbihtles and
pathways to prevent and cure 111ental retardation," to appraise the adequacy of
eXlsllllg programs, to IdenLify gaps, fJnd to recommend the programs that were
needed (President's Stalement(9».

The panel's 200-page report emphasized research and preventiOn and malle
some: 90 recommendatlOns covering clinical and sOLlal services, methods and
facilities for care, clanfication of the legal fights of the retarded, the need for
Increased manpower, and pubh,~ education on retardation (president's Panel(8).
The panel urged that the new program thrust should be (I) comprehensive, that
IS, JIlcludmg day dare, reCreJtlon, residential services, and educatJon and
vocational opportunities; (2) commumty centered, operating close to where the
retardeLl live and (3) cOOldmaled so as to assure a sufflclenl array or continuum
of services 10 meet dlrrerent types of needs. The fourlh polICy recommendation
deparled from the President's perception of the r1atil)JlJI scope of the problem
and placed the "pnncipal responslbllJty" for fInancing and improving services on
[he .. tates and local COmmUl1ltl(~S, although It suggest~d Federal aid to the stales
for rlanning purposes.

USIng the panel's fIndlllgs and recommendatiolls, the President asked
Congress tu provide larger appJ opnatlOns for certain eXlstlllg programs and for
spec1al project grants to be awarded to stare agencIes "presenting acceptable
proposals for this broad inlerdlsciplinary planning activIty" (PreSident's
Mes~age7) The President strC'~sed, as the panel had, the strong lmk between
retardatiun and SOCloeconomll deprivation. Whlle some retardalion could be
[faced to blomedlcal factors, hl~ said, the great bulk of cases for which the cause
is not dearly known shows a I"emarkable correlatIOn between the incidence uf
mental retardatlOll and the liVing conditions of famIlies deprived of the basIC
necessities of life.

It 1S Important to note the shift that WdS takJng place In the approach to the
problem. When Congress enooted legislatIOn 10 1963, It provided Federal
matLhmg funds for perinalal medical care for indigent mothers, support for
comprehensive planmng by the states, and money for constructmg new facilities.
This was, in effect, a retreat from the view of relardation as largely a
sLKlal-structural problem fJlld was a reversion to the indiVIdual pathoJogy-service
.1pproach (Holland, p. 27(J))" Connery reports that in the CongressIOnal hearings
precedIng passage of the legIslation, the American Medical Association mounted
a strong attack un any propo~als to change the defillition of the problem and
opposed the emphasis on the sodal aspects of causation. (Connery( 2»)

"Major natIOnal SOCIal programs were avoided in favor of state
respl)nslbiiJty. And at the sLale level, Connery contlllues, the medicaJ profession
conlJnued Its oppositJon to government Involvement in programs for lhe
ret<:tlded, and then It insisted thai any services that were JJnplemented should be
attJ(:hed under the connol of eXIsting hospitals and medh:al programs"
Popular American ideology of an open sO~lal structure and mdIvidual
responsibility preduded many from even hearing the idea that the social system
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would upset tht, CUrrt:nl <;oclal allocation of ~;t<ltuses JnJ n?SOUlcn ·'(II(dlllnd,
pp )3·34(3 l).

The passage of legistHJOn, howeveJ. only IIldlcales [he will and JIlIt'll! (Il Ihe
legislators, responsIbility then passe'i 10 the admlnlsLrillor '0 Implemenl their
intent through his regulatIons In this case It was the Departmcnl of Hl:alth,
Education, and Welfare, which Issued its gUldelme~ for pJannlllg hy the States
seven months ,liter the new ldw~ had been en.tcted (HEW(f')j ThE' puhlll:Jtllln
explores the {hfflcultles •.If achIeving Interagency COl)f(.1lnJtlOn anJ sugge"l~

appJOachmg this through lInproveJ cornmUnlC,ltlOn, L!(lSer cLlUpelillll1n ,llld 1he
use of authority The gUJuelines list tIll' are;IS 10 which anelltlOll nlu"t bE' ~Ivcn
(for example, preventIOn I clInical "erVll'es, records ;..Inc! Ie-portIng, ;..IlId fll1JrlCmg)
and then sUg£est these ster~ for building a strlJclulc and ["kIn!! lilt' 111',1
analyllcal steps in the rlJllnmg process

1 Establishing ,In "executlv("·h~v,~1 poliCy gH1Up, cOlnpn"..:d (,I 1'111
peTslc)nnel" III the j)geJlue~ concerned wIth IdardatH>n

2. Settmg up a h({)adly representdllve advlsllr! commIttee \11 SIJII~ 311d

local public and volunlary agency personnel
3. Havmg the planning staff evalu3te the ret3rdatH.Jn sltuJllOn, Illakllig

rough estimates of exislmg resources, needs, and i:I determlTliHlfHl (11 th'll
additional serVices, personnel, raClhtle~ and other leSOUlces are requlfl~d Thl~

planning should dovetail Wllh the rl<JnnUlg \..\1 rhYSI(.;~1 !:l\"IlIlIC':' II\\U ~Pt:(\l\\..

goab should be set for servKes.
After thesf' steps. "the plan C3n thL'n be developed'" 10 ITlclude pruV1SIIlll t(ll

coordInating mechamsms, Lase-finding procedures, servIce ClllnrlJnenls, evalua·
tion. regional organizatIon, the stlrnulalLon of greatel public awalene~~, :HI.l the
draftlng of nec€'ssary legislatIon

Within thrl~(' months after the appeanlr1ce of these gtll\.lel1Jle<", ,I piallnlllg
project was acllvated In Massachusells, where the Slale De~'i:lrtrnelll \..11 .\-Ienlil!
Heallh contracted wIth a voluntary health organlZalll)n til do tht' p1Jnnmg
(Massachusetts(S). The slructLtre followed the Federal gUldel1l1e<; JIIlJ C'JnSI'ikrJ
of a top-leveJ policy buarrJ of the hf· ....ds ot relevant state agelll-Ie) pili) the
challmen of nine task fOlces set up tu deJI with vallOUS Jspect~ of Ihe prnbll'l1l.
Dunng the 2Lh years betllre 11 reported 10 tlw Governol, (he pldnlllng PI(lJl'I.-!

conducted inventorIes of fJcilJtles and ser\'lce~" held hl"arings JllJund lhc SliJlt'
"to feed data mio the deCISIOn-making machmery i:lnu tu ITicrei1Sl' local
Idenllflcation wIth, and commItment to. cOlllprehenSlVe planrllng, '" dnJ de~lgned

a special study 01" the charactenstlcs of potentially employable relarddles
The planning hl):Hd recommended to the Governor a Snlelll or

decenlrallzed programs III 37 areas \Vllhlrl the state Jnd set forth lt~ U'W1l

guidl~line" 101 the SpeL-ll"lt.: servlL;e~ III be: lleveloped locally. The eXI"llllg
institutions wele to shlfl 10 an emphi3sls 011 SOCIal development of retallJitll''.. (lIlJ

to all '"mdlvlduaJ and small group approach and meanmgtul IJIlks Wll11 the
commuJlIty." Support of new programs of ~peclal educahon and oj preventIve
wor~. was recommended, and the board urged that, 111 adLlltlo[l 1(\ the
$50 nllilion then being spent each year on [elardallon, $1 j ., million welllJ he
needed annually by 1968 Jnd ')45 million w\..)ull1, be needed b~ 1976

BUllhe board felt that the major problem Wi:lS one of coOrd1l1atlOI1 It Illund
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itself may be handicappIng some mdividuals' chances for growth and
development. At this point the popular ideology and the medical perspective on
ret:lrdatjon meshed closely to produce strong opposition to any changes whJch
that SO of its specific ft'commendatlOns reflected the "need for an
Interdepartmental planning agency." The political problem could be summed up
simply: which of the seven state agencLes serving the retarded would be
deslgnaled the coordrnalOr? Moreover, how could (hiS be resolved wilh alllhese
departments heavily represented on the planning board?

The solution was lO creale a new agency, an Offke of Retardation, wruch
would be responsible directly to the Governor. The new agency, presumably a
neutral among the large agencIes, would "develop, and keep current, a state plan
to Jld retarded persons; establish st<:lndards for services; proVide liaison With the
federal government, and assist all departments and other agencies ilnd
orgamzations to lrnprove their programs and services for the retarded"
(M:.tssachusetts, p. 3( s »).

WIthout tracmg the proct·ss beyond the preparation of these recommenda·
tiollS, thiS account has indicated something of the nature of planned change. In
the 4Y.! years covered by these events there were some changes in the distribution
of re~ources, power, and fUIlI:lIons. This was due In part to the concertmg of
energy by the parents of retarded children, In part to growing public concern,
and In part to PresidentIal leadership. But the thrust to redefme retardation a'i
pfllllanly a failure of the social system was blunted, and the massive changes that
some wanted were denied This was the result of Ihe oppositlOn of certain
political leaders and of some profeSSIOnals and burellunals who were pratectmg
their domains, as well as bemg the refl~ction 01 old but persistent publ1c
aUltudes toward the retarded.

Runnmg throughout thi.i case Ulustration has been another theme' th~

dltllcully or at least the unde'.iirabillty of Isolatmg mental retardation as a SOCial
problem and the mentally f(~tarded as people from the rest of society. TillS
fundamental limitation m se,:toraJ planmng has g.IVen flse over the years to
different kmds of plannmg t.odies that strive to cut across servlce fields and
problem areas such as the welfare counctl.

REDUCI~G HUMAN ERROR AND
IDENTIFYING UNMET NEEDS

One of the ways to redu( e emotional laden value deciSions In any area IS Lo
do a good piece of research. This should be conducted by someone not Integrally
!Jed mto the "movement" or "cause" espoused by the group asking for th~

research. ThiS author nearly 2 years ago was asked to conduct a survey of
eXlstmg facilities and servlCes for epileptics in the Stale of Texas (AranglO( I »).
(By way of a note I am a Board Member now of Dallas Epilepsy ASSOCIatIOn. In
additIOn, J am on the Professional Advisory Board of the Tarrant County
Cerebral Palsy Associatron. Furthermore, J was, several years ago, ASSIStant
Dllector of Louisiana Stale University Special Education DepcHtmenr dOing
diagnOSIS and planmng for children with varying exceplionalltles.)

When you have research to conduct a good source of manpower can be
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found at your nearest urllverslly Proft'ssor'i are Jlwa}) hU'1gry and/or have
students III need OfeXI.:I(lnj2, andlmaglnallve ptIJJe ..:IS.

While the survey J (\)l1dIlCleu conflrilled iUSplCJOm uf the .... lJtt' 01 the
services and L:lC1lJtIes (lacking) III Te"as, It also established ba~ellOe InfolJ1lJll11Jl

fOl further plannmg tllrough lhe listing. of 16 g::Jps. All of us 111 the health
plannmg fleld are often forced III plead our C3'\e with emotlOn£lhslll. How good It
15 to be able to back requests for fundIng Jnd volunteers wIth hard Taw u<lta.

Problems In all survey:. arise when lhe [lJne come, for the mterpretalinrl 01
the data:

1. Suppose the Inlormatlon doesn't show the need?
2. Did we pay ellough attentll)n to the profe~slunal lespllndent md

how he or she defines the need?
3. Dld we take mlo account the consumer?
4 Was the advocate agency Invllived sufflcLeJltly In the stQtemenl of

need?
5 Even If we asked everyhody we ",:ol1,:eptuallzed as unporl<lJl! t(i the

definitIOn of need and lIlt~ a~slgnlllenl of priOrities, WHAT INFLUENCED
THEM TO ANSWER THE WAY THEY DID"

A Were [here hidden Jgendas"
B. Are they speaking f ronl lhelr hearl l)r rlllnd, or bo[h?
C'. Are there other ... wllo wlluld l..ltegIUlc;)lly I)PpOSf rhese <;(,Ite

menls'l
6 How generahZi:ihle IS llle dJl.l 10 the population o!- respi..lfldenls ,1S"

whole'l
Now some might ask, "Whu will i.ls~ Ihe"e quesIICJl1s?" The answer? Almost
anyonc- but especially those whu are lornpellllg With you lor progr<lm ... and
serVlCI~ money. Perhaps, If we were tn ,HJI1111 II, the reason for dOIng surveys ver)
often JS to stIfle such questions

We must remind ourselves lhat dllferenl people have dlfft'rent per<;pcclIve<.;
a<; to needs. ThIS perceptll)n 1" lIlnucnc<?d hy allegIance to d cumpellllg c<.JUl>e,
personal values, .md a<;se..,:-.l1lenl of lIe~ds "Imilarly researched d" Y\Hlr ,)wn
survey

Let liS get down to nllty-grlt1y p<llilts Oncr agam, allow nle lu pomt (IU!
my t)Vo/Jl hlas ,md then you can ludge t r(.Im YI1ur own value pU'dtl01l Whdl I htlvc
to \lay

II is my 0plillon thai the e)'"I'Ilencc nl volunldry hei:lllh i:l,\soclalJOJls l'i (i

commentary on the partial tallure (If L1LH health sy:-.tem 10 fulfill It~

respunsibilllies If one wen' 10 cunllllue Ihl~ argumenL, It heenlnes apparenl rhdl
the glllwth of these agcncle'l was an expression uf f!;aps 1£\ service or In SlIme

cases, unldenllfiahle nccus The thrci;' tllsJhdltIC': replesenleJ hert', r~t.lrdatlon.

epilepsy and cerebral ptllsy Jnd Ihelr J'iSllCI31101l', .lIe respunse- III gaps In health
delJvery, 11 is also apparerl! Ihal THEY ARt ('OMPETING ENTI r1ES Why 11m
sense of competltwn among the~e o,.->leelllllsYlldfY group:-.-hecause their needs are
so great and the wherewlthJl allu Ill{llley S0 lillie. We must compete dS Genefal
Dynamlcs, BcndJx, and others compete lor contli:lcts HoweveJ, thes~~ IllUUSllle~

seem lu have otheJ places to go when they luo;;e the muney and the COlltr<.J(;1
In Ihl" context, there i:lppeJr~ to bt· nu ~ncl to the expre<;slon n! need lor
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priorities. Who wHi set them? Some who add up the tally sheets at the end of the
fiscal year and are at the short end of grants and the like feel the prlontles have
already been set.

Let us read the first paIaglJph of the handou t explaining the Developmental
DJSabillties Services and Facilities Construction Act P.L 91·517.

The Act defines developmental dls.ahllJty to mean a
dIsability altributable to menta! retardatIOn, cerebral pJ!sy,
epilepsy, or other neurologl<;al h<lndi~applng conditIon of an
mdlvldual found to bf: closely related to mentdl retardation or
to reqUlre treatment slmllar to that required by mentally
retarded indIViduals, arid

the disablhty onginates before such indiVidual attains age
18

and has contInued, or c<ln be expected to contInue,
mdefimtely

and constitutes a substantial handicap of Stich IndlVidu<lls

How does one interpret (hIS paragraph?
I. It covers only those indiVIduals who are fUllctlonally retarded, lH

retarded due to epilepsy and/or cerebraJ paby.
2. It covers epileptic i and cerebral palSIed as secondary dlagnosls to

retardation.
3. It covers the non-retarded cerebral p<:tlsled and epIleptic.
4. It covers "devel0prnentally dIsabled" mdlYjduals regardless of

dJagnosis as long as It is a neurologJcally handicappIng condItions.
How would you answer lhlS questlOll? Thmk for a moment and express

your choice. (Ask audience to raIse hands In response to J ·4.) (If slglllficanl #'5
for 1,2, and 3 and not 4~continue With dlSCUs.slon of competition strcssmg [he
spirtt of the Legislation.)

Were our decisions objective or subjective? Wer~ they in accordance to In
allegiance to a cause, or different? Can you believe there IS ever a time when yuu
will have enough to serve your category of the developmentally disabled so as to
defer to the other groups?

All of you have data to support your requests for gr<tnt money but who IS to
gel the greatest share? How I:; this share to be determined? What criteria fOI
p"o"ty sel tmg WIll be followed?

Certainly there can be cOI)perallve vemUies deSIgned across dIsablJily Imes
but who WlII run them? You notice at thlS poinl [hal all I have done lUI the past
several minutes IS to ask question, not answer them.

However, there are more questions to dsk and disl.'uSS In a few minutes when
we throw this open to the panel and the audIence

Are the prIorities for tJlls legislatIOn detenmned at the top and filtered
down, or IS there a constant realignment of priOrltlcs based on InformatIOn
flowing upward as well (feedback)-that word ag<:tln?

Under the legislatlOn- DDSA-epllepsy and ce,eb,al palsy have gamed
heretofore non-existent fundmg for programs, services, iJnd the hke. Whal efreci
on the market place does the addition of c::I!egorical dIsorders have? C.:m local
agencies express the true stak of the eXistence, nature, and treatment of {he
developmental disabilities they advocate for?
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What right things to aVOid lhl' many pllralls expressed In rlw prt'Ct'dlllg
que~tion did the admmisterlllg agency for this legislatIOn do?

I. Certalnly, thele has been d l:onlilluing dLalogue V1S-;]-VIS WclshmgwlI
and States.

2. St<:lLe plans had to he deSigned i:tlld :,ubmlllt>lL The pl\lcel,~ ITlvolved

at ea( h state level was to aid In the cooperative nature of Ihe prolect
3. The formalioll of statc councils 1I1SUre" to a Cl~rtaln degree lhJt

admilllSlrators, profeSSionals, and cunsumers would be represented
4. The mini-grant yen focused on planning, surv~y (If IIl'CJ~, anJ

program ueveluplllenl. In faU, the change In the percentage of funding from
year to year, from planning to servICe, was a wise choh.:e of guidelme

There are of course, many other pOSItIOns. However, those above pertJln lu
our ltJplC The process was pre~cflbed by the (lbove SlrUl tural cunstn:llnt~

However, the Dig Ihree-values, PPPOItUnlSllI and power polJllcs--pliJyev a liJrgl'r
part than was deSIgned. YOU CANNOT LEGISLATE NON-COMPETITION
YOU CANNOT LEGISLATE COOPERATIVE VENTURLS

The agency which IS "on the line" (and they don't let yuu rorget they are) IS
vociferous In Its demands, but lal;ks power lltlle sol"ce t<l the agen\,;), wllJch \,;dll

poml to A, B, liT C percelll of fundIng direl ted toward Ihell callst' (hut Iu JJl

agency In another state).
AgenCIes complam ahuut lackmg grants ;md manpower expertise AgellC1c~

complam about lhe lack of money to fund staff Ariel all, who 1'1 to run a
program--volunt~cr<1 But where IS the agency getting Its II1fornlalI1.-1n" What
goals and pnodtles havt' they set up') Were tllndmg posslbilJlIes on the Idst page
of a well conceptualized prugram or 011 I he fronl page l)l d poorly
conceptualized one?

How many of us have dr<llllahcaJly shifted pnOrltle'i when the word came
lhat .1 "new and IIlnOV<ttlve c1l1ld i:H.lvucacy plugram will he funuelr'" All lhb
shifting of priOri lies IS usually III the nam~ uJ ·'nexlhlilty.·'

PRIORITY SETTING OR MlJUDl.lNG THROUGH?

WlIJI IS one Iu UO JholJl the harsh realities uf the nluddll' uf nced~,

counter-needs, competIng priOrItieS, a plelhura of upp0rtum~tLc pl;JnlllIlg .wd
priority settmg?

t Acknowledge that competltilln eXlsl~

2. Acknowledge yuur IfHense LleslJe t l tight f<lr y,mr \·'l.ll$C Jg..llmt

other causes.
3 Be honest.
4. Fmd common lneellllg ground With your adVflsarles
S Fmd prugram poliCies, program systems thdl you can share

(a) NnL evelyone need~ ItS own trarlsporrallun SY~lt'lll.

(b) Not everyune needs Its t)WIl neuroluglLal consulLml leJIn.
(c) Not all might need theIr OWII specialized ~oclal ~ervlce slJff.
(d) Not all need their own team of lehahllll,ltlOn (;ounselul<;.

Pool these r'~snLlrce), contlllllt' In ftght felt your rights, reluse to he ...·t}·opteJ
and find Ihat you CiJn live togelher
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6. Wrlle cooperative grants tor the DEVELOPMENTA LLY DIS·
ABLED.

7. Work Illgether tl) IIlsure that the fiscal tally sheet short change::; no
one al JOy partIcular Lime.

8. Conduct traininf, semInars flu each uther and other prores~ionals­

share informatlOn.
9 Acknowledge that some agencies are newcomers-help them get

eslabhshed-don't ignore them and let them waste their time and energy.
10. Remember I we are ntll helping our comumers by blCkerlll~.

SUMMARY

There IS a concept of ratlonill plannmg and prinrily setting. rt IS an attempt
to slructure and uhJectlfy human thmkrng and emotion laden values. It (the
pTloriry-plannmg theory) trle~. to keep us "honest.'· However, the ·'ri:ltlonailty'·
of the prloTlties and plans lies largely In opportumstH.: deCision maklllg, In value.;;,
and In power-politics declsluns of the hUlll<:ln belllgs who are deSigning and
exertislllg the plans. Man:{ forces sh:lpe tne plans and pTJolitJes; the
detcfnllnallon of 1I1llTIet needs (how and why), the perceptluns by m<lllY action."
or these needs, the weighing of dala, agency denldnds, Vis-a-VIS lucal, state, or
regional prIoritIes, and Shlftlllg CHcumstances 1Il many structures.

There are Illany ways to resolve the dllTerences-among the most Imporlanr
arc the acknowledgement of a slrong 1I11eresi to adVQCilte for 11 Ci:luse and an
enolt to work cuuperatlve v~lIlures
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Appelldlx
MAJOR STEPS IN .. PLANNING MODEL

I. Problem Definition·

In genetal delerllllncs lhe presenl perceptIons ul Ihe prol1km a,1 /Ji/:'I/:'lIled

In terms of Its conflll::1 with (1 prevaJlLng ~OC1.:tl vallle

II. IJroblem Assessment:

In general
J RdIne~ the I'rolJklll tll measurable and undaSfand.:lhle pr(jportl(ln~

b. Is nol limited III dn;ll~'sl'" by prlOI definition .... , ~nllltl,)n"" concepllun .... ,
etc Nothing I~ t<ll\en '-01 !panted
UnderstandIng. father Ihdll sc)lutIUn~ IS the prlmary- obJecl III tim..
stage.

d. Assumt;s that plohlems, their causes, and Lonsequences cannot ht·
umtalY

Ill. Action Strategies for Coping With Problems.

DetermLllatlOn of action pldns assllrnc~ that a rauoni:ll scheme IS rc'qllLled
It assume" that
a. A number of pOlentlel1 strategies ale putentlally aVJLiahlc fDr any <me

:mcla1 goal.
tl Strategy chOIce ... '-'It" IlllJde 011 tht' haSIS 01 prt:olClld l-On ...t'qlJl'n,:"~.

aVdllable resourc\:' .... vdlul~s held, and Illiling cnn<"lderdtl0n')_

II. Problt'm De/mown

I. How IS tht· problem staku')
2. By whom IS It stateJ? Docs he wLsh adlon on the prublem')
3. Who else :Icknowledges tht: rrohlern) Do they wl:>.ll :1('(\l)n on

the problern 'J

4. Are there \'arIJtlons In how the problem I'" sldted'}
a Are "'(HII~ statements contradlctt)[y"
bAre ...ome "l,rtements contrary"

5. Are [h~rt: ,taft"d sL,lurLon" to rhe prohlem.' By whom)
h. WllO denlt"'i lIt J"; S:lIdllhe t'XISlellC{' 01 the problem'l

7. Why Wjl~ Ihr problem presented 10 you, rather than others'
8. Was th", prublem prevIously presenlcou 10 others') It so wlliJl

was theu 11."j}([IOn lo It?
9. Who sufkr<; most (It IS sald:1 from the t'xistence or the

problem?
JO Who benefits most lIt i., "'<ltd) from the n:.I",tenLt.' o[ th~

problem?
11 What conlllCts .Ire there In the SOCial \idlllCS held (by you, y,)ur

sJlonsul, ",our profeSSIOn, the ....ufferer..;, the ;jffccted iO"':ldl
institution,;, olhel"i mVtJlved In the problem), as lDlplll'llly
unhedded In the sldle"menl of th<? prohlem"

J2. Wh,1I are lhc ronfllct<; 111 "OCI~J .. alut"s held (by the ahovr) 'tlllJ
the varlOIl, ··solu lion~" LnItlally propu..ed'i
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13. Do you have the required sandion to proceed with the
analysIs? With the design of actIOn steps? WIth carryIng out
desLrable action steps? Where and how can this be obtained?
What alltan.::es are n~ces~ary at tllis point to enhance these
sanction<;" Which will you need [0 plan for later on?

14. Is It clear thar someone will be mandated to carry out the
action plan?

B. Assessment of the Problem

J. Knowledge Sources
a. Where IS the problem locahzed? (Geographical area,

populJtion group, organizatIOnal groupmg, etc.) (Clle
data)

b. How long has Ihe problem been known to be In

eX:lst~nc~? To whom has nus been known? Are there
vanatlOns in how long It has been known to different
peopl!: OT organIZi.lllons? (Cite data.)

c. How have the perceplions and the characterjstlc'i of the
problem changed (wer tune? (Cite data.)

d. Have "(he mass medIa. or other publIc mformatlOn medlil,
gIven atlentlOn to the problem? Recently'} How have
they Inlerpreted the problem?

e. Whlch IndJ"'lduals. occupatIOns, or organjzatlOns c1aun to
have expert knowledge abolll tilt' problem, 01 are
potenllal sources oj such knowledge?

f. WhICh of the dbove are potentiaUy availabk to the
community work~r as eltpert consultants? What sanction
and t,me faclors have to be considered to assure theLr
avaLia btlity?

2. OrganizatIOns RdoIi'd III the Problem

a. What organizations (IOCdl, reglOnal, or natlOnal) are:
1 pnmanly mandated to prevent and/or alleVIate the

problem?
11. manddted [0 resolve portions, or related aspects of

the problem"
b. What orgaOlzatlOlls are affected by the problem? How?

Do they appear 10 be conscIous of the problem? How?
c. Whtch of the vaJious affected or mandated organJzatlons

are n:puted to he "powerful"? WhlCh Individuals on
Board and Staff are silul to hold thiS power?

d. DescTLbe the programs and the services of the~e

organIzations In tt'rms of what they have done m the
past and are doing now In regards to the problem. How
do th,~y measure lip on the following dImenSIOns?
J. legal basJs for dealmg wIth problem
11. accessJbility
ill. rele... ancy
I.... need
... demand

(d dfec!lve demand?
liL) meffeclLve demand?
(Iii) need--demand dIscrepancy?

VL personnel
(I) quality'
(Ii) quantity?
(ill) persollneL freedoms?
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(IV) pl:fsonnellcstncflons'/
VII tools and re~ou rll.:~

VIII f'llllllll.'S

P; program content
(d types I)f programs
(u) lJualJty
(1lI) quantity
(lV) mdhods ilnd technlque~ lIsl:d (c g, \'-,1','::­

worl-.. ~rollp work, psychoth..:rdPY, etc )
x llrganllJllOnal Jnu .... drnlnlstrallve ... tdndi:lrus

e How adequatl? havl:' been (and are now) the nIrl]10ds <Jnd
ICl:hniques lIseJ to cope WJth the rroblem') (Cite data I
Are dny prOmJnell( mdlvLduals saul to he Involved Vd[h

the problem? A" promoters of change? A<, pr(lm(Jter~ at
d "slatus quo"? What are thelT reputed po~tllre, dclIVIIIC,

In relatLon to the problem and pos.o;,Lble eApl.:lnatlllll'" f"1
t11t~SI.' ")

g \Vhal ubsl"Kk ... !1jJ\le these organI7.a1l0n' dnd InUI'.lduolh
met with In the p;lsI, ilnd now, Whll.h make then t'lfL>lh
Inadequate (poltcieo;;, personnel, facdlties.lln<lnce", I·ll.)"

h What cooperative and/or .;unfllctlng acllons hd .... e lak,~n

place bel ween org.JnJZatlOlls (or prunary actor~), loc<llly.
reglonJIly. and nationally m regards tu this problem?
Why have they been In conflll.t? Why IIJ .... t:: th,'y
(.;l)orerated?

I. What IS the posltl\ln of lhe communll)' pr<lclltlont'J In
the iJgency whICh ~mploys tum? What JS hlS orgdnlzatJon
mandated to do i1bout the problem? What comtralnts
'J1e placed on hi" activities by the organlzatlOn In regaTJs
1(1 thiS problem? What are the negative ~nd [ht pO"ltlve
J~p[:ds of the"e constraInts?

Th()~e AfltLlt'd hy tnt' Plubicm (Tarxef PupII/rlr/I1n,'

,1 Whal arc the 11k Llfcumstance~or lhe pe,)ple J.lle~ 1{ J hy
the problem? Celie dala )
J. culture and Ide style:;
il race-ethnJC charJcterJ.'o:tJCs
HI feliglOlI
IV Income charaCkrlstH.. <,

v. shape Jnd lft'nds uf movemenl .1nd growth
VI hOIl'>cho\ds and thell lormalnms
... J I. l1t:TISJ ty
\'111 hou~lng and 1lt:lghbOlhood CJliH,:tC[('f1stICS
IX. health and dlsablltty p<Jtterns
x. education
Xl. ol:cupatlonal pattern:.;
XII. age
X III etc

h. How wldesplcad I~ tht' problell1·] /Iuw I" II "lfel kll I_'y
Iht: above vaTJabh~,,) (Cite delta)

c. Whal lS the predh..:tt'd future g:rowlh of [hc pwbklr,"
How IS It affected hy the ;Jbo.... t' vanable')'i (elle datd,)

d. Wh<ll aTr the conse'luences 01 the problem (on lhe
orgalllzatlon(:-.), on (ht'lf personnel, on theH fJn<1n(.C'~.

man..Jgi..'ment, on theLI clientele, on Ihl;' be<lrers 01 tht'
prublem, on Ihe c11mmunlty. lhe econo',nl(: "y"lenl the
ppl1llcal system, ,~t,·)"
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e. What IS known about the attitude towards the problem
by?
i. those who suI fer most from the problem? Do they

lecognize It as a problem? Do they appear to want
Jt to change? What proposed solutlOns have they
promoted?

Ii. Ihose who benefit most from the problem? Do
Jhey recognIze 1t as a problem? Is there any
eVidence of a willingness to have It changed? What
changes are th~y most willing to adopt?

Ul. those who most Wish to change It? Why do they
wish to change it? What wLII they gam out of such
action? What proposed solutIOns have they
promoted? What amendments to such solutions
ITIlght they adopt? How essential are they to an
actIOn scheme?

4. What Are the Potenllul Resources Jar Dealing Wah tlit'
Problem ~

a. State of the economy
b. Industnal development and investment phenomena
c. Manpower utilizatIOn and avaLLabJ.1ay patterns
d. Public expenditure- patterns
e. Private consumption patterns
f. Land lise patterns
g. PolJcles, laws and regulations
h. Po\ltlCal climate
I. Etc.

5. What Are E..:/sllng Social Standards Related to the PrOblem.'

e.g.,
a. Health and welfare standards
b. Who i~ mandated 10 police standards?
c. What organiz.atlons are available to enhance standards?

6. ExplanatIOns for the Problem:

a. What general explanations are avauable to account for
the eXistence of the problem? (SocIOlogical? Psychologi­
cal? Political? Economic? Other? (Cite data-· books,
artide5, studies, etc.)

b. Which explanal10ns dId you adopt? Why this ralher than
anotht:r? Because it was the most effiCient explanatIOn?
Or because of values held? Or because It offered grounds
for employing avaLlable skills and resources?

C. Goa/(s) and Method(s)

The requlIement IS to set goals and determine the methods to
achieve these In order to resolve, reduce or stabilize the probJem.

I. Goal ChUlce{'

a. What knowledge is available about the effJcacy and
reqUirements of
J prevention (pnmary mterventIon between "pre­

;ondlhons" and "causes" of the problem)
II. treatment (secondary intervention between

·'cause~" and "effects" of the problem)
III. rehablhtation (terliary interventIon between

"effects" and "consequences" of the probJem)
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b To whal extent L" your choJ(;l' 01 gOdls de[VfllIll1ea by
I your commitment to resolve the SOCldl j110blem I

II. your per8onal, or nrganizatH)naJ requlll.'mcnl 10 be
"lnyolveJ," 1(1 gain '\dtlstact10ns, (If to ginn
rel.ognltlOn?

III are these III conlll([')
c Be.Hmg .:ill of the prnedmg III Illlnd, whilt 6,'I/(,ru! gn(d~

have you <Jdoplcd?
1 resolutIOn (IF the problem')
1L rcductlOl1 cd thl;' problem')
III ... tabUl7Jtlon of th~' problem') ['10 <;Lltlllt/c 111(';.In,

tn prevent furlher growth liT JevdnplilenL 01 rhl'
prlJblem. )

d. What long range and .shurl rafl~(' gOdh will yOU
adopt In regard 10 the pTobkm (be,lfIng In milld dll
of tll(' above)1

II HCIW does (he ,:xplanallun .\uoptt'd II If th~

t":lwacnce of lhv prohklll (undltlon. 01 IlltlulTlCe,
the choice of long clnd shari range goal~ I

L11 Do the "hurt ldnge gOdls advane,' or rd,Hd thl:
aC!lIcvemt:nt of the deslrablt- long raJlge ~1.'dh'l

oC [s the SOCIal gOill onentl'd towards
I (:()rreCI1Ve-addpllvl' ddJustnll'nlS 01 thl' j11l>bkm'l
il inslrtutlOnallzed-generallll;.>d leSO!UlltJI1"> at tlle

prubJem?

JkrhuJ (ltOlC("5

,J Which oq~.1I1Izatl,)nhl or JndlvltlU.JI(.;) h,,"'\.' I Ill' ~re,Jtc:-.\

poknllal fOI OblalnJng
J. lhe neces"ary "anctlon~

Jl th. necessary resources ltllnc, flloney. personnel,
faculiles, acce"s to 1lie knowledge SOUJCC'i. Interest,
t:l c. 1

In urder to resolve. H:Juu', or qabrllze the VI(lbklll"
h. '\re ther..: established, recognllt:d. chctnnel.., f~)1 handling

sudl pJlJblems'l Are lhere "I rang argumt'nl~ for llol
utlllZlfig e ... tabhshed ch.:lIlnels? Whal dTt' I he likely
con<;equt'nces of nol uSlllg such channels (e g, altllude
of peopk who work wLth or WithIn "LICit channeh)"

r. Bl'Jnng all 01' the above 1I1 mind. will ye,u l'll'l"\ ILl

I, pi imanly u~e your own reSourl,es
(I) for shorl 1dnge goals?
(11) for long r<1nge goals?

1J u~e your or~anlz;ItJ(m'~re~Olln.:es

(II tor shorl range goals'l
(IJ) lor long rdllge goal,,:>

Ill. use one Clr more of th..: mdlvldual.' dnd/or
orgJIllZiH10ilS H.lt.:ntIfLeJ In ".;t"' or ·'b·· ah,)\'t:'
(1) for short range goals?
(11) for long rJllge goats?

d. l. Whdf methods do you plan tll utilize In .rdllevt'
Ihe short-rangr: goal>;!
{tl concensu.; JppTO.H.. h
(JI) conflIct Jppro<lch

II WhJt aTe your linger<; of Intervention!
(ll tile client "y ....km
{Ill [he ')ervin: jystem
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Vthat arc your vehicles of Intervention?
(I) the clLent system
(II) the servl!.:e system
Enumerate the varJQUS "prclfIc steps, in sequence,
which you would anticipate taking, includmg a
tt'ntatlve tjmetable. Be as specIfic as possIble. CHe
major alternate routes to be taken if planned
event!) do not foUow your prescnption.
Determine for ~ach step
(I) the hkely consequences:

(a) social
(b) psychologicdl
(c) economic
(d) political
(e) organizatIOnal
(0 etc.

(Ii) acceptability to·
(a) the acbon group
lb) the !alge! g10up

(Iii) techmcal feasibility and requirements (e.g.
documen ta hon )

(IV) required sanctJOns
(v) avaLiablhty of resources required
(\'i) Its ratIOnal progressJon from prior steps
Does your scheme In general answer the following
questlOns?
(I) policy declsion.s rt'Qlllred

(a) by whom?
(b) about what'

(II) rf'sources needed and thf'lr sources
(a) fInancial
(b) personnel
(c) fi:lci.litles
(d) equipment
(e) other

(Ill) specifiC obstacles tv be overcome
(IV) plannmg Issues

(a) centralJzatlOn versus decentra(jzatlOn
(b) specialization versus genelahzation

a) of services
b) of personnel
c) of facilitIes

(c) tax support versus voluntary support
versus commercial auspIces

(d) comprehenSiveness
(e) continuity of care
(f) accountabillty

(v) available support
('/1) planning sequence
floes it also antlclpdte the consequences of
JlnplementatlOn, dlfferentiatmg between shorr
(,'rln consequences and long rerm consequences on
each of the applJcablc follOWIng items?
() on quantity 0/ sennas

(a) quantity of production
(b) quantity of demand
(c) quantity of need
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g

")ynerglsm for the "Ieventlcs

lll) on qualuy 01 Ji'fl'IC('S

(a) SJrne quality at sel'"\ilcr.;
(b) dJfferfnt ljUa!lly at' :.C:'"'I\l"t'"
(c) quality of uemdnd

(JIll 011 f,'sources needed
(.J) financial

a) I~osls of servlCI:S
h) ,ncome for and/or lloln <;IT\IILC,,

l b) [)crson nel
lr) fdclJltles
ld) equJprncnt
(e) other

(IV) on {Vpt's oj .lerVlees rendered
(d) same requlTements <IS Imllally
(bl dJfferent requuements over tmlc

(v) on rdated SOCial systl'ms
(a) rdated pIograms or soclal movement,
(bl rdated fmam:lng system~

(c) relJted populations
(d) other

v Were the n1ethod~" and the ~pe-Cjt](, steps chosen
hecause 01 lIalut"s held? becallsi..' (It feasJbuJty'l
(knowledge anlJ s~i11 at worker, rellource~ of his or
other organizations, readiness uf organlzall(ln or
other ... affl'dt:d b\' the problem to Looper.Hc~ dnd
Pilrtlclpatt''! Resl:,tJnc~ by lnJ1Vl(\ll,lb gl')Up ....
lllganlzi:dH)ns? Other?)

Ale thl' methods and "pecrllc ~tep~, chosen onvnlt'd
tow'Hds
1 \nrTcdlve-JditptJvt ddJustments In the problem I
11. mslllutlonallzed·gt'neralized rew]utlons of tht'

probkm!
(S~e e abon')
Will the potenllal gain ... of the succe~stllllv appiJed
strategies outweigh tlle potcntlal cost':; to the re"'pedlvc
client systems?

D. Documenlatton and Interpretarion

I. Jocument<ltIon
a an org<Jn!zdtiolidl rl'lllnremen!,1
b. a rcquIrement of the .I(tlon strategy?
c Jl for holll, art· the uI)CurnentatlOn requucment': tht·

same or dlfferenr'!
2 Who are the potential audlt:'llces or readers? Do they !lavt

specIJI qualities dnd/or requlrtlllents whIch dlCtatt' the type UI
style of the prescnldtlon'!

3 Is the purpose best served hy
a a kchnlcal or scholarly preser1tatlnn"
b a ~lmplJ ... tIL, "sln:amhnec!" prL'~entatlOn"

c. cOlllbmiJlll)n~ of both
L mtt"rwoVt"f] techn ....:al Illlorrnatlon and recornmt>1\

dat luns
ll. flluJlngs and Jec,)mmenJatlon~; sep<lTa[eo tram

technICJ! aTldlyses
4 Is the rei..julremenl 1m

a. historical matt'flitl?
b. deScflptlve mlttellal?
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c. analytical matenal?
d. conclusions and recommendations?
e. delineation of the process used in making the study?
f. specificatIOn of the sanctions behind the study?
g. recognition for:

L efforts expended in the study, and/or
ii. efforts and attitudes of the potential readers in the

general problem area?
5. Is there a clear separation between facts and fmdings, and the

conclusions (OT mterpretations) made?
6. Has the documentatIon been purged of all superfluous

materials which are unnecessarily detailed, repetitive, or
potentially offensive or threatening to those whose support IS
essential?

7. What type of organization of material is requIred to assure that
a. it will be read
b. the most critical points will get assured attention

(also type and color of paper, printing, Lilustratlons, etc.)
8. Who will requtre copIes for admlD1stratlve, action, or courtesy

purposes?
9. What type of delIvery will assure the desired effect?

a. verbal presentations
b. general mailings
c. personal distnbution
d. distribution through channels
e. use of other Visual aids (e.g., radio, TV, projectors, etc.)
f distribution followed by formal or mformaJ dlscusslOn.

10. Does the settmg for the interpretation make a difference?
II. Who are to be the prlmary interpreters and dIscussants of the

document and its message? Can one person do this, or will It
require different people to speclahze in different aspects of the
report? How wLiI thlS vary accordmg to the audience? Are
there prestige factors mvolved? Are there communicatIOn
factors involved? Are there political Implications?

12. If the document is to result m actIOn, does strategy dictate
that it specify who IS to be held accountable for the necessary
action(s)? Or IS strategy based on the assumptIOn that the
audience (e.g. readers) will insist in retammg thiS prerogative?
If the latter, are preparations necessary to alert representatives
of that audience before, durmg, or after the mitial
presentation to thlS expectatIOn?

E. Ratification and Action

1. Js ratification of the proposed action necessary from more
than one indiVIdual or group? Are these sources of sanction
espeCially responsive to some of the available interpreters of
the message? Is sequencing in ratification from more than one
source of importance in bUIlding power?

2. Which available mdividuals who are potentially sympathetic
have the greatest potentIal for obtainmg the desired
ratification? Will they reqUlTe help In achieving thiS?

3. What are the least harmful available compromises of the
general proposal which will still enable the primary goal(s) to
be approached? How will they change available strategies?

4. Has a clear specificatIOn been made by the ratifying body (or
bodies) of who WIll take primary responslbLiity for the
necessary actl,)n? Has this "see-ta-it" agent been adVised and
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F.

Synergl~m fOT the Seventll'"

consented? Docs he lor lilt: organlzatlOn) have thl;' necessary
ablillles?

5. Have the TIf'cessary time and resource~ been provIded lor the
<lctlOll phac;e? Are additional arr.mgemenb necessary)

6. Docs the "seL'-to-ll" agent have the nec.~ssary mfornutlon
developed In the study ph,lse? Docs he kno\\, :Jbout the
avaiJdbll;' sanctIons and resource~;1 1<; It CkaT to whom Ill' S
accountdble?

7. Does the action system knew about the '\eL'-lo-II" dgenl'
Doe.., Jl vIew hun as accepta.ble and <.Ippropn<Ht'? Dot,,, It dellrll'
Itst::lf .15 approprtatl: to the ml<;slon? Doe~ It !ldve
reprf'SentatlOn and participatIon requIrements ot Lts ()wn~'

8. What 01 her ties are there withLn the actlOn system which bind
It together" Which are the strongest ties? Whtcll ,Ht' potLntlal
Internal POInts of fnclJOn or other dlffli.:UltH:S?

9. What <He posSIble approa.dlt~s or technIque'; for the ':-lee-!o-It"
agent to assure contmued group coheSIOn and goal tOlll,) (In

the part of the action system?

Assessment oj' ImplementatIOn Comequences

], Are [here "reporting balk" requnernents to the srun:-.or IIlg 01
sancllOTilng hodlc'" as developments t<lke pl.;ilC'} 1<; 11 prepared
to reassLgn responsIbilIty d the deSIred dellon utle ... nor take
place?

2. Arc lhere bullt-m assessment ~.chemes on
a, pJOgress nlade?
b. contmued utility of the strategy syste~n)

c, urlllzatlOn of resources?
d. contlnuatlon 01 neceS'i<lry suppurts and endors~JTil~n[s'l

3, Whal IS [0 be learned from thl'> experience whICh will
a, 3VOld future repetition of diffll;ultle:o.'/
b. enhance future analytIC or ad Ion assignmellt~'1

4, Has the expenence opened opporlunltle ... for nt'w plnblcrn
solvmg approaches or for further work toward\ thl' more
general long-range goals?
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Planning at the
Communitv Level

Leopold D. Lippman

55

Plannjng is a means to an end. the provIsion of services and facilities which
will enable developmentally disabled persons to grow [0 their full potent,.! as
participating member" of soclt'ty. To this cnd, planning is more than useful; It b
ess('ntJal.

With planning, the effecllve utilizatIOn of all available resources can bring
each mdividual to the highesl level of functlOning thai his disability pennlls.
Wilhout planning, a state m~y h~ve a variety of unrelated and uncoordinated
p'lOgrJms, costing a great deal :lnd accomphshing little.

Participants in Developnwnlal Disability CouneLls are already committed to
planning, at the state level. To make the most appropriate use of available funds
and other resources, state councils should recognize thai the effective proVISion
of ~crvices requires also planning at the community level.

In California, for example, the State Developmental Disabilities Plannlllg
and AdvlSOry Council recently heard from ltS Master Plan Committee that, at the
Cfllle;]1 beginning phase, putting resources into that which will make the system
work IS even more Important than funding service delivery components.

Il is al Ihe community level thai Ideas and good intentions become reality,
be(ause it is there-at the ';ommunity level-that the Individual seeks and
receives services. (The word ",;ommunity" has different meanings, depending 011

the age of the IndivlduaJ, (he degree of disability and the nature of the serviLe.
For example, for some seveTl~ conditions, where speclahzed residential seIVlces

may be reqUITed, and in <:I thmly·populated state, there may be only one facUity
suilable to the circumstances Even In thiS extreme case, the facility should be
envlsJoned as part of the pallern of services available to each indiVIdual who
needs it. For most individual';. that need will be expressed at the outset in the
COml1lUllltJeS where they are. The development and provision of such <:I statewide
service, then, should grow out of planning at the community level.)

GOALS OF COMMUNITY PLANNING
As a realistic matter, nwst communit ies in the Untled States now have some
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services) no matter how 1I1Jpprnpllate, Ini:tdequ~lte or substandard Ule~' lnay be
TIle problem 01 the moment, III llnplementing the Developmental DIS,thJlllle"

Servkes and Faclilties ConstructIon Act, I~ t~) determIne how the aV'H.labk
resources may be used to extend, Improve OJ augment [he eXIstmg services. Thl:,
cannot be done wIthout delerlllInmg the present dnd arlUClp,Heu nl~ed, rn,lklll[',
an Inventory and assessment or eXisting servIces. Jnd ~etllng prIOritIes wl1hlll the
list of sel"\'kes to be UllproveJ 1)1 provIded. Such IS UW lhk of pl.1nrllng

Planning takt,s ilCL:tJUlI! of JJI lhc nced~ kllllWIl. esllmalcd and JllLKlpJtcd

For the developmentally dl~i:Ibled, It In(ludc~ lhc filII age range (StClTt1l1g bo;:>rOII'

birth, for effcctJVe prevelitlOn); it Includes JII the lllsablJng o.;ondltlOns as Lhn
OCCUI', singly and in combination, fr0m ImId to toli.l.l1y inCapacitating It gOt',

beyond the disabled indl\Jldual tll consider hiS family and others In hIS ~,O"IJI

environment.
To be effective, plJnnulg should face the nel'd lor J conlmuum uf servIces

This means la) the fuU r311ge III services, with (bl mechJnlsms ttl rnterllllk thelll
The range (,fapproprlate ~CrVIl'l'S will defJend 011 the LOrTllllllnity ([hat I~ lhl'

poinl of the plannIng), blll the arc<:ts of need 1111doubtcdly Inl:ludc plCvenlll'lI.
casefindmg and diagnOSIS, ramJly counscllllg, htillth care, slIpportlVe servlu· ... 111

the home, preschool care, rt:splle for piJrents, spcCIi:1I education, vocall,JlI,11
training, employment, h~llIslng, recreatlOll, 1'lnal1cial and legal assLstanCl'
transportation and arcrutectur.11 accesslbiiJty lt will not be p<Jsslble to establish
aU such servJces at once, but the full scope of the ide:!1 progr.iIll should he lledl
from the beginning. HavLug conccJved the deSirable pJttern of services fur lhf
community, the plannLng body (:an thell develop a step-phase plan, WIth J Ilnlf
schedule, both subjcd to mOdlficJtlon 111 the light of fulure developments.

NallOnal orglll11zallom devoted to specIfic dlsabl1itles hJVC ucvelnped (ane
their s.tate and local affillales have dccess to) descJlp"ons of comprt:h('IlSIV(
patlerns of servIC.e. (Messner\ chapter 111 Clui("l..shank'$~ book Cerebral falSI

oHer~, a detailed and useful outline.) A particular community may not be able 11'

unplement the fuU list of recommendations, but It should be aware of 1h(' full
scope of the probLem and ploposeJ solu110ns, as perceived by Lhe knowledgeahh:
specialists.

Comprehensiveness and (.ontinUlty, thoug,h rdalcd, are [Wll dIfferent
matters. It is not enough to provIde every kind of servIce J COInlllUll1ly In"y

need, utopian though thaI ll\JY sound. It 1:-> nect'Ssary \0 ll\lerrelate Iht' ",HlllU"

services - most e:,peclally lor thuse who arc dependent because llf J phYSICJl.
mentaJ or other handicap. rhus, fur example. dlJgnosls should be t:oupled w]\h
famHy counseling and Wllh prompt and effective referral to lIeedeLl servIces
special education should be deSigned to, and should In fact, lead 10 prevncalIonJI
evaluatIOn and vocatIOnal training, residentIal cLlre should be accompallled by
proviSIOn for leIsure-time activities; and the usc ul Virtually every servIce dcpcllJ~

on the availability of sUItable transportation. Lt would seem essentldl that J

community provide, in some manner, an InfonTIa(lon Jnd referral servlCC whICh
meers the needs of every disabkd Individual and his family, at every 'ldge ol h"
life. Beyond this, every prnvJdcr of serVlce In il I,OmnlUnlty should he J'WiHe l)1

Ihe olher resources, and shnuld know when and how 10 help the mdlvldudl IlI.Jkc
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his way to the alternative or supplementary service he may need.

CONSIDE:RATIONS IN COMMUNITY PLANNING

57

Effective planning begins with a realistIC inventory of existing resources and
needs. (There IS a brief but helpful chapter on "Surveying the Need" in A11.n's
RehabilitQtion. 2) Planning al the community level, however, as at the state level,
cannot be can lent with an assessment of present resources and present needs. To
be effectIve, it must confront the likelihood of change. Wherever in the world
you Jive, and whatever the scope of your responsibility, be confident there will
be change. The only questions .re what kind, how much and when? Fortunately,
there are clues to the answers. H~re are some probabihties for community-level
(and state) planners to take into account.

A. The population of people needing service will change. Some changes are
unIque 10 the community: others wiJl be characteristic of our whole sOclety.

1. Changes in total numbers and in age distributIOn. Generally, the
population is rising, but In a particular area it may be stable or failing, depending
on the local economy and numerous other factors. Qne must eX<:Iffime present
and projected birth rates, death rates and migratlOn into and out of the area. Thr
number of women of child-bearing age, changing attitudes toward optimum size
of famlly. i.lvaLlabLlity of contraceptIves and legalizatlOn of abortion. all may
have effecls on the loca[ birth rate. At the other end of the age scale, the rising
life expectancy will mean additlOnaJ disabled adults fO[ whom to plan and
provide services. A less obvious factor IS thal as a community establishes servIces,
people come there to benefit; thiS was more true when services were
comparatively rare and of uneven quality.

2. Changes in types and degrees of disab~ity As a result of scientlnc
discoveries, sume disabling conditions are now fuUy amenable to prevenlion. On
the other hand, the declining mfant mortality may mean the SUfVIVaJ of more
damaged children. War-related Injuries, automobile accidents and other trau­
matic effects of our complex clvUizatlOn are adding to the disabled population.
Related 1S the fact that more severe disabilities are no longer always fatal.

3. RiSlOg prevalence. k. antIbiotics, organ transplants and uther medi­
cal Innovations extend life, more people will live longer with disabling condi­
tions. The problems are not ani) of a flsing client population, but of one which
IS changing, by virtue of the age shifts. Elderly people, whether they have been
developmentally disabled all their lives or have become handicapped relatively
recently, present different problems from ch~dren and young .dults.

4. Declining mCldence. Genetic counsehng, amniocentesis and legahzed
aborllun wLlI reduce the im:idence of many disabling conditions. Thus, Ihe
emphasis of needs will shift.

B. Patterns of service will (:hange. There are '\oclologkal, legal and other
forces at work in our nation today which will influence the programs thal
society expects or aUows.

I. The traditional and long-time exclusive solution to the problem of
mental retardation was the stale institution. Currently, state residential facilities
throughout the United States aft~ under severe cflliclSffi. some of it topical and



some 01 II bd~1C. Ch<ll1~l'''' hJve begun, allu thert' WlJJ he 'nure New Ylirh lnu
some other states havc developed small ,~roup livIng arr<lngcfllcnt!' al Ihe
cClinmunity level. and wh£lt was originated for the menlaJJy rCLlrded IS IIOW
bemg adaptt~c1 tor thv reClJVcrmg and lestnreu Illcntal1y 11] The SIJIr: (If
W.Jshington l1<1s an cHcllsive program ()f grour homes, whICh arc ~1l)U~.lIlg

i.n.:reasing number5 of Illrlrlcr residents (If Ille 'itJle schooh 101 the r'~{arded.

('alIform;] has evcllved a funding pattern whereh~ the 'i(;ltc and thl' l 'JUlllIC',:,\

share on thc ~allle riJl1') (t..)Q.J()) Illr the IllClllJlly disordered, whclllcr IIll')' Me
served locally nr In;] sl,lle hl1spltal SClme of the nrw dlrecllOlls \Vl'IC pDlllrCO 111l!

in a chJllengmg book published 1[1 1969 by the Prrsldcllt'~ Comllllttl'e on MCIl1.tl
Retardation, Changmg Patterns in Re,\idt'fuial ,...·ervicn lor rhe MenFallJl
Retarded, edited by Kugel and Wolfensherger I I

'2. A series ol lawsuIts and courl LicLislOns, begull III 19~r I ,fnd
continuing to the pres~nt, 1<; mtroducmg a new element HI [he cnforCelTlenl {\f
adequate services. in PerlrlsylvJflla, Alabama, Massachusetts, Utah, the DI'itrl(l (\t

Columbia and elsewhere JrlllJlld the United ~dJte", there 11.1VC beell dJs~ .lCll'1[1:-.
III behalf of mentally rCLllLied 'tlld other persons., and Fedl'rL1I lll,jg('~ IlJ",e
Jc,:epLed Jurisdilvlioll J1I Cdses assertmg lhe "righl 10 eduL.:ation" \II ···Ighl t()

Ireatment:· The Office of Mental RetaHblH11I ('ooHlmatloll publlshe~.•t

frequently updated rcpl1rt Oil the status of currenl court case,;; l'ntnled HOrlul
Rerardulion and the I.aw. It IS prepared by Paul Fnedman,5 01" fhe Center lor
Law i:Jnd SocIal Policy. i\'i. successive cases CDrIlC before the ,..:ourts, It 1:-' deal that

rhl~ decislOn~ have ImpllL.luons for education, lreatment, Jnd hablllL..IIIOlI llf

persons wlth other hanulc;lpS as well as the mentally rel<Jrded The Jlldl("l~d

JSscrtlons have been aU~l1Iel\!eU, III recent mqllth~, bj the UPlnJOTIS IJf dttoflll'yS
general III several )Llll'i also J neW WJve 01 Ic!!islJtlvc prop{hal'i. IS moving
lhruugh state Jnd r\lllgll~SSI{lllaJ hOrrl~rs

3. Attitudes Illdy change Thus far, tillS b mure d hope than a LI,.I rW()

bouks puhlLshcd WIthIn the pasl year-- Alfillldn Toward the Handicapped ,1
Comparison Betwet'11 FUfOlJe und the Untted S'rates by LIppman, I] ,;IlJ
Vi:icardi'sl ~ Bill Not OfJ Our Block focus 011 the problem llf lht, ~()LI;)11llilleli III
whIch programs develnp. Change hds begun, howevcr, III some plJCL's lilt:
reg.ional cenkr praglanl III Connecticut and the iJdVO":3Cy prl1grJrIl III N~hrJ"h..l

have Illcipiently broughl abl.)ut :Jltltuuinal challges
C. As some needs art' mel, olhers becume more salient. Fllf eXJlllplc

]. Whell lhl~re were madequ.Jte dlagJ1Pstic f<.JuJl!lc':i for ynung dl1ldlcn,
LIlt" spedfic nature of developmental disahilltles often dJd not become kn0wn Uldll
Lh" youngster was 01 schooJ agC. Now, Ihe dflll::JnJ artses fllr preschuol serVI(C\.

2. Until speci,ll educ::ltlon services bec;lmc wldcly JV311Jblc, m,my
palcnts sought early adlllissioTl III Stdtt' rcsldentl<l] fJlv.IJltles lor their rc[,lrcled '-Inti
multlply·hanclcJpped chrldlen. Now thal n!,)st sLltes and mallY n)l11lT1lJJlllles

have public school servlccs, lhere Jrc mOlc mJTllfesl needs fur lr,tIlsportatlon,! III

reueatlonal services, lur sumll1er pTograllls.
3. Wilh mell{JII) JrlJ neurologically lInp.lIreJ yOllths completing their

form;;!1 edllCJtllJll, Ihe !l(',1 It'4UeS1 is lor 't'PCilll\\lIJI IIJ\Il\\1g ...1\\0 lor J\\b

0ppoJllJnitles.
4. As larger numbers of developmclllJlIv ulsablcd I1ldJVldual<; Tl'J(h
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adulthood, they and Iheir famdies are seeking suitable housing and other
community selVices different from what they requned as chiJdren.

5. Survival of the disabled also means an increasmg number arc
outliving their famiJles. This leads to new needs in the area of protective services,
including financial assistance and guardianship.

PLANNING MECHANISMS

For planning 10 be effectiYe, il IS helpful 10 haye the knowledge and skill of
people professJOnally trained in social and health planning. To be meaningful ;md
appropriate to the problems of the developmentally disabJed, however-and to
have any substantial hope 1)[ successful Implementation-it also requires the
active participation of a truly representalive group of those people most directly
concerned.

Orlen listed last, or omitted altogelher, are the people most inlimjjlely
involved and in some ways the most knowledgeable: the developmenraJly
disabled themselves. Their life experiences, their frustrations and their self·
perceptIOns are important ingredients of the goal-settmg process; and it is often
the dISabled who can best speak for themselYes.

Because the presence of a disabled child affects the whole family, parents
stand plOmmentJy among :he "consumers of service" and should therefore
participate actively in the community planning efforr. Further, they and other
members of the famLiy can often function as surrogates for those develop­
mentally disabled persons 'hho are so young, or so severely retarded. as to be
unable to serve as their own <Idvocates.

The experience and insights of professional fTOm various diSCiplines will add
understanding and help make the planmng process meanlllgful. Among these are
teachers of the development Illy disabled, phySicians and other health specialists,
sucial workers, therapists and vocational rehabilitation counselors.

Interested citizens serving as volunteers can bnng much to the planning
process. An International Symposium on Volunteers,S held 1n PhiJadelphia 111

October 1971, pOUlted to the numerous services volunteers can perform, from
working directly with the disabled to spearheadlflg SOCial action. Volunteers who
h:lve worked wilh OJ all behaJf of the disabled can become adyocates III ways
thai the disabJed, Ihelr families and profeSSIOnal workers sometunes cannol,
becallse the volunteers appear to be mOre objective (and also because they oflen
have contracts not otherwise avaiJable).

Beyond the indiVIdual partiCIpants, In a plannlllg effort so ramified dS this, It
IS advisable to use all organil,:::ltlOns and mechanisms thai exist In the community
or are available to it. Some .lre readIly apparent and eager 10 cooperate; others
require searching oul.

There are agendes and organizations at the local and the slate levels (and,
often, regtonal offices of nal ionaJ orgamzations and Federal agencies). Some uf
the agencies are public (i.e., governmental) and others are va/un/ary. Orgamza­
tions may be of lay citizens (Ir of professionals in vanous fields.

Here are a few example~ of organizaliuns and ::Jgencies whose help should be
available to almost ::Jny comrnunjty. These are listed somewhat at random, they
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are representatIve of 3 larger group of re~(lurc{''\ that Cdll be lIuJJL.eJ

Local vuluntary: Th~ C(lmrnunlty plannmg COUIlCI] (of len l:aJled 11l~alth and
welfare councJ, or LLlUn(il "f social Jgelhlcs) llrgJIlIJ'.,ltulllS ('If the tll'JhkJ cilltl

of p.renl, of handicapped clllidien.
Citizen: League of Women Vote.s, bycecs, ('rvILm, AmertC3n L.eglon, PTA

Coundl.
Professional: l.ocal Of ft>gJ0nal 1I1lJI~ of AmcTlc<l1l A:MH':J.ttIOIl llll Me/llal

Deflclency, Cuuncll tor FxceptinnaJ Children, !'J..JtlonaJ ASSlll131lun 01 SnC!JI
Workers, Natlon<lJ Rehabilitation ASSOciation, St.Jle PsychologlCdl A'iSOclatl\.Hl

Pub/;(' (lncal): TIle board uf CdUCdllUI1 (or office 01 the supcrlnlL'ntlcnt (If
schools). the mUIlIClp<l1 or Cl1unty dep;Jrlment" of health, wrlLm', reU('..lIIUTI ~lit'

l:ounty council on mentaJ health and mental retardation
Public (state): Departments 01" mental hygiene, edUCJtloll, In"tl1utIOIIS.

office of vocatHlOal rehablllt'lllull c~lfllprehenSI\leilea!tn plannmg ilgellly
Puhlic (regional): U.S. Dep.Htment \)f Heallh, ~_dUcallL1n, dnd WeltJfC
Some of these groups C:JIl supply factual InfOlmatlon. others wlllllHllrlbur('

useful opinIOns and mSlghTs. stIli others wiJl J,:llver working volUilleers, or
headqudrlers spaCt:, ("H organil.atlunal know-how. A Ilumber uf Ihem are Jlle<Jd'r
engaged in soual and hei:dth planning, perhaps III anothel sector of the 10GL1
scene, and theH knowledge md conclusIons may :]e relevanl to the phllllllng rur
Ihe developmentally dIsabled. (What Sleder l6 wrute mOH..' thiJn a dt'Ldde agl)
about lllJnmunlly welfare C!lllllCllS IS ')1111 pcruJlcllt, dnd likeWise Ilw IlnJlIIgs
and re,:ummendatiDns of lhe NatlOnal C(lmml~."lon on COlllmunlry Health
SeTVlcel' with regard to health action-plallnlllg )

There ;He stili uther 111CLh:J.IlISI1lS, lIsllally Jl the "tale level hu! ofl('n
~ccesslble to the mdlvldual community, which Cdn he useful JdJun( ts III the !llcJI

planning efforl. How helpful they arc will depend parlly on the Imagllli:ltlOll 01

the pJanners. One such re"ource IS the state ,ystelll nt hl~er eUUC<:ll!ol1
(LlppmJn and ~lboWltzl4 have rep0rled un n0w tlle Ur\lverslly (lr CJl,f,)rllld
ExtensIOIl facilitated citlZen Jnvo]vemCIlI In the development uf lhl' stale's
comprehensIVe mental ret<1rtiJtlon pl,tn.) The "dull educatIOn progldrllS of lhc
slate college" and h.lc.-li public school ~ystellls are olher POSSIf)LlltICS.

COMMUNICATION MECHANISMS

As alre::ldy suggested, pl.ulIllng J[ the cUl1lrnulllly level 1(1 'It.:lve the
develupmenlalJy dlSJbled should Invulve the largt>sl pn'islble number and vdrrct.\'
of InteresLed Indivlduab i:lnd orgi:l1ll7atJons lhe wurklng group LlnU Its
subcommittees mLlit be kept 10 nIal1J~eable ~.Ize, to he ~.ure hur II IS
possible -and advi~able-to cqlllrllunH:atc wLth the L..trgcr (onstllllencv J[ nutl.JI

siages of Ihe effort.
Among the channels llr CnnIlllUnlCallon, whil;h llli:ly be used tn rC8ch the

whole commulllty or selected subgroups, are.
Mel.'lings. Al 1I1l early SIJge of Iht' pl.il1nlllg, YJflPUS s.t'gmcllts nf iht'

lommulllly (paTenIS, prufe~slonals, ett.:.) can be ll1volwd III L1rflllll1g the
problems as they see them. Later on, there Cdn he repurls from the plannllig
group to the Interested publil, so that IdeJs C<ill be lcsted anJ refllled
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Conferences. Whereas meetings may be as small as two or three people, or as
lalge as an auditorium ruu of the "general public," conferences are more
Slrlh.:tured and require extensive planning. It is important to aUow for
participation by those attending. rather than merely exposing them to a series of
speeches or reports.

Mailings. It is useful to develop a mailing list of persons and orgamzatlOns
that hfJve shown interesl In the subject. Mi.Jllings can be regular or sporadic. brief
or detailed, as circumstances indicate. In addition to the sharing of informal ion,
there is the sense of Involvement which later provides a basis for support.

Newsletter. If the planmng is broad-gauged and conlinues over considerable
time, it is useful to have a periodICal publication which will keep the
constituency mformed. This is perhaps less flexible than specially designed
mallmgs, but It has the advantage of putting information on the record for all to
see. It is also more economical than some other fonns of mailing.

Publicity. Al appropflale stages in Ihe delibewtions of Ihe planning group,
there should be posiuve efforts at public infonnation and awareness. The mass
media (press, radio, teleVIsion) are obvious outlets, but there is utility also in
brochures, exhibits, or a speakers bureau.

Special channels. For more detatled and thoughtful presentation of the ideas
fJS they evolve, there are, In the larger communities, specialized media. Among
these are e"ucational television (ETY), the frequency modulalion (FM) radio
s(ations, and cable (elevisioll (CAlV). These have smaller audiences Ihan the
commercial radio and TV outlets, but WIth advance promotion it is possible to
altrfJct the listeners and viewers who should be aware of the planning effort.

For'the planners who wish to reach their public with effective mes.sages,
there is a useful reSOUrce of ideas and samples: the Nalional Public Relations
Council of Heallh and Welfare Services. 8 15 Second Avenue, New York, N.Y.
10017.

LONG-RANGE PROGRAM CONSIDERATIONS

II IS not enough to plan within a narrow compass; there must be
con'ideration of the impilcalions beyond the immediate and the obvious. To
t~ke a few stmple examples.

• A plan to establish a facUlly (such as a workshop) implies a
long-range capitaJ commitment. Thus. if a plant is to be rented, a lease must be
signed. If the plan envisions construction (and even If the onginal capital funds
are in hand or in sight), there will be later maintenance and perhaps renovation
cosls.. On a smaller scale, th~ establishment of a facility In a given localion may
imply a comnlltment to lrallsportatjon costs, particularly If there is a movement
of [he client population Within the community.

• It is dramatic and satisfying tu bring a new service into existence; but
this is not enough. Service to the developmentally disabled IS a long·range
proposItion. Here today and gone next year may be worse than no service at all.
Launching of a program, therefore, sllOuld include provision for long-term
staffing. Needlcss 10 say. Ihi,. also calls for !ong·lerm funding.

• As noted above" one new service in Isolation is not enough. Any
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innoval!l)n ~wuld be eI\VI~Jl)neJ .lnd plunllL'J d~ pMI III lh,: l.Ullllllllllnl ul

service~;. InterrclatlOlls}lJpS sJlould be deslglLed. not [ert 10 ChdnC(.
In summary, program (ompunents, staffing dnd l"JlliinclIlg nlU ... t he (,Hl­

sidered tn relation tu one another, :lnd In it longer context than 'LIst the hupeful_
"'Let's get somethIng ~tarled It wtll prove !Iscll JS we g(I.'·

PLANNING AT THE REGIONAL LEVEL

The relationship between c(JlllrnunJly neeus Jlld statc·lt'vel servJr.:es lsucl1 as
residential facllltles) has been mentluned. There t, an Interm~dlate ~I.lg(', whwli
pJannen al the cOlllmunity level ".huuJd likewise uke mIn dLLounL. TIll' ICgllJI1JI

(mu]U-t:ommumty 01 multi-county) level JS somctunes the masl approprtalc ~:H

the establishment of speclalll.eJ etnd lelaUvely expensive services. Dcpcndmg on
geographic distances, size of the popul<Jtion .md avauabillty or Iri:llISrlllt:1tloll,
for example, an adequately stiJffed l1lullldisclplJn~ry llliJgnoslJc cell leI Illlgh! he
established In one accessible lucallon and UIJIJ7eu by famJlles from a "uho:;l;HlII,t1
surroundmg area.

Even Ifeetch communIty wLiI ('stJblJsh Its own faCUlty, ILL::. helplul tu diSCUSS

the plans With neighbormg commullitles, In ;1 preschool nursery P({lglJlTl, 'Jr

examplt', there may be need fur ijn audlOJugisl or j speedl Ihcr.Jplsl 011 less rhan
a full-tlJ1le basis. Jt IS possible tor severaJ prugrams In Jll <lrea to shdfe such
specialized professional help on an Itiner~ln( schedule.

An obstacle ~o effective planning IS the jumbJe ()f Jurlsdictluns SchLJol
district, health dlstrlct, coverage iHC~lS of olhel pubhc ::'('{Vlt:eS, wt t.lnl~ ,lfe ('CIt

coterminous In masl stales, but [hey often ovellap. Short of lelllakll1g dll the
jurisdictlonal maps--a pft)\:ess willch has been t-Led llften but hi:ls ~Ilcceedfd

seldom--it is nccessilry to COIlSUJt with all the approprtate admllllstri:ltlvc c,fflCl"dls
(education, health, etc.) to insure that the pl.lll will worh. wh,:-n II 111I1\IeS off
paper and into Ih~ territ')fy FuntJef, tlJllSportJtJll1l JnJ LumlllUllll";j!ILlll l~:'>P'~·

cially m<lY transcend such pulitlco-Iegal boundanc:, as Clly iJnd count\' IJllI:\' dill.!

it is adVisable for planners CIt the commullily I('vel 10 cnocdlll<ltc Wltlt thl~lr

neighboring count€'rparts.
A lii.lflety of r,~gionJ.1 planlllng efloriS ,.He alreJdy under WJy III IIIJI1} stare:;

These mc1ude lhf cl1mmumt.v dC\lVltles or Ihe state dt>pafllllenl pf IflE-lllal
health, the diVISIOIl of vocalJOnal rehablllLatloll (;1 FederJI·statt~ agency whJ'.:h
operates at the reglOJial-communIty level). anti III some st<Jles the JntermedJi-lte
school Unit.

Finally, Wlth respecl t,l resldelitIal ~ervlCe~, the ltmLl::!t1ll1l 01 I(':-\I)urCes
makes it unlikely that every cllmmunity will S00rl be <:Ihle [0 e',li1bI15h IlSi OW!l
group homes or other smaU·~cale fal:ihtIrs. Plannmg for sUlh sef\f1ces, thelcfort:,
should be undertaken In clo'ie consultation ,wd cuuperatlOn wllh nelg.hhuIlllg
commUlllties.
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Planning Environments
Responsive to New
Program Concepts

Michael J. Bednar

INTRODUCTION

6S

[n order to plan environments responsive to new program concepts, planners
and designers must first begir, to understand how individuals with developmental
disabilities interact with the physical environmenl. Likewise, they need to know
how various features of the built environment relate to developmental
disabilities: which features result In positive benefits and which of them produce
negative consequences. Ther<' is a RECIPROCITY of influence belween man and
environment which is the ktly to planning new, responsive environments. New
program concepts then become catalysts for planning action: opportunitIes to
develop environments of responsive reciprocity.

Thus the concern is not with the content of new program concepts nor with
the shape of environments to accommodate them. Both program concepts and
environments wlll change. The concern is with the process of programming
responsive environments which will evolve as program concepts develop.

The discussion wluch follows will limit its concern to individuals Wlth
developmental disabilities as defined in the Developmental Disabilities Act:

" ... a disability atrnbutable to mental retardation, cerebral
palsy, epilepsy, or other neurological condition .... n]

INTERACTION WITH THE ENVIRONMENT

Our first concern in planning new environmenH. js W1th a realization of how
man interacts with his physical envirorunent. In what ways does It inlluence hiS
life and behavior, his emotions and attitudes?

Environmental research4~rs are learning more about man-environment
interaction each day. The general conclusion appears to be that the environment
influences each of us in many ways which we do not realize; ways which are very
profound yet beyond our range of awareness. Perhaps this influence can only be

I Developmental Disabilities Services and Facilities Construction Acl (P.L 91-5l7)
pg 346.
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summed up In Winston Churchlll\ profound st.ltement, "Fir'lL we ;;hdpe llur
bUlldmgs and then they shape us."

We now hi:lve come to reallLe that envIroJlJllental qualJty can affect I)ur
health; that exceS~lve nOIse levels can lead tll heart attacks, that the lack of
sunlighl can lead tn Skill cancer, thut staJe <:Ilf can spread contagIOus VI fuses. We
also know that the enVIronment can aftec! our psychological well-bemg: that the
denslt)! or people III a room can cau~c sLre')s anJ allxlety. that the lack of privacy
can cause pen.anallty dl"torLlOll. that the colors ,)j our walls Crill J1lnuence OUI
mood. Who wuuld have su-..pedcL! that the 31 rangelllcnt of om hnusmg Uilits
could determine our pattern uf &(lela.! 3lJu:untances. thaI the way we SIT arourld a
table inOuences our social commUnlCiJtlon; that fences around ~ house e"tabllsh
terntollal boundaries WhlCh lead to neIghborhood feuds. Yet dJl 01" these facts
have been demon'itrated The physIcal enVHonment IS 3 pervasive IIltluence, and
we mu:,t be sensItive to jt when we plan and deslgr

The speclal cOllcern hele IS WIth the effect of the physical enVlnJnlllent un
the liv{~s uf those individual,; wIth developmental disabIlIties. In many ways, the
environmental effects are rhe :\(lrne as those for people wIthout dlsabLlltles
However, we Will concentri:llc on the dJffl!ren(cs 'ilnce there are fewer of lhcm.

Developmental disabllllles can be glOuped mto three bmad drea", whKh
relate directly to the physlcct! envHonmenl:

• PERCEPTUAL DISABJLlTIES
• MOTOR DISABILITIES

• PSYCHO-SOCIAL DISABILJTlES

Perceptual Di..bilities

Most mentally handIcapped have dlffll.:ulty with perceptIOn wIth [he ability
to receive and pmcess mforrn3tlon receIved thJOugh the senses. DifficultIes wIth
visual perceptIOn ale the mo-;t crucjal III terms of envHonmcntal perceptJnn SIllCC
It IS estimated that we receive l)(y71J of our informatIOn through VISIOIl. Of
secondary, but yet great Importance 10 envJronlllent:J] perceptllHl, IS hearing.
The environment.ll information lecelved through the sense of touch IS thIrd III
Importance, with taste and smell being of lesser sJgmflcanct:.

IndivIduals with developmental dls<lbJl1tles l1l<Jy have dlstOlted perceptlolls
They do not receIVe envHunmental strnlU11 Jccurately or consIstently Thl~lr

~enses do not fundlon In a (oordmated mJnnel, I.e., they cannot hear what they
see or see what they touch Their perc.eptlOns of the enVlrl)nmCIII beCOlllC
scrambled and theil relatIOnship to 11 becomes conluseJ

The mentally handlcapped IlJve diffIculty In locusmg their senses to receIve
the required IJIfoJlll:Jtion for succes<;ful functlOmng in the envirnnltlcn1 Thrll
attention wanders, they cannot concentrate they perceive anu process
unnecessary information. They may have Lhe clLsalHlity of sensury hypcrddlvlty
Successful functionmg In the environment reqUires the abllJty to serE'en
environmental mFormatlon accordmg to a preclJsposltion fOI action In an
exaggelated sense, It IS lIke searchmg for :::L restaurant while walkmg alung (he
street. The indiVIdual who IS sensonly hyperactive might f1l1d hlrnself In a
c10thmg store at first, and then pass by the restaurant because he set's a hrlghtly
colored servJce statloll
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Other forms of perceptual disability do often occur. Perseveration is the
mabillty to stuft easiJy from one perception to another. The stimulus is heJd In

focus long after Its information value has been absorbed. The envIronmental
stimulus may actually be gone, but the mdlvidual stLlI "sees It in his mmd."
DIssociation is the inability to perceive thmgs as meaningful whoJes. It is literaUy
the inabIlity to '"see the forest for the trees"; to make words out of letters; to
:;ee a house as more than dissociated doors, windows, and walls.

Figure-background reversal is another seTious perceptual dISability. It
mvolves reversing the visual field such that the background stimuli take
precedence over the foreground stimuli Instead of the reverse. This mdivldual has
difficulty with d~pth perception. He cannot judge the distance to an object
because the background is perceptually stronger than the object. Indeed,
sometimes he cannot even distUlguish the object; it becomes part of the
background.

Motor Disabilities

Many mdividuals with devt:lopmental d,sabilities may not have motor
disablllties per se in the sense or physical handicaps. However. they may have
motor disabilities which are a result of perceptual or mental dysfunction. These
kinds of motor disabilities can be tenned motor hyperactivity, poor motor skills,
and distorted body-image.

Motor hyperactivity is the counterpart of sensory hyperactivity. It can be
denned as the inadvertant reaction to all stimuh which produce a motor
response. This person cannot ,,3ontrol his energetic motor activIty. He IS
constantly "on the go" and seldom at ease. His response to the environment is
aggresSive and physical.

The mdlvidual WIth pOOl motor skills IS tenned "clumsy" and
"uncoordinated." He often stumbles, trips, or bumps into thmgs. He has
difficulty in moving through the environment with ease especiaUy when there
are stans or ramps.

A consequence of motor hyperactIvity and poor motor skills is distorted
body-image. lbis individual has little understanding of the orientation of his
body in space. He has difficuJty with sense of direction: left versus right,
forward versus backward. Likewise, he lacks confidence and pride in hIS body.
Since he cannot controJ 1t to perfonn as required, his image of it becomes
negative and distorted. Without an accurate and positive body-image, one's
functioning 10 environmental space becomes seriously impajred.

Psycho-Social Disabilities

The physical environment affects those with psycho-social developmental
disabilIties m a very profound way. Yet it is this area of influence that is perhaps
(he least understood by envjronmt!ntal designers.

Psycho-social disablUties ale those which relate to the indIvidual's
psychological dispOSition and/or social relationshIps with peers, family and
society. Our socIety's attitudes towards those with developmental disabilities are
reflected In the environment in very subtle ways.
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The Developmentally DISabled often have a poor self-concept. They see
themselves as individuajs who are of little use to the society. They uo not know
th~ feeling of success and acceptance. Then unage of themselves IS not olle of an
indiVIdual who is capable and confident, but one who is weak and a faLlure. ThIs
poor self·concept leads to emotIOnal .md psychological maladJustmem I t IS
rellected m the indlvldual's expectation, of the environment and the
environmental rights which are granted to him.

The social role of the disabled has not been defined as une of the pos]llve
contributIOn. The dlsahled are regarded as social burdens They are often not
given the opportunity to develop their skiJIs, to become active contributors.
Since it is aswmed thar they have little socia] value, they are given lIttle control
over their environment They are not allowed to partlclpale In lis development
or change.

All of this leads to a state of psycho-social malaise; of reJet:tlon and defeat
TIus state of affaHs can be counteracted. A posHive phySical env!rl)nmen.1 IS one
way of achievlIlg th1S end.

None of the Developmentally Disabled possess all of the above disabilities III

equal measu,e. NeIthel do they eXISt 111 isolation. More often they c'ccur ,n

cornblnations, and they are also cause and effect for each orher Motor
DisabLlitles may be cause for Psycho-Social Disabilities and VH.:e-versa They both
may be cause for Perceptual Disabilities.

The important fact IS that all uf the<;;e dis.lbllities cause the Developmentally
Disabled to reJate to the phySical environmt:nt in speCial ways. Moreover, thiS
relationshIp I:i dIfferent fur each of the disabled SInce hiS dlsabl.htles are present
in different combinations. In constructing r,;:sponslve environments, we must,
thf~refore, seek to identify cornmonalltles among the Developmentally [hsabled
in terms of environmenlal mteraction.

PROGRAMMING RESPONSIVE ENVIRONMENTS

Programmmg is a process of relatmg envlHmmental vanables to human
needs. Programmers must understand those needs, tTl thiS case the speCIal needs
of the Deve]opmentaUy Disabled. They mus! also be knowledgeable about the
environmental means available to accommodate those needs A programmer IS
not only programmmg the physical environment hut also the people who use It
He is in fact programmmg their actions and re-sponses to that envlronmen I He IS
establishing the baSIS fOI effective environmental reciprocity.

Developmental dlsablhtLe~have been discussed in tenns or their components
fOl environmc~ntal interaction. Now, one must look at the phyS1Cal enVIronment
itself, to see which of ItS characteristics are related to developmental dlsabultles
An understaIldmg or both halves of the man-environment dualism IS necessary
for effective programmIng.

All human beings have certain reqUisite environmental need!> which He
universal:

Oil1UJte: oxygen laden aIr, (,;ritlcal tt~mperature range, dryness, control
of air movemt~nt

Space: space 10 perform reqUired clctivitles, space tu house requlled
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equipment and furrushings
Enpironmental quality: light quality and quantity appropriate to

function; required level of qUIet and sound deadening
SIDbility: environment which resists struclural loads and natural forces

(storms, earthquakes, hurricanes)

The provision of these envlTorunenlal needs are generally weU accepted,
although we are not always successful in satisfying them in every building.

Our particular concern here lS with those special environmental needs which
are a resultant of developmental disabilities. In general these needs are in the
realm of the psychological and SOCIOlogical. Thus they relate to those aspects of
environment which are connotatlOnal and mterpretive; which are implicit rather
than explicIt.

The set of EnvironmentaJ Characteristics which relate to the needs of the
DevelopmentaUy Disabled are presented here as bl-polar continua. They are
based upon prevIous work by myself and others (Bayes,l I) Bednar &
Hav,land,(3) Br~I(4)). Many of the effects or 'hese characteflstlcs have been
confirmed by educators and psychologists thlOugh observatIon if not research
studies. Architects have confirmed the fact that the:se characteristics can be
cantroUed through design. However, much more work is needed to develop these
concepts into more useful tools. E,xamples of each characlerisu~ will be provided
from 3 recent study tour of facilIties for the handic3pped In Denmark, Sweden
and Holland (Bednar, 1972).

ENVIRONMENTAL CHARACTERISTICS

I. Accessible Inaccessible

AcceSSibility can be defmed as the physical and psychological ease of
approaclung and enlering an enviJonmenl. At 'T' Hont in Veldhoven,
Holland the administration building of this instItution is an old house
located no more than SO feet from the main street of the town. It IS both
physically and psychologically Accessible. On the other hand, the new
Central Institution for Children In Nyborg, Denmark is isolated In the
countryside on a second-c1as'\ road With farms surroundmg it. The town and
institutIOn are separated by a large park, making it Inaccessible.

Access is a necessary prerequisite for parti~lpalion in an envlfonment. The
plovlsion of Accessibility can promote tile sense of social acceptance and a
stronger self.concept. A cLeal expression of access may also aid to overcome
perceptual difficulties. On the other hJnd, control of access may be
necessary to hmit the behavior of the mdlvidual who IS motorici:!.Uy
hyperactive.

2. Familiar Remote

These are qualities of a setting which relate it lO other settings With which
the user has had preVious experience. The user in a Familiar setting knows
what to expect and how to function. Remole settings are new and different.
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they m;Jy cause anxIety Slorhagcn 111 J\kersberga, Sweden L'i ..I nursery
school and home flIT 27 young handicapped chUdren. The enVllonlTll~nl IS
very Familiar Since the mstltullOn cnnslsts of 5 cunverted row hou~':) In a
group of 70 row h0L1ses The lnstltutJon is the same as the surrounding
residential ~nvlronment On the (lthel hand, the Brondbyoster Home nea.r
Copenhagt~n IS a very Remote enVUOl1frlent tu hve w, hel,,;3Llst' 01 tlte

exposed concrete and pipes If] the livjng and dmmg rooms ThIs
environment IS not like then parents' homes.l! IS UnfamilIar or RemUlt~

Familiarity Wllh the envIronment "breeds" self-confidence and securIty.
The individual feels more "at home." Lt nn.y aha aid perceptual funcuonmg
since he 1~ accustomed to perceIving ,~nVlrunmental mformation In <]

Fam.tllar sl~ttjng An extremely Remote setting can fostel anxiety and malur
hyperactlvlty because 11 makes the mdividual iJJ-at-ease. Too rnmh
falmharity causes complacency: some measure of n~motene')s provldes
health sttnllllatlOn.

3. Fonnal Informal

This bl-polar conunuum meJsures the degree of behaVIOral control whlCh IS
exerted and communicated by the env][onment A FOffilal setting sets fOllh
exphcit b€·havlOral rules through a system of envuonmental t:ues which are
commonJy mterpreted. S'Konmg& Jacht In Schaarsbergen, Holland IS an
Instltutwn for severely anu profuundly retJrded. In the resIdentIal pavilIOns,
each bedroum, shared by fuur children, has been attached dHectly to the
batlung-tOiletmg area. TIllS IS a very Formal setting since the patkrn or
activitIes has been 51 rielly preS(JJbed by the architecture. Perhaps the most
Informal ~ettmgs m Denmark are lhe adventure playgrounds which are burlt
by cht.ldrell uSlIlg dlscarded matenals. A wide range of behaVIors IS

encouraged by these settIngs

The degree of Formality· Informality to be lIlcluded In the deSign of all

envIronment must be carefully related to the developmental (hsabultIes (If
the occupants. The appropriate degree of Formality Infomlality wlll
promote self-confidence through the environmental suppurt which It
provides. Tnu much Formality will place Jnnecessary wstfl(:tions upon the
opporlunltJes of the indiVidual to develvp. Too mu,h Informality may
foster both sensOlY and motor hyperactivity through the lad. or
environmental contrllis.

4. Sociofugal Sociopetal

ThiS characteflstic measures the degree of environmental support for SOCial

mteractlon. A SocJOpetal plan encourages the development of soclal
relatlonships by dr,lwlIlg people together 11 IS centJlpetal 111 tendenL'y
directing people towards the center of ,m environment, when' they can
meet. A SoclOfugal plan discourages SOdl1 lIlteractlOn by keeping people
apart. It hi centrifugal III tendency and dHects people to the perImeter. At
the Central InstItution for Chlldren 111 Nyborg, the children's hedrooms ale
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along a corridor with the dining and living rooms at one end. TIus
arrangement is sociofug,d in tendency, although not to a strong degree. On
the other hand, at the Brondbyoster home for retarded children, the
bedrooms are arranged on 3 sides of the living-dining area, and they open
directly on to it. This is " strong Sociopetal arrangement.

lltis environmental dimension relates to indivlduaJs with psycho-~ociaJ

disabllitie~. The carefullJse of this characterisuc can aid in structuring social
relationships and controlling undesirable sociaJ encounters. The value of the
designed environment ciS an mstrument of social therapy is not yet w~1I

understood.

5. Privale PubUc

The degree to which a user must share a settrng with others, both phySIcally
and psychologically, is II measure of this characteristic. A Private setting is
one in which the expo~ure to others is limited, usually through unshared
use. It need not be exclUSively used; only unshared in use at the same time.
A public setting IS one v.hich is shared Wlth others in sImultaneous usage.

The degree of Privacy required for given activities is prescribed by the
society. In our society, sleeping and toUeting are very Private activJti~s.

Private settings for these activities have been achieved in the Danish
institutions for the retarded. Single person bedrooms each WIth a wardrobe
and locked door are the environmental standard. Todets are usually shared
by two residents.

Shared settings for Public activities are also necessary and appropnale. In
the Danish institutions public facilities have been provided for each house
group of ) 2 in the form of a liVing room, dining room and outdoor play
court.
There is no functionaJ equivalent for the essential quality of Pnvacy.
Envlfonmental Privacy is necessary for good mental health and the
development of personal identity. An individual must have the opportunity
for Privacy to learn 10 know himself, i.e., to develop his self-concept. To
give an individual Prival;y is to place trust in him, 10 enhance his role as J

member of society.

6. Territorial Communal

TerrItorial environment:; proVide support for Territorial behavior, i.e , the
possession and defenSt:' of environment for exclusive use. CommuJlal
environments encouragl~ sharing in use, possession, change, and mainte­
nance. IndiVIduals defend their enVlfonments by personalIZing them, by
giving them an idenlity which is ltnked with their personalrty. When
retarded children in Dl~nmark were given a pflvale bedroom, they were
encouraged and permilled to decorate il by themselves. When several house
units of identIcal design were clustered together, each group wouJd decorate
their house in a unique manner. In Communal areas such as gymnasiums and
canteens. this Territorial behavior was neither encouraged nor supported by



72 SynergIsm for the Sevent1('~:

the design cunflgura tlon.

Territoriality l~ closely related t(l Pm';!cy in that both supply Iht'

opportunity to develup personal Ideillity. ErnotlonaJ <Jnd social stabJiItY
comes from havmg fallh In one's value d5;J person. DIHlcultles with SOCl.11

role and self-concept can be ameliorated wIth the opportUnity 1'01 ternton,1I
explesslon in the enVIronment.

7. Oriented . Disoriented

Orientation, as an envllunmental quality, surporls an Illdlvldua["<; ldenlll.Y III
space and tlme through movement. To know where you ;Jre, where you havr
been, and where you are gomg IS Imporlant to successful spatial fundlOn1nIJ:
An Oriented envIronment encourages space tune Identity by ordellnf,
movement through sp;Jces such that progresslOn is revealed. Long comdol';
with Identical doors spaced l:venly along identical waJls cause On,onenla
lion, because there is no Identity lu movement. Environmt'nts which iHf

designed on the baSIS of space-tJrne Jnterdependence foster space-tlme
Identlty or Onentatioll ActLvitleo.; which are adjacent In tUlle should also be
adjao:ent m spal:e , thus revealmg a space tunc order.

The deSign of 'T' Honk InstltutlOn fOl retarded ch~uren 111 Veldhmen
HoUand had been basrd upon the need rOT On,~ntallon. FaC~ltles which ,He
communal, such as swimmmg pool, lounge, tht~rapy room, and cafetentl aU
look out onto an OJ lentmg plaza. House groups were placed along Jil

onentlOg interior street whIch was designed wIth squares, alcoves and Vle\Ai~

to the outside. An example of DisonentatJon can he found In the "'Creen
Schools" developed in Denmark. These were cJei:lted on eadl school site bv
assembling pr\~labricat~d umt mod~lles of equal size Jnd exlelllll

appearance, Joined logeLher by cnvL'led walkways. EiU.:h nludule houses d

different function, bill they all look the SJme. There IS nO bi:lslS for ex1eno!
Orientation.

Orientation In the environment cart aid In llvercomlng many form\) ul
developmental disabilities. It call fa(uitate perceptual functloll1llg hI,'
aUevlating sensory hyperactivity and perseveratlon. II LiJll sLn~nglhen 11IOltH

funclions through L:onlidence obtamed from sllc~cs~rul movemenl
experiences. It can bring emotional stablhty thlOugh knowing thal "I won·(
get lost." OrientatIOn IS a valuable therapeutic tool whlC.h needs to be
carefully conSIdered 111 prngrammmg.

8. Crowded Uncrowded

Crowdmg is a measure of lhe degree of ~patlal, acoustlcal or Visual iIlLrUSJOn.
Spatial intruSIOn is mfrmgement upon om~'s personal :~pacE" bubhlt>
Acollstical and VISUaJ intrusLons are mfringernents upon one's Jctlvltles
through nOIse or visual dlstri:lctlons. A Private setting IS usuaJJy Uncrowdeu
but an Uncrowded settlllg need not be PlLvJte. At the Rollrntlra JnslItutHllI
fOT physically h'lfIdlcapped chJ.1dren in TYIt~su, Sweden, Ihe resldenl,
participated In social programs and enlerl;:!inment in a large open rl.1O liVIng
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room which produces instances of Crowding. At the Villa Home 10

Johannesdal, Sweden,S children tive in a single family detached dwelling 10

a residential neighborhood. This situation was distinctly Uncrowded, in that
each individual pursued his own sphere of activities without disruptions.

Crowding produces problems of perceptual overloading. For those who
cannot focus their senses and/or screen out unwanted stimuli, Crowdmg
produces no relief from thi, disability. Uncrowded s,tuations are generaUy
desirable as long as lack of slimulation is not the result.

9. Ambiguous Consistent

The dimension of Ambiguous· Consistent measures the degree to whIch a
user can place confidence in his Interpretation of environmental cues. An
Ambiguous environment is one which is not perceIVed clearly. thus causlIJg
misunderstanding, fruslratil)n and confusion. A Consistent environment
promutes confidence, security and self-reliance.

Some common sources of Ambrguity in buildings are the foliowlOg.
I. Floor to ceiling glas; panels which are neither window nor wall and

produce confusing reflections.
2. Highly polished flol.r surfaces which seem to make people "floar."
3. "Fake materials" .!-ouch as woodgrarned plastic, brick parterned

lmoleum and plastic plants.
4. Exterior materials which are used inSide a building (brick, stone,

concrete) cause confusion bdween Inside and outSIde.
S. "illUSIOnary design" such as walls which fold, false fireplaces, and

false panels.

A Consistent environment is one in which colors have been used in a
rational way. For example, exit doors are red, office doors are blue, and
bathroom doors are orange. Structural integrity in a bUlldmg imbues it with
Consistency. A direct structural expression which reveals the transfer of
loads creates the most confidence. Consistency of design in window
hardware, door hardware, stair railings, and light fixtures leads to a sense of
security in one's environment.

There IS a fine distinction between Ambiguity and Consistency. An
enviIonment can be so Consistent in its design that It becomes Ambiguous.
For example. if an of the doors in a building are the same, confusion can be
the 'esult.

"There IS almost universal i1greemenl on the necessity to avoid ambIguity In

buildings for emotionally disturbed and mentaUy subnormal children
(Baynes, 1967). AmbIguity fosters perceptual dIStortion and figure·
background reversal. Consi~;tency in the envirorunent has therapeutic value
In alleviating perceptual problems.

10. Articulated Fluid

Articulation in the environment is the degree to which distinclions between
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actlvily spal:es ale expressed. The traditlOnaJ s<:houl wIth classroums along a
corridor IS an ArtlLulated cnvllonment whereas an open plot} sl'hoo] b a
FluLd enVlJonmellt. The concern In thIS case IS with the degree 01 sepi:lratlon
and/O! transition bet~en spaces. TILe Site plan of Vangede Chlldrell's
Hospital in Copenhagen is highly Arltculaled. 'There art· detached buildings
for each function; kindergaIten, admlni~tratlon. residential wards, clinIC,

and school. The Central InstItution for Children at Nyborg IS a
megastructure. There is le~s ArtlculallOrt and more flUId (.unnectlOn 'If
spaces and functIOns.

The use of I\.rth.:ulatlOll and Flult.llty JIl enVIl0nments ror lhe
Developml~lItally Disabled IS currently undeI investigatloII. The use of
Arti<:ulati(lJl 1n controlling s~nsor) and motor hyperacilvily has been quite
weU established, It was aJso consJdered to reliev,~ diSSOciation and
perseveratlon by providing perc~pmal urder in the envlIonment. Recently,
some open plan schools have been buil t whlCh maXllnize upon the qualIty of
Fluidity. They :Ire being used wlth SLl(":Ces~ In educatmg enw!lonally
disturbed :lnd mentally retard~d children, although fmal results h;Jve not yet
been confirmed.

The proposal being made III this paper IS for a new dlmellSlOn tll the
environmental programming plOcess. This lIew dimenSIOn focuses upon lelt~vant

relationsJups bl~tween the nature of developmental dlsabllitJe~ and characterlstl( S

of the designed ~nvironmenl. ThIS new duncnslon goes beyond the :':.peclficatilln
of square foot areas, lightmg levels, climatic comhtlOns, ,lcoUSllL' leveb aJld
mah:rial durabillues. It begms to speCify the mure generdl yel pervaslve qualilies
of environment whkh are seJdom mcluded jn programmatic statements ThiS
propusal is in accordance With Conslanl:e Pel in's redeflllllion ()I- the deSign
program as " ... A conceptual scaffoldmg between enviIonmentaJ deSign <:Ind !he
human sCiences" (perin(';»). "A deSIgn pfoglam developed m Ihls way will
speCify so many prevJOusJy unacknowledged human requirements that the
desig.ner is chaUenged to develup responses gOll1g heyond tht)se pre;;ently III the
vocabulary of forms" (perin(5))_ It will result In a new architecture tor tlh:
DevelopmentaUy DISabled.

The quaiJtJes represented by the EnvuonmentaJ CharaL tensll(;') presented
here need to be programmed In <:Icc0rdallce with the uSt'r's Jevelopm('ntJI
disabilIties and the new program concepts deSigned to servJCe hiS needs. Th~y

need to be discussed and speCified e<lrly In the envuunrnent;ll plannlllg PlO<.t:S";

by !he prograrnmlllg team. The program Df those characteflstlc<; needs to be
communicated to the ardlllcct In terms whll:h ale mealllllgful In hun as I

designer. If this IS done, he WlU have a sound baSIS upon whIch to begin the
design process. The designed enVlTonrnent wlil thell be consciously planned In

become II posillve inlluence upon the lives of the DeveJopmentally Disahled
ratht'r than a negative consequence

BEYOND PROGRAMMING

The malll hody of thlS paper has discussed the re,:ipro(lty between
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developmental disabLlilies and environmental characteristics. It has suggested
that t"llvironments can be programmed 10 provide positive support fOl Lhese
dLsabiliues. The em-uonment can be "taUored to fit" mdlviduals and their needs.
However, it IS neither wise nor possible to provide a pedect "environmental fit,"
for several reasons.

1. The needs of the individual change as he develops and grows, the
sialiC envlronmenl IS not responsive 10 this developmenlal progression.

2. There is dispari(Y between indillidual needs and group IIeeds.
3. The populotion changes; new mdwiduals with new needs come to

use the enVlfonment.
4. Program concepts change; new techmques of treatment, therapy and

educatIOn are continuously developing.

The only allernative I'or the programmer 15 10 provide FLEXIBJLlTY.
lie must program the environment to fit genenc ranges of needs rather than
speCific needs. He must antJclpate ~hanges m needs and prOVide for their
environmental accommodatJOn.

The designer can prOVide FleXibility in two ways.

I. Physical flexibility: He call prOVIde mechanlci.ll means for changing
Ihe envIronment. These me;ms are technologlcaUy feasible m the fonn of foldlllg
walls, muvable partitIOns and flexible light and climate controls, as examples.

2. Use FlexibiliTy: He can prOVide !ugh quality generic enVIronments
which can be used for many purpose5. The basic environment remains stahle,
ano llexiblhty IS achieved through modifications in furnJlure and furnIshmgs.

The architeci wtll prohably uLihze a combmation of these two meilns to
prOVide the client-user Wlth opportunities for environmental change. However, in
order to prOVide the requiled degree of FleXibility, he fust needs to know the
probabIlity of future changes in [uncrion and program. Tnese probabUllles must
he speCIfied by the programming team.

Once the posslbiJitles for fleXibility have been proVided, of cntH.:al concern
is the use of those pOSSibilities. There ilre many examples of FleXIbIlity, whll:h
tmee prOVIded is either unused or Improperly useJ. Robert Sommer, In hiS book
Design Awareness, suggests that the architect :ihould prOVide follow-up
consuJtatlun on a butlding whIch he deSigns (Sommer(6»). He should prOVide the
chent with gUidance on how to use the bm.ldmg and how to make adaptations.
He could at the same time make evaluation studies to detennine how the
bUilding. is performing. The architect III this case could become a hvmg "set of
Instructions. "

There eXists little available speCifiC knowledge about the effecls of the
phySical environment on the lives of the handicapped. It is not yet pOSSible nor
may it ever be possible to program and design for every eventuality.

The evolutionary development of reSidentIal accommodation for the
mentally retarded In Denmark provides a good ca>e study example of thiS
Ieality. SlIlgJe bedrooms for mildly and moderately retarded paljenls were lirsl
prOVided In Denmark by Architect Jens Mailing Pedersen at the Central
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InstLtutl(J1l In BreJllmg. The~e houses for ~4 palIent~ were d{,slgn~d <1<'; four
groups or slX patients each, all In smgJe bedrooms WJth their own wardrobe and
wash basin. LIving and dJJling facilities were shared by 12 patjents There was a
great deal of reSlst.m('e 10 tJu~ progre3slve desIgn. However, the results have been
very grallfYlIlg In \ermci pf pallenl well·bemg, and dt'velopmelll As all
experiment, severely and profoundly retarued pallents were also nllwell Into
these houses. They too functIOned at a hJgher level than In their old
environment. Now an even more progressIve experiment hJS been executed at
Logumgdard Institution In Logunlkloster, Denmark. Here foul SOldl1 houses,
each fOI five patienls in smgle beJllIoms, have be,~n grouped around iJ gdrden.
Each house is detached and mdependent Ln lIs. fBctlitles. Each "famIly" of S
cares for itself m terms at cleaning, washing clothes, person~d hYgiene and
socialization. The expcrimenl has heen deemed a great success and more groups
of houses jfe beJng budt.

It il'> only through the elfurls of crcatJVC programmers and deslgnels th.:tt
unaglnative envlJonmental proposals will be made and e.xecuted Their
subsequent evaluation Will prOVide feedback which will advance the knowledge
of env][onmental reclproci1y.

We cannot afford to walt unlil ,~l\ of the envlTonnienlai res~arch hd' becil
l.ompJetl~d before we begin to program and deSIgn new kJntJs of envlrpnmenls
TOll many buiJdmgs wdl be buill in the meantune which ale haseu on old
concepts. We must IITimedlately IIltenslfy the process ot mnovatlvf'
programming, desLg.n and evaluatilln so as nor 10 hurden luture gener;lllt1n" of
the DevelopmentaUy Disabled WIlli unrespunslve emlronments

RECOMMENDATIONS

Both discuSSl(ln sessions which revIewed IhIS paper I1verwhelnungly
supporLeu lIs contenl and approach. [he concern for prlwldmg environmental
qualIfy IS a major Issue III Implementmg new servJce concepts for the
Developmentally DIsabled. EnvJfonmcnts ot superior qualJty, which are LalleJ
for In thJS paper, will In lacl aid III effectuatlllg TlormalLZ311on. Envlrlllllllents
wruch arE' today construed iJ5 "nonnal" are III lact IIlferlOl JJl quallly 101 bOlh
the norITIal and disahlcd population. A markeJ Improvement m envlIonmental
quality is necessary lo realjze the full putentlal of new program concepts

The value of the Envnonmental CharaCleflS[ICS as tools in programming and
planlllng was Immediately recoglllled. They can be used In remodehng eXlslmg
lacl1ltles iJS weU as plannmg new fJcilllleS 111ey are valuable because they start
Wlth basIC values ralher than accepllflg prototype solutions The onJy hupe IS for
suhstantial future support in 3ponsonng envirnnrnentaJ and behavioral research
to further develop these mlllal...:onsIJerat10n~.

Several issues rfcelveJ cOllslderable attenllon dUring the JIScusslon ses:-.luns
They are summarued hele In th~ IOHn or Rccommendallons to Ihe Stdlt
AdVISOry CuunClls lor the Developmentally DISabled.

RECOMMENDA nON I: The Physical Environment Should be ConSld~redas
CJ Criricol Componenr ;n rht DevtlopmenraJ Disobilir;es SerJlil't SySTem
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The phySical environment should be consIdered as a positive contnbulor 10
the realizatJOn of program goals, and it should be planned integrally wjth other
service components. lnapprl,priate physl(al environments can prohibit successful
implementation of program concepts. They can create additional long term
service costs which detract flom effiCient delivery uf services.

It is hard to avoid using a building which has been built, even If It IS
inappropriately conceived. UnuS<lble phYSical fac~ities need to be aVOIded
through effective early plannIng.

The options for delivery of facUlties as service components need to be
thoroughly explored. One has the chutce uf building or not bu~ding, or leasing
or buying facilitieS already ,lvailable. If the decIsion IS to build, there are many
choices of what to bu~d and where to build tt. There IS an existIng trend towards
decentralIzatIOn In the delivery of developmental disability services. The
perpetuation of centralized facilitles are counter to this trend. Likewise, there is
a trend towards development of a luerarchy of care services. EXlsttng
mstitutlOnal facilities can have a negative effect on ImplementatIOn of this
delivery concept.

RECOMMENDA nON 2: 17Ie Pro",ss of Plonninl Physical Facilities Must Be
("refJllly Restructured to Produce Responsive Environment£

The process of planning facililies has profound unplications for the resultant
architectural form. The participants in planmng, the information available, and
the deCision process need~ to be restructured In the light of new program
concepts which require ne ....... kinds of phySical facUities. Most eXIsting planning
processes are organized to produce large Institutional facilities. New processes
are needed to provide decentralized lacilities which are flexible in use and
efficien t in cost.

State AdVISory Council~ should carefuUy evaluate eXisting faCIlity planning
processes and seek to effectuate necessary changes. They should understand how
and when cTltical environmental decisions are made, such that Important
decisions are neither overlooked nor made by default. They should seek to
establish Imkages m the process between conceptualization and unplementation.

There is confusion 10 most eXisting plannmg processes between the planning
phases used by program administrators and those used by archJtects.
Comprehensive Planmng of services is the counterpart of Master Planmng of
physical faCilitIes. Program Development is the l:ounterpart of EnvHonmental
Programming and Design. DelivelY of Services or lmplementatjon IS tile
counlerpart of Construl:!lon of physical facLlitles. New planning processes and
attendant legislation must ret.:ognlZe (he relatlollsllJps bel ween these phases SIJt.:h
that Integrated plannmg of programs and facLilties would take place.

RECOMMENDATION J: State Advisory Councils Should Obtain
Architectural Expertise During All Phases ofState Planninl for Developmental
Disability Services.

Since integrated plannmg of facl..llties and services is deemed cruCial to
improvements to existing 1elivery systems, architects should be Involved tn
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comprehensIve stale plannmg for dcve]uplll~nlal disabdllle~ Archllectul,ll
expertise W1JJ be invaluable III pl.mnmg Slte !ocatillns, sIze of facl!ltles, re-U'ie (If
existing faclhties, phasmg t)f consuudlOn, ;.nd construction budget~ Aflt'r
comprehensive plannlllg, hIs expertIse wlil be ne(~ded dUring prograllltlllng of
specific facilitIes lrI term') 1.11 dIscusSing design alternatIVes and eSIJhhshmg
environmental design PTllJrltlCS. HIs presence WJII Iflsure thai design declslllm, ,lie
not left to be mad" by default

The Developmental Dls<:Ibilltles Services ,md Fac~ltles CClnstrurtlun Act
(P.L. 91-517) provides gl<lnts for tecllnlcal aSSistance In planlllrlg, undel SL'..:llOm,
I03(d). lor the ablwe purposes.

RECOMMENDA TION 4: State Advisory Councils should Actil-ely ('"",ider
lhe Re-llse ofExisting Public and Pril'a,e FaciJines ro Accommodate
lkvelopmenra/ Disabl1ilies Serl1ict'~_

The re-use of ,;111 eXlsllng buLldlng prOVides many adv~nlages. 11 saVt:s,j greal
deal of tune, in comparison to new cnnstrllctlOll. More spa(e IS usually <Jv"lllable
for less cost, even at ter remudellng has taken place. EXisting facl.blle" usually
occupy dcslfable sItes w'lich are part of an eXisting c.:ommullLfy. The re·lI.'i~ of a
facLlily can provide opporlumlles fur llexlb,lJty m the lklJvery 01 Se[Vlll:'~.

An l1fcrutect should be actively Jnvolvcd In selectmg ral'ilJtl~'S to bf.' re-used
as well as designing the adapted facLJJty. The problem of facility re-Ijse IS 111
many cases a more complex problem lhan new cOnstructHHl It reqlllres
professional gUidance.

RECOMMENDA TlON 5. ('ost Effectiveness in Facility Provision and tile
Should be a Primary Goal.

Cost Elfectlvel1ess refers LO a blU3d based (;,Jl\slderatlon of all cosl laCltJl~ III
facLlities plannmg. High long-term mamtenance and operatIOnal costs shoullJ nl)!
be overlooked in favor of low millal construction costs. Land (osts should t)l~

evaluated In term:; of altenJant buildmg costs related to buildmg heights,
utilities and constmctlOn standards. Acce~s costs must be sludleJ relative III land
l:osts. Slightly tughel lI11llal constructIon costs n~c~':isary to rrovlde flexlhllHy ut
re-use may be eCOllomlca Uy advanl ageous (lVe r Ihe long III n TI ade-offs he L", ee II

cost fact(lJS must be carefully ...:onsJdered berOle cosL deCISions arc made
The concept of provldmg fIxed 10l:atlOll facilities with a SO year life ....everel)'

limits opportUnltie.i for cost effecllveness The segregated mstltutlonal f,I(":llIt)'
requIres a long-tt~rm commllment to \)perJtlon and mJIn\enance ":05tS
Implementation of new program t.:uncepts may be limited dlle to thl'l h1gh fix-eel
cost commitment. EffectJVe facuHy plannmg can, m fael, be a uselul C(l~1

control tool.

RECOMMENDA TlON 6: 1he Provision of Maximum Hexibility Sh",,/JJ
Become a Primary Goal in .1/1 Planning for New Facilities.

The IIlcLusion Df fleXlbu](y HI fat.:illty planlllng IS an eCl)nonllC anel IOgIStll
necessity. Stahc physJl:al enVlIonrrlents cannul respond 10 dynamiC ~ruglarn

development. The 11selS l)f J faL'Ully Willlt evel\Oorc 10 palllf.:lpi..lll' III 11~,
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development and change. Populations to be served change in character and
number.

Different opportunities for achieving flexibility are available, as discussed
earlier in this paper. These alternative opportunities need to be explored and
incorporated into the planning proce". The objective must be to keep the
physi<.:al environment from getling in the way \.It IJrogram development, i.e., to
make it a supportive service component.

The inclusion of flexibility does not require the construction of warehouse
or loft space. Flexibility and environmental quality are not necessarily mutuaUy
exclusive objectives, as long as pl.mnmg for them is coordinated.

Most of these Reconunendalions were not put fortb as formal proposals by
the discussion groups. However, they do reOect the intentions of the panelists
and discussion participants. It is my hope that they be seriously considered by
aU State Advisory Councils during development and evaluation of State plans.
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In a recent talk2 given to the Department of Health, Education, and Welfare
employees by Secretary Elliott Richardson, special emphasis was placed on the
importance of planning and evaluation In program development and service
delivery systems. This special stress on evaluation and precision in program
operations was not meant only as a recommendation 10 improve decIsion mak­
ing. True, it underlined the increasing need to make besl lise of our human ant..!
fiscal resources, to improve the quality and increase the number of services
available, and to make more effective the programs we already have. However,
the major theme was that evaluation sharpens our fo~us, enhances greater fle.'X·
ibllity, provides more time for leadership, and encourages change.

That insight startled maS! people who saw planning and evaluatlOn as simply
a culturally acceptable method of meetmg compulsive needs. It extended the
imagination of those who set~ only Increased accountabUity in procedures which
pinpoint the one who drops a deadline or bobbles the budget.

A system for encoUJagin~ change! We hadn't planned on that.
As a consequence we can approach program planning and evaluation with a

new vigor, freed from the nc,tlOn that planning is somehow meant to slaJl thmgs
off untU the problems go away. Or, that evaluation is research meant to be
cTLtical and punitive like an J nspector General. Planning is setting clear goals for
action. Evaluation IS testing whether you met those goals. There are alternative
ways of going about both but one simple route will be presented here. You may
find your own favorite modt·} later but it will only be a variation on this one u

not a different one. The model includes eleven essentials. They are presented

·This workmg paper drlYr'S heavily upon recenl work by J J. Gallagher and R. Surles 31
the University of Norlh Carolina. Chapel Hill. An el.panded m.nual on program planning
and e",.lualion is forlhcommg from Ih~~ authon soon.

I Dr. Stedman IS ACling Director of the Developmental Disabilities Technical Assis13ncc
S)-stem. Mr. Surles is Associale DlI"ector for Program Planning and Evaluation.

1 Richardson, E. L. Responsibility and Responsiveness: The HEW Potential for Ihe
Seventies. DHEW Publication OS·72·19, January, 1972.



82 Synergl"rn lor the SeventIes

here as lnterrelat{~d COlllpnllent~ of J 'ysrem tOr I-llannlllg ano evalllation You
can LIse If yourself on almo ... r ,IllY p!.Jlml[1~ {a~k "",hettler external or Intern,1I In

the O{g~l\IlaH()f1.

Chart ~~l

PROGRAM PLANNING AND EVALUATION MODEL.

~EEDS

C:0ALS

IFEEDBACK

Galldgher,1972
Essential Element~:

Reference to CharI L Indicates lhal needs alert us to change potentIa]"
Needs then generate goals Goals require speCified ubJecllves. ObjectIves can onJy
be met or realIzed Wlthm the boundanes of resources matched against CQn­
straints. Strategies for reachmg ohJedives. selected from aliematil'f apprl)aches,
lead to a cholce (If action, an implementaflcJn actIvity, an t!valuatiun of the
success of the strategy, and feedback of evaluation datil 10 adjUst goals, Improve
resources, sharpen obJectives., or reduce constraints ... a neat ~y.';;{eman·c Huw

The cycle continues, pluvlding ;J dynJmiL activity, feeding our experIence
back into our work, Improving th~ decIsion makmg, the operatlOm and the
producl.

Each essential element IS defLned below

J. Needs - Areas 01 PClcclveLl vOId or lack of services.
2. Goals _. General stalements revealing assumpllOns made abnut c\·

peeled outcomes of an organIZed program. Goal~, Identiry a program area, It')
targets. purpose and expecteu result5.

3. Objectives - SpeCIfic slatemeJlts wrJllen In measurable terms whIch
describt: a target population, treatment 10 b~ given, results expected, expected
completion dates, and specific Individual~ whcl WIJI accomplish the task:-.
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4. Resources - The human, technological and organizational materials
iJvailable for use in meeting gQals and objectives.

5. Constraint> - Factors which limit the scope and feasib~ity of objec­
tives (e.g. lack of funds, limited supply of trained personnel).

6. Strategies - The "plans for action," the methods or procedures for
determining what activities wiU be used.

7. Selection Criteria - Bases for the selection of the particular activi·
ties or operations.

8. Choice - Selection of operational strategy or plan of action.
9. Impkfll£nwtion - Initial operationalization of strategy or putting

the operational plan to work.
10. Evaluation - Delineating, obtaining and providing useful informa­

tion for making decisions concerning the program components or results of
activities.

II. Feedback - Information from evaluation which has implications
for future activities or planning.

Now let's see how the modt:l works through an example that focuses on
planning an evaluation system fOl a social service project. Although the example
"mphasizes evaluation, it would seem that planning problems such "how to
>:elect handicapped populations for programs," "how to staff," "how to design a
curriculum," or "how to find addt tional funds" could also be analyzed using this
model.

Example of Model

Need: An evaluation plan must be developed and carned ou t.
Goo/: The plan must meet state requirements, and must provide infor­

mation to the public about the effectiveness of the program.
Obiectipes:

1. to complete the evaluation plan by September 1.
2. to begin collecting data by September 15.
3. to complete data collection by April 30.
4. to complete the data analyses and to f~e a final report by

June I.
5. to prepare a brief report for public dissemination that will out­

line the successes of the project.
Constraints:

1. $2,000.00 is budgeted for evaluation.
2. teachers are reluctant to partiCipate in an evaluation.
3. no one on the staff is familiar with data analysis (i.e., statistics).

Resources:
I. $2,000.00 is budgeted for evaluation.
2. A firm can provide consultative assistance in evaluation.
3. A college in town has graduate students who could help WIth

the data analysis.
4. An evaluation consultant will help develop the plan.

Alternatipe Strategies:
J. Director hires a I;onsulting firm to develop and carry out eval-

uation plan.
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2. Dircctur seeks an addltlUn:l1 start persoll who would dto:'oote
une-fourth tIme to evaluatioll.

3. Director attends workshops lin evaluation and develups plan
4. Dirccwr uses the staff in con1unctiun with the consult;.Jn1.

Selection of Crilerio:
I. The COllsulllng fJrln w.mts. $1,700.00 to create and do daLi

analysis.
2. Director wants 10 iJJJucaLe ~t least S500.00 tor prmtll1g dlld

dissemmation of data but could gel bv wllh $300.00.
3. The.consultanl says Ihal he wiU set up the plan (objectives dnd

evaluation meThods) and provIde graduate students for purpuse of data analysIs
for $1,000.00.

4. Teachers know and trust the consultant.
5. Gr<:lduate students wtll be quahflcd testers and Will not Jntedere

with classroom activItieS.
6. With the extra $1,000.00 DIrector can hlri~ a consultant 10 help

declde how best to format and distribute data.
Choice: Director hires the cunsultant and gr::lduate Hudents tnr

$1,000.00 and doseJy supervises theIr adlvltll.'S.
Evaluation:

1. Director check~ to see If [he l"oUowlng evenls OCCUI J", plaJlned
ll. eVilluiitiull plaJl by Sepicillber 1

b. collectmg data by Septemher IS
c. da" coUecled by April 10
d. report by June 3D
e. 2 page dat .. sheels ready for dissemination by June 30

2. Director seeks Infonnauun about thr quality 01 the H'port to
them.

3. Director plans tu hue an Uldependent consultant from next
year's budget to sludy the impact of public disseminatIOn 01 datd.

Feedback:
L. A budget of $2,000.00 for evaluallon IS probdbly 100 small
2. Director needs to fmd Imt how uther project directors .He hall­

dhng this problem.
3. Director needs 10 hlfe ::I person for next year who cnuld senT ,tS

an admmistratlve aSSJstant and as the Director df Evaluation for the project.

A factor to conSider IS that, In actual operathJnS, most of uo;; probably wlJrk
WIth problems In wroch we have some vested interests, expertlse, Jnu cxpCrlell\;e
For eXdmple, a person rrllght begm workJng With pr~sdlOol deaf c.:hiJdren bC(Juse
he has be~n trilmed m de<lf ed\l~atlun, has wLHkeJ WIth nther deaf ~llJdren ;Illd
has come to believe thai the younger he Liin work wlIh them the beLier 1-01 [he
chLidren. In such an eXiJJ1lp]e, thIS lIlulvldual would probably enter the plJJllllJlg
process WIth "alternatlve strategy:o "selecLiol1 of Lfltena," dnd "cholCe" already
determIned. The problem-soJving approach, III 'hIS case, would be to Jefme [he
parameters or the uther seven elements ill the pJannmg modl~1

In effccl, then, the model descflbes a ,Cries of strudlJreS, IndlCal('s thal
those dlmensLons are mterrelated, iind aJl,)ws the planner to till 111 the "hlanks"
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with information that fits his needs. It is intended as one way a project director
and/or planner might begin to conceptualize what has to be defmed and accom­
plished. It is not intended as an ideal of how one plans, nor as an example of a
1heoretkal hierarchy of planning. In fact, entry into planmng is probably a very
landonl process and the model plesent planning elements in an artificial order.

Having walked through the 1II0del, let us now examine which elements are
most essential to the planning and the subsequent evaluation process. Special
emphasis needs to be placed on the features of goals. obieclives. and evaluation.

In the process of planmng for evaluation, special attention needs to be given
to the development of goals and objectives.

Goals and goal statements art· used by a project to highlight its intentions.
In other words, goals specify what will happen to a target population as a result
of services developed. Goals are abstract and are often based on assumptions and
value judgments, but they do gJve the general direction and purpose of the
project activities. However, goal~ do not lend themselves to evaluation state­
ments.

In order to move toward precise evaluation, more spedfic intentions which
include measurable IIldlces iJnd time limits are necessary. llus requirement is
accomplished by stating objectives which describe what will be done by the
pmjeel during Hs operations and how they are related to the goals. The assump­
tion is made that if a posltjve evaluation is made of the specific objective results,
then the project is in the process of meeting its goals.

Objectives are described as either administrative or outcome objectlves.
Admintstrallve objectives indicate the administrative strategy used by the project
and reveal the management apploach to be utilized in meeting the outcome
(·bjectives. They indicate whal hilS been done or what will be done in project
operations, mcluding when, by whom and by whal success index the objective
will be evaluated. On the othel" hand, outcome objectIVes reveal expected
changes in behavior or attitude of the target population. The evaluation of
effectiveness of the project becomes a major concern when attempting to de­
scribe the results of these objectives.

The followmg three charts should help to clarify the distinction between
gO::Jls and objectives by providing examples and a dimensional overview,

DISTINCTION BETWEEN GOALS AND OBJECTIVES

Goals

Sho..... general Intent and direction,

The project will Improve language devel­
opment In young handicapped chll..:lren.

The project's parent progrilm WIll In­
crease parental Involvement with chIl­
dren.

ObJecllns

Some specific Intentions with measur­
able Indices and time limIts.

To Improve, beyond normal expecta­
tions. the receptive vocabulary and com­
plexity of expreulon In retarded chil­
dren In our center by June I, 1973.

To Increase over b.a~lIne perform.ance
parental verbal Interaction lnonhostlle)
with chIld by June 1. ]973.

To develop a language curriculum fOf
three year old language-Impaired chil­
dren by November), 1973.
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DISTINCTION BETWEEN ADMINISTRATIVE OBJECTIVES AJ\D
OUTCOME OBJECTIVES

Administrative
ObJf'ctlves

useful for proqrdm lTIan<lgement artd
progress reporl~.

To establish a parents' counseling
group that meets onc.: a nlonlh during
1973.

To hIre three quallfle<1 speech teachers
and two aides to deliver service to tile
children by May 1, 197 J.

Outcome
ObJl'ctive~

--

RelJre~ent 'Indl statement~ of t·l<p,!clCd
LlrOJect benefits. Frnll! rep orr nlaterldl~

To Incre<'Jse Darellt~' personal "l!e,
ilctl".ms ..... 1111 Ihell Chlldrer, IJy Z5~,

Dye! baseline by June 1, ] 973

TO Improve by il statistically slgnl!1
Cdnl amount the langUclge ~kliis .)1
chl!o::;tren III expreS',lvtl languagE' CI-l<II"J
lh's school year.

DIMENSIONAL OVERVIEW OF GOALS AND OBJECTIVES

Administrative
Goals Objectives._-+--

OutCOnl'!
ObJecllvn

Time Span

Content

Evaluililion

Extemive (years)

Reveals ols~umptlons

being molde about
thE' 'ulure p.ffect of
proJect's program
treatmel1t.

ElCperl RevlE'w

Bnef (months)

Reveals event~

which flust occur
before program O~lt­

come C,ln be
ac.hleve,j.

Frequency Count

Moderate (1 y€'<lr)

Reveal', behaVior oc
dttltude challgt",
whrch Me a resull ,Ii

prograrn lreiltnl"nl
or actiVity.

"Hornemade" I'S!

Criterion ReferEn,:,'

i Chel:k List

j Criterion Rererence
-- ------._-- -------.._-

Few (;'-J) Many ( 10·20)
----~---- ----- -------

Frequency (aunt

Testimony

Sl-'veral (4-6)

After the obJectivl:'s hdve heen clearly :,[.1teJ -includIng Illf<tMH,I!,I(, SI.JIL·­

ml~nts of intent-an eva!llduun strategy Call be undcrraken. Strategies IllJ) \',1ly.

but, generally, evaluation will l)[ovlde a deci:'lon maker Wlth UlfOfllli:l1l0n JI"1,lUI

(1) the ment of plans, (2) the processes bemg ulIlLled, or en th..-:: pr(ldll([ rh~ll

has resulted from aCllvities.
The evaluatIOn of the merit of plans proVides IrIfOrmatlon ahOUl the worrhl­

ness of goals, objectives and strategies. It 1S llSU;JUy referred to as Input eVdlu.l·

tion and is u~,uaJ]y J,t.:'complJshed by tile u~e ot expert lev lew or nutslde C'JIIsull.l·
tion.

Evaluation uf proccsse5. being utilized OIYIHS when operauom. (II' Ihe pWle(l

are monitored to a~se!-s whether dctivltes, sllalegies and other npt'rJ'llln~ Jre

working on a daLly hasls as pJanned. Process l:l'aluQllUn d<lla can be '\ummarl/ed
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to assess how well the projed is dOlllg in meeting its objectives and can therefolc
be used to provide Information for product evaluation.

Pruduct evaluation is a summary of Information taken over an extensive
period of time and reveals information about what a target population was like
when a program started and what the populatIOn was like after the activities of
the project were complete. Process evaluation focuses on the effects of treat­
ment of indIvIduals over brief periods of time: plOduct evaluation IS used to
produce data about changes among groups of people over long peflods of time.

Some examples of both process and product evaluatIOn are provided on th~

next page.

EXAMPLE PROCESS EVALUATION

Outcome
Objective strategy Monitor Sample Data

To jncrea,>e each Child able to feed Anecdotal record Oct. I - Child can leed
child's self-help self. for one child. self fmger food.
sktlls to that by
June I, he can feed Oct. 4 - Child
himself without the Intere,>ted In holding
aid of other4ji. spoon, but not able.

Oct. 10 - Child holds
spoon poorly, drop,>
often.

EXAMPLE OF PRODUCT EV ALUAnON

Outcome Sample
Objective strategy Monitor Data

To Increase each Children able to I. Pre-post On November I, only
child's self-help feed themselve4ji ob4jiervatlOn of 10% of the children
'>kllls so that by unaIded. criterion behavior. could do the eO!ltlng ac·
June 1 they feed tlvitle4ji unaided (N=25J.
selve,> without the 2. Anecdotal record.
atd of other,>. By June 1 96% of the

children were eating
Without the aid of
others.

The components of evaluation havlIlg been examined, it IS important to
emphaSIZe the djfference between evaluation and research. f..'valuation IS not
research. Some research IS Evaluative in nature but research pursues speclflc
questions. Evaluation is designed to develop data to prOVide information ahou t
the effectiveness or quality of an operatjng proJect.

The most crucial task of the Developmental Disabilities Council and Its staff
will be to develop and continually update a comprehensive statewide plan for
delivering services to the handicapped. It cannot be done without a program
planning and evaluation syskm. Haphazard program development is costly, jn­
effective, energy sapping, demoraliZing, and results In endless chaos leading to
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social and political heal. Systematic, ub.ler.:llve program development harnesses
resources, clearly allocales responslbLllly and JLcJuntabulty. encourages change,
increases the quantity of "ervlces wIth Ihe samf resources, and beSI meels the
needs of Ihe handicapped.
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The purpose of this paper is to discuss how State Developmental Disabilities
(DD) Programs structure evaluatIOns of programs serving the DD populatLOn
within the respective States. This topic presents a dilemma. On the one hand I
believe that evaluation is essential to the effective on·going planning and manage·
ment of State DD programs. Cunsistent with this philosophy, state plans under
P.L. 91·517 require a description of the methods that will be used to assess Ihe
effectiveness of state programs under the plan. On the other hand, it IS my
opmion that comprehensive rigorous evaluative research of state DD projects is
Impossible within current state DD budgets. Further, given the current scale of
state programs, it IS questionable whether it IS useful to divert major portions of
state DD budgets to evaluative research. However, evaluation should not be
abandoned. Thus, tlus paper attempts to wrestle with the impossible questIOn of
how to do our essential job with inadequate resources. The question is nol
solved here, but hopefully, som,' useful ideas are presented.

Implicit in the discussion which follows is the notion that evaluation is
worthwhile only if it is useful, that resources are scarce from a practical POint of
view, and that useful information can often be obtained without elegant scienti·
fie evaluative research. Emphasis on the practical has been sought.

The ideas presented are the sale responsibility of the author who is a gen­
eralist and not a specialisl in either the field of evaluation or developmenla]
disabilities.

WHY EVALUATE?

EvaJuation is an important and serious business. In part it is a highly techni­
cal business but in basic concert very simple and straightforward. Its importance
is indirectly indicated by the fact that the scale of HEW bUdgeted expenditures
for evaluation for 1972 ($9,110,074) IS more than half the total authorizations
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for tile Developmental DlsJbllltie'i SerwlcC'$ and COllslruclHlJl Ac1 lor the ~,J.Il11~

period. lIs. cl1mplexJly I~ "L1gge~led by lhe tact that we rlow have CHeer pltlk~­

sional~ at tile Ph.D. lcvel speclallllng n.dU~lvely III the Jfl'd of SOllJI rr('grJIII
evaluallon liS well as J nUlllber 01 COlllral1 research rirl11~ Jedll.:atlllg Ihen 10ldi

ener~;1es to this field. II~ complexity IS ,11.\0 suggested by lhe tact th.1t III Spilt' 01
all 01 HEW's activities III tJIJS area there IS unknown to the author dllV dillculaled
phJJm.ophy Wlthm HEW :..IS tn whdt ShdUld he evaluatl'u, how, ;:II!J len \vhJ.t
purp<lse.

The theme of this p.lper 1') that eVJllldlltJn can useflilly b~' VJew(.;J bv ~HII

gram pJilllncls ,HId eXt"CUllves III d \In} practli JI VrJ)' In thl':. pr':ll.II~·JI ~fll"L,

eValU<lIlOil can be Viewed as prnvlulIIg Infllrmllr!On reeJback Whh.:h IS ll~etld 10

proglJm planners lind deCISion maker" In l1laxlllliLlJ1g lhe WOI [h ot the pr()~rIJIlI:,

for WhlCh they are rcspollslhle If eva]ljllllon I'> defilled :md C()llUlIClnl In thl',

way If will offer a usefullilol
Practical constralnlS ,ll~ deiHly IlllposLd hy [lie Oi..I ... tlll~ hUUgll f'lI lilt'

Developmental DI~i:IbllJ[Je~ PlOgralll which LUnt~llllS very Ilmllt:d re)"llrll'" \"hILIl
can be used tor GvaluiJllOn

A useful way to st:][1 a que~l lut a practlc<tlllpproach lu eVdllldlllJIl IS lu

define eVi:lluatwn, eXi:llllIlIe the type ... \.If evaluJuulI, and conSIder Ihe llle (11

evaluatlun In supporllng declsJOns Strc~slng [he practl\.:al, It Stcub 81~u u"elllll(l
consider the qUI~~tlon (If the degree 01 lltrear posed hy Judgllh'rHal eXaltllnatlllll',

of a ll1ode~t prlJ{.:rillll III lls lendc! ycals lIe~Jlrlg iJll llle SUpr'OIl It ldll Illll,It:1

EvaluaLion would be llegaTlve If It PlUVldt:s !"uudtr to pD!cn1J..J1 cllllc~

Definition of Evaluation

Llter;JlIy, evaluatlon sImply me <:Ill , In Judge Dr detclllline wurth nl qu,tllty

Thus. eV31uatlon contams lWLl ~lement~. FII ...I, 1lll\I..'IuJes J judgll\cl\( ,1\ (,. v,o\rlh

or what i-; deslJed. Selolld, It must Jls\) entaIl meJsulC'lTIenl 01 the dt.'grl~C It,
whIch the real world 1lIa[ches LheJlIdgllwnt 01 wh<lt IS deSired. Although <III, ,. U:,

have seen eValU<itlOll projects llnderldkell as dlsclcte and separatl: fOlllldl crtllrls,
often IIlvolvIng significant budgets, eVClluatlOn eel talnly docs not llccc'~<H1ly

assume (~t1S nature II need only InvoJvl~ ,I judgment 3"; to worth and d meJ:lllll' III

the d,~gra [(1 WhKh one 01 mure aSre([~ llf the rcal world ,H(J1Il Ihls
1\ IS Jmp0rlanl \0 nOle [hat .IUd{;lllCIlI and value IS e~sell[IClI 10 e\lJIIlJ!IUI'

This IS clearly true by JelInltloll of '-III ~vdllldtJlHlS no lIlatter hn\', L'lahortll'~ ill
complex sClentltlralJy

Wltrun thiS general deflllltlOn of eVJllIaTlOIl thete IS J tllnhcr Jellnltl\)JlJI
aspect of evaluatIon wru12h IS gt'rmilln t(i thl~ paper Jnd il general understanding
of the- Sta[e of the art III what IS L:omrnonly lellned SOCial jJru~raJll ~valIJJtIUIl

ThiS 15 the dlstmcllon bel ween "t>vaillil[llln dlld wh<ll ."\uchll1an tCllllS "t;>V;Jlu­

ahve lesedrch," The laLtt'1 IS deflneJ a., Ihe "ulIlILatloll ul ',uentltlC 1I'~t'dfLll

methods and technlque~ fllr the purpnSf of makmg ,In evalUJIIOIl LVdlLLttlYe
reseal...:h, JS thusly defllled, 1<; the fUUlld<ltlOIl upun which th~ UlrrClll St:.l e 01
the art III rormalt'valuaLILlll has been hUIII. FIH ollr pLlrpl)~('s, lhere I~ otle cenlrfll
concept Implicit In "ev.llu..ltlve rest'Jrch' J~ de filled hy SuchrnJJ1 whJch nceJ, hI
be cunsldered TillS rel~les lu [he SClt'lllilk Illelhod :IIlU llo;; u,nccrll \\Ith l',lab·

I Edward A Suchman. ~ ... <duallv,' He~earlh, I LJt!7, P 7
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lishing empirical relationships between cause and effect. Thus, "evaluative re­
search" extenos our imtlal definition of evaluation by going beyond the search
to define worth or value and measure the ~tate to which that value has been
obtained 10 the real world. Evaluative research seeks also to attribute the state of
reality to particular causes or stimuli such as Individual socl3l programs or proj­
ects. For example, If we judge that it IS worlhwh..de to have aJl mentally retarded
adults gaInfully employed, we can collect data on the degree to which thIS
<.:ondItion holds, thus haVing conducted an evaluahon. "Evaluative Research"
would go further In that It would build a set of hypotheses as to factors related
to gmnful employment of the mentally retarded and collect emplTlcal eVidence
to estabhsh or disprove such all hypothesis. A favorIte hypothesis in evaluative
research IS that a panicular program or project has a positive effed on goal
attaInment. "Evaluative researe·'" mu"t neeessanly probe at the question of how
the world wouJd be wlth and WIthout the stimuli or causes with wluch It IS

concerned. For example, If a sel of trainmg programs 10 a particular state have as
a goal mcreasmg the competltiv(~ empJoymenl of partICIpants, evaluatIve research
reqUires that atta1l1ment of competltive employment as the result of the program
be cdrefully defined and measured and compared WIth a selected control group
to Insure that any changes m competItive employment can be actually attributed
to the sheltered workshop exp'~r1ence and not to other factors such as chance,
selectlOn procedures, maturation due to lapse of tune, or Job aval.labiJlty due to
shifts in the job market.

The business of establIshmg cause and effect often gets mto use of control
grou ps. Suchman Iden tifles thrl~e main conditions of "evaluatIve research": (I)
sampling equivalent expeJJmenlal and conlrol groups, (2) Isolatjon and control
of the stimulus: and (3) definitIOn and measurement of criteTia of effect."2
Much of the technIcal literature;; on evaluative research relates to the enormously
complex subject of applying tht~ rigors of the SCientific method to the evaluatIOn
of SOCial programs.

The theme of this paper IS that on the limited budgets avallable to Stale DD
programs, evaluative research 1:; usually not practical. However, what I would
term "prJctlcal evaluation" can be both feaSIble and useful. "Prar..:tkal evalua­
t1On" can be thought of as havI.r,g the foJlowlIlg charactenstics.

(1) Seeks to obtam mfonrat1On for usc by State DD Counclls and agencies
which IS dlTectly relevant to thl! plannmg and operat jon of State DD programs.

(2) The presence or absence of such data has the potential for makmg a
slgmficant dIfference In the Stale DD programs' effectIveness.

(3) Has as a baSIS an explICitly stated Judgment as to the worth or value of a
real worJd condltlon.

(4) Involves data colJectloll related to value statements.
(5) Is feasible with given blldget constra;IIts.

Note that the definItIOn of "plactical evaluation" does not include the task of
systematically establishing caU'ie and effect relationships. This by no means
downs the value of practlcal evaluatIOn, since the external Judgments of execu­
tives can and, of course, always are substItuted for scientific proof in its absence.
Practical evaluatIOn can offer the very valuable contribution of:

(a) Impetus toward greater disclplme m definmg program goals and,
~ Ibid., pg. 102.
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(b) The obtainment ot Ihe IlIfOrl11atlun Hn (h~ State Dr the workl ,l~ [I

relates to program goah. anJ overall progralll plalllllrtg

Type~ of Evalu3tinn

To give a perspcdlVe to roUf pral't1Lal UJ'iCU"SlOn, note that theft' Jle Vannl!)

types of evaluatIOn defmeu In the gl OWIllg body Ilf literature on evalualJoli
Suchman offers fIVe cdtegofle:.. l)1 C'vaJuation. 3

(I) Effort - Thjs type 01 evaluallon I~ com:erned with the quantity and
quality of activity that takes place and IS not directly concerned wIth output
For exampJc, one of tne concerns oJ a Federally-sponsored evaluatllll1 qf <,ta[c
DO programs was the degree lo whIch the St(J[e Advlsury CouncIls ,md de:-'Jg­
naled state agellcles had <lchJcved an lI11pad 011 pre-exlstmg Feuel al and stJ[e
proglams in terms of the Increased (Olllrllltment of these progri:l1l1~ [0 the- OD
population. Dala was ~ought un Irlcrea<;es III [ile percentage of hudget of rhe
reSpel:tlve programs expended on the DD puplliation 4

(2) Perfurnwnce - ThJS type 01 eValllJtlllfi J~ cnncerneLl WIth all<llysl~ nf the
results of the effort under consldcratllJfI r<lther than WIth the errOl t It\clf. If tht'
study mentioned above had sought to rllea~lIH' the degree to whIch the \lOCd·

tIOna 1 functIoning of menlbers of lhe DI) popul:Ltlon had 11l1ploved <1".1 n:~lllt (II"
Involving the State Vocatlolldl Rehahllit<ltll1fl agency 111:1 on pl:HlIlWg pr(I(,(''''i, I!
could fall mto the perh'flllJI1I:C calegury nf evaI1l.tt10llS.

(3) Adequacy uf Perjormonc.' - This type 1)1' eva!u<lLJOIl ~,ecks to delemllJlt·
the degree to wluch services pr,wltJed Ihroughuut a SLate are adequate to met'l
the overall needs of the DD pOpUIJIIL1fl In shurt, It seeks to detelfllJne the
degree to which all needs have been mt'l.

(4) Efficiency - Ttu~ type of eVJIUallOn IS COJ1cern~d with luentuylllg
means to contlTlue on-golllg pr()gri:llll~ III way~ that lise less resOllrce~ dnu "till
provIde the same results. Some of the debale s.urroundmg CummUl1l1y cali:' V~

lIlstitutional carl~ for a portlOn uf the DD population has thIS character, although
many of us would aglee that a more lInpurl.ml Issue In lhlS Jebate I" the
"normalization" concept

(5) Process - This type of evalualJOrl IS concerned with Idenllfymg wh,d
there is about successful programs that mJkes them work and cOJ1versely whal
there IS about unsucce~sful programs that I~ads to L:IIIlJle. Lessol\:-' (all then be
applied to project improvement. An exarnpl~ rTlight Include an evaluatIOn of the
nature of community mvolvemen[ In the plannmg uf proJcds 101 resJdentl<l1
facHilLes for the DD populatIOn and how various prl)cesses havc contrlbutell tq

overall commumty supporl of residentIal L:lcl.lItl~s. Oil d n.ltlol1JI level, <Ill eVdlua·
tion study of Slale DD programs bel1lg. cundul,Icd al BrandeIs IS heilvll, IUI1·
cerned with orgamzatlOllal charJelenSllLs of Stale DD proglam~ and how l!lese
characteristics influence program operalhlns. ~

31t1ld .. p. 61.
4l.arson. Cornne w.. Wlechers. Jallll'S E. o;,ul"tley "f opuatwn oj the /)I!velupmnual

l)uah,Jltre5 S ....rvrCf5 and I anlllU!5 CO'IH'I'7/C/lOn Act of /970 (P L -91-517) In ,"tafel,
Octobl~r 31. J972.

S Bmstock. H. Ibe Roles ,md FunctlUn\ of'suJle Plannmg System5 Pre/lml1lary Rf'porr
on a Nationwide Survey of the Opve/llpmentlJl {)nab,lllln Prof!.ram Mar, h, 1971.



Conterence Proceedlngs 93

Other types of evaluatIOn also exist and are unportant, including especially
the evaJualion of assumptions.

All of the types of evaluations listed are relevant to State 00 programs and
deserve consideration in establishing state evaluation activities. Given limited
resources, evaluations of effort and adequacy of performance seem the most
useful and feasible at the state level. or course, evaluation of the performance of
each district project funded with 00 monies should be bu~t mto the project
design.

Uses of Evaluation

The overall purpose of evaluatIOn is 10 Increase the effectiveness of pro­
grams and administration.

Suchman describes the components of progrJm administration as including
research, planning, demonstration and opel31ion. 6 EvaluatIOn is reJevant to each
of these admmistrative components. Of parllcular interest to State DD CouncLis
and designated state agencies are the uses of evaluation for program planning and
operation. Planning seems to r'~quiJe the evaluation of three basic componenls:
neeos, resources, and communily altiLUdes."7

It is useful to thlllk of state level planning for the developmentally disabled
as consisting of, among others:

(I) Identification of the eXisting setVlce and facility inventory and current
neeus.

(2) Jdenhfication of the contribution of pre-existing state and Federal Pro­
grams to the 00 population, and

(3) Allocatlon of resource~and actiVIties to change I and 2.
The formal state plan reqlllrement under P.L. 91-517 also requlfes that the

effectiveness of state programs under the plan be assessed.
How can "practical evaluation" help? Note that III relatIOn to point 1, since

needs are always relative, judgment is necessary to define a frame of reference
against whIch eXIsting services can be compared to define current need. Thus,
the measurement of current need comprises an "evaluation" of eXlslmg or cur­
rent needs. In relatlOll to pomt 2, thmkmg about the Ideal role of pre-exlstmg
State/Federal programs and ohtalnlng data on the degree to whIch that role is
fulftlled relates to practicaJ ev.llualion. In rL'l~tlon tll point 3, the development
of Ideas and alternative proposals for the allocatIon of resources offers the
potential for USIng practical evaluatIOn to test key assumptions m advance of
allo~ation and/or the meaSUJement of the degree to which desm'd L:hange has
been brought about by the Jllo..:atlon del'lsions made. Such evaluations could
prOVide a partlal rationale for .:ontinulng sume projects and readJustmg assump­
tions In future allocation deCISions.

6S uchman, p. 134.
1Ceorge, James "Planning dnd Evalu3110n 'If Health Programs" In AdmlnJ,lratlon oj

Commun.tly Health Servlce5 [nttrnatlonal Clly Manager~' ASSOcHI[lnn, Chicago 1961,
p. 133
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('an Evaluation be a Threat'~

Some prllgram adll\\llhtralnrs and Spu\\sor-; IC,H evaluJtlon Tht'~, .11(' \llllI

mllted 10 their uveralJ plu~rdms, knn"" lhal funding IS lIladeljllatc to met' I IO(rll

needs. and know thai i:I puSltlvt' community attltud~ rowards plOgrdll1'. 1<:'

essentIal and often obtJmed only after long cultivatIOn They also kllow thar
hardJ)' any program IS perfect and may tedr that evaluation results l111ghl be Il"ed
against the prograll1 Wllh rc"ullanl I()s~ nl tUrldmg and/l)1 cOllllruIl11y :-'\IPPUI r

These Jfl' real (Unc.:rlh .1llJ 1"")111 d pr;'H.. [ICJI perspecllve, L.HlIl()l he 19.111_I(,J

Program admlnlstrd[ur~ wIll have to wt'lgh Lhc!>(: r1'iks :Jg(JlllS1 rile P(I\IlI\l? Jd .... dll

tages o1f cvalu<HlvC data In It<:, ~upport I)f (a) InUll' mlornlt'd JIlU mOlt: dlt'lIIVt·

program decisIons, and \b) the pusltlve use thaI can be lllJdc lit eVdlllllU\lC Jelld
or program accompllshrllcllt<; The risks (..J~ well .1:-. the advaJ1tagc~) ,)1' pr,j~'IILClI

evaluation climpareJ LLl t:valuatlvc le~e,:IIch are smi:lller HI the <;ell"l~ rll;11
"pracllcal evaluatloll'" d~le\ 11M plclend ILl uflCI v<lIIU measures 01 IlVC'rall Pili
gram worth hoth bel.:i:luse Il IS "malin III SLnpe dnu 1101 ·sclcnlltlcJlly h.i~'~U

Thus, no one can nbJerllvdy argue thJl evaluallon lesults pfr sc rcpre,enl illl

indepf'ndent Judgment PI' f-lrogram worth. On the other IIdnd, praolL,tI ('valua
lIOns, since they reqUIre Judgments 1m Iliterpret,ltlOn, rUlI the Iisk ot helng 115eu

lila pproprlate ly.

WHAT TO EY ALVA fE"

The state plan undel PL. q 1-') 17 r~qLllJes hat "tJlC~ develup InetlL,)(h Iu
assess the effectiveness of :-otdte progl,tnl', under the plan Thus proJcCI pertor
manl:C evaluatlOfi musl be unuertakcn WhJl el:-.r" It I) rl'l-umrncndl'd rhJI the
answer to tlus Ljunllon he fJIllVlued by qJlc lev,~l DrJ pl<lIl1llllg 111 tIlt' ~plrl! III
prJlotlldl planning by amwellllg tlie lju('~IHln ()f what 11l1ll1lllJIJlJn IS JUdgl'J II) nv
of value In the ongoing pruLcss of planning ~lale prngUlIl1S

Induded m lhlS Sel:llOll are ~ollle dreas for nJnslueraLIl)]l ~()tt' Ihdl eVJllJd­
tlOn III these Jreas wlll inv()lve re~ource c(,nsldcrallon~ TillS Sel:IIOTI dllHcntr,lre"

mainly on the questIon III lJ~eful areas Ilil t~verlLl,ttlon wIllie SecLJ()1l \ pr~~l'lll'"

some Id~<:ls for undenJkl!lg ~'vdluatl()ll )lUtlIC) \'n Illllltcd hudgcl~

Degree of Unrnet Need

TillS type uf t'vaIU.-lIIOll was relcrred (u prevll)u~ly d'i ;H1equ3lY n! pert'or·
manl:e,'· It IS e,s{'ntlally CL)IICerrwd ~Itlr uevl·lt'plllgJuuglllent~ .is III the Ile·~d'\ "I

{he various developmenlalh dl,ahl..;-c\ ;mil ullle(I\Og. dfl.tJ lIn .1 pell\ldlC ('I llll­

going baSIS lJ1 rel,-Ilinn 10 defined 11l?t'd., II IS 1110\1 L1~f'fully cllrHlllckJ I'll :t
regIOnal l1r COlllflllll1lty ha\ls Since rroJecI grant) ale u<;u,lIly Jwarded on 11\l~

baSIS III rcl<itJun 10 defined nced~ It I~ Illl1st usef,tlly conducted on a leglunJI nr

communIty baSIS since PI~)Jcct gldnh arc llSU,llly :.Jwarded (In thl, h:.JS1) III Iclall\lfl
to de filled needs and serVI(:l,' l-3pJl.:lly h)r "UIIlE' (hilr Ilut all) 'ieIVICC~ ,HI.' pr~,vIJcd

on a Sllbs[<:lte ha'l'i, SUCII \· ... JlllatH'n ... .,elve tu :IIJow lor ..J Illler gr.-lIII~J. II1IU("

elfcl'tlvt' Jllo<.atloll (If If~I)UI~~S fl1dll sLltewIlJ(- c~tltrl<lllO" l.lllllw
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Tesling of Assumplions

With data as scarce as tl IS, planning usually Involves making judgments
based upon Incomplete mfolmation, necessItating assumptions. Rarely are
as!'oumption!'o made without at least some informatIon as a foundation. However,
it IS also rare that no uncertainly remams In some ca!'oes tJle collectIOn of dati:! [0

evaluate assumptions WIll be e,..lremely valuable 10 slate planning. ConSIder the
hypotehtical case of a stale wl'lCh after revlewmg available aggregate slate dala
un (ommunity servke capacity Judged community day care faciJitles to be the
greatest unmet service resource. The slate then deCIded to allocate its lotal
service budget to fund the creation of day care facilitIes throughout the state by
soliciting grant proposals from state regions at a funding level proportional to
the regional population densl1Y. Tlus state could Wisely consider tesimg the
assumptions prior to program InItiatIOn that (]) day care for the DD population
was indeed the highest need anti (2) the degree of unmet need was distnbuted on
a basis of population denSity.

Service Gaps

The term "Degree of Unmet Need' refers to an aggregate counting of the
seIVI~e needs of the developmentally disabled on a substate basis. The term
"Service Gaps" as used here is a more qualitative allempt to Identify for those
servll:e needs where a range of services IS requlfed, If there is a particular weak
link or shortage of an mdivldl.JaL type of serVIce thai prevents related !'oervlces
from workmg In concert to achIeve a desHed objeclJve. This condItion can
prevail even In cases where all Iypes of services are at lower levels than deSired.
For example, first, a communlty mIght have the general capacity in terms of
training, and resldem:e arrangell1ents to furmsh long term care as an alternatIve
to Institutional plal.:ement but lack guardianship and protective service capacity.
Thus, though lack of this stn~.le set of services the other community services
might not serve as many Indlvic.uals as aggreg<:lte measures of capaCity as resource
expenditures would suggest. Ai a second example, sheltered work shop slots and
available jobs mJght exceed the availability of transportation services thus
malung those servIces relevant 10 rewer individuals.

Where thiS type of silUa',lon eXIsts, Its idenllficatlOn tends to have high
payoff in terms of allocaling lImited additional resources. EvaluatlOn oj service
gaps usually requlfes haVing Imolvernent of local ~oITlITlUnitles. It also requIres as
a foundation a reasonably delined model of the range of services relevant to a
panicular type of problem.

Conlribution of "General" Programs8

This type of evaluation IS related to the mtent l)f the State DD program to
coardinale and assist In the plmning of how the geneTIc service programs mighl
effectiVely meet the need' of the DD populatIOn. It lequires the development ul

• By "generic" program IS mean I a pr~-exlstmg federal IIr Siale program which I~nd'i 10
offer one particular type of specialized servlc~ ~uch .35 voc.3llonal rehabilitation. public
aSSI'it.3nCe, social s~rvlces, etc. Nln~ speCIfiC programs are c~f~r('nced In Ihe law dnJ ret:;ula·
tion~.
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explicit definitions of the type <Ind degree at services ea~h genenc program call
usefully provIde, The collection vr data on the degrL'e to which these spt:clfaca­
lions are met In pladice then follows.

Projecllmpact

ThiS type of evaluation IS com:ern~d with e\aluating the success of mdlvld­
ual projects, fUT example those funded by state DD programs, In obtamlng their
objectives. For example a project to creall! a sheltered workshop with the goal of
serving a specified number of individuals and preparmg them Jur competitjve
employment would be avaluated in reJatIOn to its attamment of these goaJs. The
results of project evaJuatlOll are useful 1Il a variety of ways Includmg project
management, declslOns regarding cuntlnued proJect funding, and replicatIOIl 01
the project In uther areas

How to Evaluate'!

Books have been WrItten on this subJ~Lt and ';ume lIsefuJ olles are retcJertced
in the Bibliography. A definitIve treatment here IS neIther pOSSIble nOf deSIrable

However, it i" useful to i,;onslder placllcal -~valuatlon as LOf1Slsting of the
follo""ng steps.

I Explicit s.tatemenl IA pTOgr~1ll goals andjlJf models (ldeaJlled statem~nls

as to desired stat"s of the real world).
2. Explicit identification of assumpllons the validity of winch seems key to

overall program success.
3. Determination of the information which would be of highest value III

planning a state program as its indIvidual elements so as to insure maXUTlum
program impact.

4. SelectlOn of mformatlOn needs Judged to be of the highest pnonty and
obtainable within budge!.

5. DeSign of evaluation efforts to collect needed data.
6. Conduct 01 spon~ur data colJecllon.
7. Analyze and use results In the state planning process

Financing Evaluation

Much "practlcal" as upposeJ to evaluative r('search can be done at III tll~ Of
no cos\. For example, S(lml' dala e,m be l"uInJ'\hed by plannmg staffs ol Vi,Hll1US

ilgencJt~s and other mforlllililoll oblaJlled hy i:I phune Lall The value uJ InfOlllla·
(jon IS not formaJJy related Lo the expensr 01 dlffiLulty m lIbtaming 1t However,
as evaluation studies become more fOflllal and sCIentific, then expense mounts
rapidly Followmg are a few sugges1!olls related to deCISions as to how much
funding to allocate to evaJuatlon, ideas on evaluatIons nn a low budgel or "shoe­
strmg," and mformation related to ohli-lJntng adJJtlOnal evaluation resoulles
outsidt~ state developmental disabilitIes pI \19rams.
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How Much 10 Spend

Every Slate DD program makes a decJslon as to how much effort and
funding 10 allocate to evaluation. IdeaUy, the results of vigorous evaluations of
the full scope of stateWIde actiVIties both by the generic agencies and the state
DD agency would be desirable. Practically speaking, however, state DO resources
are quite lImited to the extent that a major s.cale scientifically vigorous evalua·
{ion could consume aU or a majt)r portIOn of the State DD budget. Two guide·
hnes are offered. First, It is suggested that the state DD planning effort not
dismiss evalualion as impractical under the circumstances but think very hard
about the objectives, assumptions, and data it is using to plan state DO pro­
grams. An examination for the true degree of knowledge and uncertainty behind
program assumptions, then should follow the question of the impact on the
states' program. This discussion wiU provide insight Into the value of obtaming
additIOnal mformation and prmlde a baSIS for considering the amount of re­
sources it 15 worth expending to Improve knowledge and Judgment. Sometimes,
speCific questions generated In this manner ('JII be answered at IittJe or no cost.
This procedure provides the only pral.:tical means for wisely allocatmg resources
to evaluation.

Second, as a much less meaningful rule (If thumb, Illany Federal programs
have a 1 percent (maximum) set aSide for evaluation. ThiS formula could be
mechnically transferred to the Slate level by combining the program budgets for
the slate DD program and the non-generic programs specified m the OD Act.
The percentage of the clients served by the plOgrams which are developmentally
disabled could then be estimated along with a proratIOn of the total budget
allocable on a per capita baSiS to the developmentally dISabled. One percent of
the result wuuld prOVide a crude indicator of a statewide evaluation resource
commitment that matches the Federall:onVenlion.

Evaluation On a "Shoe String"

The Developmental Disabilit,es (DD) program proVIdes only modest funding
for the programs of each State. The conduct of expensive evaluations out of the
programs budget is not wise. In this sense the state DD programs face conducting
evaluatIOn on a "shoestnng"! Following are a few Ideas which might be useful to
consider In this situatIOn.

Consider the first step of eV.lluation presented earlier· "defil1ltion of objec­
tives." Given a limited evaloation budget and a judgment on the part of the state
level DO planning group that f(·rmal evaluations are too expensive on a major
sCdle, It IS worthwhile giving 5p'~cial attention to conSideration of Investing a
portIOn of limited resources 10 the area of defining program objectives more
expliCitly. Not only is such a step Illseparahle frolll all fonnal evaluatiun that
might follow, it is fundamentall} related to sound program design and manage·
ment. It is my personal bias that if resourt:es allow nothing else to be done
beyond this step, that it is a most worlhwhlle undertaking in ItS own TIght. It
WIll pay handsome diVidends.

Second, consider decentralizing as much llS possible the task of evaluating
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prOjects funded by the "taLL' DD progral11 An e>.plJclt statemenl cd prugr.llll
ObJ('ctlves as discussed III (he prevIous paragraph wIll help helce Tile slate agenl.Y
can then require the dt:velopmcnl ul applJl".lllons 01 plans fur each lundf'u
project wtuch speLlfy pruject ubiecllves III meJsurable term~. and t1elllleatc sel\'·
ices to be proVlded. Appllcatinns '.II pl;m'i can be reqUIred to delall the 111l"aSUIC'·

ment techniques and procedures lil be used tu mCJsure prUJGCT lJIput In rrlall'ln
to project goals. The success of ttus strategy would be facilltated If a cJpablllLy
within the stale to offer techrlLcal ;{SSlst,:!nce 1) project planners and appl1cant<;
could be ldel1tified allLl made available

A third Idea for "shuestnng" evaluatIon IS [Q expend resources Ull obtallllng
a "view of the world" which can be used lS basIC UatLl fur 'he umUllUliUS

buslIless of state program planmng. Ttlis would entail essenl1ally cl1llectlllg datd
on how many people In the State are development ... lIy disabled and need serv­
Ices, the degree to which they are ~erved, and where dollar~, expended hoth by
the generic programs and the DD program ThiS dati:! Input can he obtJlrled by
formal data co()ection sUlvey~ or simply by IJayl11g one or more profe<;<;ion.lls full
or part tlme to look at and report Dn as sy\1elllattC and comprehenSIve il baSIS as
pOSSible what is actually going on.

A fourth Idea for low budget evaluallon IS 10 IdentIfy and sele< t "keystone"
Issues on whJch l11fOrmallon, II" obtained would be Dr direct, major, and prcdlcla·
ble lalue to state level DD program planning. In , sense thIS ,could he cons,delt'd
as program planning hypotheSIS te"ling. FlJr example, it stale mlgh1 111ft": (r(lm
agglegate state level statistiCS (hat (hen.:: is a general under(;apacity In tht.' st.lte IJI

day care services for Ihe developmentally dlsahled dnd tentatively condud~ that
bridging tills gap ~hould assume stateWide prl(lrlty lor use of DD funds, dtld
prepare to solicit proposals trOIll each regioll In the state III relatHHI In thiS
priOrity. Pum to launchmg lis program, the state might find 1t useful 10 evaluate
the lmphcit hypotheSIS that a stateWide shortage of day cale serVh.:es Implies i:!
consistent shortage 01 such s~rvH.:es fOI all reglt)lls and thus constItutes an appro­
pnate stateWIde priorIty Evaluallve data ..:ould show that whtJe a valid stateWIde
pnonty, adequate services ITIlght already be m pla(;e In some l'eglOn:'!.

Fifth, consIstent W1th the "hoestflng phIlosophy, a systcmatlc 411alJtatll'e
survey of Ideas and attitudes might be cnnsldered. It IS often a lunger dl<;taIl..:e
than we realize, from the seat of government to those Immediately fdced WIth
social problems. Sometllnes our ImpreSSIOns ilre based on only a few observa­
tions and are not representative. Simple sy"tcmatlc surveys of pdrcnts and pro­
feSSIOnals who are dIrectly faung Ihe wClal pr·)blem to glean attItudes and tdei:ls
can yield diVidends In relallon to the Cosis entailed. Also, new Ldeas C3n be
tested using thLs as a "soundmg board."

Sixth, some useful evaluatlon fIndIngs call be gleanl~d florn eVdlui:lt!un
studies sponsored by others ReporLs lIll the lesults of such e .... l:llUJlluf1S ... .at! be
obtamed from the spnnsnnng ag~ncl~s The author knuws of three na{10nallevel
evaluatIOns ongomg or Lurnplered t~Ii:lled In the DD program.';! Caples oj JVJIl­

abJe reports un these studies call be obtained from the DIVISion of Develop·

9See Refereoles 4 and 5. The rlrsl ~(udy I" cOlnplele. The second IS ungoJn~. Also.
Flonda State Ulllver:.ity IS undertaklnto: .\ ~[u(h of selected stat~ I)D programs, Project
Dire·~tor Klng-sle} Koss. No reports are yet 8vaL,lablc orl thl:. ~tud~
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mentJI DlsabJllties, Rehabilitation ServICes Admimstration, Department of
Health, Education, and Welfare.

Finally, state DD programs can seek to obtam additional funds for evalua­
tIOn purposes. There are a number of potential sources outside of state DD
progrdms winch potentially uffer funds to finance state level DD evaluation
programs. One lS the Federal level DD office whIch has funds mcl udlng a set­
aside for "proJects of natIOnal slgmflcance." This pool of funds, as well as funds
from grant giVing foundatIOns, IS open to consideration of the funding state
evaluatIOn proJects, espeCially Jf the projects to be evaluated are of natIOnal
Interest. Two categOlies of projects of broJd r-;edcral Interest are. fust, thuse
whICh relate tu the evaluatIOn of potentially meritorious projects deaUng With
alternatives to instItutional care, and second, projects which relate to promoting
the degree of IIldependence uf the mdivIduaJs mvolved. ObViously, these
example areas represent broad cJtegories into which many state projects would
fall. A major and most I1nporlant potential source of evaluation funds and
resources IS that In the hi:lnd~ of the "generic" service programs such as
vocatIOnal educatIOn, vocational rehabilitation, etc. Each of these programs has
an obligation to serve the DD pupulation. There is no end to the cooperative
evaluation effOl ts which could be jomtly sponsored With the generic agenCIes or
instigated by the DD program and financed or conducted by the geneflc
agencies. Such programs could range from (a) evaluatmg the degree to which a
geneflc program actually serves the DD population, (b) evaluating the special
needs of the DD population in relation to servlCes offered by the generIc pro­
gram, to (c) evaluation of specl,il programs of the generic agency almed at the
DD population. Information on these areas IS clearly at the heart of state level
DD planning.

Polential Additional Federal Funds

AppropriatIOns for federal programs oftell (but not always) con tam provI­
sion for the financmg of evaluatllJnS related to that program. Note that a stipula­
tIOn un the use of funds is that evaluations funded by of an "evaluative re­
search" char<lcter rather than of i:I "practical evaluation" nature as discussed in
Hus paper.

The HEW Assi~tant Secretary for Planning and Evaluation has responSibility
for developing an evaJuatlon plan covering their areas of program responSibility.
State Developmental Disabilities agencies can, working with "generic" programs
at the state level (or dIrectly III the case of the Developmental DisabilitIes pro­
gram), submIt evaluation pTOpo~,als through the HEW Regional Director at the
respective HEW regional offices as a means of applying for evaluation project
funding.

Table I suggests the magnitude of evaluanon funds potentially available In
the future by program using f1scai 1972 asa frame offeference.
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Table I

HEW EVALUATION FUNDS
Fiscal Year 1972

SOCIAL AND REHABIUTATION SERVICE

Vocational RehabIlitation
Aging
Youth Development and DellJlqucncy Pre\lentlOn
Devt~lopmental Dlsabilitlf~

OFFICE OF EDUCATION

Elementary and Secondary EducatlOn
Edu...:atlOn for the Handlcapped
Higher Education
Edu..:atlOn prufesslOns Development
Bureau of Libraries and Educatlonal TedJnolog~·

R~seJ[ch and Development/Tralnmg
Vocational and Adult t::ducatlOn

HEALTH SERVICES AND MENTAL HEALTH
ADMINISTRA'nON

Bureau of Commumty and EnVironment Management
Center for Dlsease Control
Community Health SCIVICC

Feurral Health Programs Service
Health FacilitIes Construcuon Service
Indian Health ServIce
Matnnal and ChIld Health SerVICe
National Center for Famlly Planning ServH.:es
Nanonal Centel for Health Semces R&D
National Inshlute of Memal Health
National InstItute of OCl,;upational Safel~' & He~Jl th
RegJOnal MedIcal Program Service

NATIONAL INSTITUTES OF HEALTH

Instllule!'.
Burcitu of Heallh Manpower Edul.:ulJOn

483,537

150,000
154,250
25,000
54,287

2,456,250

<156,250
137,500
225,000
250,000
100,000
562,500
225,000

3,X43,250

14,7,0
122,000
74\1,250
I J4,000
590,250
191,250
299,000
193,750
155,250

1,130,000
66,251)

:~17,500

2,327,037

1,000,000
1,,2 7,0.<7

9,1 ]1),074
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The single most authorative work on social program evaJuatlon is as foUows. It IS

readable by laymen:

Suchman, Edward A.• Ellaluatllle Research, Principles and Pracflce In Publrc SerlllCe
and Social Action Programs Russell Sage foundation; New York. 1967

The best overview of the evaluation efforts conducted by the Federal govern·
ment and the state of art and pomt of view they reOect is presented in'

Joseph S. Wholey. et. al. Fed,~ral HllaluallOn Policy The Urban In~tltule, Washmgton.
D.C. 1970
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INTRODUCTION
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This topic has hislOrically represented a masI neglected ende.wor, partlcu­
lady in the fields of mental retardation and ment'li health. Despite the current
national emphasis on the words "evaluatIOn" and "accountabIlity" jn such fields
as Developmental Disabilities, Education, Mental Health, etc., the fact remains
that practically no systematic data are available on the recipients of servIce In

these areas. It 15 usually underst,)od that the ultimate objective of any evaluation
is to determine the magnitude of beneficial effect produced in indlvlduals by a
complex array of services. It should be helpful then 10 review here some of the
probJems which requjre solutions before any future optimism on this 10PIC IS

warranted_ Relevant 10 the prohlem of developmental dlsabiJitles, we will focus
specifically on one of the better defined disabilJtles, mental relardatlOn.

HISTORICAL PROBLEMS

In the late J800'5, many professionals envIsioned reSIdential Institulions fur
the retarded as a "cure for retardalmn" and an "alta;nmenl of normality" fur
affected children fortunate enollgh to be admitted. Before long, howeveT, as the
institutlOns grew in size and waitIng lists for admission developed, it became
clear that the ongmal optimism had not been warranted.

IThis investigatIOn was supported by U.S. Department of Health. EducatIOn, and
Welfare grant No. HD-046l2 to the Neuropsychiatric Institute. UCLA. grant nos MH-08667,
HD-05S40. 54-0-71020fCJ-OJ (SRSfRSA/DDD). and FR-OS632 10 PacifIC State HO.',pltal.
Computing assistance was obtamed from the Health Sciences Computing FacilIty. UCLA.
sponsored by NIH grant No. FR-3.

Eyman. Department of Psychi.ltry. UCLA. and the faclfic-Neuropsychlahll Instllute
Research Program at PaCific State Hospital. Tarjan. Department of P<;ychlatry and the
Mental Retardation Program, Neuropsychiatric Institute, UCLA. and Keeran, Mental
Retardation Program, Neuropsychiatric: Institute, UCLA.
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1\5 lale as 1950, lIellhcr the overall gOJls llf the InstltullOns 1101 those of
their program (,;1)mpOllents were clearly defined, ,md <Jttel\1pts at plOgr<tm evalud­
hon were plactlcally nonexistent. Not even basIC demographlc or cpldcnll0logH:
mformalion was avaUablc either lin new1:v Jdmltted patients or tllo::-,(' lTl reSl­

dencl~. Their developmenr, their adjustment, or lack ot It wenl UlllllOllHored

There were no l~stimates Ull the prohabultle<; 01 such critical events a~ ue<lth UI
release from the institution. As later docurnenkd, dlSch,:lfges were lew <lnd Illm o

over lales were luw. Altel1lat1Yl~s for m~titutlonal care went I<:Hgely LlllexploreJ.
As long as the retarded were housed nut of Sight dnd out of mmd, they were al~(I

kept out of socia] conscience.
The present scene prnbably can he Jescrlhcd bc~t by ernphaslZlng It'\ highly

tranSltlOna] lind changing nature The ret<lrtlc,J are I.:ared for III ;] vallety nt
settlflgs from home to re",dentlal Instltullons. The Involvement of the pllvate
~ector IS on the flse and In most SI1U,ltIUn<; .11 least some ~;peClilJ selVlce~, <lIe

available. On the othrr hand, the stability 01 the (JIll syslern~ hd'i !lot been
replaced by slmllar eXpCrtcnces III tht new one" Consequenlly there -.:huulJ he
some concern over the quality of c.:are gIven III the mushrooming ((Hnmunlly
proglams, some of which ,He operated With prllfll d<; J muuve.

The AAMD (the Anwrlcan A-':soclatioll ror \1enlJI Defll.:wllcy) app0lntcu all
Ad Hoc CommIttee In 11)68 to investIgate the use of di:lla bJnl-,:-, ill mental
retardation. A natwnal questionmme survey was conducted In 11)6:-\ C1nd the
results were reported the follOWing ye,lr (Lyman & Cumllllttee{6Jj A [(Hal of
463 questionnaHes were mailed 10 In:-;t1tutwns and agencies In the 50 <,Iatc')
shown to provHle serVIce for the Illcntal1y retarded. Two hundred and fnurteen
(46 percent) were retulned of WhlCh 12" respondent, (2R per.:ent) leported IhJI
some dati:! were Jvalli:lble. However, ani)' 24 of the 129 respondents (20 percent)
were collectIng 10ngItudlllai dJta II1dudlng sOllle developmenti:ll Jat<l Oil the
registered cllcnts (dati:l pf'fti:llllcd to sp~clal re~carch project:, or teo II1stltullon­
alized mentally retarded mlllvlduals). Lacking c, more mtenslve Inve,tlgatllln ot
data systems n:purted to he In eXistence across the natlOn, II [S t.1Jfflcull to
empirically evallJ~te the current 'iti:!te of the art

One might i:!rgue that we have Just abollt develuped some "Y~[('matlc Infor·
mation i:lnd capacity to monitor the retdrded 1fI publJC Institutions (MentJI J{l::­

tard::1l10n Source Book{ 14 I). But there can he 1I11 debate over the taCT th;:11 the
proplJrtlon residing 111 InstltutJOn<; 1'; dechnlnf" or thi:lt we know 111 tit- ~Ibollt

those who lei:lve, or those who do not even enter. We have pri:lctlci:llly 110 Il1fnr­
mation cuncernlng their way of lIfe or ddJustml~nt III the commulllties. In dddl­
tlOn, statlsUcal Information collected fly states for the purpose of ~1fI allnLldl
report or leglslallve budget hearing has sclJoTTl bet:n used for the purpose of
understanding or anaJY7.mg either trei:ltment procedures or the lorce:-. dssou;tled
WIth the prevenllOn 01 control of problems Jclallng tn the developmentally
disabLed.

Dispersed programs, however, lequlle stronger emphaSIS on CUOrdllli:lllon, nn
standards WIth rigId enf0rcemem, and on contmuous quality contlOl These
goals cannot be Jccompllshed without systemallc evaJUi:ltlOll uf both large and
smaJi programs. Such ~sse<;sments Jre Impossible wlthout an i:.Idcquate system (l[

follow-up_ Current knowledge In epidemiology (jnd In computer selcnl." IS mOle
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than adequate for the maintenance of individual and population data with fuU
attention to privacy and confidentiaJity. Without such monitoring and quality
control, it is entirely possIble that large segments of community care should
prove as disappointing as inslilutional care.

Current failures regarding data collectIOn and evaJuation systems can largely
be laId to political. logis.tical. OJ jurisd.ictional prohlems rather than technical
ones. An example of the latter is that although numerous slates spend mJ..llions
of dollars on the delivery 01 services, they are unwilling to spend money to
investigate the efficiency and effectiveness of their programs (Developmental
Disabi.lities DiVISIOn (DOD) BiometriC Conference sponsored In 1969). States
sti.ll differ greatly from one another with most wishing to remain as autonomous
as possible. It is therefore likely that m the near future any natIOnwide model of
data collectlOn and analysis ""ill have to be implemenled WIth careful attention
to local customs and priorilil~s. Such vaTlability, though troublesome, can pro­
vide opportumtlcs for compam-ons and experunents.

CONCEPTUAL ISSUES

Assummg the commitment for data collection Jlld evaluation is realized, it
IS then necessary to establish some ground rules for undertakmg the task. For
eX~lmple, there IS a tendency among some agencies to think of evaluatlon exclu­
sively in "Proglam Planning and Budgeting" (PPB) terms in which the domlllant
indicator of program success i~. fiscal efficlency.

11 IS not unusual In such instances to focus on 3 vanety of data, ranging
from slarring patterns and accounts of space utllizatiun. but totaUy neglect data
on indiVIduals r~lating 10 the irnpad of a program 011 the child or adull client
presumably receIving a servu.:e

Given the current provisions under the 1970 Developmental Disability Servo
kes Act (DDSA), there IS snll little evidence of activity on the evaluation of a
program or service in terms of its unpact on the individual cllent. For the
purpose of dlscusslOn, we W1U propose a model needed If this task is to be
accomplished. The speCifiC rnvdel suggested IS baseJ on data related to individ­
uals and stlpubtes not only that the placement of the chent in a living plan or
the provision of services is lfllportant but also that the succession of placemen Is
and services over time is a key factor for the c11enl's development. When we refer
to placemenls we are speclfYlllg (he physkal localion of the ellent in a llvmg
arrangement. When we refer to services. we are referring to the other speCific
forms of aid. However, placement IS regarded as a service, and certain placem~nls

infer certalll services, so the terms are not really mutually exclusive. When we
refer to slalUS of a client however, we are concerned with all information aval1·
able on the current degree of well-being of the IndiVidual. Placements and serv­
Ices should be provided as they become appropriate and be discontmued when
no longer appropriate. While this may seem to be "common sense" we queslion
whether there has been sufficlenl systematic investigation of Ihe effects of sLalus
chJnges all placements and .se1'Vlces.

The flTst element requin~d for such systematic investigatIOn IS a Ju·slOrical
filt' recording the starting ~Ind termlnalmg dates for placement and service
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changes. The prmclple 01 such a fIle IS ",lInple, but It soon becomes awkward [0

handJe over a period of time unless therl' aTe weI' rhought out method ... utilI/ell
10 kee[llt current and cOireLt. Knuwledge of the problem~ of m.,~.s uaLI t\Jlldllng
arid adl~quate computing equipment ]s ~ssentIal. 1 here dfe Jt.w addllJllndl pr<)h·
lems involved In mamtaimng records thai, at fIrst glam;e, may appear to he llf

little relevance to the client', problems ,H are seen by program admlnl)rratO[s a<;
having no immediate mandgcTlal use. ThiS l<nlel f<Jdor IS lJllduuhleLlly why nH)~1

agencies wnh whlch we hJve hi.ld contact do not rn.llnt3In such file:>.
The typical dient census file IS J cross sectional one, listing those currently

receiving services or on a ~peclfled pIJL~ment. Mule such a file I::' llseful lrl

assessing Ihe curr'~nl actlvltres uf the agency, I.e, how many people Me belllg
served

J
and at what cost, they furnish I/O way uf deterlTIlnJng whal 11lIpact Ihe

services have on Ihe cJients. This Call only b~ d(lne over a penod (It tllne hy
comparmg groups of clients lecelvLng i..llfferent typ'~s of services

To make such l:ompar1~uns requl[c~ Ihe malr,lt:nallce of ..II least .1 1111I11mal
amoun1 of Information of 1wo types I) baSIC demographic charadellsllc" dnd
2) developmental datJ. By baSIC demographic chal.lctenstlc'\ we Me rclelTtng ~()

IdentlficallOn lind dllignusli( JaL:I such as sex, ag.e, \:thmc qJt\l~, IQ III kvel 'Il

retardatlOn (If approplJate), and type 01 disabtllly, I.e., dlJgnusls. TIIl'-lIlfornla·
tion is usually available Since It forms the baSIS of at least an Jrlltl~1 esllll1ate 1)(

services to be provided.
Of more interest, and therefore Il1eviLlbly the subject uf mure uehJI{', IS till'

second type of infollnatJOn, which we will charallerlle as. developmental data
Such data may Include mforrnJtion on the clients' phYSical, behavLOral, mtellect·
ual, emotional J and educationJI characteristics, elc. Sets ot informatIOn of thiS
type collected at consecutive lime P0lnls enables l)lle LO assess plOgre,s lH Jegr~~·

sian in development. Dependmg on the rate of Jldtural chJngt', dcsHablc tllTle
linuts may vary frorn very short intervals, I.e , wei'kJy, to much longer one, Ie,

yearly. Data collection must con[lnue at all tImes because WlthlHlt 5uch UlfmnlJ­
lion on the c1ient"s progress, we doubt rhc value ,)( CO'lt li,lbuJ<itllms ~ f~)rn [he
cJient's point of view It IS highly Ifrelevant whether if SCIVICC that dues Ilnt
accomplish its aim:; costs S1,000.00 or $1 .00.

IMPLEMENTATION

The implementation of a rcglOlli:l1 or n<ltlon,1I data system must ta~e Into
account the geographical variability In SOphlSlicJllOn of p,HIIClpatll1g dgencle:-..
PractIcality demands that orle start uul with J nllnimal seL of data usctullor
mitial assessment of developmental progress of grtJUps ot client'>. Thl::' set, huw­
ever, must be standardlzed Within the entire geographIcal area 111 which the data
are to be used for compafl:-.on. ~uch a g~ographlcal area may be 1IIlllied to d

county. state, a nation as a whole, or, ultimately, allow II1ternatlOnal compall­
sons.

Such standardization CJIlrWl be limIted to devdoprnental d~\\a dl(lne, It mUsl
mclude the tlemographH.:, placement, and servICe ml'ormatloll as well. With stand­
ardization of all 01 these data, no meanmgful ctlmpansons Cdn be made, lor
example, either between lwo types of service or between two nelworks t)perated
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In Iwo different geographlci:lllt)cahtles. Demographic datJ, developmental status,
placement, and services const3ntly Jnlerrclate wllh one another: the impacl 01
none of these can be assessed without adequate Inform,H1on on all others. Corn·
pansons are meanmgless unless measurements are standardized. Demugraphic
data are reasonably well starldardized and pose no major problem With the
exception of a unique identification number used for IIlteragency tracking. Ln
[he latter IIlstance, It appears a scramble of the name, sex, and bjrth date will
offer a possible solution to a standardized IdentiflcJhon number which retams
the anonymity of the clIent.

There is substantial experlem.:e at hdnd with developmental data but mostly
limlted to mstltutlonal settJng~, (Dingman,f 1) Dingman, et al./ 51 Eyman & Com­
IlUttee/6) Eyman, et al./ R ) Eyman, et al./ IO) Fo~ter & Foster/II) Foster &
Nlhlra/ 12J Lohmann, et al.,(3) Mercel, et al.,(6) NlhlTa,(J7J Nlhlra,(l8J
NlhlT3, ct al./ 19) O'Connor, et a1.,(20) O'Connor, & Hunter/21 ) O'Connor, el
al.,' 22) Taaffe & HardlSon,!26 1 Talkmgton & Hall,' 2 7J Tarjan, er al.,I 3n) Tar)an,
et ..11./31 »). Use of such developmental dJta l'ollection systems in commumty
programs would reqUIre conSiderable prelllTIlnary work III standardizatIOn. In
facl, thiS may pose the large~.l problem ror the establishment of a meanmgful
evaluative data system.

Even If defInitions for each bll of inrOrlllJtloll were agreed upon, Interratel
rellabilily would have to be deLermlned III a host of agencies. [t shuuld be
remembered that most of these measurements depend upon Judgments or
observers and the background and sOplllstKJlion of these IndiVIduals often vaTle~

frolll agency to agency. Furthermore, we <llso expect that substant131 disagree­
ments will develop even aruund the question of Inclusion or exclUSIOn m a set of
data of any speclfied developrnenlal variable. For placements there IS no formal
categorilatlOn as yet, but on the bJSIS 01 Lnillal sUlveys that we have made, It

appears that there IS remarkable Similarity III the types of plans offered, and that
It would not be difficult to devise a categorizatIOn lJl which the Items would be
mutually exclUSive wIthm a sel.

Services pose a somewhat greater problem. Often the labeling of a service
depends more on the charactl~flslIC of the agency which provides It than upon
the content of the servIce. Similar procedures, may be called early preschool
educatIOn In one place and therapeutic day care in another. Fortunately, there
already eXists a DDS-defined categorizallon of types of services mto J6 pnmary
classes. ThIS set can form an adequate slarting point for further development.
Inevitably some agencies or HaLes will add olher cJtegones or dIVIde certahl
cla~ses mto subunits. In either case, redeflllilions and rel1abLlIty testmg will be
required to make a totaJ sel suitable for compaTlsons. The Appendlx represenls it

tentative proposal for monltormg. demographic, developmental, placement, and
serVice data. As can be seen, the dJta scI appears rather volullUnous. This Ltc!
brings us to another critical Issue.

How much or how IlLtle 10 collecl IS of plactlcal, economIC, cllmcal, and
scicnllfic relevance. Ideally, olle must seek the mllllmum amount that provides
maXimal return from the vleWpolnt of program evaluatIOn. Our experience as
weJl as our theoretical IIlChnatlons suggest In us that It IS better to obtain reliable
information on fewer variabJes than the other way around. In this context, It IS
also Important that climcal staff responSible for data collection be given some
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trainmg prwr to making their evaJuatlOn~ (DI'1gm;:1Il/ 3 ! Dmgman el al (i)

Lohmann et al.,r J 3) Nlhlra cl 31./ 19 ) O'Cvnnor el al.,r 20)).

Only tlme will provJde a del InLlJve answer. We may find that mJny 01 our
proposed item" arc superfluulls or thai additional ones are lequlred to ,mswer
som~ cntical questions In cvalu<llIOIl. Items ma)' be elllnmated for several lea·

sons; ItJl examph~, because th~y prove unreliabk when cllUecled In dIversifIed
communHy settings or he<:duse they aTC so hlFilly correia led that one I[{'m

suffices.. On the olher hdnt.1. It may lurn uut Ihill morc d~ljjlled mfolrnallu)1 on
medlcallon of all the backgrollnd of the pers(lllnel used as Icachers' 31th'" IS
requITed before an eduCiJllllllill program call be adequately evaluated. We hJve
hiH..1 hoth types Df experiences, i.c., calling ror deletions ur dddltlnm In our
extensive work wlthm mstitullOJl81 :<.ettlllgs.

Expecting all arcas to <:Idopt 100 percent stalluardlzatlOn of di:lt3 collection
wlthLn the next decade IS unlikely, i.md lmghl even he unrei:lllstic DIffering neeJ~

ot the Vi:lrIOUS i:lgfncIes, <Ind the natural deSIre for ::JutonoIllY, mi:lY lntt:rfcre With
cumplt·te standanhzatlun

Why ~houlJ. GvC'n 1ll11111111lm S>13ntlaru.lz3110n De ;} goal') Orle dllswel j~ that
V<lrIOLiS natIOnal fundmg agL'lIclL:'\ WI.II jmtlflably require sOllie dat;.] usclul for
cOlllpar311VC assessment of cfflcH.:ncy. However, '....'e duubr that standaHhzatlon
can be Imposed by edlct uf ilny rederal agency. For E'xample, as long as therc~ J$

lesisLance at the local level, such re"lstance will express 11sE'lf In the unrelJabllrty
of the data PunitIve measure) in the flsCJI lealm would only depnve the most
needy clients of servIces becausc they are apt to be locJted III the areas havlllg
the lea~t scientific sophistlCatlun.

Neverrheless, we feel voy optlllllstlC about voluntary cooperation and (01­
klboratiotl. Our experience With IIl:-ill(utl0n:; <JsscclateJ With WieHE (West('rn
InslerSIJte CommissIOn for Higher Education) pel1nls OUI thiS LII;I Only (Inc

incentive IS required: the Jata and their analyses Illusl he llf prJcllcal utility 10
thuse who partlcipa.te In til(' dJily Iahor of Ils collecll11n Compll<lnce WIth lhJ~

requirement Will requHe SQlne cOmprOTlllses /1Onl bOlh federaJ and stale .]gen­
cies.

Cost data can be collected III parJllel, bUT [hey Jnvnlve unique Sophlstlc.ltlon
in eCOnomics. For example, the meaning of cost rlllght well be dlfferenl depelld­
Ing upon whose dollars ;Lrc Involved In the cost~. Are 'hey those paid by llie
consumer dLr~ctly or through an InSllrJnCe sY~lem Lho~e ot J Idcal agen ..:y, or J

government agency prOVided IhTOugh s.peclflc g.rilnI1l1~, Dr through ..1 lurlllllla
based allucatlon? Be t.hJ~ a~ II lOay, there IS no \'/JY 10 arJlve .It J correcl cdsl
bendn ratio without ade4uLJle quantlflCallOn ()f hcncfilS IllS thiS a~pec1 of lilt>
equatlon to whIch most of 11w, pi:lper has aJdre"sed Itself

EXPERIENCES AT PACIFIC STATE HOSPITAL

To place snme of the Issue':! deSCribed III a praclll.:al context, some of the
past work done at Pacific State Hospi/{JI WIll prOVide a general descriptIon 011 the
use of IOllgituJlllai data III reseJr..::h and program e\~ll\lalll)Jl. For example. e:»len­
slve sluJle~ have been conducted on the release, retenllOn and dt:a1h expeJlrnn~s

of indivlduals admit led to thIS InstltlltWr! over the pas! two decades (Dmgmall &
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Eyman,c4J Eyman et al./8 ) TarJan, et al.,1.lB) Tarjan et al..(33) Tarjan, et
al.,tJ4). A release-return jndex has been developed for this purpose whIch repre­
senls the average number of days that individuals in specified age, lQ and diag­
nostic groups have spent on release over iJ 3- to 4-year follow-up period (Ding­
man et al./4 ) Tarjan et aJ.,(JJJ). MortaiLty rates were also studied in this context
(Ta~an et al,'281)_

It became apparent fwm early studies (Brown et aI.,'21 Sabagh &
Windle,!2s1 Ta~an et a,-p9) Ta~an et a1./321 ) that the involvement of the
community sector was on the rise. More recent studies (Tarjan et a1.,tJ3) Tarjan
et alJ341) have documented that time spent on release has generally quadrupied
over a 20-year period for most admIssions regardless of degree of handicap. The
availability of more foster settIngs, nursing homes, and convalescent hospitals
contributed significantly to this trend_

As to mortality, it was f"und that 6-month and 3-year postadmission death
rates were very high for 1949-1951 admissIOns, decreaSing sharply for admissions
between 1959-1961, and Increasing moderately again for indiViduals admitted
between 1966-1968 (Ta~an et al(34')_ Tltis trend was particularly evident
among the younger, more profoundly retarded as well as the orgamcally Involved
individuals. Other data based on mortality of all admissions to Pacific State
Hospital Between 1944 and 1962 has suggested that pulmonary dISeases con­
lmue 10 be a major cause of death, conslituting about 50 percent of all deaths
regardless of when admitted (rarjan et al.t 18). Several studies have documented
that low mortality rates could be ach..ieved when intensive monitoring and other
prugrams were instituted (Dingman et al,r 5) Dingm~n et a1./ 4 ) Tarjan et al.,UB)
Tarjan et al.,(33». However, the fact remains that mortality contInues to be a
major problem and requires study In both institutional and community settings
as part of any evaluation scheme.

Of equal importance, from the Viewpoint of later adjustment, assuming
survival, is a comparison of basic skiIJs, i.e., ambulatory and toilet skills, between
individuaJs who were placed In special intensive programs for the improvement
of self-help skills with those who received only "standard care," i.e., no speciJI
program other than general cottage activities. Admissions to PaCIfic Stak
Hosp.tal between 1962- i964 were followed on a number of adaptive behaViors
as part of a larger monitoring program (If all residents. It was found that the
acqUisition of basic skills occurred m only a small proportion of reSidents under
standard care, e.g., 20-30 percent. When such improvements did occur, they
look place relalively early after admission_ On the other hand, 70-80 percent of
the residents who were included In specjal programs improved in baSIC skills. A
relrospective investlgation or these differt"nces showed no more general debilita­
tion for those whu did not Improve compared with those who did improve
(Eyman et al.'sl)_

A replication of this study based on more recent adrrussions and covarYlng
on other resident characteristIcs at the outset, including age, IQ, diagnOSIs, mnial
status, and chronic Illnesses further substantiated these results. Finally, Mere­
dith,2 uSing an average of eight self-help skIlls, found moderate but superior
developmental gains among institutionalized children assigned to any of the

2J. Meredith, personal commu nication.
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mtensive care prugrams was even Illore pronounced when co:~t-bendl1 figure')
were cum pared. The fact that l1lten~lve programs / an 11lIprove the outlook L)I the
mentally fetJllled fOftunJte enough tu be Incluued In thelll IS J ~lIffl(lelll rCClson

flIT additIOn,,! study to dekrmmc IUlIJ[S -inc! IllOIt.: etficlelll mlelvcn!llHl :-.tr,-lIt:'

gles to reach murt' lIldlvlduals.

IMPLICATIONS

The diScussion up to tillS pOint WaS focused {)n evaluatIOn oj the elfeclIve­
ness of programs. An equally relevant Is'>ue, however- IS d,HJ on the e\ Irnl lIt

need for II speclfieJ progralll IH s.eTVKe. Thl':' t'SLle IS ClJlllpllCiHed, as p:ISl l'xperl'
enee demonstrates: once aLidillonal servIces are J\'LLllable, the number \11 lIldlvld·
uaJs seekmg thost:' ..,ervlces Increases. Su-.:h Increments may renccl "truc - net'lh.
rhe unavailability of t.Hhcr rdrJllel pr\lgr'JlnS, fH Jlssatlsfa((llHl with alterl1<J1lVl'

services.
It is therefore e~sentlaJ to coiled data at each entrance POIIII lJllll ;L gJohal

system Includmg those penalmng to eady i:ISSeSSlllent 01 the 11ldlVldll.ll s ncecb
related to such vanahles as del1\{)graphlc dnd dt.'vt>(npmcntJI faclurs Sud! datJ!~

or paruculdr slgmlicance al the momenL an ullusuaJ fISC oo~urs, t'llher Irl ,I

waiting lIst or In the number of new entrants Intll the systcm. Such lilcremerils
in inCidence 01 prevalence of lI~ed (tin be relaled LIl d8la Jvau.... blc Oil tIll' (,plde·
rruolog, or mental letarJ,lllllll III .1 eOllllllUnlty

TarJan et aJ.f JolJ have .:lLLClllptcll 10 estullat,· prevJlelH..e <:nd lIkldcnce Dl

mental retardatIon by age ;.md IQ as well as thc'se I1l need 01 resldrnlldl care
sometune dUring Their careel. The~e cslullates we'(' found to be congruent With
data obtamed In one CalJforllla cornlllllnllY (Mer~cr( 15)). An uvcrJJI I rerel;nl

prevalence rate IS suggested (111 lIeu of a 3 percellt figure) based all ItCl'lIt (,VI­
dence of the age-dependency nr the label regardlllg children deSIgnated ::b mildly
retarded during their schnol yenrs anL! the rehttlvfly high 1110rl~t1lly III tIle nl'He
profoundly Iclarded. Although ~t pc [(.;enI or the newborn will be su:,pcLlcd Jnd
even di;lgnosed as mentally rctdrdcd sometime dUTlllg their hvcs, plobahly durlllg
their school years. It IS inCOrrect fa assume thdt ar iJllY gIven tlille J p'-'l(cnl .A
the population I~ so IdentlfleJ

Acconhng to T.lrJaJl. ct.d Lq)

The Importdnt LJCts trom the vJewpolnt ot prevalence and
lrll.:ldence Me (a) ilrproxlm<.ttely 75 peru Ilt at the Inruvluudl"
Identlhed JS reL.1rdt·d dIe auole-;(;L'nts. or y0ulIgn, wHn nt',III;.

70 percent beIng at ~ch(j()1 age. I bl the JllJllal Jl<.tgnnSJ~ ol IllUl

tal retardatIOn l~ establJ"hed III practICallv 100 rercent at thl"
patIents before adulthood; and (c) i:lbout (wo-thlf(ls of tile In
dlvlduals diagnosed a~ r~t<Jrdt:d lose thiS l.Jbel dUfing IJk ado
lesLcnce (lr carly adulllluud

Today. the moderdtc:ly or InClre severely rcti:lrded ehlldr':ll
wlth concomitant somatic slgn~ genera II; COllle to the atten
!Ion of peuiatnclan" or family phySJCl;WS WJth only a IJnlltL'c1
number of mildly retarded children of ,,--hool a~e bemg. It'

fefled to physIClan~ pumanly for thJ.<, lPndltion. Whell seell.
they art: of len referrt:d 10 ChIld psycluaLrJsts As cOlllprehen
Sl\'e health care more eflechvl.:Jy rC<Jche<, the currently lfICJl

cally underpfLvlleged seg.ment ... at the porLllatlorl, .J bmJJel
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Involvement of the medical specialities wIth thLs latter group
can be expected.

Regarding estimates of institutIonalization, a number of studies (Eyman et
al.,(7) Eyman et aI, (9) Sabagh et a1./ 23 ) Sabagh el al.,fl4) Ta~an et al.,u}1
Ta~an et al.,(33) suggest Ihat the probabilities for the most seriously retarded
arc very high, gradually decreasing for the moderately retarded and becoming
very small for the mildly retarded. It is worth noting that the mddly retarded are
m<lst lrkely 10 be admitted before the age of 6 or during the age period 12·17.
The former group wllJ rep[es~nt young children with Down's syndrome, and the
lalter group will represenr adolescents with functional retardation.

These estimates are relakd to a prototype community representing a sociu­
economic status and educational background typical of the general population.
In contrast to this type of general populatIOn, there are known hrgh rISk groups
who have been identified in a variety of studies. For example, Alberman and
Goldslcin( I) have observed:

Although It JS Imposslble to lay down uniform rules we
can gIve some examples of our recommendations. From the
present data It appe Irs that an optimally sized high-risk group,
uSing buth data alorle as predictors IS about 13 percent of live
blIths. These comprise fifth or laterhorn chiJdren, those who
were delIvered abnormally, or those whose conditIOn caused
concern after bJrth. Among these would be about 26 percent
of aU ..:hLldren With 'unseen' handicaps. In an authority who
had been detechng only about ]0 percent of such handicaps
ear(Y~-'iay In the firsl year-the detectJon rate could be In­
creased by 50 perce-nt sun ply by devoting all resources avaLi­
able for this exerCISI: to thiS hIgh-risk group. Where 30 percent
of the handicaps had been detected early, thiS could be jn·
creasE'd by 10 percent by allocating the resources In a ratIO of
four to one m favour of the high-risk group. (pp. 131-2)

Another study by WernE'r, Bierman, and French,(J5) done on the island of
KlUai, resulted m the following conclusions:

In sum, for each J ,000 lIve buths on Kaual there were an
estuYJatcd 1,31] pfe-gnancles that had advanced to four weeks
gestalion, 286 havlllg ended In fetal deaths before 20 weeks
gestatlOn and 25 TIJore between 20 weeks and term. The 1,000
live bIrths ylelded jln estimated 844 su.rvJving chLidren at age
two who wt:re free of any observed phYSical defect requirmg
speclal care and who had lQs of at least 85 By age la, only
660 of these chL.1dren were functIOning adequately In school
and had no recognJ./.ed phYSIcal, mh:lIectual, or behaVIor prob~

lem. Thus, during the span of the months of pregnancy and
the first decade of hfe, the reproductive and envlIonmental
casualties In thls community amounted to about one-half of
those conceJVed ancl about one-third of the hveborn. (po 13 I)

Based on such conclUSions, it is evident that Q complete data system must
also altempt to eventually include monitoring high risk populations, with the
condition that clients would be voluntary recipients of more widely available
services. The critical issue is Ina king more diagnoslic clinKS and services available
Eo these populations so tha', Identification of disabilities and intervention CJn

o(cur as early as possibJe.
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In cOllclusion, Ihe Issues uf data systellls for lh~ ment{jlly retdlded .He
complex. When 11 comes to other disabilities the complexities Increase. Whe)l~as

there IS a reasonably well agreed upon definitl(ln fur mentJI rctard;Jtloll, [he
questions are open as to what prnportiun of the c,~rebraJ palsICd or the epilepllls
fall within the demarcations of the developmentally disabled. In the meantime,
It is felt that the quahty and effecilveness of ex.l-itmg SerVlC€S can he Improved
by a greater commllmenL til longitudinal research and program evalui:ll1on based
on indIvidual data. '
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Appt~ndlx

INTRODUCTION

ThIS Jppendlx 1~(Jn[:JIJl" mateTldls and fllrms whIch [t:rlft'St'nl a propos,ll 1,-'1 rJll
ImpJementatlon 01 J datLl collection anu Irdckll1~' sysl~m 101 the devt'Jopll1t::r'lJlly
dIsabled Whlle Intendl~J [0 he a-.: cornplete as pos"lble ar thls tIme 11 l~ rCl()~

TIll-eel that VallatlOn In delclJllS to be c;qll::ded Sll th<Jt the need~ ot Incdl dgenel<::,
can bener be met At tht' "ame tllne, ')C'lTlL' standardllatlvn of InfoTillarlUn [[111"1
be nliHnlamed In order th.d the di:lta 1<; compardble IrOn! one gt'ograrhlc drC'.l k'

,mother Tht'r~fort'" Iht' TT\dtl.:rla\ prt""l'nt~d h~rt'l I IS <;Ug.g.l':;;IeJ }S d lmmmal "l"1: "j

InformatIon th,!t mu<;[ be collected OpllonaJly, each dr~J m.J~ colle("1 drllllll,)I1.I:
Information that LS not LOlltJlnec!ll1 tht'se forms

The matt:T1alls dlvluedlnto fouT s~ClJon~

<\ model 01 the systel1l at' client <;eIVlce" and the correspqndmg d~lta Lollc(
IJOIl scheme for clleflt~ recelv1I1g St"rVlces from a stalc/.::uunly ~ys[cm Tllt,
chell( IS pI<~"eu up d[ Intake al1d evaludted hy the d~erllY The cllenl Jlld)
("hange hVllll;!, plan'; and T~LeIVt' ,n\ILes lronl tht' Jgen.:y ulnd dl",hill~t .':
deal h

JI. ") he data collectloll In ...trumenl~
A lntake thlS larm IS to he compJeted when cOn/dLt IS Inl11idly IndCk

WIth the agency
I~ Dtagnosis & [vdluatJOIl Thl~ IOrm 1<; TO be (omplt"red v.hen Uldglhhl'

..Jnd evaluatIon IS rrl.ide and at yearly re-evaluatlon
BehavIOI Devt'lopml:1I1 Sur-Ty,IAJi'lptlve Beha\lor Form~ i'Ofllp]rrt:
IhJS form at Inlllal dldgno~l" dnd eVlIluatJOll ,1S w,.:11 <I:. at \".ILll rl-­
eva] Ull tlOn,

D Notlflcatlon ot Chdnges In LiVing I'I<lm/Servlce.; thJS 10rnl l~ [0 he
completed WIth tach change of hVlng pl<ln or servlCl~ (I t: 1111llall("10t
new plan OT termination of presenr plan)

III <\n unplementatlofl plan, nulllnlll(!. Iht: procedure" nece',sary 1(1 vonvell ,i

~,tale "y~lem I() J ~yslt In amendabk to ddta procl'~slll~

IV Relerence materldl code':> tor CJh:g(,rICS ,lnu dellnl[lon~ of ...:::t[L'):!U Il'~ 1\'1
pJacement" r.,erVlCt's alld objectlve" oJ" useu \11 Fnrm"i t\-J)
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INTAKE INFORMATION

(1-2)

13·51
16·151

116·251
1261

127·341
135-401

State
Agency -.---c----­
Client's case number
SocIal Security No
Sex 0 1 Male [] 2 Femcile
Name Code
BlrlhdalP f I

Mo Day YI.
Birth State
Date of Intake __1_1­

Mo Day Yr
149·50) Residence County

t511 ETHNIC STATUS
o 0 Unknown
o 1 WhIle
D 2 BI,3Ck
[J 3 Spanlsh·Amerlcan
o 4 IndIan
o 5 Oriental
o 6 Polynesian
o 7 Mixed
[J 8 Other

(52) REFERRAL SOURCE
Name
l"ype 01 Referral Somel?
[J 0 Unknown
=.J 1 Self
o 2 Family
CJ 3 Frlfmd/clergy
CJ 4 Pry! Profess.
[J 5 School
o 6 Coun/corn.'Cllonal agency
[] 7 Qtht>r lstalelcflunlv)
[J B Private agency

(53) CLIENT EDUCATiON
o 0 Unknown
[J 1 Regular
~J 2 MB
':J 3 EH
=J 4 DE (orthopediC ed )
o 5 Regular and MR
:=J 6 Regular and EH
o 7 Regular and DE
[J 8 Other
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127-741 SIBS LIVING AT HOME RELATIONSHIP TO CLIENT

117

D 1
D 2
D 3
D 4
D 5
D 6
D 7
D B

Sister(s)
Brother(s)
Half-slster(s)
Half -brother (s)
Stepslster(s)
Stepbrother(s)
AdoptIve slster(s)
Adoptive brother(s)

Birth Years

127-441 OTHERS LIVING AT HOME RELATIONSHIP TO CLIENT

D 1
D 2
D 3
D 4
D 5

AunT
Uncle
Grandmother
Grandfather
Other

BIrth Years

145-461 PARENT/GUARDIAN RESIDENTIAL COUNTY

1471 GUARDIANSHIP STATUS
o 0 Unknown
o 1 Blo-parents
o 2 Blo-mother only
o 3 Blo-father only
o 4 Adoptive
o 5 Maternal/paternal grandparents
o 6 Public guardianshIp Istate/county)
o 7 Other

CURRHH PARENTAL FIGURES

Mother Father

(48-49) Birth year

150-511 EDUCATION
None 1 2 3 4 5 6 7 :3 9
10 11 12 13 14 15 16 17

(6Q.61l Birth Year _

162-631 EDUCATION
None 1 2 3 4 5 6 7 8 9
10 11 12 13 14 15 16 17

152-531
D
D
D
D
D
D
D
D
D
D
D

RELATIONSHIP
o Unknown
1 Biological mother
2 Foster mother
3 Stepmother
4 Adoptive mother
5 Maternal grandmother
6 Paternal grandmother
7 Sister
8 Aunt
9 Other
10 None

164-651
D
D
D
D
D
D
D
D
D
D
D

RELATIONSHIP
o Unknown
1 Biological father
2 Foster father
3 Stepfather
4 Adoptive father
5 Maternal grandfather
6 Paternal grandfather
7 Brother
B Uncle
9 Other
10 None
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(54) I: rHNIC ST,~TUS

[J 0 Unknown
[J 1 White

[J 2 Black
[J J Spanish AnlerlCan

[J 4 Inlhan
[J 5 Oriental
[] 6 PolyOE'Slal1
[] 7 Mil(pd

[1 8 OthPf

(1161 E--HNIC STATUt:o
o 0 Urlknovm
o 1 WIlIIP

o 2 Blitck
[J 3 Spanish Amerll on
o 4 Indian
[J 5 Onental
o 6 Polynesian
D 7 MI .... ed
[J 8 Other

155551 OCCUPATION __._______ 1(;7-68) DCCUPATIOI\I______._____

I] 0 Unknown 0 0 Unknown

IJ 1 Profp5slonal/ technic al 0 1 Pr otessl·:>nal/te'.lHllc,,1
[] 2 Ma nager lall propr ,e10 r 0 2 Managerlal/ploprletor
[] J Sale.,/Cler,cal 0 J Salrs/clf'flCal
[] 4 Cr,Iftsman I faft'man 0 4 Cral fsm<lo!forernan

lplurnber, mechaniC, (plumbfr. mecboln1c.
carpenTer. pIc I calpenll'r elf )

[] 5 Selvlce manag.·r (policeman, 0 5 $prVICE' manager (pnll("I'man,

barber, WallE'f, etc) barber, Nellter, F'tc )
[J 6 Laborer 0 6 Laborer
[J 7 Hou~ewlfe [J 7 Cares fer hOllsl'huld
[] 8 Student [J 8 S tlldent
[J 9 Retlrerf [J 9 Retired
[] 10 Unemployed [1 10 UnemplJy~rt

[J " Othel 0 " Olher

(57·5Bl GROSS YEARLY INCOME
(thou ;ands} _

169·71) GROSS YEARLY INCOME
llhr)usallds) ~ _

Innl
[]
[J
[]
[I
[]
[I
[:1
U
U
[I
[I
[]
[]

MARITAL STATUS OF CLlENT'~ parenr~

a Unknown
1 Parenls maUled anel liVing Illgr'lher
2 Parents nol m,lrrred and liVing 104elher
3 Parents nol miirned and nOT 1IIIIng together
4 Parents dlVlHcpd/nellhei remarried
5 Mother remarried
6 Falhf>r rem~rrlf!d

7 80 th rpmarr ,eel
B Father deCf'asell-mo\he\ rema<r\ed
9 Falher dect ase(l--mOlhet 1101 r<-marrled
10 Mother dE'cE'asl·d--fitther rernarrletJ
11 Mother deceasr~d-fiIThel not n"marr 'ed
12 PMents sep-lralf'd

PRE'::lN.l\NCY AND PRENATt,L HISTORY

(271 GESTATION PERIOD
[I 0 Unknown
[I 1 Less than 32 weeks
[J 2 32·36 weeks
[] 3 37-40 weeks
[J 4 GrEater thar1 4(1 weeks
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1281 81RTHWEIGHT
o 0 Unknown
o 1 Less than 1000 gm (I~ss than 2 Ibs 3 oz)
o 2 1001·1500 gm (2 Ibs 4 oz - 3 Ibs 50z)
o 3 1501-2000 gm t3 Ibs 6 oz - 4 Ibs 6 oz)
o 4 2001·2500 gm (4 Ibs 7 oz - 5 Ibs 8 oz)
o 5 Greater than 2501 gm (5 Ibs 9 oz)

(29) MULTIPLE BIRTH
o 0 Unknown
o 1 Yes
o 2 No

(30) MATERNAL AGE (at birth of child In question)
[J 0 Unknown
D 1 Less than 15 years
o 2 15-19 years
o 3 20-29 years
D 4 30-34 years
o 5 35-44 years
o 6 Greater than 45 year~

PROBLEMS IN PREGNANCY
(31) 1st 3 mos
(32) 2nd 3 mas.
t331 3rd 3 mos.
(34) At birth

unknown
00
00
00
00

yes
01
01
01
01

119

no
02
02
02
02

CLIENT'S 81RTH ORDER
(35-36) Live bIrth order
(37-38) All birth order (including stillborns)
(39-40) All pregnancy order (mcludlng miSCarriages, abortions, etc.)

BEHAVIOR DEVELOPMENT SURVEY

05 Oriental
06 PolyneSian
07 MI1(ed
08 Other

(1·21
13-51

16-151
116-251

1261
(27·34)
135-401

(41-441

145-481
149-511
152-541

1551

State
Agency _

Client's Case Number
Soc.al Security Number
Sex 0 1 Male 0 2 Female
Name Code ---;__---; _

Blrthdate ----.L.--.L-
Mo [-ay Yr

Length of time In thiS facility
Yrs. Mos.

DiagnoSIS (AAMD)
10 . _

SO=======::~==--------------_
RESIDENT'S ETHNIC STATUS
01 White
02 Black
03 Spanish-American
04 Indian
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1561 LEVEL OF FUNCTIONING
Do Unknown
01 NOrmal
[] 2 Borderline
03 Mild

OLfModeratp

o ~, Severe
o tI Profound

(571 AMBULATION (Check clnly one)
[J 1 Unable 10 walk
o 2 Walk!, only \I\Illh Iwll-l

[J 3 Limp', or walk~ unsreadlly

[J 4 Walh Wllh no ddl'[uilY

ARM-HAND USE
Ye~ Nc'
1 2

(581 Can catch a hall [J =:1
(591 Can throw a ball ovprhar'd 0 ~ I
(601 15 able to 11ft a cup D
(61) Can grasp With IhumlJ and fInger [J
(621 :;PEECH <Cpee,", on', .... all.:»

[J 1 Merkt's no 5DUl1d~

r=J 2 Speech IS no! IIndel 51andable but make· sounds
[J 3 Speech very ddl,cull to undp.rstand
[J 4 Speech somewhaT difficult to understand
[J 5 Speech easily understood

(63) VISION With glasses--If used (check only one)
[J 0 Unknown
[J 1 NCo VISion at all

IJ 2 Grear dlffl( ulty In see,ng
[J 3 Some dlff,( ully In ~eelnq

[J 4 No cilfhcullY In ~eelng .

(64) HEARING INl1h healing ald-,I used (check only one)
[] 0 Unknown
[] 1 Ne- heanng at 0111
[] 2 Grea[ difficult,.. In hearlny
[] 3 Some drfflcult", In heanng

IJ 4 No dlffrculty In hearing
(65) HISTORY OF SEIZURES kheck only one)

[J 0 Unknown

lJ 1 Seizures observed In last 2 ypars
(J 2 HI',Tory bUl nont' olJserlJed
[] 3 None observed and no hlHory

{56} HECEIVING MEDICATION FOR CONTROL OF SEIZURES lchl~ck only onE';
[] 1 Yes, unconlrolled
[] 2 Yes, partially controlled
[] 3 Yes, completel ..... controlled
[] 4 No medica lion reqUired or received
PHYSICAL AID

Yo, No
1 2

VOt'( f-:5rdt?nt ule

(671 (; lasses [] II
(681 Hearing aid 0 []
(69) flrace~ [I 0
PO) Walker [] 0
171) Wheel chair 0 0
1721 Crutches [I 0
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1261 TOILET TRAINING (check only onel
o 1 10; nOI toilet tramed ilt all
o 'l Frequently has [odel aCCIdents durrng the day
o 3 Occasionally has toilet aCCidents during the day
o 4 Never has tOilet accidents dUring the day
o 5 Never has tOilet accl(jents

1271 BED WETTING Ic:heck only olle)
o I Usually wt'IS
o '} Occasionally wets
o 3 Never Or InfreQuentl',' wets
CLEANLINESS Yes,

12\

No
2

Does resIdent need hl'lp
(281 Washing hands and face 0
(29) Bathing 0
(3D) Brushing teeth 0
(311 MONEY HANDLING (check c,nly onel

o 1 Has no Idea of the Villue of money
o 2 Realizes money has value but does not use money
o 3 Useo; money but does not make change correctly

o 4 Add~ COins of various denominations, up 10 one dollar
o 5 Makes change correctly but does not use banking faCilities
o 6 Is able to use banking facilities

(321 PURCHASING (check only onel
o 1 Does no shopping
o 2 Does shopping With close superVISion
o J Does shopping With slight superVISion
o 4 Makes minor purchases Without help (candy, soft drinks. etc.)
o 5 Buys own clothtng accessories
o 6 Buys all own clolhll"g

(33) DRESSING (check only oneI
o 0 Unknown
o 1 Does not cooperate In dreSSing by extending arms or legs
o 2 Does not dress self but cooperates
o 3 Parllally dresses self cannot ZIp or button
o 4 Partially dresses self can Zip or button
o 5 Completely dresses ·;elf. except tying shoes
o 6 Completely dresses ;elf

o
o
o

MODE OF CLOTH ING

D(}e~ reSident
(34) Choose properly flTllng clothes
(35) Wear lorn or unpressed clothing
(36) Rewear dllty or soded clothing
(37) Wear clashing color combinations
(38) Know the difference between work shoes and dress shoes
(391 ChOOse dlffer@nt clothing for tormal and Informal occasions
(401 Choose speCial clOlhlng tor drtferenl wealher condrirons frarncoi!t.

overShoes, etc.)

141) USE OF TABLE UTENSILS (check only one)
o 1 Mus! be led
o 2 Feeds sell With f1n9~rs

D 3 Feeds st!lf With spoon-considerable spilling
o 4 Feeds self With spoon-neatly
o 5 Feeds self With spoun and fork-consldelable splllmg

Ye,,
o
o
o
o
o
o

o

No
2

o
o
o
o
o
o
o
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o 6
o 7
o 8

Feeds sell with spoon <3nd fork-neaTly
Uses table knife for cutting 01 spreading
Uses knife and lark correctly and neatly

SynergIsm tor the Sevenllt:~

(42) EATING IN PUBLIC (check only one)
o 1 Does not mdf'r at public eating tacllltlf's
o 2 Orders sot I drinks at soda fountains or canteens
CJ 3 Orders Simple meals like hamburgers aT hot dogs
o 4 Orders camplE'te meals In rest.:lurantS

(431 AOOM CLEANING (check only onel
o 0 Not an aSSigned 18-;k
[J 1 Does no1 f:II~arl room at all

[J 2 Cleans room but does not sweep under furniture j-Illd does not du~t

thoroughlv
IJ 3 Cleans room well, Including sweeping, dusting, and (ldVlng

(441 TABLE CLEARt NG (check only onel
IJ 0 Not an asslgnf'd lask
IJ , Does not rlear lable at all
o 2 Clears table at unbreakable dIshes and ',i1verware
o 3 Clears table of breakable dlshe.!o and gla'isware

(45) FOOD PREI)ARATION (check only one)
[J 0 Not an aSSigned task
DIDoes nO[ prepare food at all

Ll '} Prepares Simple lauds reQull Ing no mlll,lng or cao"lng, I' g, maklntl
sandwlche.!o, prepanng ("old cereal, ~tc

o 3 Mixes and cooks Simple food, ~ g_, fryHlg eggs, making pancakf's
rJ 4 "Cooks" an adequate completl~ meal (may use canned rind fr07en foods fOI

thiS PUrPO'ie)

1461 Vocabulary (check only one)

(] I "" nearly non-....el bal
[J 2 A~.ks tor ell least 10 things by the,r appropnale ndmes
[J 3 U~les name.!. at familiar objects
o 4 Names people or objects when descrrblng picture.!.
o 5 Tcilks about ac"tlon when de~crlblllg prc,ures

(471 WAITING (c.heck only one)

o 1 Cannot write ur print any wor{ls
o 2 Writes or prm!s own namE'
o 3 Wlltes or pflnr.!. 10 words
o 4 Wlltes or prints forty words

o 5 Wlltes shalt notes and memos
o 6 Writes senSible and underSlandable lette'rs

UNDERSTANDS COMPLEX INSTRUCTIONS

(48) Understands Inslrucllom containing pre~OSI[lons, e g. on,' ',n,"
"behind:" "under," f01C

(491 Understands Instruction.. referring to the order m which things
must be don,~, e,g , ", list do-, then do- "

(50) Understands Instructlom requlnny a deCISion "If -, do thiS" but it
no(, do-"

LJ

[J

[J

N"
2

l!

[j

[I
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UNDERSTANDS TIME. TIME INTERVALS, TIME
EQUIVALENTS, ETC.

(51) Can tell time by clock or watch correctly to the minute
(52) Can associate {Ime on clock with various actions and events

Ye,
1
o
o

123

No
2
o
o

(53) SENSE OF DIRECTION (check only one)
o 1 Bedfast
0- 2 Gets lost whenever he leaves hiS own IlvlOg area
o 3 Can walk around cottage, ward or home alone
o 4 Can go around hospital ground or a few blocks from home Without gettlOg

lost
o 5 Can go a few blocks from hospital to school ground. or several blocks from

home Without getting lost

(54) RESPONSIBILITY (check ani" one)
o 1 Not given responslbI'lty: IS unable to carry out responSIbility at all
o 2 Unreliable-makes llrtle effort to carry oul responsibility, one IS uncertain

that the assigned act will be performed
o 3 Usually dependable--makes an effort to carry out responSibility. one can be

reasonably certain that the assigned act will be performed
o 4 Very con'iClenTtOUS and assumes much responSibility-makes a speCial effort.

the a5sIgned act wilt always be performed

(55) INITIATIVE (check only one)
o 1 Will not engage 10 as.lgned actrvltles. e.g .. puttmg away toys. etc.
D 2 Will engage m actlvlttes only If aSSIgned or directed
o 3 Ask<. It there IS something for him to do or explores surroundings. e.g.,

home. yard. etc.
o 4 Initiates most of hiS own actlvlttes. e.g., tasks. games. etc.

(56) WORK FITNESS (check only <mel
o 1 Can perform no worl< at all
o 2 Can perform Simple ......ork. e g.• Simple gardemng. mopping floors. emptying

trash. etc.
o 3 Can perform a lob reqUiring use of tools or machinery. e.g .• shop work.

seWing

(57) INTERACTION WITH OTHEFIS (check only one)
o 1 Is completely unresponSive to others In a SOCially acceptable manner
o 2 Plays With others Imitatively With !tttle IOteractlon
o 3 Plays With others for at least short penods of time. e g.. shOWing or offerlOg

toys. clothlOg or obJ~cts

o 4 Plays cooperatively or competitively With others m group games

MALADAPTIVE BEHAVIOR
Frequently Occasionally Never

1 2 3
(58) Threatens or does phySical Violence to others 0 0 0
(59) Damages own or other's propel ty 0 0 0
(60) Disrupts other's aCllvltles 0 0 0
(61) Uses profane or hostile language 0 0 0
(621 15 rebelliOUS, e.g .• Ignores regulation::., resists

follOWing Instructions .. 0 0 0
1631 Runs away or attempts to run away 0 0 0
1641 Is untrustworthy. e.g .• takes other's property,

lies or cheats 0 0 0
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(65) I ~ withdrawn. e g" se"ms difficult to reach or
,;onract [J

(661 I)lspl<lYs stemolyped beh<lvIOf. e.g" rock~

body back and tonh. ha!> hands In mOllOIl IJ
(671 HomO•., 0' toa" oft o",n clothong IJ
(68) Does physical violence to self fJ
(69) 15 hyperactlv.~. e g. will not Sit stili for any

length of tlmB IJ
(70) Displays heterosexual behavior that IS 5O<.,ally

\Jnacceptable [J
(71) Displays hOIT'O!>ellual behavlol (J
(72) D,splays othN unacceptable ~xual behavior,

t' g , mastu'b"tes, oxpo,o; ,olf IJ
(73) Hequlres seclUSIon [J
(74) F~eqUires reSTraint [J

(751 CURRENT MEDICATION

I~ reSident rece,Ylng any '8gul,H med'cal'on Ie g. I=,,!I'!', capsules,
liqUids, InleCllons, Including slIch things as Vitamin>, birth control
pills. etc,)]
II yes what IS the medication (",1 and Its purpose?

Medication Purpose

[J []

[J [J
[J []
[] [J

[J [J

[] [J
[1 []

[] []
[] []
[] [J

Ye~ No
2

[] L

YOur nCimf' ~ _

PosItion . _
Date' _

DIAGNOSIS AND [VALUATION

--_/_-_/­
Mo Day Yr

(1·:!l
(J·~il

(6·1!jl
(16·2!j.1

(26)
/27-301)
135-401

1411

(42-4/)

Stare
Agency _

Client's Case Numbf'r
SOCial Secur1lv Nunlber
Sex. 01 Male 02 Fl!'male
Name Code
Blrthdate --=- I - 1_ ----

Mo Day Yr
Type of Evaluation
01 I nllral evaluarlon
0'2 Re·evalual,Qn
Date of Evaluation Summary

Psychological

(481 TYPE OF 10 TES r
Do Unknown
01 WAIS, wise. (,r WB
02 Stanford·Slnel
03 Peilbody
04 Cattell
05 Other

151-53)

Date of Tesr
I I

Mo Dav Yr
Score _
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(54) TYPE OF 10 TEST
DO Unknown
01 WAIS. wise. or WB
02 Stanford-Bmet
03 Peabody
04 Cattell
05 Other

1601 TYPE OF SO TEST
DO Unknown
01 Vmeland
02 Other

(66) TYPE OF SO TEST
00 Unknown
01 Vineland
02 Other

125

ISS-56) Date of Test
I I

Mo Day Yr.
157-59) Score _

16'-621 Date of Test
I I

Mo Day Y,-
163-651 Score

167-681 Date of Test
I I

Mo_ Day Y,-
169-71) Score-

DIAGrJOSIS AND DISABILITY

130-401 DIAGNOSIS AAMD CLASSIFICATION
PRIMARY CLASS

1291 CP SEVERITY
o 0 Unknown
o 1 Mild
o 2 Moderate
o 3 Severe

1271 MR
o
o
o
o
o
o
o

1281 EPI
o
o
o
o

SEVERITY
o Unknown
1 Normal
2 Borderline
3 Mild
4 Moderate
5 Severe
6 Profound

SEVERITY
o Unknown
1 Mild
2 Moderate
3 Severe

(41) SEIZURE FREQUENCY
o 0 Unknown
o 1 Less than 1 selzure/yr
o 2 1-6 selzures/yr
o 3 7-12 selzures/yr
o 4 13/yr - dally
o 5 More than 1 seizure/day

1421 TYPE OF MOTOR
DYSF UNCTION
o 0 Unknown
o 1 No mOWr

dysfunctJon
o 2 Motor dysfunction

not speCified
o J AtaXia
o 4 Hypotonia
o 5 ChoreoathetosIs
o 6 DystOnia (tenSion CP)
o 7 Rigidity
o B Tremors
o 9 SpaStiCITy
o 10 Mixed

1431 LOCATION OF MOTOR
DYSFUNCTION
o 0 Unknown
o 1 Diplegia
o 2 Hemiplegia
o 3 Monoplegia
o 4 Paraplegia
o 5 Quadriplegia
o 6 Triplegia
o 7 Other

Supplementary Term Listing
__Genetic component
__Secondary cranial
__Special senses
__ConvulSive disorder
__Psychiatric Impairment
Motor Dysfunction
__Type

LocaTion
__Seventy OTHER DIACiNOSIS ICO

CLASSIFICA nON
144-501 CP _

151-57) EPI
158-64) Other-<' _
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OBJECllVES PLAN

(Write In cooen valu"5 )

tLOng 1I'r~~ Sho~tterm..NeE'ded"b~lun~~,'ab~~
f27-7.4~:-'---;M""ed::c;,c;=:;a' __ _~ _
;-12~7~-:.;7,:;4,"J_S"o::c"'"a,:,,tdevelopment __ _ _
(27-741 Hablillative - ----- -----------

"Long term-one year or IOrlQer

.. ·Short term--Ies', lhan one year

SERVICES PLA.N
(Write In coded values)

Needed but unClvaolablE--c::- -+Long te~__
Evalud"'c.'o,,n-'--- -+ --t- ---t _
OI6gnoC'-"c.'::- -+ _
Treelmenl
Day C.~a':".'______ _ _

Traln.,:,n~g=- . j- _
Education
~~7:::-~'C:-:-:-+----Sheltered Employment
Recreation

------t---.---------

__--+- n __

-----t------ -------
_._---+-Person<:tl Care

DamlC Illary Care
Special LIving?"'-=;""'-=-------+------­
Coumehng
;'-'n7'o"",m""a"'M"--n--;;&--;RO-e·'·-e,-,a"C"'+-----
Follow Along -------I--
prOle(c'tc.'v~.,___ -+-------- --- ========t===:===== ~= ==~~=~
Tran!porration =:=== _== -'- _

OBJECTIVES CODES

coor
100U

OBJeCn vrs
Medical Need~

1100

1200

lkiJllh
1 I J 0 Disease
1 120 ChrOniC CondItIOns
PhY<\Ir.:al Develnpment
i2l0 Motor Development

I:! I 1 Hand
l~l.' Arm"
1213 Trllnh
1214 Crawl
121; StdntJ
1216 Walk

1220 ~ensory Develol~Hncnt

1~21 PhY"i1~·al

i ~ 1 -: P~rct'ptud\
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2000 Social Development
1100 Self-help Skill,;

2110 Toilet Training
2120 Feeding and Drinlmg
2130 Groommg and Dressing

2200 Communlcatwn
2210 Non-verbal
2220 Verb,tl·comprehenslon
2230 Verbal-developm~nt

2300 Inappropriate BehavIOr
3000 HablbtatlOn

3100 EducatIOnal
3200 Vocational
3300 Independent L.Ivlng
3400 Job Placement

SICRVICES CODES

127

CODE

0100

0200

0300

0400

St-R VICES

EvaluatIOn Servkes
110 Physical
120 Psychological
130 VocatIOnal
140 Educational
] 50 SOCial
160 Economic
170 Legal
180 Environmental/Cultural
190 Other
DiagnostIc Services
210 PsychologIcal S~rvlces

220 Social ServIces
230 MedIcal Services
2YO Othel ServICes
Treatment Services
310 Surgical
320 Psychiatry
330 DIetary Control
340 Chemotherapy
350 PhysIcal therapy
360 OccupatIOnal Therapy
370 BehaVIOral ModIfication
J~O Speech Therapy
390 Counseling or Other Servlc{>s
Day Care Services
410 Pre-School

41] Creatl\e Actlvlfies
4] 2 Social Actlvltles
4] 3 PhySJC,ll ActIvltles
4] 4 Learnmg Actlvltie-s
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415 Personal Care
416 Tralnmg
417 Counseling
418 RecreatlOniJI

420 Schonl Age
421 Creatlvt' Actl''f'ltles
422 SocLal Activities
423 Physical AL:tl\lltics
424 Learning Acti\litLe~

425 Pers.onal C:lfe
426 Trammg
427 Counselmg
428 Recreational

430 Adult
431 Creatl\le ACtl"Ltll.:':l
432 SocIal ActiVities
433 PhySIcal ActJ\lliJeS
434 Learning Acfl"Hles
435 Persona] Call'
436 fralnlng
437 Coumehng
438 Recrc;>atlOnal

0500 Traming ServIces
510 Pre-School
520 School Age
530 Adull

0600 Education Senllces
610 Pre-School SpecIal Ed
620 Pre-School Regular Ed
630 School Age SpecIal Ed
640 School Age Regular [d
650 Adult SpecIal Ed
660 Adult Regular Ed

0700 Sheltered Employment Se[\llces
710 Evaluarlon

711 Part TIn"lC Not P.1Ld
7\ 2 Part Time Paid
713 Full Time NOI Paid
714 Full TIme P;;lld

720 Work Adjustment
721 Part TIme Not PaId
722 Part Time Paid
723 Full Time Not P<lld
724 I'ull T,me Pard

730 Occupatwnal SkIll Therapy
731 Part Time Not Paid
732 Part Time Paid
733 Full Time Not Paid
734 Full TIme Paid
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0800

0900

LOOO
1100
1200

1300
1400
1500

1600

State

Recreatlon Services
810 Self Expressl(.n
820 SocIal Interaction
830 Entertainment
Personal Care ServJces
910 ProvlslOn of Food
920 ProvIsion of Shdter
930 ProvlslOn of Clotlung
DomiCIliary Care ServIces
SpeCial Living Arrangements Service~

Counsehng Services
1210 FamIly
1220 Vo(,;atlOnal
InformatIOnal and Referral Servjcf'~

Follow-Along Services
Protectlve & Other SOI~lal and SocJo-Legal Services
1510 Legal
1520 SocIal
1530 Other
Transportatlon Servin s

NOTIFLCATION OF CHANGES IN
LIVING PLAN/SERVICES

DATE OF ACTION

I I
Agency _

Client's Case Number

SOCial Security Number

Mo. Day Yr.

o 1 Male

Name Code

Blrthdate

02 hmale

I I
Mo Day Yr.
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l'HANGES IN L1VIN'., PLAN

FROM

o 00 New Client
[J 01 State Institution
o 02 PrivatI' InSIHU[lon
o 03 Independent Home
D 04 Parental/Relative

Home
o 05 Sanltaflum Carpo 06 Family/Foster Carl'
o 07 Nursery
o 08 Multiservice Facility
o 09 Prvt ReSIdential

Fae.
D 10 Long Term Careo 11 TraIning Hostelo 12 Sheltered Workshopo 13 Mmimal Supervision

Hostel
o 14 AWOL
o 15 Other Hospital
o 16 Day/Night CarE!o 17 Other Plans

TO

000
001
002
o 03
004
o 05
000
007
008
009
o 10
IJ 11
IJ 12
013
01.
IJ 15
016
[J 17
o 99 Out of Svslem

REASONS FOR CHANGE

o 01 Initiation
o 02 A-ternate Plan
o 03 Inappropriate Plan
o 04 U"avallable
o 05 Imposed Plan
o 06 R~ached Goals
o 07 RI~gress!On

o DB Cl 'Sl~
o 09 Withdrawn
o 10 Died

Spec LIVing Plan _
Counseling _~~~_
InformallOn and Referr.i1
follow Along -=
Protecllve _
TranspOrtatlon _

CHANGES IN SERVICl,S
(Wnte in appropriate servKc code see code hook.)

REASONS FOR
CHANGEs
Evaluation _
DiagnOSIs _

Trealmen(
Day Care --==~=
Tralnlng,..,. _
Education
Sheltered EMP_~=
Recr.!atlon
Per!>onal Servlces_~=
Domiciliary Care

AEASOt\S FOR CHANGE

o 01 I nltoatlon
o 01 Alternale PICin
o 03 In.lppropnate Plall
o 04 Unavailable
o 05 Imposed Chttnge
o 06 Af-ached Goals
o 07 Af'gresslon
o 00 CriSIS
o 09 Withdrawn
o 10 D.-ed

DATA COLLECTION SYSTEM

lhe preceding 10rlllS Wl;'re des.lgnecllo as..es ... pnly the rnO'l1 ba~lC Ch<llJlt,II<;'
IICS 01 the client dnd are thl:rd,)[e more limIted In .,,,;ope than altern,ltlves ·'uch
as thl~ AAMD Adaptive Bt.'hdvlor Scale. Vlnelallu S(lCial Mlilurlty Scale, C'.l1n­
LeVine SOCIal Competency Scale, etc AssumIng ',ufflClent manpower IS ..Jvallablt'
10 admInister thiS type of "cale, the use of one of the more ex (enSLve Sldks I'; te,
be encouraged a~ they n:prcsent a better Jlternatl\1c fnr measuflllg adaTlll\lt·
hehaVlOf.

[II DATA COLLECTiON SCHI:DULl.
A fnlllotion 0/ Duro File

I. EstablIsh Tllr~t't Date
1 he targd d<lle I" the llrne by Whllh Illlorrnallon descTLheJ III 2,1
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and 2b below ha:; been gath{'red on all of the clients currently In
the agency. At this point in time, the data file will be InitIalized
and implemented on the computer system.

2. Present Caseload
a. Complete the follOWIng on all clients currently In the caseload

before the target date:
(1) Intake Form (Form A)

(2) Diagnosif, and Evaluanon Form (mcludes objectives and
services plans-Form B)

(3) Behavior Development Surveyor Adaptive Behavior Test
(Form C)

b. Complete a Notification of Changes in Living Plan/Services
Form (Form D) for all clients currently in the caseload as of
the target date. ThIs mformation will estabbsh the clIent's hv­
Ing plan and the services hemg receIved by him at the time the
data file is inltlaljzed.

c. Initiate a Caseload Control Totals Form (see Example I). The
form should mclude totals for the current caseload broken
down by Jjvmg plans and sex or some other variable of your
chOIce.

B. Updating of Data fil.
I. New Clients

a. Complete the follOWing on all flew clients entering the agency
following the initialization of the data file.
( I) In lake Fprm
(2) Diagnosis and Evaluanon Form (mcludes obJectlves and

services plans)
(3) Behavior Developmenl Surveyor Adaptive Behavior Test
(4) Notification of Changes in Living Plan/Services Form

2. Contlnumg Caseload
a. When a client's type of service or livmg plan changes (i.e.,

termmation of old plan and/or initiation of new one), com­
plete a NotJfJcatlOn of Changes In LIVing Pian/Services form.

b. At yearly re·evaluation, complete a Behavior Development
Survey form or Its eqUIvalent (I.e., Adaptive Behavior or other
census form) as well as a new Diagnosis and Evaluation form
for all clients If re-evaluatlons are given for all clients 10 the
caseload on an annual date, Include a Caseload Contrul Totals
form m the package of data. and send to headquarters. For
re·evaluations given on an anniversary (blIth, admISSIOn) date,
send the re-eYJluation data to headquarters as descrIbed below.

(EXilMPLE 11

Caseload Conlrol TOlals.

Agency Name

Date: from ;-;-,--'--;::cc,--'---
Mo. Dav Yr.

to
Mo. Dav v,.
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1
2
3
4
5
6
7
8
9

10
11
12
13
14
15
16
17
99

Tata

SynergJ<;m fOI rhe Sl:v(~nt1e"

--~.-

s..
9 Plans Male~ Female~

I-
L.

REFERENCE MANUAL

A. Namt' (od~ Dt!',Lrlptlon

To Insure confldentlaltty of the clll:nh In Ih.:: data file and In ordel to (,le~JlI~

a unIque tracking number by WlllCIl an IndJVIUUal can be l,Jentlllcd dn l~lghl

character (ode haS been developed
Name codt's are reque:-.ted on <tIl for Ill" and P~HtLcular atkntlC'll :-.hould [)Ie

paId to then aCCUTi:lCY The followmg tahle ot the charadl'I', dnd their S()lIrct'~

explains the coding "ystem.

Character Source of ('ha! adl'l

I The llr"t letter at the clLent" last nJllle
2 The third letter of the (lien/'s [,hl n:ltne

3 The tourth letter of the clll:lll\ last Ilame
4-5 The total number at 1,'1('13 in rllt" I.Ht name (DISrt=g,.ndlng, .llly "Pd"::t'~

wltllJfl the name, st'~ ~l(altlpk)

6 The fIrst lette! (If Ihe (lien'"" IlfSI n"lllc.
7 The ftrst letler nlillc client\; ~t'LtHld nalllt' ~ll..,ually lllJdJk)
~ UNIQU[ ~_"Ol)1:.: lht" ChafJClef'i 1_ 7 ....... 111 uniquely luen[dy 11l0~1

.;::lJent~ In tht,S!: case~" lhe ~Hh ch.lrJ..:r,,:r will h(" ,I ') 1I(lw<'v('r II'

dLfferl'lltlale 1ll11IIJplt" hlrths (I'" , tWin" rrlrie'IS, elL: ) or lllht'l lll,,"I1!,

WIth makhcd nanlt' lC'Ih'" II·".'), hI" CJghlh char<.Jdn "houl,J ""
assIgned a" follows lusl mafchl;d dJt~n[ = (), seconJ JllJlctll"d

elLent = 8, IhlIrllllol1chL'l1 dll'nt = 7. :Ic (see l'xampks followlnf"'
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Examples

Barrymore, John Drew

2. Doe, Wilham
Doe, Wendy

J. MacDonald, Robert £
McDonald, John A

4. McGumglc, Joyce Ann

I\',U1lt Codt! (8 character'i)

BRRil9JD9

DE oow 9
DE OOW 8

MCD09RE9
MDOil8JA9

MGU09JA9

TWlns

Surname with a space,
dIsregard space

133

NOTE. In codIng last name'; wIth less than four characters. leave the 3rd
pOSItIOn blank (as In example 2). Also for person's with only one given name,
leave positIOn 7 blank DO NOT fill In hlanks wIth zeros There must be 8
positIons for each name code.

B. DISCllSSlon of DiagnOSIs Coding

The mentally retarded clients are 10 be diagnosed according to the AAMD
(AmerIcan ASSOCiation on Mental Deflclen..::y) r];.tsslflcatlOns. We would lIke to
sugg.esl adaptmg those codes 1(1 the proposed data colJecllOn by using a IS·digil
code when asslgnmg a dlagnosi:-. The code would be broken down as follows:

Digits

1-3 ICDcodes(310-31~,)

4-6 AAMD codes (000-990) for prLIliary dIagnosis
7-15 AAMD codes for the expanded lhagnosis

The position of the codes In the last nIne dIgits would determIne the cate­
gory It represents, i.e, the 7th digit would he the code for genetIC component,
the 8th digit would represent secondary cranial anomaly, the 9th dIgit IS for
Impalfment of specLal ...enses, etc

EpileptIC and cerebral pals ed diagnoses vary and are less standardIzed [n an
attempt to use a common system, the leD (International ClassificatIon of
Diseases) IS suggested. For dlS,lblhtles dla~:no$ed as other than mental retarda­
tIOn, epilepsy or cerebral palsied, the ICD manual should also suffice.

Adapted ICD rODES'

(INTERNATIONAL CLASSIFICATION OF DISEASES)

J4301l00 Cerebral spastic mlantJle paralYSIS
343 1000 Cerebral

343,1100 InfantJIe palsy
343.1200 spastic infanille paraplegld

343 2000 Llttte's dISease
343.3000 ParalysIs due to birth Injury

343.3100 Intracranial
343.3200 spinal
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343.4000 Spast,c
343.4100 d,plegla NOS
343.4200 ParalySIs '<OS

343 5000 D,plegla
3435100 lIlfanlLle

343.5110 SpastlC
343.5120 ce,ehr,l]
343.5130 sp,nal

343 5200 congen,tal
343.5210 spastlc
343.5220 cerebral
343.5230 spinal

343.6000 fJenuplegJa
343.6100 InfantIle

343.6110 spastlc
343.6120 cerebral
343.6130 spinal

343.6200 congemtal
343.6210 SpastlC
343.6220 cerebral
343.6230 spinal

341.7000 Monoplegia
343.7100 'nfantlle

343.7110 spastLc
343.7120 cerebral
343.71 30 spinal

343 7200 congenlldl
343 7210 spastJc
343 7220 cerehral
343 7230 sp,nal

343.8000 I'a ra plegla
343.8100 lOfanllle

343.8110 spastlc
343.8120 cerehral
343,81.30 spinal

343.8200 congenital
343.8210 spastle
343.8220 cerehral
343.8230 spinal

343.9000 Tetraplegia
343 9100 Infanttle

343.9\ I 0 spastiC
343.9120 cerebral
343.9130 spinal

343.9200 congenital
3439210 spastle
343.9220 cerehral
343.9230 spmal

344000 Other cereblal paraly"il~

344.1000 DIplegia NOS-long standlng--un:.peclfled cause
344.2000 HemIplegIa NOS-long s1andlng-unspecltled cause



Conference Proceedings

344.3000 Paralysis NOS-long standIng -unspecIfied cause
344.4000 Paraplegia NOS-long standmg-unspeclf!ed cause
344.5000 Paresls NOS-icIng standing -unspecIfied cau!'.e
344.6000 PosthemlpJegJc chorciJ NOS--Iong standing·-unspeclfled caust."

345.0000 Epilepsy
145.1000 General non-convulsIve

345.1100 eplleptic absence
345.1200 ITIlnOr eptlepsy
345.1300 petit mal (ideopathlc)
345.1400 pykno-epllepsy

345.2000 General convublve
345.2]00 epj]eptIc seizures

345 21 10 clonic
345.2120 myoclonu:
345.2130 IOnIC

345.2140 tomc-c1oIlIC
345.2200 grand mal (IJlOpalhlc)
345.2300 major epilepsy

345.3000 Status epiJephcus
345.3100 epileptIC absence status
3453200 grand mal status
345.3300 petH mal status
345.3400 epllepsla parridlls continuCl (KolevnLkov)
345.3500 status epJlepticus

345.3510 generallZt'd (convulSive)
345.3520 generaliZt'd (non-cOI1Vul!'.lve)
345.3530 partIal
345.3540 any type seizurrs

345.4000 ParBa1
345.4100 epilepsy

345.41 10 Bravals-]acksonIan
345.4120 focal
345.4130 J acksoma n
345.4140 motor partial
345.4150 partlal-se';ondary generalized
345.4161 psycho-motor
345.4162 psycho·se nsory
345.4171 somatO·ITlotor
345.4172 soma to-sf~nsory

345.4180 VISceral
345.4] 90 Visual

345.4200 epileptic automatism
345.9000 Other and Unspecified

345.9100 epilepsy NOS
345.Q200 epJleplic convulSIOns
345.9300 epileptic

345.9310 fits NOS
345.9320 seizures NOS

135
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DEFINITIONS OF ODJECTIVES

1000 Medica} Needs
Cale of a medici:ll fiT lllcrapy na1ure whIch I~ needed by the ..:lIent II
usually refers to a long I~rm or dllOnJC condition which must he attendr-d
to before other need" of I hl" l"] 11.' n t ca n he met
1100 Health

The rehef ot poor health condition" whLch prevent the chent from
oblalnIng servIce lor other need:-;

1200 Physical Development
Development of motor and sensory abJiltles to the extenl that lhey
wllI enable the client to perceive and respond t:1 hiS surroundmg
em-Ironment

2000 Social Df!I'elopmenr
Development of SkIlls, cornmUnlc.ltltm, and Improvement at behavJOf t{l
the extent that the client c.an apprtlpnaldy mteract wIth others In the
milIeu.
2100 Self-Help Skills

Development of sktlb 'Such as rOller-tralllmg, feedIng, and dre'Ss,mg
whLch normally ale carrIed <Jul Independently

2200 Communication
Development at non-vernal dud verbal lcl.nguage sklll<;, permiltlng
bolh comprehensIon and communlcaflon of Lnforln.lt!on

2300 Approprial(' Behavior
ElIminatIOn 1'>1' Inappropriate behavIors whIch Interfere wLth rht'
development nf OUll>] "kills and whIch cause soclal frlcllOn

3000 Habilitative
Development of more forrni:lll/.cd s.klll<;, whIch approach rhml~ I)f tht'
normal socIety_
:3 J00 Education

Learmng n~adlllg, wntmg_ and relatt'd skills
3200 Vocational

Trainmg for SkIll" necessary to fulfill Job reqUIrements
3300 Independent Living

Development of SkIlls nece ....sdry fOJ enabhng the client ro litre to!
himself In the communJty.

3400 Job Placement
AcqUISItion and matntenanCl' of J p.lying Job III the community

DEFINITIONS OF SERVICES

0100 EvaluQlIon Sen'ice.r - The arrlll:3110n c,t te(hnlques for lhe ~ystem;ltll

dppralsal of pntlllt"nt phySIC3\ p"ych0!oglcJI, \Incat\onal. educat\cl\JI
cultural, sonJI. econOllllC, Irgill. envIronmental and other lactor<; oj thl'
developmentally dlsahlt'd IIldlVldlJal and hls fanlJly, (I) to dekrrlJlH"
how ,mti to what l:x(ent tht dIsabling conditlOn<; may be expected LJ bt·
removed, corrE'cted or JlIlnJnllled hy ,erVlI..:es. (2) ro deterrlllne the
nature and <;l:ope at serrlLes to he provided, (3) to select the :-.elVlce
obJectl\les WhICh are commel1~urdtt with the developmentally dlsabled
IndiVIdual's interests, capaClIH:'s and ltmltatlOl1<;. and (4) til dev\<;e an
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0200

0300

0400

individualized program of actJOn. to be followed, at the mtervals
needed, by periodic re-appr'nsaJs.

The particular techmques to be used will depend on the particular
servke to be provided and on personal factors such as the develop­
mentally disabled individual's age and functlOnJI level, pnmary and
other dIsabIlitIes, among others.
Diagnostic Services - The prOVISIOn of coordinated serVices, includmg,
but not hmIled to, psychologIcal '>ervices, social services, medIcal and
other servJCes necessary to ldenllfy the pre<;ence of a developmental
disabilIty, Its cause and complicatIons. and 10 determine the extent to
which the disability limits (or IS likely to lImIt) the mdlvldual's d<ldy
living and work actIvIties.
Treatment Services - ProVISion of coordmatcd mterventiolls whICh halt,
control or reverse processes which cause, aggravate or complicate devel­
ormental dIsabilities. The mterventlOns may Include dental and medical
lreatments, such as surgical procedures. psychIatry, dit."tary controls, or
chemotherapy; physIcal therapy, behaVIOral modificatIon (as defIned by
the American PsychologICal AssocliltIon); speech therapy, counseling
and others a:- mdicatl~d by the needs of the developmentally disabled
IndiViduals bemg served.
Day Care Services - ComprehensIve and coordmaled sets of acllVllles
provldlllg personal cale and other services to preschool, school-age and
adull developmentaJl} disabled indiViduals oulslde of theIr own homes
lIuring a porllon of a 24-hour day. Services Include a variety of creative,
socJal, phySICdl and I~arning Jctlvltle<; based on an appropflate evalua­
lion and deSigned to prOVide at least personal care, trammg, counseling
and recreatlOn services earned out under careful supervISion They may
be organized as eIther

410-420 Devf'1opmental ServIces for Children
ActIVIties emphaSIzing maturation of children and sup­
plementing the services beIng prOVIded by their
parents or parent surrogates; or

430 ActiVity Programs for Adults
ActiVIties which emphaSIze occupational and SOCIal
gOHb which assist adults to become as self-depende-nt
as possjble and to make constructive use of lel\;IHt'
tIme.

Day Care services may be appropriate for developmentally dIsabled chd­
dren not yet re~dy for formal training programs, for children who need
superviSIOn after school hours (mcludmg weekends and vacCition
peflods) and for developmentally djsabled adults too severely handi­
capped to partICipate In educatIOn. tramIng or sheltered employmt"nt
:-,erVlces. Day Care services must prOVIde mme than superviSIOn The
program musl provld,~ actnntie.'> which wlll minimIze handIcaps and en­
courage functIonal development. Day Care differs from Training III the
purpose, focus and lIltenslty of Its programmmg. It is mtended to ap­
proxJrnate the stimulatIOn and tramlng which can be prOVided by
knowledgeable. concerned parenls. For adUlts, Day Care should prOVide
pleasant and constructive occupations which h<lve meamng to the adults
In\lolved and encourage contmulOg development.
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Training Services - PmVI~\OnS \1f d plallnt'd and :-yslematlc <;t:.ljuen(l;' 0\

Jnstrucnon Ln formal and mformal actlvltles based on approprtare eVi:du­
alIOn and obJectIves, deslgnell to I I) dfvelop skills In perf01 mmg a-:tlVl­

lll~s of ddily llvmg IncludIng self-help, molor and COlllmUntGlltOIl skIlls
(2) enhance emollonal, personal and socIal developm~nt, or (3) IHlJVlde

experJences tor galmng u'ieful ol:cupatlOnal and pre-vocatIonal skl1b
TrainIng Servll:es mdY be provided to pre-school children to ;;H.ecleT­

ate de\leloprnent and to compensate lor ddlClenl:lt~ related to rhell
disabilities, to school-age chlldlen not yet ready for or excluded fr01l\

formal education servJCes. and for Jdults who need occupatIonal "kills
bur who~e abdltle, severely limn their work Olltput.
Educatlon Services - PrnVISJOll 10 developmentally dIo;ablt'd chlldren
and aduhs not el1gJble for pubhc school classes (regular 01 speual) or
slructuled learning expertc-nces, ha<:.ed upon appropriate evaluat;\)n",
lhrough Ihe use of a blOad and vaned curTlcu\um of praclll·,J1 al:iilh'ITIJL
subjects prJmi:lllly desIgned to <.Jevdop abIlity to learn and .1cqUJre IJse­
ful knowl~dge and baSIC s"k1l1s, and to Improve the abllHy 10 dppJy thelll
10 ever)day liVing
Sheltered Employment Services - ProvJ,>lon of J slructured prugralll 01
actlvltles InvolVing walk evaluatlon. work adJustmt:nt, Ol:l·up.ltlonal skIll
tralnmg dnd paid. part-tllne or full-tunc ~mploymt'nt for tho"e Wh(l

cannol be readily absorbed mw the labor markt"l because 'it 'W"l-L'Il:
dlsabliltylles) Su..:h services may be provided In a cenleJ or In the
I,kvelopmentally disabled Individual':.. place of reSIdence
R~creat;o" Servicl's - PrOVISIon \)f p\.lnnt-'J and supen'lsed J~tlvII\~,

deSIgned to (I) help meel "peCJIK mdlvldudl therapevtlc nl'~ds In 1I1dl­
Vidual self-expression, social InteractlOn and entertainment, l 2) develop
skills <Jnd Inter..:sb leadlng to enJoy<lble and .:onstnlCllve lISI' (If lel~ur.:

IlIne, and 0) Improve well-beIng
Personal Care SenJU..es -- ServIces deSigned to maJntdl'l healrh and well
ht:Ln~, Including the Plovl~lon of food, ~,helter llnd clothing ,1<; IcqulTt::d_
10 prevl~nt rt:gres~lon and lltheT cOlllpllC,lIlons l'er~cnJI C'Jll' ~t·""dLe ..
must he prm'IJed In (onJunctJOn with one ur morf' other ,trpropll,lle
st:tvlces.
Domiciliar.v Care ....·ervices ProvI.'iwn 01 llvmg quart.:r". per~(Hldl (Jlt:

and sUpl'rvJSIOn 101 person:-. needIng C<lre on d 24-hour-.I-day 11o.JsIs
Domlclllary Care Servll.es differ from SpeCial LJvlng '\TTangemcnt~

by the degree of supetvt"ilotl and the amount ot Personal CHI,· provll1ed
It mdY be provldel1 In such quarlers dS Jlllrsmg hCllnCS fO'ilcr homn. or
olher re~JdentlallaCllltles

Specwi Living rlrrangemenls Services - ProvlslOn of llvJng Quarter~ fur
person'" who need some degree of supelvisioll. SpeCial Llving Arral1~e·

ment~ s('rVJces mU"l Include dt leJ:-.t COllnsdmg and It'ISure-Ilme ,](:'IV\­

tles.
SpeCIal LJvlIlg J\rrangelllents servIce', ar~ for devt'!opmentdHy Jl~­

ablcll per...ons ""'ho Cdn leJ .. e the place of reSIdence, lor work. reucarlun
or other reasons, Such persons Will probably not he heavJly derendent
on Personal Care servIce", whIch may be less Lnten~e than In DnmlC Ibary
Care, or nlay hI.' olllilted. <.Jep~ndlngon the needs of tht: persnn:- ,,~r.t'd

C{)unse/i/J~ SerVice,· - GIVing of protes~lOnal gUIdance on lhe ba"'l~ 1)1
knowledge: of human hf'havlor and the us·: of ~pecLallnler·pt'r~onalskills
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to achIeve specified ,~oals. such ;)s making a determmatJon of appro­
priate resources; assisting the developmentiJUy disabled IndiVidual and
his famiJy to understc.nd his capacItIes and limi!atlOns; settmg of short
and long range goals, Including vocational; and providing solutjon~ to
problems that interfere wlth the developmcntaUy disabled individual's
participatIOn in needed services The profeSSIOnal discipline of the
counselor will depend on the goals and nature of the counseling service
Informarion and Referral Servias -- The basIc service IS the provISion at
an up-to-date, complete listing of all appropnate resources from WhICh
approprIate selectlOm can be made avaLiable and qUickly accessJble to
professLOnaJ persons sl~IVing the developmentally dlsabled Individual and
his family. It IS impc,rtant that ;a professionally responsible person be
the POint of contact between the jndIvidual or famIly and the Informa­
tIOn and Referral Services, so that it may be advisable to provide a
counselIng service in l;onnectlOn with the I & R Service. It LS also highly
adVIsable for a skilled, profeSSIOnal person to develop the hstmg 01
services lTI order to provide proper linkages WIth the other agencies; but
It IS not necessary for the staff who searches the listmgs for partlculal
resources to be profeSSional.

The I & R ServIce ,;an also develop PublIC Information activjties WIth
regard to the problem~ of Developmental Disability_
Follow-Along Se",icef - Establishment and mamtenance of a couns.el·
ing rel<JtlOnshjp on a lifelong basls wlIh developmentally disabled Jndl­
vlduals and theIr families, as desired, for the purpose of assuring lhal
antiCIpated changes ill needs and/or needs aTlslng from cnSIS are recog­
nIzed and appropriately met.
Protective and Other Social and Socio-legal ServIces - Provlston of a
system of continumg legal, social and other appropriate servIces de­
sIgned to assist jndi\'Jduals who are unable to manage thelT own re­
sources or to protect themselves from neglect, exploitatIOn or
hazardous sLtuatlOns without assLstance from others and to ht':lp them
exerCise thelr rights a~ citizens.
Transportation - ProvIsion of necessary travel and related costs In can­
nectlOn wlth transporhng developmentaUy disabled mdlVJduals and
where necessary members of their famIlies, to and from places In whIch
they aTe receiVing other services. Transportatjon may also mclude takmg
servIces to the homebound as well as delivery of raw materials and
pLckup of the fJnlshed product from homebound industnes, where indi­
cated.

LIVING PLAN CODES

LfVfNG PLANS

State inS[ltutlon/Stak Training School for M/R
Pnvate InstItution for the Mentally Retarded
Independent Home
Parental Home/Relative Home/Legal Home
Samtanum Care
Family /Foster Care
Nursery
MuWservice FacilIty
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09 f'nvate Hesldentlal FdcIhty/Group Home/Board and Cdrc
10 Lung Term Care /Convale~l"l:lIt Home/Convales~ent HlJ'lpdJl/Aged

Home, etc.
11 Teaming Hostel/Halfway Housl'
12 Sheltered LLvmg Hostel/Sheltercd Workshop
13 MLl11mal SupervlslOn Ht)stel
14 Ab:-.ent WJlhout Lt'J\'e (AWOL;
15 Other HtJ::,pltals
16 Day/N,ght Care
17 Other Plans
99 Out vI Syql:m

DE.FINITION OF LIVING PLANS

The categoric;, btlow repre'-ent an atte-Illpt to Je-lille plam Whll.:h art' .IS JllUtUJ\\y
eXclusJve as possJble. LlvUlg plans WJJI stIll eXIst which may JppL"ilT to be d
combination of those below. Le., faCllIlles may eXIst that have e!cnlt:nU at
several plans. LI\llng Plan, however, reft'rs to th<:.' plan for the cI'CII( LillI rll)t
slnd\y speaking, a descnptlOn 01 th(' faclhty \!se the "other" cah:g.llr\, I\nly J~ d
last resort for exceplJOnally ullusual sltuaLlOns
01 Stale Institution/State Traming School for M/R- AdmInIstered by Sl.ltt:
02 Privott InSliluflOns for Ihe Mentally Retarded--DlffcrentLated IfOIn other

plans by non-rdidocc ,m comlllunity for any SCf\'lces. J lull "t:rVlce tJ..:lllty
03 Independent Home - ClIent or "pnuse head (If household.
04 Parental Home/Relative Home/Lexal Home
05 Sanilorium Care P;Jtlt'Ots under thlS type of pldO should nor need the

daLly attention of profes<;LOnal stJtl, hut dr,' Cflh bOllnd 'I hIS rllt:.ln" thd!
they are under 40" In height Jnd under 40 lbs In weight TypIcally.
s3mtanum care resldellb <He reasonably hei:llthy, smi:lll, lllllfm Inlants

06 Family/Foster Care UO'opecIalLled home lor ambulatory childrel1 :111(1
adults which olfrr a Lunily sdlln~ for {)~.rlm31 normJI life Dependent
upon COIllI1l11nJly SCf\'lce~ for educdtlon, ICCrei:ltloll. \lOcdtJOnJJ LJdlnllll;

and medlC:al servICes. Usually no more than LI-6 persons at each Lll.:lIltv
07 NUTjery - Speclaliad for non-amhulatory <hildren between 0-5 ~()r oluer

who will/I( II/to crrhd who <Ire mllltlhandLcapped, ...tvnely ..JIlL! (1<)­

loundly retarded. ()pu<llors are not pro(esslondlly IIJmed. DCj1Lndent ')11
commumty seTVlce" fur acute ml'dJCi:l1 carl? and training or th~'rapy plC)­
vjded. DIffer,; from SanLlaTium Care LI1 th...lt rehJJlcc upon c<lmmunlty
servlc.:es tor medLcal treatmf'nt l:'i mOle <illlte uecause dllidren .Ill' III pOGIU
h~aJth.

08 MultiserVice Facility Speclilllzecl lor non-.lmbuLltOlY, ll1ultlhandKapp.:d
cluldren anJ Jdults who do reqUire 24-hu111 nursmg serVll,e<, hy plotes­
slonal nurses. Dependent upon cOlllmunJty ~.e(Vlees fell :.lCute medH al «ne.
bllt may proVide IheriJpy on prtllJl'ie ... No SIlt' or wel~ht re~tflLtI(ln

U9 Private ReSidential FaClllly/Group Home/Board and Care---GrQup liVIng.
non-specIJhl',rd sel"\JCt: for dmbulJtory chJidren, or for alT,bulatfilY adull~

Dependent IIpOI1 comlnllnLty ~crvlce" for educJtlon, rccrrdtLon, \"L)CJtlonal
lriJlnmg, and medlCall'JJc I'atlenh !yplcdly need minImal SUpl'rv1.'IOJ1 and
would not bent:fIt from famLly setllng.

10 Long Term Care/Com'aJescent Home/Convdlescent Hosp'lal/Aged Home
elc.--Re~Ldelltl;'.d seltLng .;;talled by medical Ind nursing pn~onn"-'llu m~cl
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needs of medlc;dly Impaued multIhandicapped adults and chIldren, but
largdy adults. recreatwn and rehabilItation servIces may be offered on
premLses. Differs from multjservlce facIlity and nursery by not bemg de­
p~ndent on communIt} for medIcal care DIffers from hospitals for the
mentally retarded in that not all l;;elVll~es are offered.

11 Training Hostel/Half'WaY Houses-For those 16 year~ of age and oldet
Actjve mvolvement in vocatIOnal tnunmg. Placement~ are short term In

pr~paratlOn for adult hVlng.
12 Sheltered Living Hostel/Sheltered Workshop-Sixteen yearl;; old and up

Long term sheltered ""ark OJ day actIvity WIth supervIsed dally hvmg
accommodatIOns.

13 Minimal Supervision Hostel-EIghteen years old and up For socIally 3d~­

quate young adults who are semI-mdependenl, but require supervision and
consultatlOn jn CrISIS situatIOns

14 Absent Without Leave (AWOL) - At least overnight absence. Applies only
to institutions.

15 Other Hosprtals-Generdl hospltal~, county hospitals, V.A hospItals,
clInICS, meuJCal school~., etc. Placement 111 tlu~ facdlty IS expected to be
temporary, and IS in reiponsc to a specIal situatIOn, WhICh when resolved
will result In replacement.

16 Day Care or Night Cale- ThiS category lIlciudes placements wtuch are Cl"
much for the convenience of the palents as for the patients When not on
day or mght care, the p,ltlent hves at home.

17 Other Plans~ThIS category mc1udes placements which do not fit mlo any
of the categories outlLnt'd above.

99 Out of System-Chent IS no longer a part of the caseload either through
dLschargc or death.

REASONS FOR CHANGE CODES

CODE

01
02
03
04
05
06
07
08
09
10

REASONS FOR ClI,INGIJ'

lnltJatlon
Alternate plan
InapPlopriate plan
Unavailable
lmposed plan
Reached goals
RegreSSIOn
CrIses
Withdrawn
DIed

DEFINITION OF REASONS FOR CHANGE IN SERVICE AND LIVING
PLAN

OJ Inrtlat;on-~Cllent IS stal ted on a new scrvlce/IIvmg plan, one which L" besl
sUited to meet hiS need~,.

02 Alternate Pian-TerminatIon ot serVIce/living plan becau~e an alternMe
service/lIving plan, ont' whJCh IS more sUltt'd to hiS needs, has become
available
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03 Jllapprupriat~ Plall-1erllllnaLlon 01 sl'J"\IJCe/llvlng plan b\:cause 11 does nOI
meet the needs of the Cllt'lll or LS nc,t producmg the de'>1ft:d bem'llLo.

04 VnavQiJab/t~-TerJmndllon ot servlce/ILvmg pldn becau<;t It IS no 1(1Jlger
avaLlabJe.

05 Imposed Change·- TermlnatH)n of servl(o.:/ltvlng pldn for d rl:<J"OllllnTl:ldtell
10 dlcnl's plOgrc~s.la(lrnJll1strdtlvc,111liHLt'LJLJOn.lIrafl, ell' )

06 ReQched Goals- Termlnallon of o.ervl~e/llvlng plan hecausc the Lllent 11;-\<,
progressed as LH as hl' can under the pre<,ent arrangemem

07 RegresslOn-fammdtlon (If "ervlce/hvlng plan because Ihe clienT hd~ re­
~esseJ to a pOint where (Ilt:' servJCc beHlg 'Jlfen.:d IS no I()nger dppropll<.ttl'
tll Ill'~ IH'-~d).

08 CrislJ TenlllndLlOn of sen.'ll:o... /11vlng pl.Jn due to an t.:m,~r~enn' \ltudll0n
LJWo]vlng the l:IJelH

09 Withdrawn-Tcrmmatlon ()I servlce1llvllIg phm hecallse the c!lent h<.h ken
removeu trCJIn tht.: sysLem

10 l);ed- Tr:rrTlln:ltlon of ....lTVI~e/l\v\l1g. pion be~.\us{' tht' dlenl !ldS d\~·d.
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Part II I
Reaching Special Populations Among the
Developmentally Disabled

Edi lor's Notes

When Senate hearings wele held on the initial Developmental Disabilities
legislation in 1969, then Assistant HEW Secretary for Legislation. Creed C.
Black, testified that a study of the 166 projects funded under the Mental Retar­
dation Facilities Construction Act (P.L. 88-164) showed that only 12 facilitIes
were located in poverty areas. He added that thIS fact could ··hardly be called
reassuring in light of the knowledge that 75 percent of all retarded persons are
located in sueh areas."·

The linkage between poverty and the Incidence of mental retardation and
other developmental disabilities has receIved wide attention in profeSSIOnal elf­
des over at least the decade. Yet, as. the PreSident's Committee on Mental
Retardation has pointed out, (here conllnues to be a dirth of available services in
low Income neighborhoods.

The papers prepared by Kelly E. Miller and Armando Sanchez both explore
the special problems developmentaily dISabled indIviduals liVing In disadvantaged
communities face in obtaimng adequare services. Both aurhors stress the close
relationship between the lack of services for the developmentally disabled in
deprived neighborhoods and the general shortage of humane health, educatIOn,
welfare and social services available to the poor.

Miller desenbes the general difficulties faced by the urban poor in receiVIng
human services as well as the speCial problems encountered by inner city repre­
sentatIves in PhiladelpJua in learning about the Pennsylvania Developmental Dis­
abiJitjes. program. He also outlines several proposals for aiding inner city resi­
dents of Philadelphia provided adequate fundmg can be obtained.

Sanchez suggests that ChIcanos and other minority groups are denied a
"healthy liVing environment by SOCial class circwnstances and professional preJu·
dice in health care." He condemns what he calls "an Anglo mIddle class syn-

·Men~af Rt'tardataon and Otht'r Developmental DISabIlities. J Y69 Hearmgs before the
Subcommlltee on Heallh of the Senate Committe~on Labor and Public Welfare. No·.ember
IOand II, 1969,pslle 113.
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drome" In health servKfs. and the tendency of most heallh system:-- [I) develop
programs which wurk at cross purposes with lhe sOcial, clII1ural and orgalllza­
tJOnal structures of nllnOllty commumtle~. A jpel.Alc example IS cIted by the
authlJT 1O mdlcate ho", such dls..:nmmatlOn uperates-oflen In subtlt>, sublumnal
formS-in the C;lse of an HEW <;Iudy of mmorlty grl..)up l1eed~', for rehabilitation
and developmentLll dlsablhtlcs <;~p'lces

Sanchez, notes that health professIOnals frl~4uently ovcrloDk. tile tact th.ll
there IS not one but several Chicano "communities'· wlthm any given neighbor­
hood. To overlouk thiS fdc.:t, he :mggests, IS to predestine many well Intended
hunHlll service programs tu failure He lUIlC\UUfS wllh a serle:; IJf ~I;\ rel.:ommen
datlOns fur socIal p]anner~ who are serIously mterested In mounting -,;ul:Cf'ssful
proglams In MexICan-Amelican commUnities.

James MacDonald Watson deals with a somewhat different yet related prob
lem of at.:t.:essln~: SCIVILCS fur the develormentally disabled: how do we reach tht"
DD populallon ill rural are<is? Accurdlng 10 the U.S Census Bureiju, despIte tht"
contlllumg trend toward urba.lllzatlon, In ] 970 some 54 mlllldn perM)IlS lIved JrI

rural Amenca. Watson pomts out the general plOblems faced In mounlmg effec
tive programs (1)1 persons afnided with condI1lOns such as developmental dl"·
abilities" Not only docs the low inclden..:e of the dIsorder make II hard 1(1

establIsh an adequate servlce base wlthm reasonable commullng dlsl~nce but the
generally low pf~r capita income- III rural areas and the built Ifl disCfllnlllatlOI1 of
most population-based public funding forlllulae further exaggerate the problems
Involved.

Watson desuibes sevelal unique uses uf OOSA funds In Oregon h~ 'itlmulate
service uutreach 10 developmenlally lhsabled person!\ In rural seclluns 01" the
state. He also suggests [he broader use of paraprofessIOnals and eJectronJc tech­
nology (television and telephone CirCUIts) as ways of reachmg and servIcing
Isolated segments of the DO population. Another excitIng new appn13ch pro­
posed by the aUlhor IS the US!? of lelev]SIOIl cas:-;ettes as a home Irammg deVice
for the developm~nLaJly disabled and thell fanulles. Watson closes With a few
comments on the need for "togetherness" amung the special Intere~t gruup~

represented on state DDSA coundh.
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Services for the
Developmentallv Disabled
Within the Inner City

KeDy E. Miller

INTRODUCTION
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A Statement of the Problem

Senator Edward M. Kennedy stated JO the loreword of a book wntten by
Rudge, Hurley entItled Pove,~l' and Mental Retardation: A Causal Relationship,

There IS a Lol to be done In America if we are to reach a goal
set for us almost two centurIes ago-and a lruly revolutionary
goal Lt was, to dare msist upon "Life, liberty, and the pursuIt
of happiness" for each and every one of our citizens. Clearly,
not aU of us even today, however nch and mIghty our nation
IS, have the kmd of fH'edom, the kmd of opportunities, to let a
person fulfill the dreams a man IJke Thomas Jerferson had for
all hiS countrymen.

Rodger Hurley states,
among the conditions which have blighted American life, two
of the most perplol.lng have heen poverly and mental
re-t3rdatlOn. The harshness of each has been aided by a good
deal of pUblic ignor;:lnce and. until recenlly, each has been
treated with a large degree of pubhc apathy. A relatIOnship
between the "two has rarely been made apparent, each has In

fact, bern similarly It legated to reglOm. beyond the Amencan
conscience

The thmkmg of "expert~." concerning poverty and mental retardation IS

even more tragic than the ignorance of the general public. Unfortunately, many
such experts harbor prejudiced opmions as to the importance of heredity in
causJOg mental retardation, and JO turn they equale poverty WIth genetiC
JOferiority. Although one can understand Ihe dIfficulty of the professional in
blldging the gulf between his middle class orientalion and that of the pOOl, il
might be expected that professional trammg would enable him to overcome lus
Ignurance and prejUdice. Kennl~dy further states,
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Th~rl: I~ mde..:d 'iomelhmg .".:\[-servmg Jbout thl' way we olrell
tend to thmk of the pOOl, and In pdIlll;ular those among u .... we
all too convemently choose to call "mentally ret.uded," rhe
term has about It, fOJ many of U~. d fmal unyieldIng quality. It

IS as II an lIH,"verr.;lble hand of fale ha~ been at wOlk, dnd now
[he deeu. JS done, the Judgment pronounced, the persol1\ mmd
dedan:d "re tardt:d" - a nct Iha t 1S thi.J t

The r~st, we S<ty, lS a custothal milLler, or the rest I" UI' III

the parlicular famJhes 01 the r~tarJed, whu w111 surdy do Ihc
Uttlc Ihal can he done, wLlI surely help the retarded In Lilt:
small and undramatIC way" tht'y call be hdped. Such J 11
attitude will nol do, not II we take a careful (ook JI the 1<1 .... 1-:

There arc mLlllons anJ mill]()n~ 01 peuple who, to a \(1)

sigmficant eXlent, aIe waltlng. They all: waltLng for lhi: rt':"1 of
us to know whal I~ already known, bur- more Important, (I dl)

what can and ought 1(1 be clone I'or the tact IS that onl~ ..I

small number of chLldren caUed ·'rt'tarded" cannot prnfll
~ubstalltlalJy froIll valious kinds of 'ipeC'Lal attentIOn.

What IS more. most children called "retarded" drc 1101

sufferlllg from all Injury ur dn IOhelllect del I": It but from Wlldl
might bt' properly caUed ,j kind of polJtJCdl, socIal ~Inu nWIdl
retardatJOJI alfecting the rest of us, The supposeu menLJI
rdardatlOn in many of tht' pOOl IS not mcntal retarU<ltJOn (II .111
bUL en"uonm~'nt.11 dcprl... atJOn, Whjlh Induut::s beIng ser\'l;:t! bv
lfistltullons that Lio not perform In the way the publiC bdlt"we~

they do. it appears that on many occaSlOn<; we (Ire not
medsuring mental rt'tardarHm but our society's l:.llIousrlt·".~

toward~ the poor
Mr. Hurley mdicates that, "There lS no known 01

Lrreverslble cause for over 90% of the mental retJrdiltJOn Lll

Amenca-unless the cause be an fael a number of all tno
remediJbJe social and l:conomJ( forces that become tram.L~teu.

ultimately, Into personal tragcdjes. AbstractlOns Ilkt:
"Poverty" and "1)reJudtce" evcntuaUy get translakd Into Iht,
terrIbly sad psychological experience', 01 children who ,HI'

caUed "backward" or "slow" or • dumb" or (by mon'
sophistIcated peopJe) "reLarded," whe.r In fact th~y have gnnt'
hungry Jnd become rnalnouT1~hed. and h<lve been negJel.:lL'd
and rebuffed 'Illd scorneJ and hunll\lJl~u dnd maLle It) li'"el
unwanted and vu[ually subhuman.

No wonder, then, thal hundreds or Ihollsands or American chlkllen COIlIC 1(',
~ChOOL and appear aU loa qUiet, even dazed, or demon!!.lrale confused and t'JrO"ltll
behavlOr. Often they have from the very ~tart lacked dllngs-- adequdte medJCaJ
care, the right food, a house that protects it!!. mhabltants fronl the cl)ld weather
and from mosqlJitoes and !lies and rats, and In genelal, a nelghborhund ..... l1er~
childlt~n are safe, where their hves dre held Important, where their needs arc Jl1et
as a matter of course, and certajnly as a matter of conSClenCl~. Of ((lur<;c, ~Lldl

l:hiJdren become hurt and ~ad. or course su~h chIldren leel dt:ep down InslJe ..J

genera] doubt about the world, a mIstrust or sch'Jols, of lessons that are dsslgned
and explained, and of teachers who then test and grade them. It \, llalUrallha,
such ~hlidren arl~ labe\ed "retarded" and sent off here, there, ,IIlYWh~lc - ~p lung
a!!. they WlII be out of sight, out of our mlllds Then we L:an aJw<.JY~ conlenl
ourselves With the knowledge that we have done the best we can, taklllg pain<; to
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look at them and test them and send Ihem tu those special classes which all to
often Ireal symploms (and even these in a superficial way) ralher lhan lrue
causes.

Perhaps lhe deliberatIons of this conference will help those children-one
can only hope and pray so. It is hoped that the indignation that many of us find
growmg Wlthm ourselves, particularly those of us who are considered "experts"
will turn mto something else. A whole new climate of opinion is needed in this
natlO" that wilJ enable the Congress (Q act, to pass the laws needed if American
children of all races and creeds are no longer to be labeled and in essence
ignored. Instead we want children who arc chaUenged fmaUy to display their
long ludden and neglected and overlooked possibilities, their humanity, really,
which has been tragically squandered, to their loss and to our shame.

Definition of Developmental Disability

What is a developmental disabiUly? Is it a mental, phYSical, emotional or
spiritual state of being or IS 11 a combination uf aJlthese inputs? On October 30,
1970, President Nixon Signed into law the Developmental Disabilities Services
and Facilities Construction Amendments of 1970. ThiS new legislation
sIgnificantly expanded the scope and purposes of lhe Menial Retardation
Facilities Construction ACI of 1963, as amended, and marked a new phase in the
Federal Government's efforts to provide a better life for aU mentaUy retarded
and other developmentally disabled citlZens. It was designed to provide the
states with broad responsibility for planning and implemenung a comprehensive
program of services and to affel local communities a strong voice in determining
needs, estabhshmg priorities and developing a system for delivering services.

The Developmental Disabilities ACI of 1970 defines developmental
dIsability to mean "a disability attributable to mental retardation, cerebral palsy,
epilepsy, or other neurological handicapping conditions of an individual found
to be closely related to mental retardation Or to require treatment similar to that
required by mentally retarded individuals. III addition:

• the dIsability must have originaled before such individual attains age
18.

• must have continued, or be experted to continue indefinitely.
• and must constitute a subslantial handicap to such individuals.

As Child Advocates we should be concerned and interested in aU services
that provide for the health and welfare 01" aU children, but partlcularly those
who are handrcapped and menIally relarded. Ii is hoped that the Development.1
Disabilities Act will be utilized by those individuals and organizatIOns sensiti .... e
10 lhe needs of this speCIal class of children.

As Child Advocates we mus( be concerned about the total environmental
condItions which affect these .:hlldren in aU phases of theu childhood as we
attempt to unprove their sense of well being and concept of self worth. Federal
support for a wide range of diversified services in terms of lifetime human needs
of the developmentally disabled is a prune concept of the Act. It provides for
the cominghng of funds under this program With those of State programs.

This facilitates the devt"lopment of comprehensive services for the
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developmentally dlsabled Ihruugh the combmallon all j integration llt the ellol t~

In both specialized and generic servIces of several State agencIes representl11g
diverse areas ~uch as health, welfare, educatiun and rehabilitation, Wllhout
Imposmg a set pattern of ~ervlces on anyone st::ILe.

Services for per~ons with developmentcil dlsabihhes means specialized
servll.:es directed towards the alleviatIon 01 a developrLental disability \H towards
the social, personal, physical, or e~un(}mIC habilitallon or lehabJlllat!on uf J{\

indiVidual affected by such a olsabliJty.
The term services includes: diagnosIs, evaluation, treatment, personal rafL~,

day care, donllcihary care, special living anangrments, traJrung, educatlun,
sheltered employment, rccTeahon, counselmg, protective and other social and
socin-legal serVices, information and referral, follow along and transportation.

"HistoTlcally," al.:L:ording 10 Dr. Ruttenberg, Director of the DevelopmenLd
eenler For AutJstk Children, "the Developmental DisabilitIes Ad IS an
expansion from ment;a1 ret'Hdation leglslatlOn, an cx.panslon whjch embr.:ICes ;1

much wider range of developlllcnial disabilities. '
The trend around the country and even dl the Alturney Genclal"s level III

Pennsylvania is to place J broader, ralher than narrower, mterpretatlon It) the
scope. The general Jn11HeSSlon, althuugh II cannol be documented, I';; that Icecill
IIltelplctatlOns of developmental dJsabliJtles-for instance the "manJate" thaI
evolved from Ihe SUJt imtlated hy the Pennsylvama ASSOCiatIOn lor Retarded
Children (By September, Iq72 every mentally retarded chjJd, helow 21 years cl
age must be provIded With a flee public prugram of tramlng and educ<ltlon
sULtable for his learmng capJcitle~ --IIIc1ude autistic dllidren masmuch as ttwre IS
evidence that developmental prec.iLsposltlOns, SlIme lHl a LOfl)~e11Jtal or pennatal
basis, exisl in the lllaJoflly Ill' c... ses.

The Development;i! Disabllllles Act authoTl.~es granls for
• devdopmg Jnd ImplementIng J comprehensIve and conllflulIlg plall
• providing services III the developmentally disabled
• l:onstructing r...clJitles for the housmg of seJVKes.
• trail ling 01 speCiJlJlcd personnel for ,ervICt'S and resean.:h.
• dev{'lopwg or Jemonstratmg new 01 unpruved tCl'hlll(]ues ot serVIce
• con~tructlllg "universlty-... lfiUa1ed faulitles'· for the mterdlsclpllnar'v

trJlnlllg of profeSSIOnal personnel.
• p,ovlding demonstl;ltiun JlId trallllng br<JlltS.

Legislative Hislory of PL 91-517

Title 1 of P.L. 91·517 replaces eXlsllng authority (P,rt C, Tille I,
P L. H8-164) to aid In the constructlOn of cummunlty faCl.litll~s for the mentaUy
retarded With .1 combined fOl mula and project grant progl am coverIng bOI II
construction of faciJltle~ and the proviSion of servjces 10 persons wltll
developmentaJ dIsabilities TIle scope of the present program IS bl oaden~d In
melude not only the mentaUy retarded hut al~o persuns suffermg flom other
serious developmental dis<Jbihues ungmatlllg In cllildhood mcludlng celf'bral
palsy, epilepsy, and aillel neuroJoglcal handlcappmg condltje'ns. It IS estimated
that ~.7 Imll,.,n children Jnd adults or 1/24 of the natIOn's pnpulallun->lIrrel
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from developmental disabiljties. Of this number, appro\lmately 6 million are
mentally retarded, 1 million are epileptics, 700,000 suffer from cerebral palsy
and I million from other neurological handicaps originalmg m childhood (other
than bhndness and deafness). In the case of serious developmental disabilities, it
is quite common for an individual to be afflicted with two or more overlapping
conditions. In general, the mow serious the disabiJity, the more likely that the
individual wiU be multiply handicapped.

'[be new legislation aJso extends the present authority to construct
universIty affiliated facilities for the mentaJly retarded (Part B, Title I,
P.L. 88-164) through June 30, 1973, and authorizes a new project grant program
to cover the costs of adminjst{:ring and operating demunstratlOn facilltles and
interdisciplinary tTaming programs in such facilities (Title II, P.L. 91-517).

EXlstmg authority to consrruct commumty mental retardation facilities IS

replaced by a broad new federal-state grant-in·aid program to assist the states in
developing and implementing a comprehensive plan for meeting the needs of
persons with developmental disabilities. States may use these funds to construct
facilities, provide services, support state and local planning, administration and
I~chllical assistance, train specIalized personnel and develop and demonstrate
new service techniques.

Sixty ffilllion dollars is atJlhorized to be appropriated for this program In

fIScal year 1971, $104 mr/lion If. FY 1972, and $130 million in FY 1973.

Hahnemann Catchmenl Area [}emonstration Program

An example of a demons! ratIOn program IS provided withm Hahnemann
l.:atchment area which is one l,f the most economicalJy and socially deprived
areas in the State of Pennsylvania. This area In the City of Philadelphia, has the
highest percentage of conditions associated with mental retardatIOn and
neurological dama~e in young children: i.e., low rate of prenatal care, high
Incidence of pregnancies in young girls, poor phySical health of mothers, high
rate of malnutrition, low education, high rate of unmarried mothers, etc.

Based un prevlOus studies It is estimated that of Ihe 2,000 children born
each year in the Halmemann catchment area more than 7% are developmentally
disabled. In addition to the medical conditions which predispose infants to bemg
al high risk at blTth, the social and family disorgamzatlOn associated WIth
poverlY, crime, and hJgh drug abuse markedly interferes WIth (he supportive
environment WhlCh the new born needs. The social circumstances of rhe
Hahnemann catchman area tl~nd to interFere with the development of a
contlnumg and close relationship with one competent,loving person which eve!)'
child needs but particularly the handicapped child.

As a result, special difficulties are apt to arise due to the lack of maternal
sensitivity to the special needs of the child. If the mother IS young and
unsupportive, if she has undue medical problems, IF she has anxtetles as a
consequence of social ptoblems, she will have difficulty establishIng the close
maternal bond necessary for providing the child the understandIng and positIve
handling which he needs. It will be difficult for her to seek out and/or utilize all
the special services necessary Ie- foster the growth and development of her child.
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BecJuse failure tn Thrive IS relakd tn poor lll:Jtnn.1I c:ne, 1ll,t1IlUrlltlull,

gent~{[( characteristics, )u,-"I<11 and eL'LHlLlIni~' t"ru)trdtlon'" and lack (l! .1

slimulalmg enVHUnl1lfnt IlahnelllJJ11l HU"ipllal JS prllpnSlng a lllod~1 01 \t'rVlll~S

to confront these conuI1JOils A propusal has b,:en 5ubnJllied to the Slale fjDSA
Agency to meel the need for' (I) the coordInation of s,erV1Ces a~ they Impinge
upon mothers and tn/Jnts al hlgh risk, (2) the estahllshmenl of the neCl:SSdIY

collaburatlve ~lrrangelfl~llts with other significant child (.He .tnd SOCl,Lllllrtg

agencies In the commulllty. anll (3) the ducct habllitatloill serVl(e~ 1\1 rll~'

Jll(ltllers and cruldJell 1101 presently [wIng "eTvec

PRE-CONFERENCE MEETING

Issues, Problems, Services

In preparation tOI the NCltHmal CL)nf~rellce of St.Jtt.: Pl:.Jnlllng AJVI~(11 ~

Counuls on Services. dnd Facililles for the Developmental DlsabkJ, .1

pre-conference meeting was convened by the Child Advucacy PlOJeC! \)1 tile
Philadelphl3. Ulban .League In an effort to plovlde an ac(ural'~ deScllptlon ,J! the
issu~'s, problenls, and service') aVJIlahle tn developmenl,tlly disabled dl1h..lrl~n III
Ph~adelphw

The pre-conferenL:l~ IlleetIng wa!'> held Iln Wednesuay, Odobel I,~, 1(17~ III
Ihe ornce of lhe PhiladelphlJ IJrball Ledgue. cnnreH'nce IUl'1ll ::; \~(J
Representallves or murr thall 50 ilgenLlcs servlIlg developmentally jl~:lbleu

dliidren were invIted 10 a1tend ThiS paper represents a syntheSIS of rhe lhlllkmg
which came out of that meetlllg.

One of the initial pomts of dlSCUSSILln was that none df the represenIJt1ve<;,
at Ihe meeting had been invited Itl drtenj the NatIonal ('(Infcrcn<.:t' III
Washmgton The consensus was Ihal tile confelenre <;hl1uld be 11pen II) ;lIlY Jlld
all agencies who are dlfcL'lly Involved in provldmg serVlce~ 10 devt:lopmrnldlly
dlsahled children Future conferem;es sponsored by Ihe NatlOni11 Ad'ilsory
Council should en"ure thar all agencle:-. have an (lpportunllY lc, pal1lClpJI('

Pennsylvania Developmental Disabilities AdvisOl')' Council

The partlclpants JL the ple-conlert:nLe meellng (leiirly I11UICJh:d lhal lhc'l
were conlu<;;ed abuut the Pennsylvania Slale Plan MallY JIU noL even l.T1l1W dl
the eXIstence of such a plan

The facts, according tv Mr. Jack BO:/le, PJan1l1ng Dlfedl,r 01 th,~

Pennsylvama Developmental DIsabllJtle~ Council, ale thai lwo State Pldn" lUI
Pennsylvania 'Were develuped and approved and the Slale Plan lur (h~ 7 _~-7 I
fiscal year has been pres~nled to Mr. rrJn(ls Warren, K.~gI0n..l1 ('()llllI1lS::'IUIlt'I,

DepiJflment of HeaJth, Education Jnd Welfare, ReglOJl Ill, Phil.ldelpillcl,
Pennsylvama

The original plans were hastily developed III meet Immediate c.:onlJngfllcle~

wtucll caused a communIcations gap and confUSIOn at tile 10(':aJ level abour the
l..:onlenlS and slatus 01 the Slate Plan. Th~re was alsu gl~Jt concelfl ahoul tlte
lack nr aJequate gUidelineS. Mr. Boyle ~Illphaslled> howevt'l, th.lt glJldeltlll~s J.r,~

no1 prOVIded until arIel .:I leller of mlrnl hrls been SUhlllilleJ
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011 July 14th agencies were notified that a letter of intent must be
submilted by Augusl ISlh. By the lime the letter gollhere, two or three weeks
had passed. There was no response [Q a leiter of Intent or acknowledgment fLlr
the tremendous eHarts that were utilized.

During the 1970-71 fiscal year $551,134 was available to Pennsylvania.
$ 51 7,517 was allotted of wtuch $100,000 In seed money went to Philadelphia
for plannmg purposes. A total of $416,297 has been allocated in the 1971-72
fiscal year.

A number of proposals from PhiJadelphliJ were submitted for approval. Four
of these proposals were applOved for fundmg by the State Developmental
Disabiltties Coundl. United Cerebral Palsy of Philadelphia and St. Chnstopher's
Hospital for Children were eventually funded. Aceordmg to Mr. Boyle, funds for
Haven House and Mercy-Douglas Hospital were not released at the county level
because they did not have the lequlfed conlract with the County Administrator,
Mental Health and Mental RetardatIOn. The money was recalled and held m
escrow for all four projects until the problems were ironed out. One of the
problems has been identIfied JS political. The County AdmInistrators are the
mechanism for disbursing Developmental Disabilities funds at the local level and
ilre accountable far these funds and j, is theil responsibility to review and
comment on need and feasIbility of applicatIOn oIlg.in3ting through non-pront
facilities withm their respective purviews.

The programs at St. ChrlSlOpher's Hospital and United Cerebral Palsy are
now operational. When it became apparent that Men.:y-Douglas Hospital was In

serillus financlaJ difficulty, hospital administra 101 s rejected the proposal.
Because of the dual nature of the prop~)sal, the Haven House program was
affected. The money has now been returned to the state level for these two
programs.

A major problem In the ullpJementatlon of the Pennsylvania State Plan was
the apparent conflict which eXisted between the State Council and the
Adrninistratlve Agency, the Department of Public Welfare. The primary concerns
are the lack of Visibility and VIability of the Council. Many agencies within the
Commonwealth do not even know of the eXistence of the Developmental
DIsabilities AdVISOry Council. To correct this problem the Pennsylvania Counnl
voted to change the administratIve agency authorIty to the Governor's OffIce for
Human Resources. Clear cut mterpretation of the roles and authonties between
Ihe Council and the Adnunisliallve Agency should be spelled out. Prompt and
adequate staffing should pe pr,wlded If the Council IS to discharge its functIOns
properly.

Norlh Cenlral Phi/adelphia Community MenIal Health and Mental Retardalion
Center

According to Mrs. Calherine D. Weis, DIrector of Mental Retardation
Semees, Children and Family Unit of the North Central Ptuladelphia
Community MH/MR Center,

At one time staffing granr authority was avaJiable at the
reg.JOnal level through the Social and Rehablhtation Service.
SRS fundmg was phased out wilh the mtention that the
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expanded Developmental Dlsabllltll:S ,\('1 would be pha ...ed III
The problem WJ'i that the tumng of phasing out alone pTOlect
and phasing 111 of the oth~r dId not me~h.

There was a Teal delay In gettIng gUldeUnes (I the [()\".al
communlty Jnd agennes and .J new roullng for grant
applicatIOns. )n other words. prevlOusJy grant applications
were submitkd via the RegIOnal Officl~ of HEW Whereas, flOW

grant applicatIOns are subnnlteu via the County and Seale
RegIOnal Offices to Hamc;burg. The real hooker hi1', been rhe
small amount of money that was made available In the St::lte of
PennsylvanIa whIch has heen allocated only $800,000 tor the
entire State.

Another pomt wtlll:h generates great concern IS th,~ requirement lur
provIding up to 90% of federal fundmg In offIcially deSignated povel ty i:lreas We
recognize that a state can provide 100% funding for poverty proJect, provIded
(hey meet the overall federal matching requirement (I.e., 30% in F"V It)73) In
our roJe as advocate:-., however, Jt seems qillte proper to raise a quc'l[lon
regalding the "malchmg" requlrement. The nOilO{l of requiring mak:htng j:!.rJnts
by states or by Jocalitles goes back tn the PUfFan ethIc whIch held tllal nlonev
given without lequiring something from the rel~lpient, would lead hll11 into the
"unmoral" condition of dependen~y, I.e. nor bemg wllhng III help himself

One point of view on this has been th;Jt thi:; Pulltan phJlc1sophy through the
extensive finant;131 resouc(es of the Federal Government has pJaced a contmulIIg
obligation on commumtles for an ever Im:reaslflg load of finanCIal r~sponslbJlty

rOT programs which they may have postponed haLl It nol l1een fm the Ft'deral
"canolt." ]f the majorIty of taxpayers and If the conSClence of Congress leels
(hat compa~SlOlla(e and helpful servIces to,) [he menIally disabled ;:He deSIrable,
then Lt fullows that equal service ~houJd be given Ihroughollt the CDuntry and
tha( thiS could only be ensured tn be eqUltable If Federal funds covet 100/( of
(he cost.

This pOSItion is vahd not only for urban mner·clty areas but fpr Iural JredS
as well. OtherWise, the richer states are always going to be ahle tn make better
use of the fedelal pot lhan the pourer slates. As advocates for the elllllln~lthJn uf
developmental disabIlIlles, Jl seems qUILl.: <lpproprJate Lll LJueSLlon .... l1her
formulae that_ were perhaps appropnate In the J 7th and 18th centuries ::lIe
appropriate for our 20th -.:entury mobile socletv. Surely, adequate JSSlstan(e tu
the developmenlally disabled IS more apl 10 hell) lum be Inuependenl Adrqui:I[(;
relief enables people tv lift themselves up--tnaJequate or mlnllllal dId IS like a
slow death for a starvmg man.

It IS agreed that OUl role ;IS advocat~s h tv press for more IUlld) Illi

preventIOn across a Wlde spectrllm rather lhan h,we lI.solely the responslbl]ll} 01

Developmental DIsabilities. The reason for LndudlOg such a focus here IS fhal
nowhere are the effects uf poor health s~rVlcn, Inadequale hOUSIng and lllel
more apparent Ilr more grim In thell lesult·~ Ihdn lJ1 thE: developmef,ldJly
disabled. Therefore, those agencies and people Involved with the develop
mentally disabled have a hIgher responsibility it seems, to advocate the mclll~lun

of a designated r~sponsibillty fOI 1ll0bllLZIfIg all preventive selVJCC\ \ll lS t(1 have
the greatest Impact on lhe prohlem.
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The paradox here is that while they may be protesting about additional
money for health care and for adequate public assistance aJlowances, the
taxpayer would save money m the end. This is often a hard point to get across
because initlally It is true it would cost more. but if there is not a turn around In
thiS, then we would only be puttIng our fingers in the dikes and servmg more
and more people wah developmental disabllitles whjch could have been
prevented had money and services been appropnate]y available. Accordmg to
Mrs. Weis, "What IS socIally deSifable is fiscally sound."

The need points to programs that will get into the home and help families
WIth problems such as those affecting newborn Infants. At Temple University
Hospital in Philadelphia, for in~,tance. over 300 babies are born each year that
are IdentifIed as in trouble or "at risk."

A real program of preventIOn will requIre an adequate diet, adequate
housing without lead paint, ava]lability of comprehensive health services, better
prenatal care and quality educatIOn.

These fanulies need to be proVIded WIth good physical and occupational
therapy. Good health services and comprehensive human services must be
secured for these children if they are to survive. Specialized day care services are
needed when they are two year~: old so that they have a reaJ chance to develop
into happy healthy human beings. Our major responsibility is to advocate for
these children; they have received a rotten deal thus far.

Pre-conference participants stressed that a heavy emphasis be placed on
programs for younger children because thIS IS an area where we are having many
problems which nught otherwise go unnotlced. The whole idea IS to Identify and
resolve developmental disabilities early. before an individual reaches adulthood.
The adult problem is a cntical one, and walting lists are far too long. The fact IS,
however, that children do grow up, and It would be wise to detect problems at
an early age as well as provide a continumg service for adults.

Many professIOns In the field of mental retardatIOn opposed the mclusion of
autism in the initial regulations because this disability came under "Mental
Health." It 1S currently not Included in the guidelines. Childhood autism,
however, IS a substantially hand Lcappmg condition and In many of its symptoms
is not unlike retardatlOn. In fact, many excellent professional faCilities
sometimes struggle for years to be able to look at chIldren as children and not by
diagnoses. But that time is not Yl~t here for all of us.

Training of Personnel

A major need in providing '.crvices to developmentally disabled children in
the lOner city ]S the training of appropflate personnel to see to it that services are
delivered to children and their famlhes on a day-to-day baSIS. One hospital In

Pluladelphla, SI. Christopher's Hospital for Children (SCHC), has developed a
ptlot Home Care Program. The program contains a Home Training segment for
the training of child care workers consisting of one year of study at Tempie
University with trammg prov]ded in three phases of J5 weeks each.

Phase I focuses on the mechamsm of observatIOn and recording. The
greatest emphaSIS dUflng thiS peflod of time 1S an extensive study of human
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growth and development from blfth to age tive Phase II tucuses all the study III
human growth and development through the periud 01" adolescence The
emphasis dUflllg th15 period IS upon the emotillnal needs of children, methods 01
testing and evaluatiol1. Phase HI explores the nature of emotIOnal dIsturbances
and the slgmficance of In terplay wlthm the family as a social umt

The reJatlonshJp of the Child Care Worker with other member:- of a
multidisciplinary Lealn (whIch Includes pediatrICIanS, psychoJoglsts, physIcal
therapists, occupatiollal therapists and speech therapists) was dlscu~sed durll1g
this perJod. There are three field experiences of 14 weeks each uffered 10 [he
students. Experiences with handicapped and emotlOnally d1.~turbed chIldren are
supervised by staff members ot agencIes such as the Pennsylvi:lnlo School for
EmotIOnally Disturbed Children and varIOUS day schooJs and get-set programs

At the conduslUll of the mternshlp they are qualIfied as certified ChIld Cdre
Workers by n~mple Umversity. Cluld Care Workers accomp.my parent~ on each
Vlsil to the chrllc and emphaSIze the importancl~ of keepmg apporntmenis. Under
the superVlsioJl and directIOn of other members of the mult~dlsclplInary leam" a
specifiC plan is worked out tor each chlhl. This Includes short am] long ternl
trammg for botb the ohiid and blS family. It IS the role of tbe Cluld Care Worker
to incorporate the family mlo the program. For example, should the c1lJld need
speCial exercises for developmg large muscle control the mother wlll be laught to
carry out the exercises while the child care worker observes, Instructs, and
demonstrates.

As a result of the child Care Worker's Involvement With the famlly, she (<in

identify envIronmental prohlems WhlCh tend tu retard optimal growlh and
development such as poor hOUSing or rnaoequate care from parenb. 111e
effectiveness oj the Home Care Program IS apparent. During the perlud of
January 1, 197] to January 1, 1972, the chlld I~are workers team made ~l total of
1,165 home visits to 5) children dnd theH families. Sixty percell t 01 th.ese
children were under 2 years of age. The Hom" Care TraIning Program at SCHC
has been instrumental in heJpmg othel agenclt's organize and develop programs
In their catchment areas.

Problems of Transportation

Another problem plIlpornted wa'i that of transportatIOn Child Care Workers
are forced to use publiC transpOltatlO1l whJch IS a great hrndrance to theIr work.
TransportatIOn can be an expensIve Item m day care programs for children who
have to u~e rwo or three buses a day. Parents accompanying handlCapped
ch..iJdren expelience many problems because of the speCial needs of the:.;e
chddren. A cheap or free transportation ...ystern for workers, children and theIr
famIlIes wouJd tremendously IJlcrease the qualily of serVices.

CENTER FOR PRESCHOOL SERVICES IN SPECIAl. EDUCA nON

The Center for Preschool Servll.:es In SpeCial Education IS d nallUlla[
demonstration program ::,upported by the Bureau of Educallo n k\1 the
Handicapped (THle VI), Office of EducatIOn This program IS workmg as a



Conference Proceedings ISS

model for early detectIOn, diagnosis and comprehensive treatment of
handicapped preschool children attending federally funded preschool programs.
The focus of the work is to provide immediate family aid and child services to
handicapped young children thlOugh collaboratIOn of mental health and public
educational systems.

The demonstratIOn program IS set up for replication in every
"neighborhood" In a city. Under the existing "right to education" mandate,
immediate need exists for appropnate integration of mentally retarded,
epileptic, cerebral palsied and neurologically impaired children into eXlstmg
regular cJassrooms, or into specifically designated facIlities to meet special
individual needs. It IS con,,,dered vital that the State Plan for the
developmentally disabled view the center model as a Viable method by whIch
both the educational and therapeutic needs of handicapped young children will
be served. UnIJke a number of individual programs in this area which often focus
on one or another specific aspect of services for the defmed populatIOn (e.g.,
training of child care personnel, support and guidance for parents of
handicapped, etc.) the center concept includes a totally mtegrated approach to
the IdentificatIOn and remediallOn of handicaps at the pomt when the young
child enters the classroom SituatIOn.

The accompanying integrated plan in special services for preschool chIldren
describes a method by which an inner city can move in the direction of
proViding appropflate services to all handicapped preschool chIldren. Under the
proVIsIOns of the Developmental Disabilities Act, a realistic approach would be
to provide the funding necessary to the "linked" Units in each service area. ThiS
10 no way needs be the total responSibility of any gIVen agency, but rather the
shared responsibility of Mental 11ealth and Mental Retardation, Public Education
and the Developmental DisabIlities Planning and Advisory Council.

Integrated Plan for Special Services for Preschool Children

J. Screening

All preschool head teachers and supervisors In the five catchment areas
of the city would be trained in the admimstration of a screening instrument
(e.g., Denver Developmental Screening Test).

a) Numbers of teachers and supervisors-approximately 225.
b) Training time (time out of classroom) one day per catchment area.

2. Disposition

a) Group I--Remam m regular classrooms; withIn norm range on
D.D.S.T.

b) Group II-Mild and Moderate Deficrencies in Dysfunction.
Referral to Y.! day preschool diagnostic/therapeullc center for

appropriate diagnosis, interventIon and placement.
c) Group l1I-Gross Developmental DefiCiencies. Referral to Day Care

retardation centers for appropriate diagnosis, intervention and placement.
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INOTE The arrows In the <H:compallymg diagralll reter 1:.J the tleXIl.11lt1y \d
movements i:lmong th~ VdllOUS classloOlllS or settIngs for a child studIed and
found to be a mentally deficient child and who could probahly prollt 110m J

nornlJ.1 day \.:are settlllg with a pal (-tllne therapeutIc s~ltlllg (group 11 UnitS! Tile
chtlJ could be entered llliu a [oelil regular d,ly C<:ITt' setting with the reterrJI
cenler working In cooperallL)n with hUll J

Anolher example llllght be d .:hlld Whll IS .... le'Wed d, lkvl'l IIp I lit' II Iall'.'
"normal" but is ~hoWJllg real lhfflculttes III hJ~ perf relatIOnshIps III the
classroom. The regular teacher may refer lhe ..:hllc to the I~ d;nl
diagnostic/referral c1assTl)l)!n while he remams within the regular cliiSSrCtOlll

set tmg.

INTAKE SCREENING BY TEACHERS

Normal
Group I

\
~

/\
t ',,-

Mild to MOderat]
Developmental ' ~I

Dysfunction 1-

Group II

Gross
Developlnentel

Deficiencies
Group III

Retardation Dey Car. Centers Di_gnostlc/Therapeutlc
Preschool Centers Clel-sroom

Regular Clas5roomr,

MODEL FOR EACH CATCHMENT AREA
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NATIONAL CONFERENCE WORKSHOP SUMMARY

is?

Participants who attended the conference workshop on Services to the
Developmental DIsabled Withm the Inner City unanimously agreed with the
major contention of the background paper that more emphasis, concern, energy
and resources must be brought to bear on the problems of prevention rather
than a continuation of the treatment of the symptoms. Perhaps the volunteers
and professionals in the field of developmental disabilities can be the catalyst for
bringIng these resources into pl.1Y.

There is a need for a blue print of services that can be made available at the
community level. There is a need for a list of basIc servIces so that servlce
delivery no longer becomes available on a hit or miss basis. There is a need for an
eXlstmg service to be checked and evaluated to determine gaps. There is need for
trained administrative personn~l to administer and coordinate the consteUation
of services required.

According to Dr. FredeTick Green, Assoc13te Chief for the Children's
Bureau, who was one of the nanonal conference workshop participants,

There IS a normal sequence hefore a program can be put
Into phlce. whether It IS III the inner city or whdher It IS in the
suburbs. That sequence would seem to me to be not only the
perception of need WlllCh we have constantly estabJished. and
the dIsmal facts that we have in the inner city, but also there
should be a penod of l~onceptual1zmgand defining options and
alternatives before programs are mitiated.

A small program that has been wel~ conceptualized may
add a great deal to our knowledge as compared to a larger
program that IS simply reactmg to a need without adequate
thought given to a vanety of consequences. It Just seems that
we have to thmk of our actJOns at two levels.

Some indiViduals may not be motivated to use services so
that part of the conceptualIzmg of a program should be the
motivative factors which should be brought to bear. An
mstitUtion should have built into it an outreach umt so that
they do not always expect indiViduals to come to them for
services. You are often dealing wlth people who are not
motIvated to preventh'e care but rather motivated to episodic
care and therapeutic care so that they wlll only come to a
faCIlity when a chJld has a sore throat. They cannot afford to
take a day off simply to have a routine checkup.

When conceptuallzmg programs preventive care must be
considered along with the therapeutic care aspect at the point
of entrance of the mdJvuJual mto the health care system. If It
IS an emergency room, which happens to be in most Instances
the Single largest source of medical care for many people In the
mner CJty, then these programs should develop linkages In

some way at the POlilt of entrance so that a chJld does not
come III Simply to gel a shot of peniCIllin for a sore throat and
then disappear out mto that vast populatlOn not to be seen
again until another chief Illness occurs. Therefore, 1t just seems
lOgical that entrance IOta the health care :-.ystem would nol
only faCIlitate therapeuhc medical care but also the beginnIng
and then the identificatIOn and outreach for further treatment
of children With a variety of developmental disabIlities.
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Although we have talked about IdentlfYlflf, the problems some ot II::' may
have dJftlcultJes with the methods that ale Llsed. Who does the identltY1ngJ Whi::ll
Instruments are used 10 Identify'? Are the irstruments appropriate for [he
jndividuals who are being Identified? II goes back to the whole Issue of labelmg
and many of us take a very dIm view of the way some children are Identlfu:d as
functlOnally retarded or dull on the basjs of certain lnstruments that are utl1lzed
In a population where culturaJ hlas can be bUllt JrI.

John Throne from the Umversity of Kansas, pointed uut that the definllH.ln
of developmental disability has been a rather C(lntroverSIi:t1 IS5-UC pallllularly III

regard to the section on the neurologlcitlly handIcapped which produce,:; d

different Image in the minds of different people, partIcularly In regard~ tn Innel
city needs as opposed to the specifIcs of prevem IOn. As we know the great bulk
of the Inner city populatIon who are under functlonmg are not that way because
they are neurologicaJly dIsabled but because (If the lack of opportunir.v III

de'Jelop normally. What are we going to do about that, ,mu what kinds llf IlWllleS
will be aval1able under the Developmenlally DisabIlities Act dS a means lo li:tl"klc
this Issue? This is a matter of great concern.

Leverdia Roach, oj the Social and Rehabilitation Service, sUlllmaTlzed till'
workshop by stating

We must consider serIously our placi' In time and history. We
would like to bt' all thIngs to all pt'uple: that's ldt'al. The
purpose of thl:- act was to get aWdY from categoTlzatlon. We
have tajked about the mentJlly retarded, the ilci Clddresses
itself to the mentally retarded, the epileptIc, and the cerebral
palsJed. It goe5. on to menhon other neurologically
handicapping condltjons which resemble or require Ihe same
or siml1ar treatment. We are concernec WIth a populatlOn or
WIth people In our country who have for mdny yt'ars fallen
through 1he gaps or who have not been served becau:;e of tht'
complex.lty or the multiplirlty oj their handlCllps Wlth the
group that W~ are stn'Jmg to snve, often thiS does. not mean
creating a new service, It means L'alhng on agenCIes that already
have authorizatIons for provJdlng services to do that for whIch
they afe authOflzeJ.

RECOMMENDATIONS

As a result of the diSCUSSIons on services tIl the developmentally dlsJbled
wtuch touk place at the preconference meetings held In Phlladelphl' and al the
natIOnal conference workshops held in Washington, the folluwlng arc subl11l1 teLl
for conSideration. It IS re..::ornmended thaI

I. the Hahnemann catchment aled. pr(lposal he g,lvcn sel \<lU"

conSideration for funding;
2. future conferences sponsored by the N<:ItlonaJ Ad\oisory l\)unul 0n

Services and Facilities for the Developmentally Disabled be advertised WIdely ~()

that agencIes directly in'Jo!ved In proViding services to de'JclopmcntaJly d1.5<lhleJ
ch.ild[(~n can send repre::terHJtIves and have au opportunity to partlClpJte,

3. the "matching" requHement he ~hrnillJted anu federal fundIng ClIver
100% uf the costs;
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4. developmental dlsahilities programs mclude a designated responsI­
bility for mobilizing all preventJVe services so as to have the greatest impact on
the problem;

S. autism be defined as a developmental disability because It is a
substantially handicapping conditIOn and many of lis symptoms are not unlike
Tetardalion;

6. iJ cheap or free transporlation system be provided for workers and
their families which would tremendously increase lhe quality and availability of
services;

7. the center for Pres<:hool Services In Special Education be seriously
conSidered by the Developmental Disabilities Advisory Council as a viable
method by which both the educational and therapeutic needs of handicapped
young children WIll be served.

8. a "blueprint" or list of baS1C services be made available at the
community level so that service delivery no longer becomes avaiJable on a hIt or
miss baSIS. Existing services shoi..lld be checked and evaluated to determine gaps;

9. programs he conceptualized and options ur alternatives defined
before programs are initiated;

10. outreach programs be deSigned so that the developmentally
disabled are identLfied on their entrance into the health care delivery system.
This approach would nol only faclhtate therapeutic medical care but also
proVide a point of identification for further treatmenl of children with a varjety
of developmental disabilities.
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Reaching the Developmentally
Disabled Among Special
Disadvantaged Groups

Armando Sanchez
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"The Developmental Disabilities Law requires the states
to exercise outreach and to give technical and fmancial aSSist­
ance to areas of special disadvantaged. This is interpreted not
merely in terms of economic disadvantaged, bul also In terms
of cuituraJ differences ... there IS still a very considerable
need for council memhers and their staffs to understand and
locate the channels through which they may secure participa­
tion of the leaders of specific cultural groups and the famIlies
belonging to these groups who have handicapped people, in
identifying their own needs and asserting their own concerns
about how these needs may be met." 1

This is the essence of the assignment given to me. It reflects the Increasing
national concern with the provision of comprehensive health services, or lack of
them, as It affects the "quality of life" of various ethnic minorities in this
country. EXisting trends to improve the quality of life through more effective
delivery of health services to indigenous minority groups now include use of
para-professionals, development of neighborhood health centers and increased
minority consumer participation on local health agency adVisory councils. While
these are laudable efforls, I main lain that they represent only a partial band aid
solurion to the more serious and pelVasive health dilemma in which Chicanos
and other minority groups find lhemselves-denial or a heallhy living environ­
ment by social class circumstancf:s and profeSSIOnal prejudice in health care.

En precis,
1. An Anglo middle class syndrome penneales health service programs

with little empathy for and considerable confusion about Chicanos and other
minorities;

2. The premise in cho'JSing methods of providing health services are
often ineffective because they ale at variance with Chicano and other minority
social and community organization slruclures.

ICommunication of assignm~nt rrom the Conference Staff.
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Statlstll.;~lIy the totallJ.S. mlnonty group pOpUIJtlOll is 34.8 mdllOn or 17 7

percent of the U.S. population of 203,2 million, according tu the 1970 ct~nsu~..
Out of the :14.8 mtllion, blacks represent 22 () mIllion, Spalllsh-speaklllg
9,3 million, Amencan InJians 0.8, 1,5 mllhon ASians, and .6 other mIllOTlI)'
groups.

Very recently a ducument titled "Special Surveyor MlnoTlty GnJup Neeus
With Special Reference to the Role of Gra~s Hoots Mlllor!t)' Organl/atlnns 011

the Delivery of Services" reached my desJ.-,2 TIle documenl presenlS Ihe 1011(1),1.

mg four goals:
I. "To examine [he current seM'ice (J(lli~Jt'Fy system fvr VR and DlJ

pvpulafJon and determint' If such a system meers the service need') oj disabled
minorities. "

2. "Identification oj umque prublems of minoflty gruups In llu: deliJ'­
ery of services. "

1. "Identificanon of grass rools organizatIOns ltI the ('onunllnitl'.
partKularly In the barrios and gheltos provldmg services tu th'! dlsf/bleJ mm,)r;tl'
clienrs alid oj those with pOfell1;al for delivery oj sen/ices ..

4. "To demol/srrate rhe [eas/blliry and e/j'ecrilJeness o!usmg grass l"Ou/s

min(Iriry organizations in lhe Je/wery of services. "
With respect to goal I, this infonnatlon IS already available.

Goal I

This informatIOn is already known to the Minority Studies Program when
they report that only 4.7 percent of Spanrsh Sllrnames are "'habrlilated yet the
Spamsh surnamed make up 6.1 ] percent of the .:ounlry's lotal populallOn

Goal 2

The problem of minority groups can best t-e articulated by member~ of rhJI
minonty group. There IS little assurance that RSA personnel has the approprlale
personnel to check on their own cultural bias In Identifying problems of anothe'f
group.

Goal 3

(I) There are relatively r~w grass-roots organlzallolls presently prtwldlng
rehabilitation serVIces, (2) RSI\ probably is n(.l in a posillOn 10 iJenlify those
gras~raots orgamzJtions with the potential to deliver serVices, and (3) fh~ poten·
tial of an organization may be judged by R~:A solely III ., accountmg" lerms
without sufficient value gIven the benefits a .. perceived by mmoTity persnns
themselves.

Goal 4

The feaslbihty of minority organizatIOns seems 10 be a value )udgmelll
depending on the vaflable to be used. A belt" goal might be (I) to 'dentify
grass·root~ orgalliz.alions wllh Inrerest in the rr~habilitJlioll ~,ervlce "'rea, (2) d{'­
velap training programs LO help mlnonty staff to become more knowledgeable
about (he rehabililation proces~, and (3) fa(:Llltalc management and pruJed
admlnistra lIon.
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The document identifies two issues: (I) the determmation and Identifica­
tion of VR and DO needs of minority groups and the impLementation of pro­
grams tailored to their needs; and (2) assurance that minority groups are gelling
a fair share of RSA's market basket (overall VR and DD services).

It seems to me that the writ~rs of the document not only present superficial
issues but also beg the question hy posmg two issues which detract from the real
issues.

The writers of this proposal approach the problem by suggesting that the
present white, middle-class professional will judge the adequacy (feasibility and
the success) of minority grass· roots organizations to provjde rehabilitation servo
lces. The alternative to the establishment agency providmg services IS to pennit
"grass-roots organizations to proVide services in special cases" and to consider
"the possible use of local minorlly organizations of services in certain cases."

The factor of race relations is not at all considered or admitted nor is the
possibility of institutionaJ racism acknowledged In any way.

The basic structure of the RehabilitatIOn Service Administration is not
addressed. Furthermore, no mention is made of its extremely low number of
ethnic minority employees at all levels and the poor record il shows in recrUiting
and training ethmc minOrity per:iOns to become professionals In this field; nor is
there any reference to the under-representation of minority persons In the
statistics listing persons being successfully rehabilItated.

At the present time there have been few evaluations (;onducted wluch ques­
tion the bask assumptIOn of the knowledge base in the "Rehabilitation Process,"
or of the basic curriculum taught in Graduate Departments of Rehabilitation
which may or may not renect only white, middle-class values and mores in
human relationships. The degree of estrangement a minority person may feel In

an anglo dominated agency probably can best be documented by minority re­
searchers. It would. seem these ale baSIC questions in makmg rehabilitation servo
ices more available and more effective in relating to minoflty clients.

The baSiC presumption on the part of RSA in making this proposal is that
minority groups seeking the expansion, or in many cases, the initiation of serv­
Ices 10 their constituencIes by SRS must be examined and their role defmed in
this endeavor by the very institution presently not responding to their needs. it
appears RSA seeks extra funds t,J (elate to minority groups rather than commit
program funds they now have for this purpose. It IS our understanding that the
Minorrty Studies Program, thr0ugh the ethnic planning projects presently
funded, was to assist SRS, including RSA, to examme and re-define the policies
and procedures of SRS agencies in their delivery of services 10 minority popula­
tions.

Robert R. Merton in Social Theory and Social Structure, In introducing the
concept of latent functIOns, statfS: "To seek social change, without due recogni­
tion of the manifest and latent functions perfonned by the social organization
undergomg change, is to indulge in social ritual rather than social engineerIng
(pages 5 I, 63, 66, 68 of Merlon(2J).

Merton t.1et1ned lalent functIons as these Dbjel:live consequences of a social
practICe OJ belief contflbuling :0 the adjustment or adaptation of a syslem

lHEW_SRS document.
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which are neither mtended nor recogmLed (Melton, pg. 81/2').
In some circumstam:es such functions rem~ln unrel:ognlled as related to the

basic and fundamental issue of adequate resources and the nght tll Utlhze those
resources to exercise self-determination. The problems may be defmed by agen­
cies In a way which makes their services appear the key lo the solUtH.lO and
which expands their servIces, while lei:lving untouched more Important dspects of
the mainsystem which can and do contmue to produce puve, ty and dcpendency.
Tn the process, attention becomes shilted from the ch:Jractl~nstlcs of the maln­
sys1em to the deflclencles of mmoritles, a process aptly described hy Ry'Jn as
"blaming the victim (Ryan(4'). Attention becomes deflected from the large
issues. It IS much eaSlel to confront the mLnoritles as d~sadvantaged groups
demanding better SOCial services than as detel1llined revolutIOnaries demandmg
social justice.

The search by minOrities for new vehjclc~, wllh whIch 10 apply pres~ure to
governmental institutIOns has traveled the spectrum of pohtical activity But
whether refonmst or radical in approach, minority groups seekmg basLc SOCIt.:1 al
changes have aU seen as a central problem the need for mCI easmg the acces:>. to
resources which the mlllority people of th!> country have tustorLcally been
denied. Coupled with thIS need for resources IS the equalJy Importanl need ot
political control. What little voice minOTltles 'lave had In voicing theIr pOSItIon
on policies which have affected them has been in retrospect related to deCISions
which others not of the minority communi:y h<lve made Even granted thll]
some "Imposed" deciSIOns have been more henevolent than other... , the h<lslC
right of self determination has not been allowed the mlllurrly groups The
decision-making process has been administered by a complex system of JlISt11U­
lions which has never included minorities to any appreciabie extent, r1 dt all
(Dornhoffl 1,) Thus, the lack of resources and exclUSion from the (whey-making
process has kept minorities m a viCIOUS cHele of almost tOlal dependency on a
syslern of government m a society 111 which they functIOn, but of wruch they <lfe
not a part.

Let me conSider a specifIC minority group: namely, ChICanos, for ahhough
the title of this paper does include all minorltv groups as th,~ target group, I wdl
not presume to speak for all minority groups.

Moustafa and Weiss noted that there are ",~Iaring deficIencJes 111Infon1latIi1O
on Chicano mortality rates, morbidity charac'eTistics, mental IlIm;s~ amJ health
attitudes and practices. With rare exceptIOn the <.:omparauveJy lmllted socm­
logical and anthropologlcaJ literature touching upon health issues does liUle
justice to the Chicano. Consequently, the conclUSIOns and data hased on such
linuted research on Chicanos arc often used JS emplTlcal eVldellce upon which
human service agency pohcies and programs ale based. Chicano com01unHiCS 8re
generally regalded as a vanant mIcrocosm of Ihe dormnant society Interrelatmg
with external institutlOnal structures. From thi~ premIse numerous deC1S1tJnS <Ire
made on how to serve Chicano COmmUl1Itles by a variety of human service
agencies. The disadvantage of thls concept IS 1hat Chicanos are Viewed a~ actlllg
out roles at a level which confrnnts then Immediate envlfonmcnt <111£1
circumstance without regard to the legItlma,.;y or origms of the lIlteractluns
Chicanos are viewed as differentIal people III .1 common SO( la1 sy ... tem of whIeh
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they mayor may not be a part. All too oflen I have observed various health
service agencies seeking out Chlcanos' "community" and "consumer" participfJ­
tlOn solely for the purpose of legitunizing their programs with little regard for
Integration of their services into the existing community structure.

I would suggest to professionals that there is not a smgle Chicano com­
mumty but rather there are divergent and heterogeneous communities definable
pnmanly by internaJ social interaction and interdependence more than by
physical or Anglo mstitutional :onsideralions. I further propose that the notIOn
of Chicano communities is a multi-vadanl l.,;oncept denoting an ethnic l.,;ollectlv­
ity sharing common elements of the heterogeneous culture in a dynamically
structured society. The issue here is that Chicanos and the concept of com­
mumty should be viewed interd~pendently mther than separately.

To be cffectLve, programs must reflect a Chicano community orientatIOn, a
personalized system of servlce, and capitalize on the eXisting systems. Sanches
states that the very notion 01" providing sympTOm oriented ~rvices must be
redefined and health programs rede<igned Within the framework of the Chicano
community:

The health of an mdl"'ldual and communIty does not eXIst in:J
vacuum, rather, 11 is rt IfJted not only to the total environment
but also to olher mdl ... iduals and lhe nelwork of interrelatIOn­
ships OWl gn'e life to rhe roral community ... Hence the well
helng of an indi"'Ldual and community must be studied from
wlthin the baIfiO with Its complex network (If relatlOnshlps. It
must be kepi in mind that the barriO IS a so(.;ial InstilutIOn
which affects the live', of those who live in 11. (Moustafa &
Weiss(3)

To my knowledge there <Ire no service programs which reflect an under­
standing of, or are integrated into the Chicano community life styles. Rather, [
have found servIce programs 10 reflect an Anglo middle class mentahty- the
programs are defined withjn a framework of the medical and psychoanalytIc
models and are premised on th~ sociological assumptIOn of assimilation and the
political philosophy of colonialism.

Nonetheless, I offer the followmg recommendations:
L. Serious actlOns should be taken 10 recruit <:Ind train Chjcanos to

work with the developmentally dISabled.
2. Graduate Departmt'nls of Rehahililalion should be modified to rc­

Oecl existing realities and new courses regarding "community health" be intro·
ducrd;

3. Programs shaulL! be redesigned 10 recognize and incurporate the
divelse cullural, Imguistic and elhnic elements <Jppruprta(e (0 the dienl popu­
latIon;

4. Chicanos shouJd be recnJited as paid consultants to serve on policy
and grant approval boards;

5. Professionals should edul:ate themselves concernmg Chicano needs
and community dynamics:

6. A comprehensive Chicano needs study to be conducted by ChIcanos
should be commissioned.
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The refusal to implement necessary actIOn to meet mlnonty needs IS [I]

perpetuate the problem, inVIte controversy and increase the credibtJay gap pro­
fessionals suffer In ChJcano communitJes.

I qUlte agree with Dr Skl1hcorn(tl) that "C-CHe" mu:;! be develuped 111
minority commurnties:

Congenial care-rersonal, courteous, re~pectful care.
Convenient care-acce<;slbllity and minimal waitIng;
Complete care-not IIIcomplete, <:Issernbly-Ime care:
Consistentcare-lamlIJar, predictable, contInuous carc. and,
Compassionate care-cow.:erned, caring care

SELECTED BIBLIOGRAPHY

Bogaldus, Emory S "The MexICan Imrrugr.tnL" SouoJogy and 50('/111 H..eseonh, \',-.1 II,
1926-27-

BlOwn. Davld S. "The PUbIJl Advl<;OIY B03..ld ,\,> An Instrument of GovernlnC'nt " PllbllC
AdmimsTration RevIew, Vol. 2~, No.3, Summer, 1~155.

Demone, Harold W. "ThE' LJmlt~ of Ratronallty In PIJnmng," ConwlUl1IfV ,1>!el/fo/ Health
}nurnol, Vol I. No.4, Wlnlc[, 1Yb5.

Linblom, Charles L: "The SCIence (If MuddllOg Through," Puhllc Admml~tlallOnRf'l!lel'.,
Vol 19, Spnng, 1959

A Suotcgy oj Diliislon Policy h'vuluallOlI As A SOCUlI l)r(Jce~s, The rree Pre\.; ut GknU)l,
New York, L963.

Merton, Rubert K S{J(.UlI Theory olld ,\'new/ ~tnJ(fUff London, The Free Prt:~~ ufCI,:nUlt',
1957.

Mou.'>tafa, A Tab~r and WeIS';, Gertrude Jlealrh Sfall./~' and Pracllce 01 Mt:x/can Af'1t'(/WfI',
UOIverslty of CalJforma, Los Angele<;, 196M.

PlVen, Frances F'o)., "The Gel" SocIety 3>; PolitICal Srratcgy," Columbia FOn/nI, SUlllnWI
1970.

Romano. OclavlO I "The Anthropology and SoelOlogy ol the MexlLan-Amcm:ar Ihe
Dislinell0n of Mexlcan-Alllem:an Ih"tOlY," Ll Gmu, QUJOtu Sol PubueJtlun~, Uer~cle},

Vo. IL, No I, Foil, 196H
Ryan, Willmm. Biumlllg nw V/cflm. Ranthcm Books, New York, 1971
Sanchcz, Armando J "The Defmed and The Defme! A Mental He.Jlth Is,ue " F.l Grlfr',

Qumto Sol Publleatlons, Berkeley, Vol IV, Nu. 4, Summer, 1971.
Skl.1lJcorn. Stanley A, MD. "A Vcry, Very Depres:-.mb Place." Stanford UOIVerSll}, Pall)

Alto, 1969.
Stafford, Waller W. and Rodney, loyL. "Comprehensl"c Plannmg :lOd Racl>;IIl," Jpumal11/

The American lll~liluft of Planners, VO 35, No 2, \1.arch, j 969

CITED REFERENCES

(I) Dornhotf, Who Ru/c~ Amerrca? PrcnTlce HaU, Inc. Englewood ChJfs, N 196"/

(2) Merton, Robert K. SOClO/ 71U'orv and Sociol SI,l/CIUre, Revl"cd editIon Lnndoll, Tt-H'
Free Press of Glencoe, 1957

(3) Moustafa, A Taber and WCI:-:-', Gertrude Jlealrh SlaWS and PruClIct'l' oj Me>./co/j­

Americans, Los Angeks- DIVISion of Research, Graduate School ()f BUSiness AdJOJrIl­
stralJOJI, Unlversity of ('ahfqrnlJ, 1968

(4) Ryon, WI.1lJaln. 8/amin,.; 71le Vicllm, Pantheon Blll1ks. New York, 1971

(5) Sanches, Armando "The De-lIned and [he Deflllcr A Mental Health Is,ue," /-,1 (,'ru().

Vol. IV, No 4 Summer, 1971,9.



Conference Proceedings t67

(6) Skillicorn, Stanley A., M.D. "A Very, Very Depressing Place," A Report ofa Feasa­
bWty Study by the Califorma Committee on Regional Medical Programs, Area Ill,
Stanford University, December, 1969, p. "N".

WORKSHOP DISCUSSION

In the case of minorities" it is equaUy important to deal with both con­
sumers-to train and involve parents of developmentaUy disabled persons-and
professionals. Professionals control, to a large extent, the resources; minorities
need professionals from their (twn groups. At this point in time minorities have a
severe shortage of professional manpower. Hence, a prioflty needs to be placed
on training of minoflty profesgionals, for control of and/or access to resources IS

a prerequisite to provision of sc.:rvices to minorities.
The troubles which disadvantaged and deprived individuals and groups ex­

penence cover every area physical, medical, economic, educational, social and
political. Anglos tend not to relate to all these factors because there IS the
racist's need not to see them.

The attitudes we as minorities have developed are in reaction to the atti­
tudes and abuses perpetrated by the majority-and they rather than we need to
change.

The concept of "difference" in all of its definitions, denote minonties as
inferior and not worthy of respect. If the "normal" person can't be respected,
what happens to the "retarded." "handicapped," etc.

One point I would stress is that enough studies have already been done,
defming the needs of Black and Chicano communities. Rather than promote
more monies for more studies, why not provide monies to Black and Chicano
conununities so that they can hegin to attempt to handle not solve some of these
well·known, overly-documentc~d problem areas? "Human services" mstead of
"special services" should be demanded, and anything less is unacceptable.

In the area of training, bl:fore we start recruiting and traming Chicanos to
work with Chicanos, let's be assured that there IS a program that reflects the
linguistic and cultural characteristics of such a population. Moreover, when
services are made aval1abe, there must be some assurance that they are available
at tunes convenient to the consumer.

The dual responsibility born by service agencies at this time is to reach out
to minority conununities and make appropriate changes in their delivery system
so that existing services are utilized; additionally, conscious efforts must be
made to recruit and train minority personnel.

Restrictions and constraints imposed by implementation of local policy
and/or State and Federal guidelines must be elinllnated. Completed studies,
massive reporting, innumerable recommendations have been submitted and
nothing results. Too many studies have been made of "minority problems" hut
little action has foUowed.

Summarily, early identification of persons with disabilIty needs to be made
(case finding). Secondly, a determination regarding who should get diagnostic
services needs to be made_ Thirdly, treatment appropriate to the individual must
be given by a knowledgeable and skillful doctor within the context of the
individual's cultural life style.
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l~chnica) competency and communlLy ullderslimdlng are needed In ordl:T It)
render services to 1he developmentally dlsabled. Morrover. social prohl~ms 1TIUst

be overcome before nlt:diLJI Jnd PSYLh~llogl(al problem~ (<Ill be solved tu ,111~'

appreciable ex tent.
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Special Problems and Special
Aids in Resolving Special
Needs in Rural Areas

James MacDonald Watson. M.D.

169

The workshop on the spel:lal needs in rural areas was conducted tWIce wIth
strung participation by many. both from Ihe noor and 10 each of the two panels.
The fmal report, therefore, Indudes the original text of the topIC as well as the
largely unacknowledged contrIbutions of many others. Common to each of the
workshops was the understanding that no state or region had either untque
problems or unique solutiom, and that no one was able to provide all the
answers:. There was also a common agreement probably best expressed oy
Thomas Schemnost who made two very strong points that: (I) the develop'
mental disabilitIes needed a stlonger vOice representing rural 'lOd remole areas to
re-emphaslze that the needs of urban and rural areas are not the same, and (2)
that the developmental disabIlities legislation must be continued, observing that
the "concept of this legislation has done more good than any other Federal
program In the generation of services and in the coordination of servIces."

The title of the workshop perhaps overstates by repetItion the problem of
"special," but there IS no doubt that rural areas have certain aggravated 01

heavily weighted needs for servIces 10 Ihelr developmentally disabled. Renect
again on the famous list of 16 serVIces that Public Law q t -517 was designed to
include 11 starts WIth diagnOSIS, evaluatIOn, treatment, ... Information, referral,
follow-along, and finall~. tramportation_ For each of these, weigh the impaci of
geographiC remoteness and sparcity of population. There is no service thaI is not
Immediately comprorruseu; Ir:msportallon looms ever larger sJnl,;e it becomes the
means of procuring any of thll resl of the services. Rellecl also that 54 mLlllon
Americans live In whal are considered rural and/or remote areas, that most rural
areas enJoy a far lower general level of lIIcome than the population at large, and
thai each of the slates which considers llseif to be predominantly rural is funded
at near-minimum levels in all Federal programs in which allocations are based
upon populatlon_ A real penalty accrues 10 lhe area that IS lalgely fUral, because
such a biased Clsslgnment of dollars penalizes the program lhal mUSI speno <t

disproportionate amount In ,10 effort 10 deliver the services because of Ihe
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scattered and remale nature of Its l.:hentele. many 01 whom arc' already IInpover·
Ished. Just to further muddy the waters, I should !Ike Lo consIder tWll more
potential services. None 01 the specifIc services can be provlded WIlhout casc­
finding. This IS, of course, the fust step towad dlagnmls, hence I <".unsldcl It

separately. and I suppose thai II mighT be cal'led delecllon or epntemlology
Secondly, but distinctly corolliHY to case-finding IS the Ileid (if "puhll("" educa­
tion (as opposed to "cllent" educatIon). ] iJrn not Immediately aware 01 data
regardIng mentaJ retardatjon or cerebral palsy, but there 15 a well-JclLumented
analY~ils of "public altitudes" toward epilepsy I Caveness, Mernt[, ,Hid Gallup J

that speaks volumes. These sludles record slowly improving, evol\'lng <llutLJde~

toward lhis condition that are partly the result ,)t a not-lernbly-well-structured
educattonal thrust. The data alsn pOints to a hall.lcore of oppusltlOn and Igl10r
ance that will probably never dJsappear bUl (an yIeld further through lirgalllza­
tlon (If effort The point, of rnurse, IS that det~ctLon and all the reSI In IIIral
areas IS extravagantly costly In money alld IlIne, hut il IS In the "country" thai
the most miasmic ailltudes towald epllepsy (and J am confident, tow;Hd mental
retardatIOn and cerebral palsy) are to be found Hence, the two (onCepls 01

casefinding and public education are doubly ~ompromlsed due to bi) til lack 01

funds and to prevailing atlltudes.
111 Oregon, whieh l8 fundamentally rulal in nature but With prc,blcms that

are not umque and nowhere near as Impressive (nppresslve?) as those ut some 01
our fellow participants, well over three'quarters of the popuJation at 2 million
hves In a narrow strip of land, Inland from (he PadRe, separ.lted from It by d

soggy chain of mountains. The eastern side of the populous strip IS separ:Jted
from three·quarters of the state's total land area by another ch,:iln of l1lount<.tms
"Coastal" people and "eastern" people have really only a difference betw~en

their feet (wet or dry). They are otherwise indlsrmgulshahle 10 theIr r~rnotenes~

from service and often even their lack of knowleJge of a need for serVILe and/(ll
a place to start. An anecdote nl3y Illustrate the pomt. A patIent thai I recently
saw from the high desert mountain country of eastern Oregon, In hiS 60's, was
one day in the local "country" doctor'~ office for nothmg special, <lnd there
upon had a major convulSive seilure. The doctOT, without further ad,), hterally
rushed rum to m~ by alT, to the bIg clly (an amblllam:e, 300 miles), bUllalled to
send along the spouse. J couldo'! fmd anything much to go 011, and Ih'ee days
later the WIfe appeared (by oxcart?), puzzled by what all the russ was about I
explained what the doctor had described and lts apparent omInous punent r'l:l
grand mal seizure," I saId) and she said, "Oh, IS Ihat what that Is" whereupon I
said, "Is what 'what that lS,"- and she said. "Them." ··Them,'· I saId, "YI)U mean
he has had 'them' before?" "Well, yes, for ., le.,t the laS! 39 years that I have
been married to him. Never knew what they were. Is It bad? '. Well, It IS clear
that this mountam fanuly had taken thIS in stride. The patl~nt had WOI ked 0[1, In

spite of many seizures whIle rancillng j and withou t outsIde Witnesses. m:ide little
of It and apparently had not really needed 10 do otherWIse Not so hiS rhlldren.
It turns out on close questIOning that both of his boys, nuw adults, had had
seizures in their childhood and one IS still subject to them occasionally Neither
of them had had anywhere near the same phllosophle apPloach toward hls
illness, mostly because of the slJclal, erOnOmll:, and educatlo)oal pressul~:-' 01
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growing up with a dIsorder tha t disllnguished them as different from their peers.
The father may have been able to deal with his situa tlOn In such a way as to
effectively "go It alone," but 0ne knows that there are a good many examples of
potential chents forced by geography, culture, etc., Into such Circumstances thaI
don'l fare so well.

At trus juncture, a comrnml about that physIcian IS probably worthwhile.
He certainly acted wirh dispa(:h In seeling to It that the patient was forwarded
to a diagnostic center. The air transportation and its appurtenances cost a pretty
penny. It]S true that there are not facilities for more-or·less "first·class" neuro­
logic diagnosis much closer to that physician, but it IS also clear that the patlenl
need not have made the journey. The practIcal facts are, as viewed by most of us
who routinely treat epilepsy, that most such problems can be handled on a much
more local basis untIl or unless some greater need for more fancy medical evalua­
lion is justified. As a matter of fact, the lesson of a reasonably practIcal and
simple approach to epilepsy h.ld been the point upon which I had Last met thai
particular phySICian. I, as a lecturer In a travelling "circuit" course, touled Ihe
NOI thwestern regIOn under the Regional Medical Program for two years, bringing
modern concepts of neurological diagnosis to the tunterlands. ThiS partl~ula,

physician, among others, and I had sat for three hours and had quite specificaJly
dlsl:ussed the dlfferentJal management of, among other things, convulsive dis·
orders. Somewhere 1 failed to transmit the message that I thought I was there to
give. or the physician failed t(, receive It, or It had 1101 remained wlth him long
enough, because the end result was that the physician faced with the epJIepl1C
problem Immediately ovenearled. to say the least, and thereby burdened Ihe
whl)]e of the medical referral iystem at a far larger expenditure both In money
and time and transp0rlallon I han really was approprtate. It seems tLl be deal
that the effort at the grassronls is commendable, and probably carTled a message
that was wise, but that partkular approach obviously has its holes and requHes
polishIng and supplementatloll With other methods of bringing a simple educa­
tional message to those who mIght best use It.

Responding to our geogJaphic needs <IS well as an appalling lack of informa­
tion, Oregon's DDSA council mitlally undertook to foster proposals, originating
really with mental retardanoTl programs, and funded the establishment of IWCJ
fixed pOints of referral, or to be more preCise, service coordmators (since
"fixed" lhey were no!). (In S'Julh Dakofiol lhese indIviduals and lhen programs
are known as resource l:Oordmators.) Both of the programs that we Irlil1all~'

funded were to cover coastal .Heas With sparse urballlzatlOn, two counties each.
On~ coordmator first had to beat the bushes Just to make herself known, tCl
IO~J(e services and resources, while the other with some greater background
already available hteraHy snooped for clients for distributIOn to known services.
The usefulness of each progrilm has grown so that prOVIsion fOI follow-along
services was required Ifi later Iundmg. Because of the success of these two pUOI
studies, there are now very well advanced plans for a dozen more DDSA sup·
pOlled or coordinaled Similar projects. The happy feature IS that, although Ihe
Developmental Disabilities (cuncil was able to gel lhese programs started, the
state was able to include them in its proVIsional budget, thus freeing Develop­
mental Disabliities money for further innovatIOn. Oregon IS now wholeheartedly
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1JI lhe business of service ;Illd resource l'oOrdln<ltloll. Its pnrraly purpose (all
often be clIse-detectlOn and reportIng (11l) added ,crvlCc) leadlJl!:; to lmplemcnta­
IIOTI of the rest uf the servlce~ This has probably been of more pleasule to those
of uS who represent epIlepsy and/Ol cerehral palsy (l(l Ihe ('\JUllcll than It ha::.
been to those people III nlcnLil retJrdatton, heci:,use ql the ca:;e detection that
has been lacking In both ut tho'oc Jreas Some of our "ervlce L;OUIUlnalors ,lJ111
operJ(C llUI of rnulti·servlCe l'I~IlI~I::' In citle<. "lid (own", wlfh IllJI1V klnd~ (J!

lI11meulate advlce JilL! gUIdance, hUI Ihe bulk ul Ihelll WIll contillue to lJperiJ['> In
rllral alea", remote fruill ellher the Umverslty P.ffiJldled Facility or lhe l-lIIlIC,
rflllOIf" from the State capnol dnd centers of populatIOn, ofttImes workIng ouI
of [he tnlilk uf a Chevrolel with a loadm,lp, a fla~,h1Jgh', and a :,et of tlrl' chain";.
So far as public t:'uucatlOn IS concerned, the cool,!Inawr IS obvlOusly lIlvaluaole

Diagnosls and evaluation LS otten lough til proVide once dctecllOll has
occurred, as we all know. Oregon IS lucky, ln d Sel1'ie, heci:ltlse, 11 has two Unlver·
sity Aftiltated Factlltle~ (UAF) All, hnwever, ale In thai fdther narrow ~lrlp,

hence transporta.tIon and hUlISllIg Jre COSIly Item, We hil't'e gIven, as have orher
slates, consideratIOn III llilvt>ltng L'IIllJeS, and II seelllS IIlL'VII<lble Ihat thiS ,,((ur In

some form, We .::Ilso discO'o'ered that In order III eSlabln~h such J cllnll: ,tlld
mJnlm;Jlly staff JI, fully 1131f 01 more of our meJger developmental dlsahl.hlle'o
allotment would h3ve j(l be expended Illlmedlakly. J::' a consE'quencc Ih(' con­
cep' was put 011 a back burner.

Olher ~tates have functluillng cILnI(~ thut traL/el, hut J would pOlllt uut thJt
sometimes much of the cnntad (an and does lake place ovt~r teleVlslun ,Uld
leleplwne circulb, su that maybe wh':H travels rcedn'r be the "chnlc' but <Ill

electroni<: Interfa(;e operated by highly skLlJed pardmedlc, paraprofessional types
(para-sJinl, I also expel'l). Onl' shuuld be rcmi lued nl the Icm<Hkable WJlk
being done in the Soulhwesl and In Colorado hy [)octor Bransfurd and hiS ~H'UP

utillzmg two-way audlu dnu VIdeo IransmlSSlOll mechalllsms VIi:!, of all tiling'), ;)
satellite. The pTlnclpal conn'pl lS to supply ImmEt.lialt.', Indeed 'now," two-way
InteractIOn mlo a potentIal nf 300 sItes In elghr stales. The Fednatlon ot Rocky
Mountain Slates program, once it gels Into operatlOn, (auld concclvably <;upply
what many of our states canllut proVIde. AgaJl1, 10 use the example of Oregon,
which IS relatIvely well·off, there are 27 neurologIsts HI lhe st.:lte, bur none of
them prd.dlce outside the nJTl.,.)\v Stllp of populou'i cOllrilles. Of the 3b counties,
howevn, none IS WIthout teleVlslun, cable IIr otherwl~e. W"h the Impkmenra·
[Ion of a program of two-way commUlllcalJon, such as BIi:lIisftJrd·~ ~Ifl)grillll

could ~upply Lf the area were Induded III the survt IHance pJllern of [he sateJlJl~,

iJll eventual program of contilt.:l With remotei:lreas would be operatmg wHhnllt
the expert,; ever leavmg thell desks

Another concept that IS very excItIng and worthy of a good deal uj atten­
tion would be the use of teleVISion cassettes JS a home·tr,:11ll1ng deVice, espeCIally
In rural areas. Shortwave radiO has been used for a long lnne In remote areas,
such as AJaska, but nowadays With the heavy emphaSIS un cable te]evlslOlI and
lhe immediate access of vlueLililpe In cassette form, the connpt of supplymg
follow-along home tralnmg, one·IO-llne teachJllg proglams, etc., by uSJIlg Ihls
means, whIch doesn't nece~sarlly require 3 -;3tell1te but SImply elec/Tlcl1y 1S
fairly s1aggenng.
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Thus, the day may come when the frustrations we presently expenence In

Oregon because of the remoteness of the clientele from our two bricks-and­
murtar installations known as University Affiliated Facilities will no longer be
the case. These two agencie~ plus other smaller and less grand operations, per·
haps operating in connection With one of our spread of community coUeges or
some expansion of a particular mental health clinic, could easily supply the
immediate source requlJed fl)( transmission to the indiVidual and his famJJy 01

advocate. Oregon has been able to Innovate a program of m-home training ad·
vice, counsel, and follow-along, usmg the parent and family as the tramers rather
than auemptmg to parcel out the too eaSIly diffused services of travehng therJ­
pbts and relying only on theil infrequent contributions.

The Developmental Disabilitles Program has been able to fund at least one
project m which the community colleges have undel taken trammg progri:lms, noL
only for parents who can then return home, but for aides who can, in turn, help
provlde more solid forms of local assistance. Since our rommumty colleges are
like those in most states, perforce in some rather desirable rural or remme
locations at the wh..im of th,! State legislature, their capacity for community
service of this kind IS perhaps untested, but it seems potentially great.

To a small extent, training programs In the Stare are already in operallon,
mandated by the fact that the creation of the servke coordinator or resource
coordmator positIOn has neCt~ssitated the engagement of mdIVIduals whose back­
ground, particularly regarding cerebral palsy and eptlepsy, IS meager and whose
knowledge of the availability of state services, etc., IS only superfiCial. The
tr:.nnmg program necessary ttl generate materials and background for these mdl·
viduals has, in turn, mdicated the need for further aC!lvlty, especially mtegrating
other stale agencies such as VocationaJ Rehabilitation, Welfare, and Educallon_

Some attention must be directed to the concept of the "centers of excel­
lence," Local, area, or even state, diagnostic and evaluation faCIlities notWIth­
standing, there is a clear need for national, perhaps actually HEW regional cente[~

of genuine excellence, The voluntary epilepsy movement has pursued thiS ob­
jective for several years but obviously It can be easily expanded to the field of
the developmentally illsabled and, better stIll, enlarged to lhe concept of the
"substantially handicapped." Something like twelve to eighteen facilitIes applO'
pliately placed throughout the United Stales (are you listemng, Alaska?) with
provision for all the corollary servIces, to maXimIze IraJllmg, research, epideml.
ology, etc., are sorely needed especlaHy for those of our populatIOn who do not
live In the shadow of our present Institutions. (Indeed hving across the street
from some of them is not gua.rantee of appropllate service. Ask the clients!) The
concept of multi-state regional facility dev~opment,generated probably through
HEW, might easily overcome some of the natural harriers of funding that IS

restricted to populatlon and restllcted also by the relative poverty of some of
our areas. ThIs is part of a concept that was origmally used by the Johnson
Adrrunistrahon in the development of programs for cancer, stroke, and heart
disease, but which never quite gol off the ground. Epilepsy has, as ha'Y'e some
ollLer l.:ategoClcal diSCiplines, continued fa try (0 generate actlvlty In 'hIS Itne,
but Lt has not been fOr!hcom·ng.
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TowarJ the l!nd of [he s-ecnlld wOlbhop. a \ ompletely lJl1progral\\llled md
unrehearsed but malvelous tntelchange develuped The colJoquy reallv 'iITlick ,H
the essence of the problems of those people In lel1\ole areas The writer had
Initially taken the 110m to diSCUSS tht.' rrohlem~, a~ he SJW them. II! lh(l~w In
Oregon who are relatively depnved of bOLh funJs iJnd servIces un the hasl~ l)j

sparse populatlOn dnd geographIc lemotenes~ E leh time he TJlade a pUIn!, IllS
colleague. Mr. Srhelnosl, representing an even nure rural and even more Im­
poverished anL! even mOle problern-f1dJeIl area, namely Soulh DakuLI, was JbJe
to intercede with a point that was nol so much a putdown for Oregon Q~ a
positive score for South Dakota. Wllh no game·pl<:ln at dll, however, afkr IIsl{'n·
lllg to Ihe relative mIsery of these twu states, and ra their nul (no mnovatlve ,l!llj

exciting methods of trymg [0 solve problems, on,~ of the listener" In the group,
the representative from Ala~kil, rose to ohserve that Oregon and South Dakota,
as weJl as JIIosl of [hose others whom she had heard about durmg Ihal d<lY, re:i1ly
hi.ld notrung to worry about at all She Ihen recllunted examples of 900-100U
mde tllPS by dlr 10 seek medIcal aSSistance, th,~reb~' lTI<lking 300 Illiles 1(1~1h:

rather pale She lecounted problems of languages and culture, lTIul11pllCd ll"e
llmes over, each of them rellutrlng, or course, a dIfferent approach to the dellv,
ery of serVices. She recounted the ahsolufc despalJ thai une faces trYing 10 make
a sparsllY of dollars cover Ihe geogrJphlc vasLness lIf AJaska With tht: 1C"1l1otenf~'\

of much of its populatIon and the near-maccessihlltty of some of Its territory
FrankJy, Mrs. Mothershead made a remarkable InllnesslOn uron the ~roup and
had llwre been a "game" she would clearly have cHried the day. haJ Il IhH bt'en
for yet another vOIce A gentleman rose from th·~ back of the room dnd qUl1e
graciously thanked the speakers for their program, congratulated all IhDse who
had spoken on the urban nalure ol their prublem~. which of lourse gener<ll('d
some perplexity about whelher or !lut the man knew the difference hetwH'n
urban and rural. The questlorl was Illlmelilately answered when ~le anrwLll1ced hiS
home a~ Samoa, and ex..plamed thai he was the ncd lerrlbly prouL! leclpll.:ni 01 a
total of, then, $1 \000 In Federal fundmg 10 generale some kmd of plugnlln, J~

well as a CounCIl, to cover the 200,000 IndIVldu<:lls, must of whorn <He (lOt even
citizens. but who are cOllSldered NaIH.mals. whu ate scatter~d \)\i~l thou'\,md .. III

miles of ocean wa:)le. He noled th(lt Ihere wa~ abollt 36 nllies III roatl III llrder 111

try to deal with these problems
[f a moral attaches to llllS tale, It IS surely that 'ion leone IS Jlways wur<;c off

then oneselr. [f an actIOn Item IS 10 be genelated 110m It, we need wrlle J rl'31

game plan for aduevmg panty, not penalty, for OUI rural1ty

There IS a Jmal commenl to make. Oregon ha<; IllJdc cerlaln lorwJld ~[CP7:l111

implementing the developmental dIsabilities conl:t'pt. Probably, by compallSlln
with othel areas, II has moved further anti faster than 111051. ThIS IS nut (ICI·

denial, 1t has occurred th.rough a mcchanJslll thaI is to he relOlTIlliended ll'l
consideratIOn as a "natural" The angInal aUlhorlzatlOn lor Developmental DIS
abilities implementation 10 Oregon wa\ an ~'(eclltlve order by th~ Covernol
requesting Ihat plannmg and pullcy development lor the plan and Its IInplelOell·
tat ion rest In the hands tJf the State agency known dS C'ompwhen"lve Health
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Planning, but a service organil.ation. The order further specified that the adoom·
stration of specific grants and the evaluation thereof, and indeed the generation
thereof, was in the hands of the State Melita' Retardation Services. This coali·
tion of two State agencies, an unusual one, was joined in a solid and functioning
coalition of interests of the three volunlary health agencies that are concerned
with tlus particular legislation. The Epilepsy League of Oregon, the United Cere­
bral Palsy Association of Oregon, and the Oregon Association for Retarded
Cluldren soon Joined 1010 an active merger of interests and an active particIpa­
tion for Ihe greater good of ,he whole concept. These five agencies, two Stat~

anJ three private, joined by other state agencies, as well as pure consumers,
comprise the State Council. They have succeeded in maintaining, in large part,
the atmosphere of cooperation and congeniality that I am confident reflects
success. Most recently theri~ have developed regionaJ, If you will, "mini­
councils," that are startmg to generate suggestions for policy and pnonty from
what is truly the grassroots. This may very well prove to be the mosl potenl
weapon of all because It finally succeeds in giving the rural area a podium from
which to present its own poinl of view.

Thoughtful cooperation has brought us a long way. I commend that spirit to
us all.
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One of the umque features of the Developmental Disabili ties legislation is its
emphasis on making more effective use of a wide range of other funding re­
sources. Unlike most other targeted federal legislation, the Act takes cognizance
of the fact that other funding sources must be involved if the needs of all
developmentally disabled persons are to be met in an effective and efficient
manner.

This emphasis on the catalytic role of the DDSA program IS built into the
legislatIOn. States are required to deSCribe in their state plans the quality, extent
and scope of servIces provided to developmentally dLsabled persons under nine
speCIfied federal-state grant programs. The Act also speCIfies that DDSA funds
must be used to supplement support from other federal and non-federal sources.

Taken together these two proVisions emphasize the importance of inter­
digitating DDSA planmng and programming with the activities of other programs
which have a role to play In preventing developmental disabilities and servIng DD
c1ien ts.

Ln developmg the program for the November meeting, the Conference
planners were acutely aware of (he need to assist state council members and staff
In understanding and taking advantage of the options open to the developmen­
tally dIsabled under the mne programs specified In the Ad. To fulfill this pur­
pose, a series of eight papers was commissioned dealing with the role of various
federally funded programs in meeting the needs of the developmentally disabled.

The authors were selected on the baSIS of their mtlmate knowledge of the
operation of the particular program. Some wele key staff members of the
administrating federal agency; others were employed outSIde of government In

various capacities; but, in any "vent, all were thoroughly familiar with the "lOS
and ou ts" of the program's opel atlOn.

The major features of ant of the federal government's oldest grant-in-aid
programs-the Vocatronal Rehabilitation program-is sketched out 10 a paper by
Emily M. Lamborn. She stresses the recent history of the Act and how VR
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servil.:es have been adapted [0 Illeet [he needs 01 developmentaUj disabled
chents. Noting the sharp uplurn In the number of developmentally disabled
clients rehabihtated since J950, she explains how state rehabilItatIon agencles gCI
about servjng the DD population through the basIc federal-state program as well
as a vanety of supportive actIvitIes (construction of facilities, plannmg, reSt'iHch
and training). Mrs. Lamborn c!lJses with an analysis of some of the InlplicatJOm
pending rehabllitatton legislation might have fe" the developmentally dISabled
Rudolf P. Hormuth describes Ihe services orre1ed 10 the de·~elopmeiliallj diS·
'bled through the Matrrnal and Child Health and Crippled Ch~dren's proglams
In addition to reviewing the types and L1uantity of pleventivt, and clirllcal servo
ices available through the~e Iwo formula grant programs, he also dehneate:\ the
ways In wluch the he,lth care project grJnt programs funded by HEW Impact on
the lives of the developmentally dISabled.

Finally, the author pOlnls out the lmportanr Tole HEW's M.aternal and CIuIJ
Health Service has played In developing and suppurtmg university-affilIated f"JI.:II·
Ities 101 the mentaUy relarded and remarks briefly un MCHS's research and
mternatlOnai aC\I\'llles_

MedIcal Assistance (Medicaid) IS one federal program which I" sumellmes
overll)oked despite lts growmg fiscal Implications for Ihos.e afflicted WIth devel·
opmental disabtlities. RJchard L. Hu mphrey's cugent Jnalysis of the program and
its impltcatLons for the DD population, hopefully, WlII ~lelp to correct this situa­
tIOn. After bnefly reviewmg the main features of the program, he s.reUs out the
specit!c ways Medicatd can benefit the developmentally disabled. Major atten­
tion is given by the author to outlining the prm"lSions ora 1971 amendment tu
the S'lcLaI Security Act (P.L. 92-233) whtch authortled Intermedlale care ray­
ments on behalf of residents ill publiL instItutions fur the mentaUy retarded, In
additIon 10 describing lhe spe<.:iflcs. of the law,lle reviews the progress 'JI HEW's
Medical Servlces Admimshalion In ImplementllIg Lhls. new statutory pro\llsion.
Humphrey closes Wlth a senes of questIOns conct'fning Medicaid whIch should be
considered by state DDSA planners_

The feasibility of closer collaboratIOn between mental ht~alth and develop­
mental disabilities is explored III a papel by Nathan Slo,te. He suggests that to
be workable any such collaboration must rest (In a solid foundation of lTIutual
concerns and adequate funding.

Jerry Turem helps the rcader [0 grasp sC'lIIe of the ~omplexltlt:s uf [he
present welfare-social service system. He oulJines in general tt'rms the hlsturlcal
background and cunent eligibility cntena for public assistance and SOCial serv­
ll:es under two federal-state grant prugrams--Ald to Fami.Jie~. with DependenL
Children (AFDC) and Aid to the Permanently and Totally Disabled (APTD). He
also discusses the probable Impact of maJor leglslatlve chang(:s mcorpurated In

the State and Local Fiscal Assistance Act of 1972 (P_L. 92-512) 'nd the SOCIal
Security Amendments of 1972 (P.L. 92-603) OLl the developmentally dlsabled_

Ellen A. Fifer offers the reJder an nvervtev. of Lhe major pro\'isions 01 the
Comprehenslve Health Plannmg Act and discusst"s some of the concerns cumpre·
hensi\'e health planmng agenclt:s share with DD~,A agencies., She alSl) SlJgge~ts J

few ways in which comprehenSI\lf health formula granl funds might be used Lo
reinforce the goals of staLl' DDSA advisory coullcils and proposes pOSSible "lreas
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for joinl action. She ends by reviewing some of the sleps which have been taken
in the State of Minnesota to create strong working ties between the state DDSA
council and the comprehensive heallh planning agency.

Frederick J. Weintraub revit:ws developments which led Congress in 1968 to
require that at least 10 percent ofa state's basic allotment under the Vocational
Educalion program musl be used 10 educate handicapped children. He then
traces a rather bleak picture of the Office of Education's response to thiS man­
date over the ensuing four years.. A series of brief synopses of exemplary voca­
tIonal education programs for the developmentally disabled are included in the
paper. Wemtraub concludes by suggesting a number of ways in which state
DDSA council members and staff might move to make more effective use of
vocational educatIOn funds to benefit DD clients.

The available sources for funding the construction and renovation of facilI­
ties for the developmental disahilities through the Department of Housing and
Urban Development are reviewed in a paper by Mercer Jackson. In addition to
outlining the general eligibility requirements under a vanety of HUD fmanced
programs, he specifies the conditions under which handicapped persons may
participate. Jackson concludes with a review uf some of the steps HUD has taken
to make federally subsidized housing more responsive to the needs of the men­
tally and physically handicapped.

The background and various funclional responsibilities of the Bureau for
Education of the Handicapped ace covered in a paper by Thomas Irvin. He traces
the history and growth of the Bureau anu outlines Its current goals and objec·
tives. He also descrIbes the strategies employed by BEH and suggests a number
of issues raised by the Developm,:ntal Disabilities legislation from the perspective
of the Bureau.

In addition to the papers presented here, one other valuable resource to
grow out of the NatIOnal Confertmce was an analysis of federal-state plans affect­
ing the developmentally disabled. EntltledA Guide to Federal/State Plan Review
Under the Provisions of Ihe Developmental Disabilities Services and Constme­
tion Act, this volume was prepared by the staff of the Massachusetts Bureau of
Developmental Disabilities. Readers who are interested In learning more about
the statutory and regulatory requirements for the TIlne federal-state grant pro·
grams specified in Secllon 134 of the Act Will find this publication to be an
invaluable tool. Copies may be ublamed by writing the Developmental Disabili­
ties Technical Assistance System, 625 West Cameron Avenue, Chapel Hill, North
Carolina 27514.
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Services Available to the
Developmentall~Disabled
Through the Vocational
Rehabilitation State Plan

Emily Lamborn
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Slate vocational rehabilitallon agencies can and do provide serVIces to the
developmentally disabled including those who are severely handicapped. The
kinds of services provided to a particular individual vary in accordance with the
needs of that Individual, but the range of servIces which can be provided IS very
broad, and the services may be provided directly by agency staff or purchased or
arranged for through other public or private agencies.

Before discussing further lhe services available to the developmentally di!i­
ableJ through the Vocational Rehabilitation Stale Plans, I thmk it would be weU
to clear up some cvmmon mi~conceptions about the vocational rehabilitation
program.

First, the term "vocational rehabilitation services" is often narrowly con­
strued outside the vocational rehabiJitatlon field. The lenn, however, is not
limiTed by the Federal Act or Regulations or by State Plans 10 services which are
themselves vocatIOnal m nature such as vocatIOnal traming or placement. On the
conl rary, services to indIviduals cover a Wlde spectrum and include those that are
medical or medically related, some which could be described in general as SOCIal
services, the whole range of education and training, and misceUaneous specified
services, includmg "any other goods or services necessary 10 render a handJ­
capped individual employable. "I

Ever since the first FedelaJ vocational rehabilitation law was enacted in
1'120, the obJectlve.of the Vocational Rehabilitation Act has been to fit disabled
mdividuals for employment. Consequently, a vocational objective for an individ­
ual has been a must.

TIle vocatIOnal focus means that services are 1101 provided to those for
whom a vocational objective i:i unrealistic such as children who are too young
for vocational planning 01 the aged whose vocational potential is nonexistent.
AJthough the Federal Act and Regulations have never specified age cut·off
points and in recent years exclusion on the basis of age alone has been strictly
prohibited in Federal regulalilJns, the need to tie into a vocational objective
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means that the majority 01 vQcationaJ rehabilitation clients an' of workIng age (If

close to it.
The vocational objective IS not limIted to competitive cmpJoymcn1. Other

kinds of gainful occupation are acceptable--for example, homebound employ­
menl, employment in shelter.:d workshops, farmly employment and houseWIfe
or homemaker. In 1970, over three-fourths (If those closed or rehabUllated
(76.7 percent) were employed In the competitive mark.et and a little les'S than)
fourlh (23.3 percent) were employed in slleltered workshops, were ...ell­
employed, or worked as homemakers or unpald family workers.

Physical disability has beell recognIZed as" faclor In eliglblhty SlIlce IlJ~O.

Mental disability has been mduded as a factor sinL:i~ 1943. The acceptance I)!
mental retardates was somewhat sJow in getting underway for a number nf
reasons-e.g., the lack of knowledge as to the Londuloll m relatiOn tIl employ­
ability, confusion in the definitions of retaJdatlon, the [a.ck 01 specialJzed
resources for serving the mentally retarded m the cornmumty (lack of special
education, lack of rehabilltatiun facLilti~s, lack of uccupatlonal trawlng cenlcr~,

evaluation and adjustment centers, sheltered wo\kshops) imd so lin

The impetus UI serving the mentaUy retard·::u under the Ilocationa] rehitblil'
lation program got underway in the mId 19:i0·s. ThIS reflected In parI th"
growing mfluence of parent groups in developmg servIces for the mentally reo
tarded, the leadership of some very knowledgeahle and dedicated IndIVIduals and
a growing public awareness of the extent of tne need and the possibllitlfs for
constructive action. Now legislation and administrative action strengthened the
efforts to develop services.

The 1954 amendments to the Vocational RehJbl..litation Act added llew
resources in the rehabilitation program-authorlly and funds t,) conduct res~arch

and demonstrations; 10 train personnel needed III the provision of rehabIlitation
services; to establish rehahiJitation faciHtles and grant authontles for projects til
extend, improve, and expand services. In addition, the funds available for regular
state program operations were Increased substantially and most states wert' able
to serve not only more peopJe but to serve them more effectively. AU thiS meanL
new program emphases cou Id be developed.

The growth in the number of the mentally rdarded served can be eastly seerl
if we compare the numbers of mentally retarded rehabLiitated m 1950 and HI

1970 and their proportion of the total numbers In 1950,493 mentally retarded
persons were rehabHilated-less than I percent of the 10ial of 59,597 persoJl:~

rehab~itated. In 1971t 30,356 mentally retarded persons were rehabtiJlated­
11.8 percenl of Ihe 266,975 persons rehabililaled.

Substantial amounts uf money are spent by stale YocatJI)naJ rehabLiltatiofl
agencies to serve the mentally retarded. It IS estimated that over $05,000,000
was spent in 1970 under State VocatlOn,~ RehabilitatIOn Plans for the lehab~lla·

lion of the menIally retarded.'
There is not so much progress m rehabllitatmg people with othel kmds or

developmental disabilities. For example, although the numbl~r of epLieptll;s reo
habilitated per year has increased from 1.073 In IQ50 104,267 m Ig70. Ih"
percentage of the lotal has actually dropped slightly-from 1.8 percelll I"
1.7 percent. There were 1,476 cerebral palsied individuals reh,b~llaled III 1%7
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in 1970 there were 1,754--less than I percent of the total.
During the hearings on the 1972 amendments to the Vocational Rehabilita­

tion Act,J many witnesses spoke of the need for \locational rehabUitation
agencies to serve more of the severely handicapped. Of course, severely handi­
capped people are served if vocalional rehabilitation services may reasonably be
expected to render such an individual fit to engage in a gainful occupation.04 It
should be recognized, however, that resources-funds, staff, facilities-are not
sufficient to serve more than a fraction of the disabled people who can benefit
from rehabilitatIOn services and that these resources must be used to serve
people with all kinds of phySical or mental disabililies.

HOW STATE VOCATIONAL REHABILITATION AGENCIES SERVE THE
DEVELOPMENTALLY DISABLED

There is a state plan for vocational rehabilitation in each of the 50 states,
the District of Columbia, Guam, Puerto Rico and the Virgin lsJands. The pro­
gram is state-administered and is statewide in nature.

In not quite half of the states the general vocational rehabilitation program
is organizationally afftliated y,.ith education or vocational education. in three
states it is a division of a department of labor, or labor and industry. (n other
jurisdictions it is within a department or agency which includes SOCial services or
a combination of health programs, SOCial services and related programs; or is an
mdependent commission, department, or agency which is not organizationally
affiliated with another stafe department or agency.

In one half of the slates the vocational rehabilitation program for the blind
is located 10 the same parent department or agency as 'he general vocational
rehabilitation program. In the other states, it IS in an independent commi~sion or
agency or is located in a parent agency different from that of the general pro­
gram. s

State vocational rehabilitation agencJes have a network of offices and faCIli­
ties in which servkes are proVided to the disabled. Almost aU general vocationaJ
rehabilitation programs and most agencies for the blind have district, local, or
branch offices and some have regional or area offices as well. In addition, many
slates operate one or more reh;lbililalion facLlilies and almost aU slale vocational
rehabilitatIOn agencies are engaged in cooperative programs of service wIth other
public agencies which involve addHlOnal places where vocational rehabilitation
agency personnel are stationed in order to bring services to disabled people. The
[oUowing table summarizes the number of offices, rehabllitatlOn facuities and
cooperative programs operated by state vocational rehabiJitation programs in
19706

Rehabilitation Coop.ratlve
Office·, Facilities Programs Total

General Agencies ],616 242 1,440 3,298
Agencies for the Blind 186 J5 4' 270

Tolal ],802 277 1,489 3,568

State vocational rehabililation agencies also utilize existmg community
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resources-public and privdte-In the pruvlslon of rehabilitation services. l11ese
mclude schools, hospitals, clinics, social service agencies, and specIalized tacilltle~

and programs, including aU types of rehabihta~lon facIlities. Ordinarily, State
vocationa] rehabilitation iJgencles purchase ~ef\IICes from tht,se InstltutlOllS 01

agencJes unless some othel arrangemenl IS more ~ullable.

State vocational rehabilitatIOn agencies also puu.:hase sel"'iices from indivld·
ual practitioners such as doctor~, medical specialists, psychOJOg.1StS, nurses, thera­
pists and from such vendors as prosthetiC or OllhotlC or hearing 31d dealers ur
businesses which can provide needed occupatlOnal 100]5, equipment and sup­
phes.

The servIces to be provided are spe\:iried In the rehabIlitatmn plan developed
for each eligible chent based upon dala secured in a d,agnostlc study and, Lf
provided, an extended evaluatlOn,7

Ihe diagnostic stuJy r.:on:-iJsts of a compreqenSIVe evaluatIOn (If pertment
medkal, psychological, vocatlOnaJ, cultural, SOCIal, and environment;J[ factols 111

the case. The study must be adequate 10 pruvloe the basIs for' (I) estabbshmg
that Q physical or ment<:II cllsabiJity IS present; (.~) appraismg the curlent general
health status of the mdivldual. (1) cl.elermlnln~ how and to what extent the
disabling condltjons may be expecled to be removed, corrected, or JnlnlffilZed hy
physkal restoratjon services; Jnd (4) selecting In employmen.t obJecllve (om­
mensurale with the indlvu..luars interest, capaCIties ;md limitations The study
must iilsu mclude, in 1I11 cases ttl the degree needed, an evaluittlOn of the IndIVid­
ual's personality, Intelligence level, educational JChlevements, work expem:nce.
vocallonal aptitudes and jllterests, personal and SOCial adjustment, employmelll
oppOltunitIes, and other pertinent data helpful in determinmg the nature and
scope of servIces to be provided ror 3L"complJshlllg the mdi"'ldua['~ vocatIOnal
lehabilitation objectIve.

The dlagno~tlc study and evaluatlOll and the development of an mdivldual
plan for vocatIOnal rehabIlitation serv\crs iire key features of the rehabultauon
process. They are used regardless of where th,~ dient IS served by the ")tate
vocatIOnal rehabihtatioll agency-in a local office, In 1I state-operated rehabulta­
tion facihly, or In a cooperative program of serVice. They are used whether [he
services are provided dHet.:tly by the stale vocational rehabilItation agency, hy
purchase, or cooperative arrangement of some so' t.

lhe cooperative programs of service have become, m most stales, a ma..lor
service-delivery ~)'stem and are particularly pertinent for seTVices to the devdop­
mentally disabled. "Cooperative programs of semce" means iust that. (It does
nor mean referral for sef'\llce arrangements whi,~h eXist betw~'en agencle'i In all
Slates).

Cooperallve programs of service ar~ prograJns III which r<~hJbilltanon 'ierv·
Ices are provlded in combination With services such as edUC.1tlOnal, IJriillh or
social SelV'lces.

The agencies providing the servit.:es do so on an Interlocking baSIS or J

!-ervH:e continuum. Ordinanly, each IIlvesls staff and funds III a program of
services directed to serve more effectivel) a farge populatIOn,

Among the first cooperative programs 01 sel vices were those III which \ooca­
lional rehabLiltatlOn agencies pooled resotlfees with public school systems ill
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order to meet the needs of young, disabled people. All of these programs cover
students of high school age and many cover students in junior high.

A study of these programs made in 1969 disclosed that all of these programs
served the mentally retarded. In fact, the mentally retarded represented almost
60 percent of the total caseloJd of the cooperative public school programs.
Other types of dIsabilities served in some states include the mentally ill, speech
and hearing, blind and other visual, and other physical handicaps. The total
number of young people served by state vocational rehabilitation agencies In

these cooperative school programs in fiscal 1969 Ln the 37 states reporting was
close to 100,000.'

Another type of cooperatil'e program of service which is well established in
some states is the kind located in a state institutiun such as a state mental
hospital or a state school for the retarded. This type of cooperative program
results in deinstitutionalization for many of those served. An organized study of
the character and effects of th'~se institutionally based cooperative programs IS

greally needed.
Another frequent characteristic of cooperative programs of service ;s the

de'r'elopment and utilization of rehabilitation facilities. For example, almosr aU
state vocational rehabilitation agencies make use of rehabilitation faClhties in
pco'r'lding services under the cO'Jperative school progr::lms. The facilities are used
most often to provide evaluation and adjustment services as well as skill training.

The cooperative programs with state Institutions often adapt the rehabilita·
tion facility model in one of Its fOnTIs. Cooperative programs within the com­
munity also make use of the lehabilitation facilLty model or are tied mto an
existing facility.

So far we have dealt on service programs as such. There are, however, olher
ways the developmentally disabled are assisted under state vocational rehabilita·
tion plans. A few are described I'elow.

Con.lruelion and Establishment of Rehabilitalion Facilities

rn all but a few states, state vocational rehabilitatIOn agencies have used
vocational rehabilitation grants to pay for the alteratlOn or expansion of existing
buildings or the construction of new ones for use as rehabilitation facilities and
for their equipment and initial ,taffing (over $S 1,000,000 in fiscal 1970 alone)9
In addition, they sponsor rehabilitation faCility gran{~ from other sources. Some
of these facilities specialize in ,;erving people with a particular type of disability
such as mental retardation. Others serve people with J wide range of disabilities.

Planning

State vocational rehabilitatIon plans provide for continumg statewide
studies of the needs of handicapped individuals and how these may be most
effeclively met. Planning studi~s for rehabilitation services are reqUlred to be
coordinated, to the maximum extent possible, with reJated planning activities. It
is obvious that planOlng for those with developmental disabilities should be
coordinated with planning for vocational rehabilitation services. One of the areas
in which planning togeUler could be most constructive is in the linkage of
mstitutional and community pr"grams serving the developmentally disabled.
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Research and Training

The vocatlunal rchallLlItJllon P10I;IJIll he:' authurlty Jnd tUllulng tllr It'

se'H.:-h and tramlilg. This (.in and has bL'cn used 10J rt'SeiHLh 111 Ihe It"h;d)lhLdll'lll

of thme with developmeJltaJ dlsabllllJes i.Jnd for trJlnlllg per::,ollnel ro WIH!. with
them. There are three rese<Jfch and lraJOJI1g cCJllers focllsmg on IllcnlJ.IIt>IJ.ld,!
tion Jnd funded ulllkr lhe VUCJtlUndl RehahJlttatl01l Ac[ The](' !s al:-.o .I IHI',1
of indIvIdual proJects.

It wLluld be very hdpfulill the d~YeloplLlerd of H:se;HCh ~.ll<.ltegy III ._url ... IJ~·1

the syslemallC slul1y ot DlIgOJllg lOUpCfdLI'.t: pll)gr;llll~ ',ervulg Ilw~t' willi
developmental disabilitIes As noted <lbl,Ve,.l StllUY u! till' L"h.lrac1cr dnd dlll r ! ,d
mstllullonally·based CD0l'eratlVe progr;'Jln.s IS gieally nel'ded, Probably ()I (~qLlal

unport.mce would be the study of coupelallve programs of servIce III the LOin·

munj[y. The developll1ellt of new paltelns ul services Jnd the rl'plJC,Illl1n ur
sound InnovatIons as lIel110nstlatlOn':l (as ",as done S{)n!{' years ago willI Uu'up.t­

tlonJI rralllmg {'enter~~ should ~l1s(l he (\lnSlderl"\
SIJIC vocatIOnal r~habliitallon progr<Ulh ar,~ flexIble and wLlllllg til Illll,)VJll:

They are aJso most wL1IlIlg to JOII1 willi uther prugrams W meeL tht: 1lt'(·U... (oj

disabled people. The lield of developmental disabrlilies could mdeed (aplallzl"
on IhLS w~llngness and un the expew.;'m,e state vocatIonal rthah.L1lulwlIl PIO
grams have had in c.:uoperatlve programs o! scrvi,;e In oHkr lu ~nn(h dlld III' leclse

servil.:es tl1 those WI th dcvc!L1prnen tal dIS:ibLlII Il'S

THE REHABILITATION PROGRAM OF THE FUTURE

As noted above, the ]472 amendments Lo [he VOl..ltlOnJI l{ehJotllll:l'
tion Act were vetat'd by the Pre~lL1enl Th~ bill, huwever, W~~ pJs':Itd hy
the Sen~lte and the HUlisc wllhulll .:J Jlss,~ntUlg vllte ,lIld I1J'> beCl1 fl'
introduced 1Jl the l)3rd Cl1ngress.IO II l~exjJeL[\~d tll,JlII will b(; Clldllt'J t'~HI) III
the s.ession. Cunsequently, It I~ lmpurt,Hlt IU note Its IHdJllI [hlu'\t~

One of the most ~lgJllflcant aspccb or lhe bill IS Its elllpha~ls un SerVIJI;.!. the
sevelcly handicapped. FOT ex,unple, "hhough 1111e II I rdUlns the [\ll'm OIl tile

achie'lement of a vocatIOnal goal, the \lrJer of selectHln gives pJ lorlty tn 'hose
with the most severe handicaps. FllrthelillOrt, Title II prolililes sUpplclllCnlJI
grants 10 assIst slales III meetLng the needs (If h.mdlCappcd mdividu,i1s for whol11
a VOC311onal goal is not possible or feaslbk, fhl' emphasIs on the sev(,lcJ~, II.lndl­
capped IS also reflected III the rescarc.:h proviSIOns, IncJudlllg spe"::lal i1lJrhorily lur
rehabilitatLOn engmcenl1g research centers, centers for spinal c()ld InJllflcs. <;erv·
Ices for end-stage renal l1JSC:~,lse anJ rehabilitallun servlc.:es fUI ,)Ider b(Lnd
mdivldllJls.

Another lITlpOTlant fe.ltulc of lhl' rehahliH Ilion program l)f 1\11.: \U'UI'~ ",\II
be greater recognition of rhe consumel vt)iLe In the pJ~t> H:gulallUn" lequlred
that at least one·thjrd of the membership of acvisory commltlce'l for St:.HI'Wldc
planmng be disabled persons, Bolh the extendtJ evaluatIOn plan 101 ,I dlsdbled
mdividual and the vocational rehabilItallon plall were re<llIned by Tq~uliitl( liS 1()
be formulated with Ihe cucnt'; P"'llCIl'allOll

Under the pending. IcglSIJtwn. the [cqullell\enl for (lien! pJrttClraU(Ii\1l1 ..HI

mdlviduaJiled written rehablljtation pr,)glam i:, reqUIred by 1<1'W and sl rellgrh-
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ened. The state plan itself must provide satisfactory assurances that the slate
agency will take the views of recIpients] 2 into account in connection with
matters of general poli<:y arisin!:! in the administration of the state plan. ProvisLon
IS also made for obtaining the \ iews of [hose served in the Secretary's evaluation
uf programs and projects.

There is provision for ml:'mbership of the handicapped on the National
AdvIsory Councll and Stale Advisory Councils and the National Commlssion on
Transportation and Housing for Handicapped IndivIduals.

There are various other provjsions designed 10 ensure that careful considera­
lion is given to the needs of handicapped individuals as [hey see them and 10
facihtate their access to and receipt of services. Among those provisions are
those for chent assistance projects and those delmeating functions of the Office
for the Handicapped, e.g., provIding a cieannghouse for informatIon and re­
source :lvaiJability for handicapped indivIduals.

In addlllon to (he inlroduction of the concept of comprehensive rehabilita­
tion services to those with a nonvocatlonal objective (although enVisaged as a
supplemental, not a predumin.wt part of the program) in pending vocational
rehahilitatIon legIslatIOn, there .lfe provislOns In the Socia] Secunty Amendments
of 1972' 3 whIch Wlll gle,tly .ffect both Ihe nonvocational and the vocational
aspects of the vocational rehabilitation proglam.

Without attempting 10 mcrease all of these provIsIons, mention will be rn<tde
of slime of the most far-reachJn:~r

• mcre.lse in the amount of social security trust fund momes that may
be used to pay the cost of rehabl.Jitatmg SOCial seCUfJty disablJity benefiCiaries,

• extensIOn of medicare to social security disablllty benehciafles after
24 months of enlitlement to d.,.ability benellts;

• lmposJtJOIl of a penalty for failure to provide child health screenmg
under medlCaJd;

• supplememal sel.:urity Income for the aged, bljnd, and disabled, usmg
Uniform standards with respect to income and resources and with respect [0

blIndness or dlsablhty;14
• referral of a blind or disabled Illdividual under 65 who IS receivmg

bencflls 10 the appropTiate Slare vocational rehabilitatIon agenl:y for a review of
rus need for dnd uriJ~atl.o[1 uf rl~habllltation services;' 5 and

• prOVIsion of servjces to the aged, blind, or disabled to help them
attaLn ur retam capability for self-support or self·care. 16

The rehabilItatIOn program of the future will be greatly inOue need by the
emphases III pending vocational rehabiJitallon legislation and by the provisions
of the SOCIal Security Amendments of JtJ72. It 1S Imperative that those inter­
ested in the devclopmentaUy disabled plan with the vocational rehabilirallon
program to develop the flillesll'0tenilal ror serving these handicapped people.

lin hct, almoSI the only st"rvl,;es whIch could not be claSSified as vocatIOnal rehab L1l1a­
tion services are those relatf.'d to \'mployment costs, e.g., wages or an employer subSidy.
[xpenditures for such purposes in either competllf\le or .~heltered employment (except
those relaled to Irammg) art" limited to speCIal programs such as "new careers" or '·proJf.'cls
with mduslry .,

2 ThiS amount doe~ noL indude whal walt spenf UrJder the Vocalional RehabLJilaflOn Acl
m 1'-170 (or research and tIther proJtcts for lhe bellefil of the menially relarded.
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3Vetoed by the PreSident on October 27, 1972 Its provisIOns f"r the severely hSIlJ,I­
capped. are discussed later as part of the rehabilitation program of the flliure

4 This factor Ul eligibiJity is often referred 10 as "feasibihty ,. 1 he expectation IS
affected both by the needs of the Individual and the 3\1'J.I1ability of [ht: faClhtlt~s 'lnd St'rvlces
he needs.

5The Vocational Rehabilitation Act pro\lldes for c sole slale agemy except when: then~

is a separate state agency for the blind authotlzed 10 prOVide them smh vocallonal rehabll,­
tation services. Depending upon state law. such a separate agency may serve a persoll will)
both is blind and has a de\'elopmental disability.

6 Stille Agency Exchange, February J 97 I.
7 An extended evaluation period is used to determme the r~hablhtatl(ln potential of an

mdividual when there is mabLiity to determine that there IS a r~asunlble expeda110n that
vocational rehabilitation services may render the indiVidual fll to engage m a gamful 0CCUpcl­
iion-a criteria for eligibility for vocational rehahilitation habilitatlOll -.ervlces. (Other cri­
teria are the presence of a physi(al or mental dl'iabilJty and uf a '>ubstanll<l.I handlLap t"
empluyment.)

eStQte Agency Exchange. December. 1'>69.
91 n addition, as preVIOUsly lIoted. state vocatlondl rehabilltallon ogenclt'S purchase

services from existing facilities (ovm $77,000,000 worth in fiscal 1970)
l oS. 7 and H,R. 17. Addillonalldentical bills have been Ultroduced In Ihe Iiouse
I I Grants to States for basic vocational rehabilitation services and mnm'anon did

expansion grants.
I ~ Or, in appropriate cases, their parenls ur guardian",
I ~P.L. 92.603.
l 4 An infant or child who meets the definition of disability 0r bhndnes~ and the t'~st., of

income and resources will be paid h~neflts.

I sThe Secretary of HEW IS aulhorlzed to pay the state vocatIOnal rehahllltation ogenLl'
costs Incurred in the provl:.ion of rehabilitation services 10 IOdivldual<; ~o referred

I fiSubJect to Section 1 L30 of the SOCial Security },ct.
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STATE CRIPPLED CHILDREN'S SERVICES
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Section 501, Title V, Socl3l Security Act, authorizes annual fomlUla grants
to the States to find chlldren who are nippled or who are suffering from
conditions leading to cripplmg and provide them with medical, surgical,
corrective and other services.

1972 fio;.cal ye,H appropriation

1971 flo;.cal ye,H appropriation
$62,272,000

58,600,000

The Crippled Children's programs locate children with crippling conditions
and see that they are diagnosed and receIve the medical and other health-related
care, hospitalizatIon, and coni inuing foUow-up that they need. Free diagnostic
services iHe avaiJable to every ,..:hild broug.h I to the clinics. The CC iJgencies help
parents with financIal planning for treatment and care, and may assume part or
..all uf Ihe COSl of care, depending on the child's cOlldition, the famLly's reSOllfces,
and availability of funds.

Each of the CC ngencies operates under a State law which either defines
crippling conditions that will be covered or directs the agcn<:y to define them.
All the States mclude children under 21 with handicaps requiring orthopedic or
plas1ic Lre~lment, such as cleft palate, club feet, and <:hronic conditions affecting
muscles, bones and join IS. NeiJrly all Slates Include rheullliJlic and congenitiJl
henrI disease, epLlcpsy, cystic fibrosis, and certam viSIOn and hearlllg disorders.
The States have broadened tht~1f programs over the years to include miJny kinds
of handlCiJpping conditions ~lOd long-term ilJnesses. Thus for example, over
45,000 ch.ildren with diagnosis of various forms of mental retardation received
medical services in the crippled children's program during the past year.

A tolal of 497,959 children, 01 slightly more Ihan 6 oul of every 1,000
children in the populnllon, received physiCIans' services under State Crippled
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childlCIl'..; pmgrallls 1[1 1()71. HO'lpltal InpJtJClit L<.!re W,IS provldcLl II) X~,OUU

chJhJrell.
(0 Ill] I, chlldrcll helweell 5· q ye,Hs of Jl~e compased. Ihl' IJrge ....1 ll::,·~rs. ,\\

the J110glam (29.7 pl'lcelll), with the nex! large",t gwups lhose belwc~1l I .~

yeal~, ('26.3 percent) i.JIld 10· 14 yeaTs (22. l
) p'~rcentJ. The Ilumbel 01 chlldrell

between 15 and 17 u'iing the progniln was 10 J pc(.:ellt 01 lh,~ 101'11, aJl(1
4.1 pcrceru were unucl l)[le year nf age

Expenditures

.<\ bOll t $154 million Wd." spent b) lhe SIJtC', tor servIle" III LflppJcd l hlldrrll
jn [Pied] year FOO. Abuut ]K percell! uf the total spent WdS ff')Jr1 ~tderal

wurres, the balance fr'Jnl StJtt' <lnd IOlal Sllurcc~ The tutaJ dlnounted t'I:-"1 ;';4
per rhlld under age 21 111 the popul:ltlon. In I number of ~,tatc~ Iht r(~p,\,trd

amount llf stale ~iIId IlkJI expendItures was mort thiHl d,)ublc the Fl.'da,d
experldllure.

CC Services of SpeciallnLerest to Stab' Planning
and Advjsory Councils"

The 1963 SocIal sCL:urity Jmendments prmllJed for JllLreased h:dcl:.:t1 1lJrHb
for the Crippled rh.Jld[~Il·s program and for tilt: eJrlllarkln~, of -;OInC (01 (hC~l'

fund:-- sp~~ifica\ly lor 5.t'rvICI~S lor ml:nlally reli.HUCU dllldlCll F-h'lTl \qb_-',

through J970, $40.5 million of Feueral CC fUIHls CiHllliHked lur Ihl:- I'UlPtJ~t

have heen utilized.
These funds have hecn used by some Stall s to provide ·~orrectlVi' «Ht' lUI

instItutionalIzed ret.m.kd children, or as spel,IJl projccts gr,lflts 1[: seh,\:tecl
medkJI centers Lo develop special clinICS for multiply handl«jpped cllll,Jll'l1

Thes(' progrJms ,lie delllonstraling. the kind 01 st Iff drld ~cr\'ILt's requlrcd In Illeel
the IlltaJ needs of SUdl ch.t.ldn~1l tluough oJ smgle comprt'hen~lvc ClLnlLJI ~t:ll11l~~

and program.
An ;JdditlonaJ usc whJch h<Js been Illade of these Crippled Chtldrcll'~ ILlnJ~,

.;armJrked for mental rdardatlOn 1:>' fUJ specIal p l)Ject grants j'H cytllgenetl\ dnd
biochl'micaJ laboratory services Jnd gencti( coullsehng progrJlns. Such prograrn~,

Jre u:o.t1Jlly extensions 01 special clmlL .... 1 sel"' lees for hJIlJIGlppeJ ..::htldrer

located iH hospllJls (l[ mcuU:JI L"t;>nlcrs. The selVll·CS JncluJe Chr,)llll)',1I1l11:

:.lna]ysis and diagnosl~ of ",i:HIOUS condltron') vlhkh IIlJ.V bc glvl'n t,) IJJrenh

seeking advke on genetic quesllons. fhcsc Jab(Jratofies Jiso Jruvld-: CUrlllllued

momtLlfmg o~ p;Jtlenls III the Sldte with melabulJC dlsca:>.es, dnd Ir3111 the
nc(,;essar~' professlollal personnel to dellVl'f these )crvlces

[lurlng fiscal yt:Jr IQi2, 2J spccIJllaborJlory ppJgrdllls l)1" lhlS Iype were III
uperJlloli. They provld~d LhromOSlllllL' ~ludJL"s liJl apprl':xundLely 4,.)OU p.JLI~nt:'l

dnd their fanlllJes with d known or suspected ~eneul probll'm, ami pfllroseu
",ome 90,000 blOJOgJCtl specunens to check for d V:Hlcty uf l ondJtlons. 01 thc
patients served ~olTIe 70 perlent were under I ye If 01 age, <-} percent welc fillm I
10 4 yCJrs, 5 percenl flOIll 5 to lJ, J.r1d 16 percent uller () ye~J.fs ld Jge
Apprnxirn..itely J R to 20 per.;cnl ur these fdlTllhc~ I.:dlTlC frlllll luw·mCllrll'"
nllnullly groups.
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Genetic counseling was prc"Jlded, based 0[1 these cytogenetic and biochem­
ir..:allaboratory findings and cOri'prehensive dinlCfJ) evaluations.

STATE MATERNAL AND CHILD HEALTH SERVICES

Section SOl, Title V, Soci~J Security Act, authorizes annual formula grants
to the States to extend and Lnprove health services fOT mothers and children,
especiaUy in rural areas.

1972 fIscal year appropriation

1971 fiscal year appropriation

$59,250,000
59.250,000

Programs to promote good health fOT mothers and children are basicaJly
programs to prevent dl health and infectious diseasc, to safeguard the period
around pregnancy, and to minimize heahh hazards by identifying them as early
as possible. State maternal and child heallh service programs reported these
services for fiscal year 1970:

For mothers: Maternity clinics, nUl sing servil:es, hospital Inpatient care,
family planning services, dental care for expectant mothers, and classes fOT
expectant parents. Some 332,000 women received maternity chnic services,
529,000 received maternity nursing servIce, and 36,000 hospital mpatient Cdre m
fiscal 1970. In addition, over .5 million women received family planning services.

For children: WeU-chdd clinics fOT health superviSion of babies and
children, nursing services, pedialric clinics, hospital Inpatient care (mostly of
premature mfants), school health examinations and screening tests, Immuniza­
tions, and mental retardation c1mics. The weU-chiJd cHnics served 1,474,000
children in 1970; 2,391,000 children received nursmg service; nearly 9 million
were screened for vision problems; 736,000 received dental treatment: about
60,000 infants and children rect~ived inpatient hospital care. Vaccmations against
rubella were given to 3,784,000 children.

Expenditures. States and other jurisdictions reported expenditures of
$165,094,082 for maternal anc. child health in fiscal year 1970. State and local
funds made up about 70 percent of the tOl~1. The total amount spent represents
$2.05 per individual under age 21 in the lotal population.

MCH Services of Special Interest to Stale Planning and Advisory Councils.

Between 1956 and 1970 a total of $68.7 million of Federal MCH funds had
been eannarked by the Appropnations Cummillee 10 demonstrate the unique
and specific contributions which can be made on fJ Slale and local level in
evolving balanced services [or retarded and handicapped children who show a
developmental lag.

These funds have been uSI~d for special project grants to demonstrate new
and better ways of meeting ne"ds and delivering care to these children and their
families in two major areas:

J. Special Qinical Services. Support of clinical services for mentaUy
retarded children is one of the most important uses for MCHS mental
retardation funds. The services provided include diagnosis, evaluation of a l:hild's
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capacity for growth, the development of J tredtrnCllt JilL! nl,:Jndgt:IJlCIH plal1,
interprt'tatlOn of these flnJmgs to pJfl:nIS, and follow-up l.lfe <Jlld silpervl'illlll.

Mental retardation t.:lillie servIces were gwen 10 57,000 chlJdrcll III ISO .. ltllh_\

suppurted by MCHS funds dUring the flSfi1] ye,H 1971. These cllllles {'PUdlCJ HI

<:III bill three States.
Children arc heJn~ seen at these specla! CIIIlICS at an earlIer <Jgc than br1un:,

through multlplc \CrecfllJlg prlJcedures offcled by the Slate maternal <tnu lhlld
health programs. In I{nO, 30.6 pc(u:'nt or the (hlldrerl ",ecn III dlilical prll!?r.lllls

wert" 5 Y~dlS nf Jgc ('of under ~:lIlJ 70 per\..cllt WI:;'C Ilnder 10 Yl'JI~ uf ,lg~'

New patlenb numbered 24,300 wllh the rneeJian oJ,~c 67 yt',-IfS The
comilllOll mosl frequently associated with diagnosIs 91 retardatLon 111 Ill:: new
patients, was "uncertam cause With functional reactlOIl rnande<;l,q (ll:cnlllltlng

for 32 percent of the new patients. Preni:ltal mfluem:es were cllell J~ the
prinClpJI cause of rctarliaLion lor 25 percent oj the children. The ()ther kJdlng
diagllostiL IIstmgs welt' "unknown -.:ause with ~tnl(.:tlH<l1 rt'Kllons rlldnif~:-,(," 1~
percent of the chlJtJren. dnd trauma J ~ I)er ... ent (If th~ chlldrci

2. Prevention. A majl1r emphJsl:-. in the prevenlion of Illent,d rc·..trd~­

lion within [he past few years has been In reliition to phenylketollLlll;J (I'KU;1
This trlborn error ofmClaboliSlll hJS HI the past been responsible fnT 1 peru·nt ot
the populatIOn III our State mstitUlJons for the mentally ret~lrded By d~{fLlIIl~

families With the conditioll Jnd by plJcing young mlants With the condition Oil J

specIal diet, menlill retardation can usually be prevt>Jlled. MCHS ha:. heell
workmg with State health departmenLs In developmg <lnd trymg 0111 vdrJUll'i

screening and detection programs, developlllg the necessary 1,lbura{oTy bCllltIC~"

and ~Issisting States In provlthng the special ('let Jnd fuUuw-up rnogr,lIr'~ for
these farmlics.

Although SUl..:h progr<:ll11s may be Initlalcd Without a It'glsl..ttlve lequirelll~rll,

in mJny Slates l<Jws hi.Jve been ellJclcd 011 thIS subJ(,(1. By July 1970. 4.\ ~IJk\

had sUl..:h laws, mo~1 uf them mctkillg sClcenulg for PKU rnalld,llory Tlll.~ 43
State~ arc:

Alabama Indiana Montaf'il Pellnsylvanla

Alaska Iowa Nebrasl,a Rhode Island
Arkansas K.ansas New Holmpsh,re South Ca.ol"'(1
Cahlorn,a Kentucky New Je, o;ey Tennessee

Colorado LOUISiana New M'.'>:tcO TC>:i1s

Connectlcul Maine New Y"rk Ut3h

FlOrida Maryland North Ilakota Vllgmla

Georgia MasSilchusetts Oh,o Washington

Hawaii Michigan Oklahoma West Vlrgmla

IdahO Millnesuta Nevada w.,consln

illinOIS Mls'5our, Oregon

Dudng the past yl'al approxlI11ately 1)0 perl..:cnt of the tLJldl registered bve
births In the 50 Stales and the Distflct of Columbia were screened 1'hl\
screening efforl by the States, supported thrlJugh MCHS, turns up approxI­
mately tlOe confirmed t:Jse [or every l6 1000 !lve reglMered blr!h~. AnrlLlJlly
about 215 infant:. born to fanlllies In which nl) prevlou~ly knL)Wn sitdlllg Willi
PKU h<id been delivered <.Ire bemg dt.>lrctl.:d, subsequently cl'nJmncL! JS h,JVIll~~
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PKU, and trealed.
Interest contInues to increase in metabolic diseases other than PKU that

led to mental retardation. MCIIS is continumg to supporl a study of Ihe clinical
applicatIOn of screenmg tests to detect galactosemia, maple syrup urine disease,
and histidinemia. Also, SUPPOI t IS being given to studies of new approaches to
broader screening methods wruch would make available a battery of automated
tests for detecting metabolic diseases. The effectiveness of this "seed money"
can be shown by the fact that, of several hundred projects initiated, less than six
have been term mated or disc0ntmued; that the States have invested about the
same amount as the project grant to extend and expand the projects; and that
project staffs have provided prunary leadership in statewide planning efforts on
beh<llf of the retarded and have been intensively involved in the development of
the University-Affiliated Centel program as weU as in coordination of services.

GRANTS FOR HEALTH CARE PROJECTS

Smce 1963 several new maternal and child health services programs have
been established under title V of the SOCIal Security Act. These have been
developed in response to seTiOUS shortages of health services for low-income
families In the central cities and in isolated rural areas. In the areas they serve,
these programs proVide continuous high-quality health care for mothers and
children, many of whom previc,usly experienced health care only in emergencies.

Maternity and Infant Care Proj"cts

SectLon 508, title V, Socul Security Act, authorizes grants for projects to
help reduce the incidence of mental retardation and other handicapping
conditions caused by compHcatlOns associated with child-bearing and to help
reduce infant and maternal mortality by proVIding necessary health care to
high·risk mothers and their mfants.

1972 fiscal yeCtr approprtation
19711iscal yaM appropnatlon

$42.675,000
38,565,000

Fifty-six Maternity and Inr'ant Care Projects were in operation at the end of
fiscal year 1972, located in 35 States, the District of Columbia and Poerto Rico.
While more than 60 percent of the Maternity and Infant Care Projects serve
cities of 100,000 or more, projects are also located in rural and urban-rural
populations in such States as Alabama, Georgia, Florida, Arkansas, Idaho and
others. All the projects serve locahties whIch in the past showed much higher
mfant and materna] mortahty rates than the nation as a whole.

According to provisional data, a total of l4] ,ODD new maternity patients
were admitted to the M & I projects durmg fiscal year 1972. New famuy
pianning au mISSions 10 fIscal >ear 1972 totaled 130,000, and infants admitted
totaled approximately 45,000.

About 60 percent of all women admitted for maternity care m the projects
were black. Of total new maternity admissions, 1.9 percent were less than 15
years old, 3.6 percent were is years old, 89.6 percent were between 16-34 years
and 4.9 were 35 years and over.
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Projects for Intensive Care of Infants

Sectiun 508, title V, Soual Security Ad, duthonzcs gr~lnts tOT prC'je.:t:<. lu
provide necessary heaJlh cafe 10 mfants durmg theH fust ye~lr ot lile whell Ihe\:
have condihons or are in cJrLU1llslilJlLeS WhJlh mcrci.Jse the hazdrds tu lht'11
health, in order to help reduce the in.:idem:e uf nlcnLal retardat1nn and nthl'1
handIcapping conditions caused by fompliLatiuns .lssociatecl wIth chtlclhcculllg
and to help reduce Infant morLJlity.

1912 llscal year appropriatIOn

lqll fi'ScaJ year appropriation
$753,000

450,000

The Maternal and Child Health Service (then a part of the CluJ,],ells
Bureau) began supporting programs for prem:-lture Infants, now 01 ten tnnlcd
low-birth-wclght mfalHs, In the 1940's. The central focus of th.ese unlls then W;JS
on expert nursing care. The 1960\ have seen a transition from premature
nurserIes to intensIVe carl' Ulllts fnr high-risk n~wborn Infanls. Though Illl)st lit

the infants m mtenSlve edre are low-blnh-weLght babies, mtenslve care units also
admit other infants who need spe(ial monItoring and care. Tncreased medlcJI
nursing, and laboratory support, as well <IS rllure St)phlstlcdted equipment, IS
required for the very spel:laliled care emphasiLed U! Intensive care Units {l',r
newborns.

Sim:e the long-range goal of such programs is the preventIOn ul Illorl"lldnv
and mortaJity in infanls, iJll erfectlve progr..lm nusl begm long before the bnlh
of the baby, wlth improved CJre of Ihe mothcl through comprehcl1Slve prelliJl,d
and mterconceptional care.

By the end of fiscal year Iq7~ Ilw Malerll,d and Child Health Selvlce W<J\

supporting Clght intensJvc calc units whICh were selVing injams IIllt unly from
the sponsoring hospItal but also from husp taJs in a glV('1l city. iJ cuunt),
statewide or m sever<:ll States.

Projects for Comprehensive Health Care of Pil'school and St;hool-Age Children

SectIOn 509, tjUe V, SOCial Security ACI, authorIZes grdnls lur l;u:nprl'­
henSlve health l.:(lre programs to meet the medical, dental, phySica' JlId
emotional health needs of children and youth, parllcuJ:::lrly In ~HCdS WIth
concentrations of low-mcome families.

1972 fiscal Y'1ar appropnatlOrl
1971 fl,;cal year appruprlatlon

$47,400,000
4],835,000

Fifty-mne ChIldren Jnd Youth Ploj~C(S were in l...)perJllUn at the ~'ld (J!

fiscal year lY72, servlllg iJn estJl1l31ed 4)0,000 (htldren. 'rlJey were IOCJtcu III : 3
States, the DistrIct of COllJlllbli~, Ihe Virgin Islands and PueTt') Rico. Slxry·seven
percent of thl~ projects wert' located In central cay arc~as, 21 percent In
penpheral urhan or rural areas, and 9 percenl In more than one locatIOn.

The geographlc areas covered by the pWJccts range from O.J I tl) 6,3·73
square miles, and the number of regislranls from 780 to 45,000. Some pr'JJecls
have recently narrowed their gcogr~phlc focus 10 prOVide more effective servilE.
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Of the 24 projects which have done so, 10 Jre operated by medical schools, nme
by health departments and five by huspltals. Hospital projects serve the lowest
median area (2 square mMs) compared with 10 square mues for medical school
and 19.5 square mUes for heahh department projects.

A breakdown by race shows that 64 percent of regIstrants are black,
32 percent are white, 4 percent of other races. Of total registrants, ]2.5 percent
are Spanlsh·speakmg. Girls outnumber bovs in each of the racial and ethnic
categories. Median age for registration was about 5 years. The age group from 5
to 9 has the highest percentage of registered chLldren, foUowcd by the 1 to 4
group. Most projects focus therr efforts on chudren between the ages of 0-14.

A relatively high percentagl: of children in the 5-~) group recelVe initial OPT
and DT shots, indicating a low lmmunization base III the geographic areas served
by the C & Y prugr<:lm. Of all specific items of service, ImmUIllZ<ltJOns are
provided most frequently.

At least one of each four new registrants h<:ls <:In <:Icute medical episode {)f
care before initial health asse"smcnt. The number of registrants with acute
episodes of care decreases dramatically after comprehenSive health care services
have been providcd. While correctable episodIc diagnostic condttions show a
dramatic decline after illltIaI health assessment, provIsIon of comprehensive
health service docs not seem to affect the incidence of episodic diagnostic
conditIOns such <:IS IIlfectlOns, allergles and IIlJu[]es. Environmental factors may
override the pnmary preventh)n efforts to reduce the frequency of these
conditIOns.

Nevertheless, a recent report on diagnostic condItions found at recall
assessment st<:lted that the frequency of "well child by medical examination"
mcreased by at least 50 percEnt; preventable conditions decreased and cor­
rectable conditions were reduced.

The average annual cost p'" child 111 the C & Y projects was $201.26 for
1968, $162.47 for 1969, $149.E2 for 1970, and $127.00 for 1972.

Dental Health Projects

Section 510, title V, Social Security Act, authorizes grants for projects that
promote the dental.health of chIldren aod youth or school and preschool age,
partIcularly jn areas With concer trations of low-I/lcome famlllCs.

1972 fiscal year appropriation

1971 fiscal year appropriatIOn

$1,180,000

500,000

Dental care h;JS been aV<JiJable through the State maternal <Jnd c.:hild health
and cnpplcd children's programs and the Children and Youth and Maternity and
Infant Care Projects. In 1971, for the fIrSt tlffie, a program of speCIal project
grants was launched to proll1ote the dental health of children through
comprehenSive dental care projects. ThIs program was authorized by the ChIld
Health Act of 1967, and permits provision of dental care through a varIety of
approaches which emphasizes prevention and contmumg dental supervision.
Through fiscal year 1972, seven projects III this area have been funded.
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TRAINING

Synergu,m for the Seventlt~s

Under SectIOn 511, title V, Social Security Act, persollneJ are Iramed [01
health care and related services fur mothers and chiJdren, partICularly rnentaJly
retarded children and children with multiple handkaps. Traming graIlts are made
to public and nonprofit private Institutjons of higher learning. The hulk of these
funds are beIng used to SUpplJrt staff and train.ees In the lIniverslty-AffJlatcd
Center program.

Training activIties ale also supported by funds authorized under se-.:l1un:-.
503 and 504 of title V for projects which may I:ontdbutc to the advam;emenl of
maternal and child health and crippled children s semces.

1972 fiscal year approprldtlOn

19/1 fiscal year appropriatIon

$15.071,000

11.200,000

University·Affiliated Centers

The program designed to provide l:omprehensive multldlsclphnaJy lrammg
of specIalists who will work with the handlcCipped and reLuded IS hased on ~

con':ept of mlllti-agenl:Y funding and multl·d~partmentaJ unIverSIty parrlclpa­
tion. It had Its beginning in 1463 under P.L. 88-164, which authorlled Fedenl
support m the construction of faCIlities to house such trainmg effor"'. At many
of the universities that <Ipplied, MCHS was already involved In the funding (If
c1inH.:al services.

In 1965 this role wa, expanded to ,"clud' support for facully and sludents
in the health services component of the trammg programs, which ha~ now
rcachetl approximately 65 percent of Its prolected development through the
support from MCHS of 20 programs. The planned and projected development of
educational, rehabt.htatlOll, research and other components of the pwgram h;IS
been somewhat slower than antJclpated

The maJor Impact 01 these programs dUflllg 1972 has contlJlued to be In
raiSIng levels of teal:hmg Jnd servu.:e and mfluencmg a variety of bJslc curnculurn
changes m the affiliated degree-gr<lntlng deparlments, colleges, and unIVeISJtle~.

This IS brought about by interrelatIOnships between the colleges and unIverSitIes
and lhe centers. For example, the (ollegc'i ar,~ usmg the center ... to tr<llll thell
students, and give degree recogllltiun flJr the tlJ.lllmg the (enters pluvlde Thcrt'
is a system of dual appointment" the core faculty holds staff appulntment\ 111

the UniverSIty depaftment ur school as well as at the center. Each health servl(C
component maintains an average of 17 such relatlonshJps lhrough furmal
agreements.

ComprehenSIVe services to chudrcn and fanlliles prOVide fhe c1lf1lca] In:';l,> fUI

the multidlsclplmary trammg m these programs. In 197-=' the 20 programs
evaJuated over J6,000 chIldren and their fa:niJles to select the approprIate
teachlOg sltuallOns for students enrolled ill the program. All of these chudren
and their families re<.:eived some lype of servlc~, either JS a model nf ex~rnplary

care by the faculty and staff or by feferral to dJl eXlstlllg selVKe program OVH

900 he<Jlth servl(';cs positLons, representing Jpproxunately 725 man-years, were
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budgeted by these programs to provide this patient service and to carry out the
teaching responsibilities.

Although many children and their families do benefit from the exemplary
services provided by staff and trainees at the denters, the major responsibility for
meeting their health, education and social needs remains with the community.
The programs have developed extensive collaborative relationships With a large
number of community agencies to meet these needs and to assist in the
upgradmg of staff skills in the agencies.

The long-term trainees on MCHS stipends in University·AffUiated Centers
during fiscal year 1972 included:

Ps.ychologlsts. ..••••......•.•..... 65
Pediatricians & Obstetricians 51
Medical Social Workers 86
Speech pathologists &

Audiologists 47
Pedologlsh •...•................. 20
Nurses. .. . . . . . . . . .. . .. . . . . .. . . .. 8

OccupatIonal Therapists .•.. _ . _ . . . .• 9

PhYSical Therapists 10
Psychiatrists 6

Nutntiontsts 9
GenetiCists • • . . . . . . . . . . .• . 3
AdminIstrators. 6
Dental Auxiliaries •............ 6

RFSEARCH GRANTS

The MCHS research grants program is concerned with improving the
functioning and effectiveness of maternal and child health and cnppled
children's services. Special emphasis is given to projects which will help m
studying the need for, the feasibility, costs and effectiveness of comprehensive
health care programs in which maximum use is made of health personnel with
varymg levels of training.

Currently 96 research projects are being supported. Some examples of
Jecent projects are: evaluation studies of health care projects; study of the use uf
allied health workers in maternity care; sUlVey of group care facilities for
children; study of the relation between maternal nutrition and the course of
pregnancy.

Grants for research project:; may be made to nonprofit institutions of higher
Jearning and to public or other nonprofit agencies and organizations engaged In

research in maternal and child health or crippled children's programs. For 1971
the appropriation for this progr.lrn was $5,735,000.

INTERNATIONAL ACTIVITIES

Research and tJaining aJe sponsored abroad by MCHS using foreign
currencies availabJe under the PL-480 program. Research areas are selected
which are of mutuaJ interest te, the U.S. and the cooperatmg country and whlch
will complement work going on in the U.S. Also using PL-480 funds, support is
being given for study abroad b'y' U.S. scientists in the field of maternal and child
health.

Other MCHS international activities include planning programs for foreign
visitors who are in the U.S. fOl training in maternal and child health, technical
assistance to the nutrition program of AJD, and an active role in U.S.
participation in UNICEF.
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ADDENDUM

Synergism tm the Sfvt'nllt':,

The djscusslons whICh took place HI the twu worbhop-.; 011 SCIVICl''''

Available to the Devclupment.ll1y Dlsdhled thrtJ1lgh the State M:Jtcrnal ,lOd Child
Health Pl<m tnltlally focuscd PO clmitymg eXl"tmg <lnd current scrVlCe<; hClIlg

provIded through the MCHS program. There was some exploratlllli (11 PIHSlbll'
restnctlve impetlimerlls In lhc States' legdl and <ldllllnlslratlve Jdlnli lOllS

adequacy or the delivery o! these services que~,lluns abllut possIble:: nJrln"rrles)
In the scope of some State servICes as well JS the elfecllvene~s 01 ';;Ollle SCI"VlCe,>
(partJcularly III the area oj early ca~e IIndlllgl

Workshop Assessment of Available Services thruugh the
Stale MCH Plan

The consensus or both workshop groups 111 his area 'Ippeclred tll be
1. The State MCII and CC progr<Ulls III general are well establIshed alll!

are providmg the kmd 01 baSIL service::. for develupmentally disabled children
that the State Plannmg and AdvJSllry C0UrlLlIs Ire charged with PfillllOllllg (lIHI
courdlnatlng.

~. Whdc [he Federal lcglsliillvt~ autholjty lor MCHS progralll~ I~ llililC
broad, progrJrn development In the States has Ileen rest] Icted by a ded{'awigly
proportionate allocation nf Fedcral, St<lte and local rcsource~, for LhllJrcll mU;J
I<lck. of any Increase 111 resource allocdtll)11 fer baSIC 502rvl(,:5 to rhe develop­
mentally dlsablC'd over 21 years of ::tge

3. Many of the models (If servIce Jt Ilvery dcmlJr,slrJted hy MCllS
proglams are Ino~t rffeetive Jnd clllc[cnl (putlculJrly those lrIoJcb lIlcur­
poralmg cuncepts 01 multldlsClpllrlary comprehensive Jpproachl'\ IIlCllldlllg
follow-up care, ek.). New models do !lot neeo to he Jevelopeo In IIW ... t
Instances. Rather, the exj~tlllg ones need to be unplemcnted and sHength'~Ilt'u

4. While greater effiCiency In the delivery 01 some or these llu'ded
servIces tll the developmcntally dl:::abled cuuld b·~ JchJcveu thr'jugh the effwls lll'

the State PlannIng anL! AdVISory CounCIls, Cllrrt'nt i.lvauiJble r~sullrccs 1-0\1101 nUl

achieve delivery of these servICes to most of lhe IJrge numher~ ()f devC'lop
mentally disabled IIldlvldu;l1s at WhICh we <In: now JWMe

Communication and Coordination between Stall" Councils
and MCHS Programs

The bulk of the workshop partiCipants wne members nf their lespectl\r('
State Councils as well as Stale or lOCal MCHS ~rogram rcpresentiltlvc:-, From
their point of view there IS auequak and apr:;ropTlate rnpu[ Irom the MCH~,

services Into the State planllmg effnrt Thl~re wa~ consHJerablc eVldenct'
presented by workshup partIclpants of attempt·, by State Cuuncll ... to fill ITI gap',
III eXIsting MCHS ~erVJL:C~, TWll eX<l/llples of pr Jhlcm Jrt~as were mentIoned b}
the groups:

1. One State Council determined pTlC'fltles for filling gaps 1n serVice:,
by. (I) ehmmalmg [hose areas In which some legal or leglsl.ltlvc authoflty ItH

dehv(~ry of a needed serv!l"e had been a"slgncd 10 a Federal or StdtC JgCI1'':y, and
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(2) setting up the remaining n('eds in order of priority with those services having
the lowest total authorization of funds at the top of the list. The group pointed
out that assigned legislative responsibiHty to provide a service does not always
1JTIply implementation, and that levels of authorization seldom equal actual
appropriations. It was felt this approach to setting priorities was not only
unrealistic, but tended to penalize established services, such as MCHS, in which
needs do exist.

2. There was concem about partiCIpatIOn by the State Plannmg and
Advisory CouncUs in the development of service deiivery plans ordered by the
courts in response to current class action sults on behalf of handicapped groups
denied services or specific rights to services. Only one State Council represented
In the two workshops had become Involved in d~veloping such a court-ordered
plan. The MCHS program representatives expressed concern that without the
State Advisory Council input In such plans on behalf of the total State service
system, including MCHS, ther,~ could be a serious disruption of a number of
services in efforts to meet the court·ordered action.

New Strategies and Approach.. to Service Delivery

The bulk of discussIOn time in both workshops was devoted to attempts to
c1anfy and interpret the impact the "'new strategIes" for the delivery of services
to the developmentaUy disabled might have on the total program. Included in
these considerations were discussions relatmg to decentralization, grant consoli­
dation, service integration, etc. The following areas evolved as specific concerns
of the partiCipants and as areas requiring the attention of the State Advisory
Councils.

j. Title XIX of the Social Security Act - Its use In achieving a higher
quality of care and follow-up sf:rvice.

2. Revenue Sharing of Health Doilars - needed clanfication for the
Councils as to which program funds will be included in this and which health
services the States are expected to operate Wlth such funds.

3. Expiration of ProJ"c! Grant AuthorilY under Section 508, 509 and
510 of the Social Security Acl. For fiscal 1974 special project granls for
Materna] and [nfant Care, lntensive Infant Care, Family Planning, Children &
Youth and Dental Care for Children wm terminate, and funds for such programs
wiil be included In formula aUocations to the States. Wh~e each State MCH plan
must con tam at Jeast one acceptable project m each of these five categuries, this
will mean a decrease of total Ft~deral funds for some of the larger urban States In

which a number of M & I or C & Y projects were operating In the CitIes. Some of
the smaller States which did not have a number of such projects in operation wiU
on the other hand receive some mcreases. What happens to these programs and
how some of the larger urban program might be maintained with decreased fund
allocations to the States are areas of concern for the State Advisory Counc:LIs.

4. NatIOnal Health Insurance Program. Most participants felt that some
type of National Health Insurance Program would be developed in this country.
They expressed concern that, as in other countries, the specific needs of the
developmentaUy disabled might not be covered (or coverage might not be
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possible or practicable) unJer an acluarlal system. The P~HtIClpJJ1[S stressed thE"
need for the State Advisory Counctls 10 involve lhcmselves III conslderdlluns III
such health Insurance programs and be prepared to document the Ileeds uf thl"
developmentally disabled, and present plans to IIH:et sUI.:h needs, at the wne lh.11

a National Health Insurana prugralll IS conslderfd.
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Services Available to the
Developmentallv Disabled
Through Title XIX of the
Social Security Act

Richard L. Humphrey

20l

In order to discuss a program as far reaching and Important as Title XIX, it
IS necessary to provIde some background lIlformatlon about Merucaid, as Title
XIX is commonly called.

MedJcaid is the JOint StOle and Federal program that provIdes the frame·
work for fmanclng the delivery of health care services to Ihe poor and near poor.
To date, 53 States and jUJlsdictions includmg all the Stales except Arizona have
adopted a Title XIX program.

In brief, MedicaId eSlablished a baSIC package of required medical services)
defined the segment of the population to receive it, stipulated that qualified
providers of medical services were to be paid for the services they provided, Jnd
authorized tax funds for thiS purpose. In addItion to mandatory requirements,
Med..lcaid also con tams a number of optIOnal plOvislons which States may m­
elude In theH Title XIX medical aSSJstance program.

For example, under currently applicable legl"latlOn, if a State participates In
Tille XIX, It must provide nedjcal assistance to the so-called categOrICally
needy I those receivmg fmancial assistance under one ur the Federally aided
public assistance programs for the aged, the blind, the IJlsabled, or families with
dependent children. In addltlun, States Inay opt to Iliclude the medIcally needy,
those who meet requirements for one of these four categories except that thell
incomes are too high to lecelve money payments hut not enough to pay fLir
mediCal needs. Among other optional groups, States may cover all children
under the age of 21 who meel thelT IIlcome and resource requlTcmen ts. H.R. I,
SIgned mto law as P.L. 92·603, Will make changes m the adult categones, mostly
effective January 1, 1974. I shaJl discuss the proVISIOns of P.L. 92-603 later 1Il

this paper.
Th. basic package of required services which a State lIlust prOVide for the

calegorically needy are" inpatient hospital servIces; outpatient hOSpltdl services.
laboratory and X-ray servIces physician services; sk.JlIed nursing home servll.:es
for persons aged 2] or over; early and periodiC screening diagnosis and treatment
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services for chJldren under 21 horne health servICes lor auyone t~ntJ1led ttl
skilled nursmg hOlne serVlces and family plannml~ "erVlces.

In addJuon, J Slate 1llay Include In Ito; lllle XIX plan a Wille' fdnge ul­
additIOnal servu.:es and the ~ederal government will share In the cost cd (HOVldlllg

them. Those optional servIces must p~rtInenl t,) the developmentally disabled
Include' preSCribed drugs, dental ~ervices, phY·'ILal and Ol:CUPi:lt1{)Ilal thelJpy

serVices, speech and audIology serVH.:es, pro~lhellc JevlcL's such a, glasse'l .JIll.!

heanng ait.ls, skilled nursing hume services for persons undn the ctge of .) J,
mtermedlate care facillty scrVlce~, and clinic SOVJ.:es.

The Federal law re4ulres thai providers he I ellllbursed tllIectly hJr ser\'lCe~

provIded [0 elJglble reCIpients through whal I~ known JS d vemlrJl paymenl
system It also reqlllres that States pay for Jnpatll~nt hospJtal care 011 the basJs oj
reasonable cost, anJ allows them to establish ralc" at whICh other prdvlders wtlJ
be paid. Federal funds are autborized to lelmhur',l' States tOI tllelr e:w.rend\t\\[~s

Federal (.ost sharing ranges from 50 percent II) 83 percenl The perc~ntagt'

depends 0n the Stare"s per capIta Income, With pt·orer States re,.:elvlng the hll~her

percentages.
In terms of IJL'Dple served .Ind mone.y spenl, MedicaId has ;~rowli ~SI runonu

caJly. Approximately 19 mIllion persons received title XIX s.er\'lces In 1971, anti
the total is expected to nse tll over 20 fmlllOTI In 1972. Of COUlse, the prDgram's
costs have r1~en too. MedIcal JSSlslance expenditures for all Federal·S(;]te oro·
grams for the poor rose fWIll $17 billlOll III 19ft') to $62 billion In 197],\",1111
the Federal share increaSing [rom $200 million In 1966 to an eSlllnared $3.:2
billion in 197]. To some extent, these increased C'xpendltures reflect Ihe effects
of mfl<ltion, but prrmarrly they can be .lccounkJ for by the larger number of
person~ served and the gIeater quantity and vallety ol'ierv\l:es furnIshed

How does all thIS relate 10 the developmcnt.dly disabled? The orlgroal Iltle
XIX legislatIOn p<lssed III 1965 and suhsequent alllendments up unul December
]971, ('ontall1ed no spel:\fk refefence (0 the oev1'Iopmenlally disabled I)f 11.-\ Ihe
mentally retarded. However, In response to ques'lons which alOse III Ihe States.
HEW specifically spelled out for the ll1enL.llIy r~larded lts general pollcy lhe
retarded were to be ...:onsldered eligible for title XIX servIce" on the sarli>;' baSIS a<;
any other pOlentlally elIgIble person A Slate wa,; expected to pr("lvlde the s~rv·

ices in Its tttle XIX plan to el1gIble retalded persons the same a~ it prOVIded such
services to other eligIble recipients Thls contmw'<; to be HEW policy except foJl"

new leglslatlon effective last year. which I shJJ] dl~CUSS hiter
The earliest claims by States for F~deral sharing 111 the area l,J Jevc]op­

mental dlsabHltles came from lI1stllutlOns c,r palts of InstllutltJIlS for the men·
tally retarded classed as medical faCilItIes, cith,~r hospitals or skilled nun;lrlg
homes, usually the latter. By lil71. annut 18 Slate,; were Illakln~ such dalms
lota/hng approximiltely $1 ~5 ITII1lJOn In Feder;)l matchmg funds dUTIng Ihal
year.

In regard to coverage of the devclopmentall) dIsabled, a survey cunduclcd
in 1970 llf per SOliS rec~\vlng AJd to Ihe Dlsahled f"und that IJE,lOO llldlvidual~.

or 160% of the AD ci:l'ieloau, had prlmJry diagnuses of menial defICIency In
addItIOn, 2.5% suffered from epilepsy and 1 8% from cerebral palsy Another
50,800 persons, or 5.9~'~, lJf the caseln.ld has rhese condlllllll<; as ",econdary
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diagnoses. More than ;4 of all persons receIving disability payments had primary
or secondary diagnoses of epilepsy, cerebral palsy, or mental retardatIOn. When
the primary dIagnostic category was expanded to specIal learning disabilities or
mental deficiency, the figures rose to 245,600 persons and 28.6% of the AD
case load.

Because diagnoses are n(-t required, reliable data on other categorIes 01
assistance are more difficult to obtam. In the same 1970 survey, It was found
that 71,700 persons, or 3.5% ,)f the old age assistance caseload, was reported as
havmg special learning disabihtIes or mental deficIency. In a similar survey In

1967 of children on Aid to Fanulies with Dependent Children, 89,000 children,
or 2.3% of the AFDC casele'ad, were pOSiuvely identIfied as bemg mentaBy
retarded. However, these figures are beiJeved to be considerably below the actual
Incidence of mental retardatwn among AFDC children because of incomplete
reporting and the existence of many undiagnosed cases. The data also virtually
excluded children placed in institutions for the retarded.

I shall now turn to the fit' w legislatIOn, or perhaps by now the not so new
legislation, which I have mentioned twice already. Public Law 92-223, Signed
mto law by the PreSIdent on December 28,1971, and effective January I, 1972,
has the potential for havmg a substantial duect Impact on institutIOnal care fOl
the developmentally disabled, and mdirectly, we hope, on noninstitutional and
community services.

This legislation transferred intermediale care facility services from Title XI
of the Social Secunty Act t,) Title XIX as an optional service a State may
mclude In its MedIcaid program. leF's are inStitutIons designed to proVlde a
protected environment for persons whose health and other related needs require
constructIve supervision in an institutIOnal setting They provide a range of
services to help the Infirm mamtain maximum physkal, mental, and social func­
tioning as long as pOSSIble.

Most importantly for us h,,,e today, P L. 92-223 enables States to mclude m
theH title XIX plan intermediate care facility services provided In institutions for
mentally retarded or for persons WIth related conditions (which HEW IS defining
as epilepsy, cerebral palsy and other conditIOns covered by the Developmental
Disabilities Act). Principal proVIsions in the law reLatmg to partIcipatIOn by these
Institutions as intermedIate care facilities are:

I. The institution must provide health or rehabilitative services for the
mentally retarded.

2. Individuals participatmg In the program must be receiving active treat­
ment in such an institutIOnal program.

3. The State or political subdivIsion responSible for the particlpatmg institu­
tIOn must agree not to reduce non-Federal expendItures for patients in such
insIi tutions.

The new legislation provides the Secretary of Health, Education, and
Welfare with wide authority to establish standards which instItutIOns must meet
in order to participate m title XIX. It also requires of the States a program of
initial evaluatlOn and periodiC review, called mdepe,!dent profeSSIOnal reView, or
each resident to determine that he needs continued InstitutIOnal care and is
actually receiving the care and services he needs.
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Bec<:luse HEW hau no lead time, anti became a number uf lssues ral!leu by
the legislation have had 10 he resolved fIrst, Federal regulJtlons to Implelllent the
l~glslaljon I hdve Jusl discussed .Ire "'1I1! JII the prt,cess llr develc1pmenl. Proposed
rule makmg was In the Federal Regf\'/er on MHch 5, 1973 and HEW I~ llolA

reviewing comments recciveu on them.
In developmg reguIJt1ons, we hJve taken a m mber of factors IIltO con~ldeta­

tJOn. Among these dre the Intent of Congres~ to Llnprove mstltutlOnJl cale alld
servlce·s (0 the mentally relarded and to provltle ;ldequate safeguards for ~eder~J1

funds ~xpended, the Pr~sit.Jenl's goal \If reducmg by one-thlTd the numb~r 01
retarded persons In IllSIILU110ns, Jnd recnmmendatlOns b~' many experls III thl'
fLeld oj ment~l retardatlon with whom we consulted.

As a result, It has become our goal to deSIgn a set of stanciards and require­
ments to ensure that the institutIOn prOVIdes servlI.:es adequate til develop mJx.I­
mum Irldependent liVIng cdpabJlltles 01 IlS lesldents In urder to) return thenl h)
the communIty at the farllest possible lime [11 develuplng rhese st~ndards we
have i:iltempted, as IllUch £IS the law permIts, tf' use the uevclopment,t1 J1lodel
rather than the medical Inodei.

Because there are so many vaTlable~ and ullcertJ.lIltles, no one JS ma~ulg

many :o.peclflc predictions about how Imlny Federal dollars Will be claimed hy
States for IrlSlilutlOnal ...·art' for the L1evelopment.llly dJsabled. However, we l'~r·

tamly expect payments 10 Institutl01lS (0 be sub~,[Jntlally In e'{cess oj [he 'b 115
Ilullioll paid In J971. A, of Septembel I. 1972, 29 Stales had already Included
instltu\lons for the relJrdeLl In theLr mtelmedlate care program and a number ut
other STates mdICated that they planned to do so.

The Impact of thiS new tttle XIX scrvLce then stems from two dlJectl(lns
The neeu to meet lnltJally moderate Federal stJlldards to qualify tor Ittle XIX
and the new availability ot' I:Irge sums ()f Federal funds whIch lhe Stdte:>. WJII be
expech,'d to use 10 fUrlheJ upgrade IllstllutlUnill clfe anL! srrvices. And a.. IIIS1I1u·
lions prepare more of lheu res1dents f~)[ release, more presslIre wlil develnp III
encourage non-mstltutlC'nal and l:ornmunity serVIces for the devcloplllenially
dISabled.

One other title XIX servICe which should be Singled out for comment here 15
early and peflodlc screenlrlg, diagnOSIs illid treatment 01 children ThlS serVIl.. e,
I1l'mdd\Ory un Slates parllclpallng In TIlle XIX, should prove hIghly useful III
1(lenllj~lng dcvelopmenlally dlsableu Chlldl~n anll)llg the poor Early anJ pt'rl·
OdIC s":leenmg has heen 6'1vcn top PflOflly In HEW thIS year tll IIlSLlre that 11 IS
properly lmplementcp.

The SOCial and Rehahllitahon SerVI(~, the 1gency In HEW whJch has re­
sponslbJlil}' for all welfare assistance progral1ls, has sel as one l..lt Its top pTIIHltleS
a 5·year ~oal for the "demstltutlOllallzatloll" ot persons III In~.lltutIOIIS lor the
mentally retarded. SRS IS now developmg objectives to asslsl In meeting thiS goaJ
and nll1ng It Into ItS goals for the new kgJ!>latlOll on Inlermedlate care facllJly
services.

You lllay have galien the impreSSIOn frollJ my earher comments about title
XIX tllal State MedJcald programs vary a good de£lllll then eligibility stanJalds,
services Luvered, and so 011 ~ and you Jre (OrreCl If you want to know more
about what your indJvldual Srale pfll\llues under Utle XIX, I suggest ynu gel In
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touch WIth the agency in y·)ur State responSible for Ihe Medicaid prog"m,
generally Ihe Social Services lIr Welfare Department, the Health Department, or
a combined State Health and Social Services agency, They will be able 10 give
you all the details about your State program.

In our workshop diSCUSSions today and tomoTlow, I wuuld like to suggest
severaJ things for us to consider. For example, In regard to eligibility reqUire­
ments for programs of Aid to the Disahled, some States stili severely restrict
coverage for the mentally rftarded or exclude them altogether. Some other
questions 10 trunk about are: How may title XIX muease its Innuence 10

impw\le the quality of care and effICient delivery of Jlealth services?
What steps are nel:essaf) to insure that eligible developmentally l.1isabled

persons receive the services they need [hat are currently available under State
plans? WillIe more poor people today aTe receiving medical care than they did
pTlor to !Jlle XIX. in \lisils to States SRS staff has found that some eligible needy
are not receivmg care to which they are entitled.

How may organizations and IndiViduals working with the developmentally
dISabled assist Medicaid·eligible patients to get the care to which they are
entitled?

What can we do to encourage States to provide more comprehenSive services
to the developmentally disabled? Title XIX encompasses a WIde range of out­
patienl servIces not always induded in Stille Medicaid plans. Since new tllle XlX
funds have become il\lallable [0 upgrade institutIOnal servh,:es, States may now be
able to use thelT own funds earmarked ror thJS purpose tu develop other re­
sources for the de\lelopmentally disabled.

With large new amounts uf Federal grants going to States for a compamon
SRS Social Services program, how may we coordinate Ihe two programs tu
develop a set of comprehensl\le services for the developmentally disabled?

Finally, what WIll H.R. J, recently Signed Into law by Ihe PreSidenl as P.L.
92·603, mean for us here? It is dIfficult 10 say much on the baSIS of an early
analySIS of so much new legislatIOn. Aside from making lamlly planning services
mandalory In a State title XIX plan and providIng penalties for States which do
not properly ImpJement early and penodic screenmg, diagnOSIs and treatment,
there does not appear tu b" much under tltie XIX speCifically applicable to
ser\llces fur the dC\lelopmenti-dly dlsabled. However, P,L. 92-603 has lfitroduced
a large number of new requirements, particularly eligibility, admInistratIve and
reVIew procedures, which will have a dIrect Impact on the developmentally dis­
abled.

Perhaps the most Significant change made by P L. 92-603 is the replace­
ment, effective January J, 1974, of the present State programs of aid to Ihe
aged, blmd and dISabled with a new Federahzed program of "Supple menial
Security Income" for these categories. This IS nOI a subject of this wurksllOp,
but might be worth rnentiomng briefly because It may affect ehgiblllty for title
XIX. Among other things the new SuppLemental Secullty Lncome Program estab­
lishes a nationally uniform definition for the disabled which will probably be
more liberal than the ones IJ1 use In s.ome States, not as liberal 10 othels. The
definitIOn also specifically provides for coverage of children under age 18. Much
more wiU be [ortl1l.:oming (oncernlng lhe amendments lJ1 P.L. 92·603 and I
suggest you keep abreast of d,,,elopments.
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In conclusion, as our group dlSCUSSIUlIS have pOinted uu.t, Stdlt' Jlld IIKJI

Councils have a responslbLllty to know wha! IS 1Il lhelr respccflve Slate ntle XIX
plans and what i:\ gOing on In the State This IS necessary If the Councds Me tll he
effective in assunng that the developmentally dlsabled receive servl(es ((J Whl(ll
lhey are entItled. It is <lIst) nel:~ssary If thl' Councils tHe 10 el'feclIvcly CI(L'rll<;;..:

their mfluence in efforts to broaden coverage under tItle XIX And in thl~ day 01
tight State budgets 1t is Important to lJtlhze aU rhe (lout and IU~tJfl\ ;111011 3V.1II­

able 10 COnVlnCf States 10 expand 'hell Mt:dlcald plogram. Title XIX IS P"1CIl­
tlaUy the biggesl source 01" Federal funds available tn a Stale In upgJ<ldmg c;tre
and services for the develop men tally dlSJbled.

MEDICAID
CHILDREN
Who are they'?

ALL FINANCIALLY ELIGIBLE CHILDREN

AppendLX B

CHILD~EN IN FINANI;IALlY ELIGIBLF
FAMILIES WITH AT LEAST ONE PARENl DElIO.

ABSEN1. DR INCAPACIl ATE 0
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Alabama

Dr Ir::l L Myer..;, SLltc Hl'Jlttl Utfllel, AldbJIIIJ Ut'pJrlllll'1 {llt !"Ihl,l H",i1t1,
304 Dextel Avenin.'. MOllrgomery, AL ~61Q4

OJ PilU] I Robinson. DHtc(Or, MeulLal Sl rvlefS AdmJnI~lratl()n -\1.11">,1111.1
Department 01 rLJbllL Jll'alth, ::;04 De;der J\venue, MOlltg01ller~ '\L
36104

Alaska

Mr fredl:rJck McGlnnl~. CommissIOner Dep;Htmcnl of Health & S(lual ~erv­

lces, Pouch H, June<Ju, AK g9801
Ml. LJwrence Sullivan, Acting UlJeLtor, DI\J~lon 01 \1tul.:al A::'''ISldllll, t-)t­

p;Htmenf at Health & SOl'ldl ServJ(es PaUl 11 H, Juneau, AK IJYX(I]

Arizona

Nli MedICJld Progr;11ll

Arkansas

Dr Dalton JennJng~, C'ommls::'IOIli:'J, ArkdnsJs 50cldl Servllc::" Stale CC:jJltnl
Mall, P.O Box 1437, Liltle Rock AR 722(11

Mr Allen Cooper, McdH.:al C'..He DLvlslon, ArkJnsa ... SocJal Savll,l's Stalt' ('J.P'·
tol Mall, r.o Box 1437. Little Rock AR niDI

California

Mr. DWIght Gcduldl~. Duel'lllr, I.)eparllllenl of HeJllh Cdre ServiLe .... HIII1l<Jll

RelaLLOns Agency. 714 r Street, OffH.e Hllildlng '\Jo .... , 'sacr:t[J1l'llll) (" ~

95814
(Smgle State Ag~ncy and Meulcal ASS1St,WI e lJllI[ die the s<lmcl

Colorado
Mr Con Sllea, Dlredor. DepJrtment ot SI)CI:t1 Servlcl:S. 1575 Shernl<:lll Silet'l

Denver. CO 8020 J
Mi~s Charline Blrkms, DLIl:ctor ot Medical ServILI:S, Departlllent of SocI,,1

Servlcc,\, 157') Sherman Sirecl, Denvn CO ><020 l

Connecticu t

MT. Nicholas Norton. CpmTTlI';'il(lner, State Wlilare DepaltmcnL 100\) '\""/1 LJ 111

Avenue, Hartford (1 061 OS
Mr James F Marnsan. DlTi:~clor 01 Health ServlCb. St(J(e Weltarl' J)t'pJI~

ment, 1000 Asylum <'\venue, Hiilttord CT )hIOO::;

Delaware

Ml J D. WhJte, ACIIn b Secretary, Department at Health dnu Soual Ser.lce ...
r n. Box 309, Wilmington OF 19899

01 Mlkla~ T Larlar, DIrector. DIVISIon of Socldl ScrvICt·S, DepdllnH'll1 'd
Ht:allh dnd 50\.:lal ServiLe". POBox 109, Wllmlnglon DI·' I 98ql)

M1SS Mary Lee Berry. Chief, Mcda:al SaclJi War\.. COflSul1dnL, D1VI"IUII 01
Socia] Services, Dep:Htment of Health Jnll SOLId] ~ervJLes PO Hex ..;0 ' )
Wllmmgton DE I 'JHlI'-J
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District of Columbia

Mr. Joseph P. Yeldell, Dlredor, Department of Human Resources, Djstrict
BUilding, Room 406, Washmgton DC 20004

Dr. William J. Washington. Deputy Duector, Department of Human Re­
sources, 14th and E Streels. N.W, Washmgton DC 20004

Florida

Mr. Emmdl S. Roberls, Secretary, Deparlmenl of H~alth and Rehabultation
Services, IBM Branch Office BUJldmg, 660 Apalach-.:e Parkway, Tallahassee
fL32304

Mr. E. Douglas Endsley, DiHclor, DIvISIOn 01 FamJly Services, Department of
Health and RehabilitatIOn Services, P.O. Box 2050, JacksonVl..lle FL 32203

Mr. Wright Hnlhngsworth, Chief, Bureau of Medical Services, Department of
Health and RehabihtatlOr ServICes, P.O Box 2050. Jacksonville FL 32203

Georgia

Mr. RIchard M Harden, CommIssIoner, GeorgIa Deparlmt:nt of Human Re­
sources. State OffJce BUlldmg. Atlanta GA 30334

Mr~ Betty Bellalr<;. Director DIVIsion 01 Beneflls Payments, Georgia Depart­
ment of Human Resoun.:e" State Office BuildLng, Atlanta GA 30334

Guam
Mr. Franklm Cruz, Departm.~nt of Public Health and Social SeTVlces, Govern­

ment of Guam, P.O. Box '!816, Agana GU 96910
MI Pedro Santos, DirectOT Medjcal Care Sero'lces, Department of Public

Health and Soclal ServIces, Government of Guam. P.O Box 2816, Agana
GU 96910

Hawaii

Mr Myron B Thompson, DIrector, Department ot SOCial Services and HOlls­
lng, PO. Box 339, Honolulu HI 96809
AttentlOn Mr FdwlIl D L Tam, AdmllustrilllH. DIVIsion of Public Wel­
fare

Mr Robert Mjllar, MedIcal Care Admllllstrator, DIVISlOTI of Public Welfare,
Department of SOCial Services and Housing, POBox 339, Honolulu HI
96809

Idaho
Dr. John Marks, CommlssJOnt>J. hJaho Soual and R.:hablilLatlOn SeTVll:es, PO

Box I J g9, BOISe ID 8370 I
Mr K~nneth V Thomas. Dlreclor of Medical As.... lstam:e, Idaho Social and

Hehabilltatlon Services, POBox 1189, BOlSe 10 83701

Illinois

DIrector, Department of Puhhc Aid, 61 X East Washington Street, Spnngfleld
IL62706

Dr Bruce A Flashner, MedH al Duector, DIvision of MedJcal Servll.:es, Depart­
ment of Publu.: AId, Room 900, 209 West Jackson Boulevard, Chicago lL
60006

Mr. Ro~ert G. Wessell. Chid, MedIcal AdmmJs(rrtllon, DIVISion of Medical
Services, Oeparlment of Public Aid, 425 South Fourth Street. Springfield
ILli270u
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Indiana

Mr. Wayne Stanlon, AdmInIstrator, Indiana Stak DepMtmenl of Publl\.
Welfare, 100 North Sendte Avenue, Room 701. IndIanapolis IN 4620-1

Mr. Edmund M~stcrhorn, Duector. MedIcal ServJC{,~ DlvLslon, [ndland St..Jte
Department of PublIc Welfare, J 00 Nc,nh SenJte Avenue Roonl 70 I,
1ndianapoUs IN 46204

Iowa

Mr. James N. Gillman, Commls~loner, low I Department of SOl. l.tI SCrvl(I,.'S,

LUCJ!' Statt' OffIce BuLldJng, Des Momes IA 5031 Q

Dr. Elmer SmLth. Direl:tor of the ESurei:lLl (If MedlCJI Scr ..... lles, Iowa Dep,.llT­
ment of SOCLal Services, Lucas State OffH ~ BULldlng, Dl~s Mumes JA S031 CJ

Kans..,
[Jr. Robert C. Harder, State Director ('If SaLla] WdfJre. State Derdrlmellt ot

Social Welfare, Stat~ OfflCe Bulldlllg, Topeka KS tl661 :
Mr. WiUlam A. Newman, lhrcclor. DI'¥Jslon )\ Medical SeIvlc~s, ,)'<ltt, OCp"Ht·

ment of SO(,;lal Well are, State OffIce BuJ..1dlllg, Topek.a ""S 66612

Kentucky
Mrs. GajJ Huecker, COmmJs<.;loner, Department ot cconomJC Security Capll,)1

Annex, Franklol t KY 40601
Mr. Jack Wadell, Director, DivIsion of Mf'dlcal AS~lst,wce, l)l~pdrtntt'nt uf

f ...:onOlnlC Security, CapItol Annex, Fran~ 10ft KY 40(-10 I

Louisiana
Mr. Garland L Bllmn, CommlSSlOTler Der;artTllent nf PUbl1L Weltare f' ()

Box 44065, Balem Rouge LA 70804
Dr. Neal D. Blanchard, Director, Medical ~,erv1Ces DLYIS1::lrl, DqJMtml'nt ot

PUblic Wcltare, POBox 44065, Haton R<luge LA 70804

Maine
Dr. Dean H FlShE"r, ComrrllsslOm:l. Departnlent at H~altJ-1 and WeILHt'. ~[ale

House, Augusta ME 04330
Dr. Gilbert E Marcotte, Duector, Bureau JI Medlcal Celfe. Depa rtmt'nl uj

Health and Welt are, Stale House, Augusta ME 043JO

Maryland
Dr. Neil Solomon. Secretary, Deparlmf'nr oj Heallh Lind Mentall~yg.lt·Jl':, ]01

West Preston Str~et. BaltJmofe MD 2120J
Mr J. C. Eshelman. DIrector, DlvlslOn of MeJlcaJ Cart: Pr,)gram" Admllllstr-,j'

tjon, Department of Health and Menial HygLene, 301 West rresroll ~,treet.

Baltimore MD 21201

Massachusetts
Mr. Stt:ven A. MmteL CommissIoner, Department of Publ1c Wdlart', {lOa

Washington Street. Boston MA 021 II
A"Slstant CommLssJOner for Medical Care, Dl':parlmt:nl nt lPubllc Welfan· 6UO

Washington Stred, Bo~ton MA 02] 11
Mr. John F, Mungovan, Commissioner, Milssachusetfs CommissIon t01 the

Blmd, 39 Boylston Street, Boston MA 02 16
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Michigan
Mr. R. Bernard Houston, Director, MIchIgan Department of SOCIal Services,

Commerce Center Building, 300 South Capitol Avenue, Lansing Ml 48926
Mr. Stuart M. Paterson, Jr., Deputy DIrector, Medical and Management Infor­

matLon System, MlchJgan Department of Social Services, 300 South Capi­
tol Avenue, Lansmg MI 48926

Minnesota
Mrs. VeTil L. Uk..ins, Commissioner, Mmnesota Department of Public Welfare,

Centennial Office Building, 658 Cedar Street, 51. Paul MN 55101
Mr. l lrvmg Peterson, SupeIVIsor, PublIc Medkal Assistance Programs,

Mlnne:-ota Department of Public Welfare, Centenmal Offtce BUIldmg, 65~
Cedar Street, SI. Paul MN 55101

Mississippi
Dr. Alton B. Cobb, Directo). MjSSISSIPPI MedlcaLd CommIssion, Room 313.

Dale BuiJding, 2906 North State Street, Jackson MS 39116
(Single State Agency and Medical AS$i~tance Unlt art" the same)

Missouri
Mr. Bert Shuhmson, DIrector, DIvision of Welfare, Department of PublJr

Health & Welfare, Broadway State OffIce BuIldIng, Jefferson City MO
65101

Mr. T. E. Singleton, Chlel, Bureau of MedIcal ServJCes, Department of Public
Health & Welfare, Broadway State Office BuildIng, Jefferson CUy MO
6\1 01

Montana
Mr. Tht"odore P. Carkuh~. Admlillstrator. Department of SOCial and Rehahlh­

tdtlOn Services, P.O. Box 1723, Helena MT 5960 I
Mr. WIlliam Ikard, Director of Medical 'services. Department of SocLal and

RehabilitatIOn Services, P.O Box 1723, Helena MT 59601

Nebraska
Mr. Lawrence L. Graham, Dnector, State Department of Pubhc Welfare, 1526

K Street. 4th Floor, Lincoln NB 6850M
Mr. Donald Hogg, ChIef. Ml'dlcaL Servict.":-. State Deparlment of Public Wel­

fine, 1526 K Street, 4th Floor, Lincoln NB fiB508

Nevada
Mr. George E Millar, AdminIstrator, Welfare DIVISion, Department of HeaJlh,

Welfare and RehabllitatIOll, 201 South Fall Street, Carson City NV 89701
Mr. Minor L. Kelso, Chief, Medu.:al ServKes, Welfare DIVISion, Department of

Health. Welfare and RehahilItatlOn, 20 I South Fall Strel"l. Carson CIty NV
89701

New Hampshire
Mr. Gerard J. Zel1ler, COmITIJ:~sjoner. Department of Health and Welfare. SUte

House Annex, Concord NH 03301
Dr. Robert W Kaschub. AssIstant Duector for Medical ServIces, DIVIsion of

Welfare, Department of Health and Welfare, State House Annex, Concord
NH 03301
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New Jersey

Mr. L10vd W McClllkle, ('l)nlllll'i~l(mc'l, DL',lJrtlllt'lli ,It In<;lltllk:-. ,Jnd Agell'
LIt'S, PO. Box 1237. I.~~ Wr:<;t Hanole'l, l,t'r,tl)rl NJ ll>-:(11'.
Mr WdllJm J J(l II t':"i Dllt'(tor. DIvIsIon ()I Ml'dlLal A""J'ilJnt(" J!1d IkJllh

Services, NL'W Jer....l') DL'P,J1(JlH'II[ of Ir'lltu[L:~ ,Inu AgC!lCll"" 1'1) B,1\.
~486, 36 We"l Stall' SHed. freilipn NJ 0;";62'1
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This article 15 a summary of the presentation and discussIOn on Services
Available to the Development,~ly Disabled Through the Mental Health Com­
ponent of Comprehensive Health Planning held at the NallonaJ Conference on
Developmental Dlsabllilles, 1972. The subject was introduced by a reference to
common meeting ground provided by public health for the merger of services fur
phySical health and illness, meotal health and ImpaJnnenr, and developmental
disabilities, Including mental Tel ardation. The major points of convergence were
seen as the emphasis on community-wide environmental facloTs, includjng Ihe
impact 011 family relationships, intergroup relatIOns, the mnuence of social inSli­
tutlons and the broadening range and growIng similaflty of the constellation of
professional diSCIplines Involve{l In direct services and planning. Reference was
made to the historic movement from InstitutIOn-centered to communtty­
centered programs. Hospitals alJne are no longer regarded as the hub for tredt­
menl and planning. Menial retardatIOn IS no longer seen as a "treatment" bUI as
a conrntion.

The interdisclplrnary appwach IS coming to the fore. lawyers, archItects
and new ci-lreensts are examples of the broadenmg range of staff necessarily
Involved In Ihe totality of services required for total programs.

Also In the picture are the programs and fiscal reaJitles which result m
budget austenty and emphasis on program results. Greater accountability lS

belllg demanded by admmistrators, leglslalors and the pubJic aJlke. Citizen In­
volvemenl has become stronger to betler ensure consumer chOIce.

In examining the conunon ground that eXists for reinforCing the program
objectives of mental health and developmentaJ disabihtles, we note that the
mentally ill and the mentally retarded are ,till linked In the program structures
uf many states. There IS an intenningling In legislatIOn and programing fl"lr
mental Illness, developmental disabiUhes and health In such programs as medi­
care, mewcaid, revenue sharing, health maintenance organizations, community
mental health services and comprehensive health plannlng_ These prOVide oppor-
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tllniues tor need centered. IdJllJI)' centered and COllllllulllty L'~nLeleJ 3pprC'ldll"~

to collaboratIve endeavors.
Community mental health centers can heip dose Ihe g,Jp between Ill~n(.d

health research findlllgs and preventIOll, as fOI eXdrllplc III genetll, COUl1Sfllll~'.

They can help cope with gcneral Illlpairmclll of auaptive bchClVltH Th'(lugh
rehabilitatIOn servICes, they Lan help maintain Jnd ':iUppOlt III the UllnllllICllf,'

thos~ whu no longer lequire IrlstlrullOllal (<lfe Thruugh UI"IS InlCIVcnLlo 1 JII,J

support, familie'i call bt' stlenglhened 10 IC',"it'n Ihe Imp,teL llf rel<lrJlll1111

Through partIcipation In communIty plannmg, Ihe CL'lltf'l cuuld arrive <11 a hell ..... '
unlle-rstanding or whal II cuuld conlrtbULC an.] prlwlur needed 111i:'II[etl lll."tll11

1I1pU t.
Although we have moved trOI1l a one choll e, Ill~[] tu tIOna I IfJOlkl IUd )lIMd

community spectrum, mostly wlth1J1 the past decaJe, we need Slrl)[lgtl Lndfl­
pinnings for these new bcglrllllngs That cOlllmJlllty Illental IlcaJth ctntcr:. prll­
vide J low proportion of ServIces may be due II part lu the uIlCnl;IlI11Y In tll~

mincl~ of parents as tl) the Int'lllal heallh (:omnlltlliellt 'Whne Wer(~ \',JlI Wht':1
we lI~eded you" they I1llght well be thinkrng. Thl' L-llJnnHIIlJly 1llt'111.1'1 111~Jllil

centers for theu part hilVC nlll encouraged 1lllliC SCrVILL:S Illr tillS gllHJp rhJ~

unproductive equilibnurn can be hroken only b) ,I renewed le,.:ugnltll)r1 on 1?lll1l'T

or both sides that here IS i] uscful resource.
State menIal heaJth authorities with their extell";lve pJOgrams rnI)Vlll~' mt!)

the arena of the commulllty inevltably hecome Jraw[I 11110 comlllunily plal'nlng
Coahtion planning with tnls powerful resuurce coulJ well achlevc mme applo·
priate utilizatIOn of servicl's.

Th~ number one program priority of the NatlOllalln:-.tilLlle Ilf Ment,rI I-Jt'dlllr
lS children. ThJs applies to lis tu!al prugralTl ~\f n sear ...·h. traltllllg, JIlU Sfrv\("(· ... It."
general objectives are nlilgrueni with those 101 rile menlaJly letarded Wllhll no)
eXisting limited resources II will lespond to demand~ for l!<; rrogr;nTls BIll I,)r
respectable strjdes furward, addItional reSOUlces ar€.' IweLled

Some of the jssucs presented by thl~ torlC WTltel and rcsclurces 11lelllbCl~ tllf

dISCUSSIOn Included the follOWing:

1. GIVen the existLng hmltatJOllS ()f tht partnership for heal th alld IlIen­
tal heaJth system. what practical steps could be L.lkell (0 furthel ("lllh:lbl)l;ltl\'!~

enterprtse In behalf of the developmentally dl~;lbled al lhe St'rvlCt-' Ilf (nl!:-;Ullll'1

level"
2. How call lnisL beTween the llIenl II heillth. cOl1lprehenslve Iw.llrll

planlllng and developmental di~.:Ibilltles sy"tems he t"llhanced III the Il1tCI('·.I ... (d
the mentally retarded'

3. What can be done to strengthen the L"Clmrnitl11ent III the Illr Il 1.11
health system in serving the developmentally dlslhled'l

4. How can the constItuency of the devel{)pmentaJly dL<;ablcJ he ... l
work in cualitlOn with mental health agencies to build "tTOnger arid Illure eHe_ ­
live mental health servkes HI behalf of the retarced?

S. In what w;lyS can rnental health anJ ('Olllprehensive health pl'1111lJllg
contribute 10 Ihe naholliJl COlllmltmenl tll reo Lice by half the OtL·UTTL'nc,;e III
menlaJ retardation in the Unlled St<:ltes heron' lhe end of the century Jill! Itl

enable one-third of the more lhan 200,000 reLardeJ persons In public InslllU·
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\10m 10 return to useful Jive~ In the L'ommuIlily.
Included In the discussion wele the following points·

How do we strike a rCJ50nahie balallce betwe~n the so-called categorical
approach and more generalizec programs? The dilemma neated by speciaJized
programs IS that the full range of general1ud resources may be cut off trom the
recipient. It was agreed that pbnning coalItions were essentiaJ to keep open the
availability of generic servIces to the developmentally disabled.

There WiJS general recognItion that [here was only a sJight point of conver­
gence between the comprehensive heiJlrh planning program and that of the devel­
opmentally disabled because of different prIOrities, LIlsufficlent funds and differ­
ent program emphasis. Programing for the developmentally dISabled only partly
falls under the health rubric.

II IS of major Importance, however, that the developmentally disabled not
be excluded from the benefits 'Jf health and mental health programs Simply by
virtue of their disability. Thus, a family Wllh a retarded member would not be
excluded from recewing needEd menliJl health services, even though that re­
tarded person may receive other benefits fllllll other programs.

Representatives from the "JIIOUS stale~ reported a WIde variety of admini­
slrallve structures, ranglllg from programs 0pcolatlng out uf the governor,,' offices
to token arrangements. No slllgie pallern Ill' organlZaLJon seemed to predomI­
nate Relallvely little IS knowr by people In Ihe developmental dlsabill1y pro­
grams Jbout the cOl1lprehensiv~ pl..I1lrllllg mechanisms and vice versJ, so Ihey
have very little to do with olle anL)lh~r. One suggestlun for overcoming thiS
defICIency was to try to secure L1\erlapplflg representdtlOn on the advlsory I.:om­
rrti ttees.

There was some feellllg that doser working relationships could be better
a<:hwved by strengthenmg mcentives, parllculiJrly dccJslons IIlVOlvlllg allocatIOn
of funds. Programs discrimlllatlllg agaInst the developmentally disabled should
be scrutllllzed With thiS in mind. Geneflc Jgerl('les should encourage staff 11lterest
In serving the uevelopmentiJlly disabled by slrengthenmg rewaru systems through
training and admlllistrative procedures.

[t was agreed that comprehenSIve health plaI1ll1ng mi:lY be seen as an oppor­
tUlllty to serve the dev~lopmentaUy disabled

A recummellLlatlon was mJde III une ~csslnn that the NatIOnal Institute of
Mental Health me its resources to encourage greoler avatlabJlity of mental health
:>ervlces to the mentally disabled.
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It is always disheartening 10 begin a paper when one knows that everything
he has to say may be changed before he's fmished. Such is the case in this paper
on the benefits available to th.. Developmentally Disabled through Titles IV and
XVI of the Social Security Act. These Titles have had two major changes as a
result of legislation passed by the Congress and signed by the President just pnor
to the election. The Revenue Sharing Bill has provision for an expenditure
ceiling on public social service~ through the titles we are to discuss. H.R. I, the
Wellare Reform Bill, Social Security Amendments of 1972, has provision to
federalize the programs for the aged, blind and disabled known in present con­
text as Title XVl. Becau'se of the recency of these two bills, we are not entirely
clear about the full range of IInptications about what is possible and about the
changes which will be taking place.

Consequently this paper "ill have two major sections. The first section will
discuss the Public Assistance Titles and the cash benefits and social services
possible under them for the D,,,e!opmentaUy Disabled under conditions as they
existed prior to the passage and signing of the [wo recent bills. The second
section will attempt to e<plau] the provision of those bills, and what may be
happening at the Federal level, as well as implication, for the state and local
levels.

PRESENT LAW

While the format calls for discussion only of Titles IVA and XVI in the
Social Security Act, in fact there are five titles of that Act which deal with
programs to provide cash grants and services to individuals or families in need.
Title I-Old Age Assistance; Title X-Aid to the Blind and Title XIV-Aid to the
Pennanently and Totally Disabled, are each independent authorities. Title XVI is



222

a cOllltllned prugrJlTI t)1 Aid 11) the Aged, I3lmJ, ltnu l)JSJhkd, JIlJ II 1\ I ~hull'

hand way 01 rdclTlng to the lllher Ihree Lltk, That Ihere 1\ ~I gfi?~H dcal 01'
Ji:ltltude wIth respel,:l til whether the "tate:-, go lor the Independent Il1le<.. l11 tIll:
combined one IS Illdllated by Ihe bet lhal IR ,lale~ havl' gone rOI fltle XVI
combined progl;',lln, where lh(' Tl:llldlnmg ~[ah" h;JVC f,one lur lhc IndlVIUUJI
progl,llm•. As a mallcJ D! taci nne state, NeVaU,J, UOCSIl'I hd\iC a prDgr.lm (If Aid
to the Permanenlly dnd Tlll.:illy Disabled.

The rcm3111lng Title to he discussed, IS rltle IV, AIU t(J f.lllllllt:-. WILli

Depel'Uerlt Chlldlen which h;JS three nlaJnr sllh~tdHJrl\ P.llt" A, B, Jilt.! C P.lII U
rerl~r'. III what ust>d [0 he kllP ..... n <1\ the Child W,~lf<llt' 1>I\lVls,IOmlJIIU willie Ihcll'

arc MIme putentlal heneflts ll'r lhe Devl'lllpll'CnlJlly Dls•• hled Ihr"'lgll Ihl:~(

provIsIOns, the focus of thiS dIS-';U'iSIOTIl'; on Par A Tltlc Ive cUIlIJI'I~ the W'llr~

Incenllvc progri:llli (WIN) dnd IS 31su IHlt <I prllllJry f\)(u:-., Tille IV,\ ,eprl:~l'llh

the hulk. ot th,~ Aid 10 Fanlliles with D~pell,lcnt Clrddft.'11 c<t~h Jlld 'icrvlI.. l'
provi~lons and has been the lo,,"us (If Illuch dl')CU,:-'loJluwr the lasl ~Ic ~'Cdr<; 11 I:.

this prugram wluch represents rhe chJcf fo( II" of welfare II..:fUII11 Ill', ..lIs,) () 1(' pi
the majur Titles under WhlCh th~ socIal S(~rvlC~S cxrJ(J~lon has (~l:l'Url('d

BACKGROUND

Tu review bllefly the\c public a":-'lst<lnCe lilies, tllGY JI(; grdJlI.J1I-dld pili
gram~ from the fcderaJ government tn [he 'ilate, tur ')t,:Ilc--run wcllale progr<llll~;

meeting certain minimal fedelal ... t:mdards. Thtsc rubllL assIstance [Itles well'
..:reJlL'd JUling till' deplessLOn JIIlJ werc II1lellde,] to jHPVlde {Inanll,tl ';lIpplill \,
the slates for their tradltlon~J Icsponslblll!Y {,f pllwlumg relict lllJ11all} the
programs on the federi:ll level nli:lllltained J 111l11ll11al sel of requirelll('nl~ on the
theory that public .lSSlstarlCC woulJ wlther Jwa~, and w\.luld ,)C rclurll(:'c! VI the
states. While ther{' has 3Iw<ty'l heen ,Ill ulldf rlylO~ prtnl..'lplL' III [hc j1Jnlll.­
.ISSIStJI1~C utles LhiJl ,;oc1aJ servlL.C,') were leljuir~J, \ellnUS 1unJs 1('1 Illt' SC1":lJI

~ervlc('s were not Lilcluded untJI [he 1961 Alllcm.lment<;, DuuIlg tcstillwily (II] lhe
1962 Amendmellt~ great claul1:-. were made fur the ahl1Lty 01 SllCJal ...eIVI(e~ t\)
remove public a"SI<;lance ll,ellH fr'"lll dSSISt,IlI"':t' lolls The Initial thrU'l1 <.1/ re~llIJ­

llOOS, in ll1e Jbscllct' uJ J.ny Olhcr ,tand;JHh, \".fc lieu <;\Jfllng 1111u::> IA hldl WilUlrJ

allow the states 10 rClTlve fedl'raJ lllat(;hll1g:H he rale (tf $3 001.,.,1 cdch ,tllle
dollar, rJthcr them one federi:ll doJlar lor each slJte dollar I'lat lhl.."Y well~ ll'­
ce1ving prior to that.

With thJS flvorablc federal lIliJtchlllg, JnJ the InlelC:-.t or IlIJrl.V ~tjl(':. III
stafling-up Lo crcale bel tel l-'llllrolllver Ihell d"SI"laJlCC l,l.,elu'-ld:::. (,Irld Illlpc:ull)
bettel proVIsion of socIal SCrvllt.'~ to heJp people) the wrllJrc lJurcdud.Jcy III Ihe
vanous states grew fro1l1 JhoUI 40,Oon reoplc Ir, lhe carly '60 S In UVc'! 1'50000
by 19(1'l and close (d 200,000 e IllpJuyees Ju rl ng he e.llly 19 7U' s

In the 1':J67 wclfarC' arncndlllt'flts, fllr the Ilr~t tl1lle. JuthOlll y IJ.-d, grJIIH.;d
for s131c welfare depi:ll Ullellts JlllljlJl then llll.-.JI c )untcrpiJrls Ie purchJ~c St:r'JIl:e,
from lIonpubllL: sources fJther than pru\J1de lhelil. Tradillunally, weltJIl' dL'pdll.
ments have seen themse1vc!-> as service proViders <]IHl Jr a selVlCe ('xccpl ror lostel
home care, or occaslOnaUy for lIomernaker.~ -w IS [Il f)c proVided, II wtJulj be
provided tmoubl\ {he "':J<;ewI..Hk':1 who was In ~l1\ployec llf the dt:P;lItll\CII(
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While the 1967 Amendments pennitted an alternative way of dOIng busi­
ness, it was not until 1969 when one state-California, began to really take hold
of the possibilities there. Freely using the authorization to provide services to
both former and potentia] publIC assistance recipients as weU as persons actually
receIving assistance, California rapidly found ways to lap into the federal open­
ended appropriation. Part of the lap was gomg 10 provide servIces to menially
retarded recipients through lhe efforts of local assoclations for retarded chrJdren
In California. A set of aClIvity centers, some workshops; and, if I understand
correctly, some group homes ",ere being supported by what J take to be infor·
mal agreements between these services, the State Department of Social Welfare,
and some county welfare directors. All agreed that this was an appropriate
expenditure of social services funds.

The two largest programs of concern to us would be the Aid to the Penna·
nenlly and Totally Disabled program, whether II be m Title XIV or as part of
Title XVI, "nd Aid to Families with Dependent Children. The Aid to the Penna·
nenlly and TotaUy DIsabled program in most states will provide cash payments
to Developmentally Disobled mdlviduals over the age of 18. Of course rhere ore
many eligibiJity problems and pttfaUs that we wlll examine in a moment, but thiS
is the only program that is set up to provide cash payments to disabled persons
and tor which a developmentally disabled person qualifIes in most states. In Aid
to Families WIth Dependent Children, many developmentally disabled persons
are eligIble, but not because of their handicap, rather, the children are eligible
because they arc deprived of lhe care and support of at least one parent, by
virtue of death, desertion, chronic unemployment, and so forth.

AID TO THE PERMANENTLY AND TOTALLY DISABLED

Under existmg state progr"lms, in order to qualify for a cash payment under
AId to the Permonently and Totally Disabled, an individual applicant must be
domiciled m the state although durational residence requirements have been
outlJwed by the Supreme Court. The indiVidual must be at least 18 and in most
states, not over 64-since If he were 65 he would be eligible for Old Age Assist·
ance.

The individual must show that he owns real and personaJ property that is
und~r the limil specil1ed by the given slate. ReaJ property used for a home may
be owned m thirty stares, but In fourteen states It musr have a value of less than
$7,500 and in five states the value may exceed $7,500 (based on a review of
state public assistance plans III effect as of 1969). As reported earlier, only one
state-Nevada, does not hove an APTD progrom. Mmt ,tates personal property
limitations are very modest. An individual may have assets under $500 in 18
states, $500-$749 in 17 states, and the remoming 9 states allow a person to have
personal property in excess 01 $ 750. Liens on properlY and various fonns of
assignments for recovery of asslst<Jllce payments are required In 25 states. Rela·
tive responsibility laws are in ,ff,ct lfl a number of stales and carry beyond the
maJurity In the case of an m<!ividual who iJpplies for assistance payments. An
mdividual must agree [Q an examinatIOn prescribed by the state to demonstrate
that he has a permanent and total disability; this tJlay be done by a panel of
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physicians or psychiatrists of his choice and paid tor by the state.
It 15 difficult to explam Slate practices and theu defImtions of permdnent

and total disability. Prior to passage of H.R. 1, states were allowed to establ"h
their own requirements. Thus the state's definItions (Quid range from a require·
ment for complete helplessness 10 it capatnlily In most iictlvlties except sell­
support. Clearly this means thJI citizens In dIfferent parts or the country wi[h
similar conditions are not affOTded sunilar treatment and weHare payment POS~I­

biJities. The definition used by most stales wuuld be similar to the folloWIng

A medically venfi<lbk perman~nt malor phySical or ment.ll
Impaliment. eXistIng smgly or In combmation. whIch substan­
tially pre\'ents engaging In a useful occupation wlthlll the Indl­
vidual'') competence, such as gamful employment ur home­
making. A permanent impairment must be expected to con­
tUlue throughout the person's IlfctLIl1C. In the absem:e l1!

sigluficant phySiCal disabilIty. certain per<;onallty disorder"
mcluding alcohohsm or other addictIOns are excluded I

While that fairly hroad defimtion from California seems to be able 10 III·

elude everybody, and mdeed Cahforma has a fairly hberal set of mtcrpretarwns,
other states ar~ not quite so liberal. Iowa for example report:i tll~ t'ullc1wlOg
definit ion:

permanent and total llTIpaumcnl of ~:ul.:h severity that such
disabled person requires aSSIstance from another pf'rson per
forming the normal activitIes of dally lIVing.

New Hampshire unly :.JUows \)t:nefits to pefsolls with physl'·a.1 disabilltles 01 d
severe nature.

Thus we find for the three major groups "f the developmentally dlsahled.
mentally retarded, epileptic and c.erebral pa1si~J, state program benefIts vary
with respect to diagnOSIS, severity, 'and mcorne chglbihty. And for S0rne S(dtt:~,

the furmal delimtion- wruch may be IdenlJcal to uther ~lates- rnJy be IIIter·
preted narrowly or broadly.

Among the activities which the state DD counl.:us should be pursumg l~. th,lIi
of securing explicit eligibilIty for persons with developmentaJ disabtlltLes. Mame,
for example, explicitly names retardaliun as a qualifying diagnusls Gettln~~

APTD cligibLlity should not llnly be seen In tl~rms of lash payments to help
support the developmentaUy disabled individual. MamtenancE' payments ar~ nUl

particularly lugh; but lhere are many special needs and specIal klnds 01 proVI
sions which can be purchased through the cash grant, qUIte Uldepenuent of the
levels provided for fooL! and rCIlI, if the slate p.)licICS will peimit. PJym~nt rOl

certain services such as home health aids, pf{lstheses, "nd an assortmenL of uther
Items such as special diets or speciaJ housing may be made through the baSIC cash
grant mecharusrn. Clearly, for the indiVidual WIth developmental dlSabtlltIes,
major benefIts are :lvaJ..iable hut Jre presently quite unequal throughoul the
nation.

What little informatIOn we have about the dlstllbutlun of paymems to
persons with different diagnoses IS ex.tremely ILJlllted. It IS primanly based 011
two surveys made uf the Aid to the Permanently and TL)taJJy Dlsabled popuht­
1I0ns--one in 1962 anl.1 another in [Q70. l In the latter survey, VarlUUs dla~nmtlc

I.:ateguries were given. A primary dldgnosls of 'm:ntaJ retardation' Wih presenl 111
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about 16 percent of the clients on APTD in 1970, 2.5 percellt had a primary
diagnosis of epilepsy, and 1.8 p,,·cent had a primary dIagnosis of cerebral. spastLc
or infanule paralysis. It is nol quite known just what the various jurisdictions
mean by "retardation." If we were to assume that the percentage of program
benellts which went at least to the developmentally disabled was equal to their
propurtion in the population, in the fiscal year ending June 30, 1972, about
$284 million would have been spent 011 Developmentally Disabled IIIdividuals
receiving APTD. This money went to an eslimated 223,000 recipients per month
on an average.

It should be pointed out thJt individuals who receive APTD are also eligibie
for Medicaid benefits (which are discussed in another session of the paper). In
addition, most persons receiving APTD would be eligible lor food stamps as part
of their benefit package.

We do not have a cross tabulation of the services received by persons with a
primary diagnoses of mental retardation, epilepsy, and cerebral palsy. However,
we can Indicate a number of the general service calegories which APrD recipi­
ents receive. This would, for the benefit of those concerned with influencing
slale plans, indicate areas in which a state can do something, and council mem­
bers will want to assure themsdves that their state is providing some of these
services to the Developmentally IJisabled. Among the services Induded are a host
of specific and tallgible acliviti., performed on behalf of the recipienl by others.
These, which are called supporl services, include such activities as homemaker
and chore services, home-delivered meals, diJY care [OJ the recipient, foster care
for the recipient, volunteer vlsltmg services including telephones and soci,,1 out­
let types of actIVities including social centers. Among other services which can be
provided are <.:ounseling-related activities With respect to getting individuals into
or out of certain kinds of medical and nonm~dical mstitutions; mcludlng nursing
homes, hospItals, and the like. Of course psychiatric and counseling activities
should be provided. Dentists', physicians', and prosthetic services (including
specli:Il appliances) can be and afl~ being made available in VarIOUs state programs.
There are a number of other ac tivitles more specifically related to functlOning
with respect to either the labor market or inulvidual mobility~including referral
for vocational rehabilitation, housmg improvement and assistance, famI.iy plan­
ning, employment services, basic or adult education,legal services, and self-care.

AID TO FAMILIES WITH DEPENDENT CHILDREN

Aid to F.milJes with Dependent Children is Tirle IV of the SOCial Security
Acl. This Title has three parts; Part A which constitu tes the cash payment and
social services authoTlzatJOn, Pari B which con tams the child welfare proVIsions.
and Pari C which represents the Work Incenrive Program (WIN). Our discussion
will focus pnmarily on Part A, but we should keep in mind that the HEW Office
of Mental Retardation coordination eslimates that approximately 44,000 re­
tarded indIvlduals are receiving servICes through the chud welfare proviSIOns. We
should also keep in mind that WIN provisions generaJJy exclude incapacitated
persons from mandatory partil:lpation. but there IS an authonzation which
would allow training and related support semces (such as health, and chIld care)



226 Synerglsm for tht· Seventlt:~

to be provided to DevelopmcntaJJy Disahled persons wh(l might LJualify tnr
AFDC.

In order tor a famLly to quahfy fUf payments under this program 11 must
have a dependent cruJd. "Dependency" is dell ned by the death, IncapaCIty or
contmued absence of at least 1 percent. States may also eleci to defme a ch.lld as
dependent If the parent ... are unemployed and therefore un~lble to provide sup­
port. Within this framework, however, state definItions vary. Some ~tates had,
pnor to a Supreme Court ruhng whIch prohibltelJ It, a man in-the-house rule In

which a child was not deprived of care and support If there was a man pll'Sent,
regardless of Ius legal reqUirements for suppert at the chLid or the mother III
some states "contmued ,Jbsem:e" IS defined as over l}O days In sorne states all J

woman has to do to demonstrate continued absence IS to file for divorce 01 legal
sepJration. Some states encourage reporlmg c f illegitlmacy by deflnlOg IllegIti­
mate duldren as automatlcaJly "deprived 01 cale and support."

In order for a developmentally dlsabJed r,erson tu be eligIble under AFDC
(and recall that he is not eligIble because of hiS disability but nrespectlvf 01 It)
he would have to be In adult with a chIld, or he would have to be of chIld whu IS

depflved of care and support of at least one parent. If the prunary chent happells
to be a developmentally disabled adult, usuall:J a mother, then this woman Wl1h
her child must apply at a local welf.,e department. If the cause of the child's
deprivatIon IS deserUon by the father, or if the father of the chud was never
marrIed to the mother, she must agree to report the child's faTher to the dI<;;trict
attorney and swear out i.l warrant for nonsupport. She must be dominled Ln the
state although there are no resIdence requirements since such requirements were
outlawed by the Supreme Court. Her real and personal property and tncome
must be Wlthm the descnbed hmjls. Most state~ will aUow payments tor children
up to the age of 2] if they are in school. NUll." states, in 1969, would pay f'Jr
children to a maximum age of 18.

Personal property .requirements for a fam:ly vary. a value 01 under $500 In

12 'tates, $500-$1,000 In 22 states, and over ~ 1,000 in II slates. Only II states
reqlllrc hens, recovery, or other assignments.

Figures for the AFDC program are not generally reported by the HEW
Office of Mental RetardatIOn coordmatlOn. Snrne estimates mdlcate thai there
may be approxImately 415,000 children in ilFDC families who are Develop·
mentally Disabled. Since the bases for makJllg such estimates are extlemt:ly
tenuous, It IS not clear how much we should 1ely on those figure~. Ch.I.ldrcn 1J(

adults In these famuie:-. are, of course, eliglhle for cash benefits, JIOrtg With
certmn speCIal need provisions, Medicaid benefits, and food slamps.

As IS the case In the adult programs, certam mdivlduaJ:> not receiving cash
grants may be eJigible for SOCIal services. Pers(Jns defmed as fanner or potential
recipIents can receive socia] St~IVlces In vanous states.

The AFDC soclaJ servIce requHemenls llave been mure stringent on lhe
states than have those for the adult programs. While the programs for Ih' aged,
bhnd and disabled dId not mandate social selVlces, the program In AFIX' did.
The state~ had tu agree to have a certam minimum of federaUy speclfled SCTVic~s

OJ they would not get reImbursement for assistance paymellts. Most states there­
fore have SOCial services programs, most of which extend beyond the minunurrl.



Conference Proceedmgs 227

Among the weakest reporting systems in the federaJ government, however, are
those reporting huw social services funds are being expended. In the J971 survey
of the AFDC caseload, a set of codes was established to determllle whether
services had been provided for a given AFDC case. Thirty services were listed.
These services ranged from counseling, guidance and diagnostic services related
to employment, and vocational rehabilitation. through such items as pre-school
education, day care, improvement of home and financial management, un·
married mothers services, servict·s to establish paternity of chiJdren, homemaker
services, after-care services foUl)wing institutional or foster home placement,
protective services, and services to the physically and mentally handicapped.

The most recent data on wciaJ services comes from a cost analysis con­
ducted in J971 covering the f'scal year ended June 30,1973 3 This was a survey
of most of the states participating in the social services programs. In that fiscal
year an estimate of $1.6 billion would be spent on social serv,ces in Titles IVA,
IVB and Title XVI. About 49 percent of the expenditures were made under
Title IV A, as compared to 14 percent in the adult tirles and 36 percent under
the ChlJd WeJfare provisions. In Title JVA about 44 percent of the services were
fOJ employment and child care .lOd about 24 percent for general family services
Wllh another 32 percent called child related services. Although we are going to
focu, primarily on Title IVA, it should be noted that in TitLe IVB, 84 percent of
the expenditures went to foster care for children and about 6 percent to child
care making a total of $538 mdlion. Adoptions made up only 3 percent and
other services, including protective services, represented only 7 percent. In
Title IVA, homemaker and chore services represented about 5 percent of the
total, protective services for children were about 8 percent, employment services
associated with WIN were 10 peTcent, about 14 percent went to [OSier caTe and
about 29 percent to ch~d care. There were another 13 services covered in lhe
survey which represented apploximately 3 percent of the LOtal expendituTes
which were about $800 million.

In the adult programs about 22 percent of the services expenditures, or
about $51 million, went to homemaker and chore services. Twelve percent, or
$28 million, went into purchasing instltutionaJ Iivmg arrangements, 10 percent
went to information and referral services, about 9 pen.:ent was expended in the
remaining 9 services. Of the expenditures on services, Title [VA spent 30 percent
on purchased services, the bulk 'Jf which was for purchasing child care. A sum·
mary table giving approximate amounts and their distribution by program is
found in Appendix A. Since the allocatIOn of these programs by state vary
widely, State Developmental Disability Councils should look into the lUnds of
things their own state is prepared to prOVide.

It is not clear, for instance, whether DevelopmentaUy Disabled children in
large congregate institutions OIay, upon their release to some intermediate
facility or to some other form of sheltered living arrangement, be eligible for
either social services funds or for funds through the intermediate care facilit,e,
provisions of Medicaid. Since th" Medicaid regulations are not completed atth"
writmg, we do not know what theu regulations will aJlow the states to do.

Developmental Disabilities Councils should look carefully at the way Ihe
states are taking advantage of the authority for SOCial se<VIce as opposed to
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Medicaid services. They both may ,,-over slmi-,ar populations, especl:.l.lly rertdlll
children, and strategIes may e-xist for enhancmg the state service progrJ.m by
taking advantage of eIther the more liberal fundmg program or the more liberal
regulations.

RECENT LEGISLATION

Two pIeces of Jegls!ahon recently passed by the Congress and sIgned by the
President have an unpact on the programs that we have just discussed Tht'Stale
and Local Flscal AssIstance Act of IY72 is gencraUy knnwn as the It'venue
shallng act. It has a number of sec [Ions and prOVISIons, the must lmporlanl une
of wtuch, In thIS dlScusslon, IS the establisJunent of a ceLlmg and other lc')IIIC­

lions on the provIsIOn of social services throu!',h the pubhc <ISSlstance titles The
second bill rel:ently passed is welfare reform which has In 11 a fedcr<Jh7atlon j)f

the adult programs.

REVENUE SHARING

Title III of the State and Local Fiscal A',S1stance Act "f 1972 spedlcally
refeTs to hmltatlon on grants for social servJces under public assistallcr prograllls
The language of that pIece is presented In AppendIx B. This cunference repurl
refers as foUows to these provIsIons·

Under the substitute, Federal matching for SOCIal servll:~S

under programs of aId to the aged, bltnd, Jnd l.hsabled Jnd dId
to familJes wIth dependent children would he sl.lbJed tu d

State-by-State doUar limHatJOn, effecllve begmnmg WJth fl.;;cal
year 1973. Each State would he lumteLl to lh share (It
$2,500,000,000 baseL! on Its proportlon of populatlOn m tilt:
UOlted States. ChIld care, famiJy planning, servIces provided [0

a mentally retarded mdJvlClual, service.;; relatrd to the treat­
ment of drug addiCt:-, and alcoholics, Jnd services plovlded a
child III foster care could be provIded to persons formerly on
welfare or likely to become depend{ nl on welfarE' as well d:­
present recipients of welfare. At least 90 percr.:nt (If cxpendl­
tun~s for all other social servICes, however, would hJve to he
provided to lndIvldudls receIVing ;lId to thc aged, bllllJ, dnd
di'iabJed or illd to fdmllles With dep':ndent children. UntLl a
State reachc~ the limItatIOn of Fede al matching, 75 percent
Federal matchlllg would con1mue to be applicable tor SOCial
sef'o'1ces as under presenl law.

Under the SUbstitute, servICes nect:~sary to enable AfDC
reCipIents to participJte In the Work [ncentlve Program would
not be subject to thl: limltatlOn described above, they would
contlllue as under present law, with 9U percent Federal mdtch­
ing and with funding of these servLce.i lUnIted to Hie amount~

appropnated. In addItIon, the conference substItute Ulcor­
porates the provJsion of the Senate bI.ll reduclIlg FederaJ
matchmg for emergency SOCIal seTVlCCS from 75 percent to
50 percent.

The conferencr suhstltute L1uect .... tile Secretary ot Health,
Educ;'ltlon, and Weltare to i~sue regulatlOns prescnblllg the
conditIOns under which State welfafl' agencIes Tn<ly purchdse
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services they do not Ihemsel\'es pro\'lde.

Tht> conferees were told thai the Secretary of Health. Educa­
tion, and Welfare has issued new regulations which requITe
reporting of how social service funds are used. The conferees
ex.pect the Secretary co have available detailed mformation on
how SOCIal sen-Ice funds are being spent and on their effective­
ness.
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Of primary interest to those in the Developmentally Disabled groups was
the provision specifically allocating services to individuals by virtue of their
being retarded. While this is not targeted to the DevelopmentaUy Disabled per se,
since it leaves out nonretarded individuals, nonetheless it covers a group of
extreme importance. The language of the l..:onference report seems to indicate
that "former or potential" recipient requirements are still in effect.

The revenue sharing bLlI pJaced a limilalion on the amount of service re­
sources which can be spent by the states from federaJ sources, and it placed
certam other limitations on the persons for whom the funds may be expended.
The onginal mtent was to place a limitation on each state of 10 percent of its
allotment which could be spent on persons not currently receiving a welfare
payment. In the course of the deJiberalions six exceptions were made to those
limitations: work-related child-,:are, family planning, services to mentaJly re­
tarded children, narcotic addict~:, alcohoJics and chiJdren in foster care. For the
populations lrnpljed by these exemptions no set percentage hmilalion is made on
the number who can be presenl, former or potential assistance recipients. TIllS
suggests that the amount of a state's sociaJ service resources which may be made
available may be substantial. State DO couneUs should take every step to assure
that welfare directors exerCise the fuUest range of this option, keeping in mmd
that there are many pressures to focus on work-related, child-care, and narcotics
addict groups-all of which are very expensive. The fact that, of funds spent on
CP's and epileptics, 90 percent must be for those receiving payments requires
ingenuity in finding other ways to serve those not on assistance. Since the other
provision of H.R. 1 will bring many into active payment status, the problem may
not be as extensive as first believed.

Given the rapid growth In social services expenditures it seems a little
strange to some of us to talk about the $2.5 billion appropriation as being a
"ceIling." Nonetheless, many of the slates who were spending sociaJ services
money at an accelerating rate Clpparently will be cut back either absolutely as
New York and Illinois, or in terms of planning as in most states. For some of
these states it IS pOSSible to use revenue sharing money to make up deficienCies.
II is not clear that the DO Coullcils have any specific authoflzation to interpose
lheir concerns at the slate and local level, but, on the olher hand, there is little
to mdicate that they need avoid inOuencing the allocation decisions for expendi·
ture of the revenue shanng fund~.

It should be noted that the social service funds are allocated by population
and not by prior effort. There ii no pro\'ision for re-allocation of unused funds
from state to state. Thus, if a state elects not to prOVide matching funds for its
full allotment, the federal budget rellects no outlay for the unused portion. DD
Councils should point out to such states thai many of their current expenditures
for the Developmentally Disabled already qualify for matching if the state plan
so allows.
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H.R. I

Synergl~:m tor the ~~v(,l1tle:-.

The final form of the SOCIal Security Amendment~ of 1972 InJlcate'i that
by January 1974, the adrmnistration of welfar·, cash bcneli" to the aged, hli",J
and disabled will be federalized and admimstertd by the SOI.:IJI SecuI11y AdmHlI
stralion. Among the thIngs that tlus bill does I~ elimmate the requlremeTlt thai a
handicapped indiVIdual be 18 or older. The mtl'nl of thlS change, when It passed
the House over a year ago, was to plOvide specii:ll aSsIstance to handlc,lpped
children m poor famL.hes. The Congress recognized that the cost 01 lal')mg J

handIcapped child was greater than that of a 'IOnhand.capped child. Thus it "
possible fOJ the chIJdren reCeIVing benefits through AFDC to be tlansfefled to
the federal program and to be carrjed WIth tht·u own case records Tlus would
seem to indicate that the special requIrements of these children for d variety oj
health and oth~r services Wlil be mdependellt 0'- the famlly's welf<tre and JriCOlllf

status to some extent. In effect, It gIves a chiJd hIs own case on APTD. Thl~

would bnng him under the rrunjmum payment provlsJOIlS <tnd thm totaJ lamJly
income will be greater than 11 would be had the whole family been reCeJVlng
AFDC. By federalJZtng the admmlstrJlwn of benetlts certain state prilctlCt~S Will
be changed. For example, parental responslbilllY for adult handicapped children
will no longer be requlfed a~, It 1S III many :-.Ii:ltes. There would he <l ~tand<:lrd

definition of disability V1ftually Identical to tl,.t In the Social Secunty Title ill
program fOL th(~ disabled wruch would read as f(IUoWS

SedlOll. ] 614(a)(3) An mdJvldual shi:lll be consuJered tu be
disabled for purposes of tills tltle If h~ IS unable to engage III

any substantial gamful actlvlly by r ~ason of any medlc.ally
determinable physical or menial ImpalrJnent whJch can be ex­
pected to result III death or which has lasted or (an be ex­
pected to Last for a continuous penod of not le~s thdn 11
months (or, 1n the C<lse of a child under the age or J 8, It he
suffers from any medlc<tlly determin tble phY~lcal or mental
Impairment of comparable severity).

Under this definitIOn, mll~l developmentally dIsabled indlvidu,.ils whn met"1
the income tests should be eligible for a ben,~ht. They musl certaInly would
meet the crHelia for "former or potentl<tl"' reuplents and thus qU<il1fy fOI the
sociill serVices, as well, i:luthoflzed In the new Ti[le VI.

The determInatlO1i 01 disability, as IS the (i:lse IlOW tn the Title Ij progr<trTl,
would be made by disability deterll1111atIOTI UllltS which In most slCltes ;-If(~ III
cated in vocational rehabiJltatlOn agencies.

It is nol c1ei:lr, however, Just what It IS that the vaTlous olher provIsIOns ffiJy

indicate. A referral to voca1ional rehabilitation for mdivldu<tls receIvIng Pi:lY
ments under these programs who are blind 01 disabled IS rf:quned (~e attach
menl)o rt is possible through this li:lnguage to have the reh,lbtlJtaIlolI proglarn
acting as a broker to C1ssure that handjcapped poor children get the service") they
need The VOCiJllOnal rehabilItatIOn agency Will have access to fuU J00 pncenl
federal funding for services to the lIldlvlduals who are refeTTi~d and accept~d fell
servIces. While there are many lobbies who havl! complained thi:lt the R.ehi:lbtlir;!
tlon people should not be the ones Involved In servICes to cJuldren, the alterna
tives arc even more limited. Unless a whole new way at dOll1g buslnes~ I~ estab·
lished In the SoclaJ Secuflty Adlrunlstration, ihere IS no olher slI1gle program
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agency or element which can assure long-term follow-up and brokerage on the
behalf of these handicapped children from birth on and is backed by access to
full federal funds.

The version of the V.R. Act vetoes by the President had major provIsions
for nonvocational services to the severely disabled. Since the H.R. I provisIOns
call for persons who lequire "services under the State plan for vocational re­
habilitation services approved under the Vocational Rehabilitation Act," It
seems Important that a V.R. AI;t be passed with a broad authorIty for services,
and that state plans utilize thaI authority and the authority in H.R. I to the
fullest.

There are many admmistrative, regulatory, and policy questIOns to be raised
yet as to exactly how this but will work. As the program becomes clearer
through planning, and as more informatIOn on the policy options becomes avail­
able, more will be known about what may be posSIble for the Developmentally
Disabled. In the meantime the National Council as well as the State Councils
should be VIgilant to assure tha •. the developmentally disabled get their fair share
of program benefits.

WORKSHOP DISCUSSION

The following summary attempts to capture the gist of discusslOns durmg
the three sessions on this tOpiC. Many good points were made which could be
profitable if presented verbatim, but this approach would prove unwell ding. I
have, therefore, tried to summarize the salIent points and hope that the particI­
pants WIll not fecl slighted if thl:ir important observations are not fully reflected.
Because the discussions of the three sessions covered several similar pomts, many
of these were Incorporated InIO the final draft of the paper and WIll not be
repeated here.

Basically the sessions were devoted to "how to" kinds of questions and we
tned to avoid the philosopluc as well as questions concerning the role and
function of the State Councils. The mam thrust of the early diSCUSSIOn was that
there IS great variance among the state plan programs which an active, aggressive
and knowledgeable council rrlllifit explOIt In its own state if it kn~w what was
possible. In general, the audience was reasonably sophisticated in their knowl­
edge of the vanous programs, but there were stiU several areas of confusjon and
ambiguity. For example, SOffit' partIcipants did not understand that the pay­
ments provisions and the servIce provisions could, In effect, be viewed sepa­
rately. They were unsure what the distinctions were, between those persons
being eligible for a payment and then also eligible for selVices, and those persons
not getting a payment but, slul eligible for services by being a former and
potential recipient of payments. One HEW resource person pomted out that
under present rules, the person need not be an active payment recIpient to get
services if he appears to have wme of the same qualifymg traits as one who IS
eligible for one of the welfare categofles, and if it appears that he might be
eligible within 5 years. Such a person can be defined <:IS a potential recipient and
be ehglble for social services.

There are some subtle disclIssions of what is possible under socia) selVlces as
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distinguished from the payments and special needs provisions. One example
mentIoned was the payment for transportation In some cases a state can llLaw
this 10 its payment provisions as a cost of employment or special need, and III

other instances the federal rules allow It as a social service. When tranSp(1TtatlOlI
is used as a social service, say to rent school buses from the local school system
to transport welfare recipients for vanous purposes, the amount can be IIH.:luded
as a social seIVice at the 75 percent match, including the cost of liability Insur­
ance. A ust of the types of activities which may be cons]den~d social services l~

included in Appendix B.
There was much discussion of the use of residential settIngs and what lS

possible with VarIOUS fundmg sources. The resollrce person fr(lm FlorIda pOinted
out that they had approval for use of social service funds lI1slde an II1stItution (.j
normally unallowed provision) when there is a discrete program servlIlg all
identifiable group in preparation for placement in a community setting. When
the program is a unique one, such as one whIch might be labeled homeward
bound, not only could the normal social services be matched (;;uch as caseworker
salaries and the like), but In additLon, room and board, could be covered for ,j

specified period. When the individual is discharged to the communIty setting he
is also qualified for SlX months of SOCial service eligibility dUJIng lu:-. adjustmcllt
period. With the advent of some federai funds to areas which were ," one tune
solely state funded, the state funds could be reallocated to speclfk dleas Ull­

matched by federal resources. It was also point"d out that when an individual IS

eligible, income maintenance funds may be llsed for mamtenance In a com­
munity based sheltered environment while the social semce funds can be used
for the supporting services.

In further discussion of the persons who mIght be eligible for SOCIal sel vices
but who are not eligible for payments, numerous questions were raised about thc~

income tests which might be III effect. These income tests are usually made up
between the State and the SRS regional offire. They usually far exceed the
income tests for eligibility for welfare paymt-nts. For example, in FlOrida .:t

family of four could have annual income up to :>8,700 and still meet the incom"
test for eligibility for SOCial services. The Florida DiviSIOn of Retardation found
that about 93 percent of the famLlies It served could meet the income tesl for
social services. It was pointed out that It is III lhe interest of the state to have :l

liberal income test for social services so that the ma.xJITlum number of individuals
who are getting services could be covered by federal funds.

Many questions were raised about rhe impact of the new Title XVI federal·
ized program of income maintenance. QuestIom: were raIsed \\'1th respecl to how
this program would integrate with SOCIal services, residual state supplemenlal
programs and the AFOC program. Unfortunately the answers to most of th"
questIons were not available and will not be until the planners ill the Soclai
Secunty Administration, headed by Sumner Whittier, fonner Executive Director
of the National Society for Cnppled Children "nd Adults de'"de on thell posi·
tions. For example, when welfare reform plannmg was rust begun, the assump·
tion was that there would be a federalized family program With a natIOnal
standard. Then ali senously disabled children in fan1l..Iies with IIlcomes below the
national standard would be eiigible for Title XVI. Now, however, It IS uncie.,
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just which standards may apply. We do not know If they will apply to children
in families with the father present and working full time, but at low wages. The
standards could be the state standards, but this would mean a child in one state
might be eligible and another In the same condition in a different state may not.
A federal standard whIch would cover the hIghest slandard states might Include
many families in low standard ~(ates who would not otherwise be eligible.

In the same manner, we do not know what the income standards might be
for social services-wiU they continue to be worked out between states and SRS
regional offices or will Social Security detennine these standards. We do not
know yet if states with incomf maintenance programs to supplement the federal
program wiH be allowed liens on their portion of the program while hens will not
be allowed on the Federal portion. In most instances the council members were
admonished to have their Slates or their congressional delegahons advance
recommendations which mighl result in regulations serving the best Interests of
their target groups.

There was also a good deal of discussion regarding the impact of the ceiling
on the social services established by the Revenue Shanng bill and the various
colloquies on the definitIOn c,f who the mentally retarded are who are to be
exempted from the limitation that 90 percent must be active recipients of wel­
fare paymen Is.

During the floor debate on acceptance of the House-Senate Conference
Report on H.R.14370, queslions were raised In both houses concerning the
interpretation of the tenn "mentally retarded" under Tille III of the bill. In this
section of the legislatIOn, statfs are pennitted to continue to receive 75 percent
federal reimbursement on behalf of present, past and potential welfare recipient!<i
in six specified service calegori~s, including aid to mentally retarded children and
adults. The question raised by Congressman Hall in the House and Senalor Dole
in the Senate was: "Would (he term 'mentally retarded' be Interpreted to include
aU developmentally disabled persons - indudmg non-retarded cerebral palSIed
and epileptic individuals?"

They received sharply dlVergent answers. In responding to Hall's query,
Congressman Wilbur Mills, Ch"innan of the House Ways and Means Committee.
commented, "There certainly would be no question as to providing these serv­
ices under the exceptlOn to indiViduals who have the same Iypes of difficulties in
their functioning which genelaUy characterize mentally retarded children and
adults. "

When faced with a si.milar question, however, Senator Russell Long, Chair­
man of the Senate Fmance Cvmmittee, responded qUite differently. He noted,
;'If a 'developmentally disabled' person is mentally retarded, then Federal
matching is available whether or not the person is on welfare. If 'develop'
mentally disabled' persons are not mentally retarded, Ihen Ihey fit In the cate·
gory In which 90 percent of the funds musl go to welfare reCipients."

Since there is a clear difference of opinion between the two houses of
Congress, resolution of the issue will rest Wlth regulalion writers In HEW.

It was important to poinl out in (he diSCUSSion that thiS does nol mean Ihat
CP and E's who are nol retarded (perhaps only 40 peleent are not as one memo
ber of the audience observed) are not served. Many will be active recipients and
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Uleretore eligible. Of tho~e not Clctlve recipients and not rctalded, up tu
10 percell! may be served. Given the national definitIOn of dlsabillty m the
Tille XVI program, II seems unlikely thai very many such mLlI"lduals WIU nol be
eilgIbJe if they are pOOl regJldlt:ss of how the fe'deral servll.:e regulaoons come
out.

There were many other pomts greal Jnd snlaU. One HEW offiCial pOlr,lcd
our thai the welfare reform bill also elmllnatelJ the requirement for ~[dtrwlde­

ness in sodal services. This would allow local cc,unclb. who can put IOgether C1
service package to get 11 approved even Ihough tither parts l)1 the state- do not
have a similaI package. Prevl{)u~ly a "ervice [lwgr:ll11 could I...Jnly be approved \t It
were available In all parts of il <;tdte

It was pOinted out lhat the DD Act would bl· up for hearirlg:o; In e<lrly 197 3,
so that state couneUs should be prepafll1g their posItions for Improvements In

the leglslallOn thai would assist them In Ihen warL
It was pUlnted out th<Jt Increasmgly the Nl\on AumlnlSlratlOn would be

moving away from categoflcal programs and car,narked tundlllg. The eft"{:cI of
this would be to shIft deCISion makIng on pflnritles to the states where J s,trung
DD counL:lI may LJo very well 01 very poorly, hUI rcsponslbllily for Ihe deCIs,1011S
would res I with tile state

And perhaps the most VlliJl POInt to be madt: was th,H there are no magIC"
formulas for how to get the Lounclls tu be effnllve for rhelr constituenCies
Hard work, hustle, and heIng kllowledgeable ab'lilt the in's and OUI'S dnd the
angles would be the key. The abilIty 10 explOIt the proVIsions dlscusseLi here
would come from no slInplc federal regulation. Most of the possibilities In the
PlovlslOn~ discussed hefe lIt' with thi.' slates amj t~erefore the share falllll~ 10 thl'
developmentally disabled WllJ depend on how well that constituency rarc5- rdd·
tjve to other groups In a s.tatc. It IS a challengmg pi nspect
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ESTIMATED NATIONAL RESULTS
SOCIAL SERVICE EXPENDITURE DETAIL 8V CATEGORY

Fiscal Year 1971

(thousands of dollars)

TOIal

%OJ Expenduure Amounts Percent of Total Percentage DIStributIOns

SoC/al Service Arnounl Total Ad/Jlt [VA I fiB Other AdlJlt [VA [VB Oth("r Adult IVA IVB OOTer

All SeJ\'lces 11.642,049 100.0% 1229,157 1799,064 \596.812 117,816 1000% 1000% 1000% 1000% 14.0% 487% 36.3% 10%

Informatlon & Referral I 65.975 4.0 24,458 36,403 4,220 894 107 46 0.7 5 3 J 7 I 55 I 0.4
"

Adopllon 53,719 3 , - 35,814 17,905 - - 45 30 - - 66.7 33 3 -

Child FoSle, Care 613,489 J7 5 - 111,878 501,587 24 - 140 84.0 0.[ - 18 1 81 8 -

Unmarried Mothers 24,650 I 5 - 19,292 5,244 114 - 24 09 07 - 78,2 21.3 0,5

Child ProleclJon 81,970 50 - 67,390 '4,580 - - 8.4 24 - - 82,2 17 8 -

ChIld Care 269,619 164 - 233,410 35,800 409 - 29.2 60 24 - 86,5 133 0.2

Child Development 28,966 I S - 24.106 4,860 - - 30 08 - - 83.1 16.8 -

Adult & Fanuly Functioning 31,156 10 8,953 16,538 3,068 3,697 39 2 I 0,5 11.7 27,7 51.3 9,5 115

Family Plannmg 6,819 0.4 582 6.206 - 31 0.3 0.8 - U.2 85 91.0 - 05

Money Management 13,693 08 2,84J 10.395 - 455 , 2 J J - 27 208 759 ., 3 3

HOUSing 31,802 1.9 8.743 11,409 128 1,522 3 8 2 7 - 8.9 27.5 673 0,4 4.8

Homemaker & Chore 97,157 59 50,681 40,757 2,698 J,021 22.1 5.1 0.5 178 52.2 41.9 2,8 J I

WlN Employment 80,017 49 - 80.017 - - - 10,0 - - - 1000 "" -

Employment & Trammg 54,654 J 3 17,150 36,J73 256 875 7.5 4,6 o 1 5.' 3[ .4 66,S 0.5 I 6

HealTh 41,796 2 5 19,970 20,366 512 948 87 2.5 0.1 56 478 487 I 2 2,3

AJco & Drug Treatment 17,496 1.1 [2.954 3,207 - \,335 56 04 - 7 8 74 I 18.3 7.6

Adull ProtecTion 21,3 II I J 19,680 - - 1,631 8.6 - - 9.6 92,J - "' 7 7

Home &: Cumm. llvmg [6,69 7 [0 16.448 - - 249 72 - - 1.5 98,5 - - I 5

InstIlU!lonal LlVIng 28.628 I.J 27,654 - - 974 12 I - - 5,7 966 - "" J4

Speclal Needs , 3,R40 08 4,539 8.769 128 404 20 I I - 2.4 32 8 63,4 0,9 2.9

Other Semces 47.495 29 '4.502 26,734 5,826 433 6 3 3,3 1.0 25 30.5 56,3 12.3 09
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Appendl' B

TITLE III - LIMITAnON ON GRANTS fOR SOCIAL SERVICES
UNDER PUBLIC ASSISTANCE PROGRAMS

SEC. 301. (a) Title IX of the SOCial Securit~ Act IS amenrled by drld,n!'. dt
the end thereof the folJowing new sectlOn

"L1MITATION ON FUNDS FOR CERTAIN SOCIAL SERVICES

··S[c. I 130. (a I NOIWlthslJnding lhe pr<lVlslons at' ;e;;t1on 3(3) (4) and (5), 403(a)L-').
1003(:1) (3) and (4), [0403(31 (3) ami (oi), ur 1003(3) (4 I and (5), amoul1t.~ payabJe f(H any
lis.cal yedl (commencmg Wlth the fiscal year bcgmrung July I, 197'2) under such section (as
determined wIthout r~gaId to tlllS sel.:uon) to any Stale with respect to expenditures made
arler June 30. 1972. fUJ servJCe~ Jefelled 10 In SUl.:h seltlon (Olher Ihan Ihe <>ervJle~ prl.vh:icd
pursuanl to section 402(a)( 19)«(;», ~haH be redured by 'Iuch amuunls;)s may I,e nCl:e~"<lry

to as.,ure that-

, (1) the tOlal amounl paid 10 ...uch Slate (under all 01 ~uch SC'(lIum) '01 ~uch JI~l'al

year fOJ such scrVIL~S dues nol eXl-eed the allotment Ii ...uch State (a~, deterlll1nt'd under
subsectlon (b) ), ,lnd

l2> of the' ;JmOunls pald (under aU vi such ~el:lIons) 10 such S lale Ill/ such 'I,U\
year with Jespecllu \uch e-xpendlrures, other than expendlLule~ lor-

"( A) scrvlces proVided 10 meet the needs nf 3 chIld for person,ll carl..':, proteCtLOll,
and supentlSlon, but noly In the \1) III Older lo enatle a member oj ~uch ch.Lld\ lanluy
ttl acct'pt or continue In employment OJ III partlclpatc In tralnJllg to prepdIe \lIch

member for enlployment, or (II) hecause of the de,lth, continued abseme from the
home \.H lnCapaLlly 01 Ille child'" mo,ne! and Iht mablhty uf <lny memher (It ~\l(h

c111ld's fanuly to provIde adequatc care ;Ind supervl':wn rr)I sULh child
"(8) family planmng serVices,
"(e) ~r'o'IC~S provided to a 1lH.",nlally retarded Indlvldu::J1 (wh< ther a chIld or In

adult), but only If such ~ervICc~ are nee LIed (as L1c'ermin('d In accordance warh Crill ria
prescribed by the Secretary) b}' 'iuch IIIdtvldual b; reason of hl~ I~ondltll)n 111 bemg
mentally retarded,

"(D) ..ervl,e~ pnwlded lo iln indIvIdual who I,· a drug addlCl lJr .. n alcoholK, I)ul
only If such servIces are needed (as determined In <Iccordance WIth clller);} pre",crlhed
by the SeCTct;lJ~r) by ~uch indIvidual a<; part of II program oj aLII\e lrealmenl of tllS
condllJon as a urug aUtilCl or all <lkQhoIIC, ;Jml

"(E) services proVided to a child who IS under foster call: In a Jo~teJ family
hl1mc (as defined In .section (08) or In .1 chlld-CiiJt~ institution (.1S detlned III :;ul.:h

"t'ctl\)rl), or whIle aWaJllng. placement In such a home or mStitutlun, but (,nly II "l,\'h
~rvlces are nceded (as detennlned III accordJnc:: Wllh Cnlerl;] presCllhed by Ihe
St:cretary) by juch child because he IS ullder foster ·.are,

nol mOlt' Ihan 1(\ per cenlUlll thercuf arc pald wllh r:spert loe'lpen,jHure~Il11UITed111

providing :<oervICCS'O mdl\'lduals who are nor reclplenls or aid or assls,a.nce {linder 51-lIe
plans approved under (Jtles I. X. XIV, XVJ, or pari A of title IV), or appllLams (<IS
defined under regulltlon\ (lI' the Senctaryl tor such ale or a.~~I~lancc

"til)i 1) for each fiscal year (commencm~ WIth Ihe Iiscal year ttegJrlJUng July I, 19: 2)

the Secretary shall <lllot to e.. ch Stale an amuunt whLLh bears [he same latlO 1<)
S2.500,OOO,OOO as the populallon of su..::h Stale bear.~ 10 tile population 01 aU the StCilei

"(2) The aUotment for each StalL' shaU be promu~'ated for each llsea! yeJ.r tty 'he
Secretary between July I and August 31 01 the calendar year I1llmcdlately preceding such
fiscal ye,l! on [he basl~ of the populatIOn uf each State and of all of the St,ltes as detcrnllned
from lhe most recen' 5allSfaclory data avall<lble l'I0111 rhe Depaflmenl of l~om111erL'e al such
time; except (hat the allotmenl for each Stdtc for the Jiseal year begmnln~ July I, 1972, "nd
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the roUowing fiscaJ year shaJl b,· promulgated at the eaJliest practicable date after th~

enactment of this section but no! later than January 1, 1973.
"(e) For purposes of this sectIon, the term 'State' means anyone of the fIfty States or

the Distnct of Columbia."
(b) Sections 3(a)(4)(E), 403(a)(3)(D), 1003(a)(3)(E), 1403(a)(3)(E), and

] 603(a)(4)(£) of such Act iilJ'e amended by stnking out "subject to limitations' and in$erl­
iog in lieu thereof "under conditions whJch shaU be."

(c) SectIOn 403(3)(5) of such Act is amended 10 re:ld as foUows:
"(5) In the C2ie of any State, an amount equal to 50 per cenlum of [he total

amount expended under the State plan dunog such quarter as emergency assistance (0

needy families with children."
(d) Sections 3(a), 403(a), 101)3(a), 1403(a). and 1603(al. of such Acl are amended. LR

the matter precedmg paragraph (L) of each such section, by sinking out "shall pay' and
inserting m lieu thereof "shaJJ (subject to section] 130) pay."

(e) The amendments made by this section (other than by subsection (b» shall be
eHeclive July 1, 1972, and the Imendments made by subsection (b) shall be effective
January l. 1973.
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REVENUE SHARING AND THE 50 BIGGEST CITIES

The [able below shows the amount of revenue $h;:nng money that "-'11l1low Into each of thc nation's 50 largest citle ... m fiscal 1973, and
matches the amount agamst demographIc and economlL charactcTlstlC~ of rh0se CItIes The cHles are ranked in order accordmg to their
populatIon SJlC.

The 'WIde disparity among Citll:S if1 Je.... enue sharulg JoU,:II~ per C.:lpJld rnulb Iruln the way Ihar money I~ dlSHlbutcd at the Inua-state level
Congress deliberately established J mel-hamsm rhal would Yield uneven sums, said Sen Ru'\sell B Long, D-La . chauman of the Senate I'm:lnce
Committee and the architect of [he mtra-Hate dlslrlbutlOn fOTmula For a city tu do unu:-.ually weU, hkc New York City ($31 34 per caplla), It
must seort' highly on <Ill the f(l('to[s In th.. mtra-state dlstflbut10n fC'rmuJa. whlcP me3.ns I! "lus! be blp', have a hlgh-t.3x effort and J relatl\'c!Y
large percentage of poor. Conversely. the cJtle~ that do poorly like San Diego, Cabt (S9.36 per capita), Jack"nnvIUe, Fla ($751 per capna).
and ROl-hester. NY l'h7.74 per capita) ~cUJe relatlvel} low on the factor~ that mea-:ure tax effort and percentage ot poor

~

w
ex

Percent population
Revenue sharmg Non-white under poverty level

Amount of as percent of city population 54.113 family Revenue sharing
revenue sharing expenditures Population percent income) dollars per capita

New York 247.524,126 3.1 7,895,563 23.4 11.5 $31 34
Chicago 69,4 7 7.799 9 1 3.369,359 34,4 10.6 20.62
~O~ I\n':Jele~ 35.442.819 5 9 2,809,596 22.8 9.9 12.61
Philadelphia 43.758,115 6 3 1.950,098 34 4 112 22.44
Detroll 36.530,556 B 5 1.512,893 44.5 11.3 24.15
Un"dn.-. 1 ~ C.2?,'J:::'': ' .... ..,~ ",.,...,

-" - ~ ~ .JO-._ .... ~.u'-' ...

Baltimore 23.881,944 3.6 905,759 47.0 14.0 26.37
Dallas 9,699.255 5.9 844,401 25.8 ] 0.1 11.49 Of'
Wa~hln9ton, D.C 23.647.564 2.7 756.510 '23 12.7 3126 '<
Cleveland 14.107.681 7.9 750.879 390 13.4 18.79 0

Indianapolis 6.983.136 5 5 745,739 1B 4 7.J 9.36 ",;;Milwaukel:i ) 1,221,768 72 717,372 15.6 B.J 15.64
~San FranC/sen ] 9,276, 751 39 715.674 2B 6 9.9 26.94 3SiP' [,lIeg0 '3,';,27,3B'1 C,,",7 ,.,...,-, ... 9 ::C

San AntoniO 7.785,895 J22 654,] 53 B.6 J6 1 11.90
~Boston 17,753,054 41 641,071 18.2 11 7 27.69

MemphiS 9.826,564 4 0 623,530 39.2 15.7 15 76 S-
St. Luui~ ;'2.702,00,-, ; ; h22.23b 4, 0 14 3 2041 "r-..Iew Orlea'l~ 14744,411 ~.:' 7 593,47 1 '15 5 21 <.: 2<'1.84 'Z
PhoeniX 9,280,443 10.2 581,562 6 , BB 15 96 "<Columbus 5,697,36] 5 5 540,025 190 9.B 1055 n
-"",,,,, ,,,, 0.003 Lio.? Cd(),"", j i ''''- IJ '::' U 11:1 ':'1:1 ":;
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JacksonvIlle 3,972,067 4.4 528,865 22.9 14.1 7.51 "n
PIttsburgh 11,679,788 12.0 520,117 20.7 Il.l 22.46 ~

Denver 12.189.871 6.9 514,678 11.0 9A 23.68 ."

"Kansas City. Mo. 10,222,093 7 • 507,330 22.8 '.9 20.15 0
Atlanta 4,583.171 2.' 497,421 51.6 1 S.9 9.21 n

~

Buffalo 7,328,07] 3.4 462. 768 21.3 11.2 15.84 ~

ClnClnn.atL 8.501.8 .. 9 3.4 452.524 28.1 12.8 18.79
Q.

5Nashville-Davidson 6,378,838 3.8 477,877 19.9 10.4 14.24
~San Jose, Calif. 4,033,206 5.0 445,779 6.4 6A 9.05

MInneapoliS 4,814,471 5.2 434,400 6A 7.2 11.08
Fort Worth 4,207,340 7.7 393,476 20.6 10.3 10.69
Toledo 4,467,549 6.5 383,818 14.3 7.7 11.64
Newark 8.437,328 4.l 381,9..:10 :)b.0 j ii ... n.09
PortfdnG 8.579,738 13.4 390.620 7.B 8.1 22.54
Oklahoma City 6,783,125 11.2 386,856 16.0 10.6 18.39
LouIsville 9,480.686 ]4.9 361,958 24.1 13.0 26.19
Oakland 5,775,003 6.1 361,561 40.9 12.2 15.97
Long BeaCh 3,746,725 3.3 358,633 '.2 '.2 10.45
Omaha 3,640,464 7.5 346,929 10.6 7.2 10.49
Miami 6,959,236 13.4 334.859 23.4 16.4 20.78
TCllsa 3,013,250 5.9 330.350 13.4 9.0 9.12
Honolulu 12,542,903 8A 324,871 66.1 6.9 38.61
EI Paso 5,473,903 17.2 322.261 33.0 16.8 16.99
St. Paul 4,450,117 5A 309,828 4.6 6A 14.36
Norfolk 6,740,023 4.3 307.951 30.2 16.1 21.89
Blrmlngham 7,099.587 16.3 300,910 42.2 17.4 23.59
Rochester 2,293,973 1.4 296,233 17.6 8.9 7.74
Tampa 5,640.879 14.5 277,767 20.0 14.g 20.31

SOURCE: JOint Committee on lntemal Revenue Tilxiltioni Census Bureau.

'"w
~
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SOCIAL SERVICES ,\ND mE STATES

Rushmg to take advantage ~)f the 3·1 matchmg grams .1val..lable undcr the opcl\-t:nd~d

~(\cial :>ervjce<; :progr.1ll1, ..,lale governmenlS 11\ August <l.u!:lmllteJ "pendmg <"lllll;l.(Cj. lhal
wouJd have rcqwred the fcderal government to put up $-1- 7 blilion ill malchmg lunds, HUI 111

the revenue sharmg-soclal services bLlI, Cnngress cLlmped a lid of $2.5 bJ.ll10n a year on ~o':Jal

~er"'lces, :md requued that the money be distrIbuted under a pupulatlOn !ormula l"hc
prugram CO.~1 $\.7 OIUJQn \n flSCdl 191i.. A~ J re,ul, OJ rhe congrt::ssIUI)a.\ ~l'IL)Tl, 2~ ~,;}Ie,

and the IJI';'l!lCt 01 ColumbJa \\ILlI have 10 t:ul bad on the-u SOCIa] services ~pcJl(lIng plans
Nonetheless, the mcrease of roughly $800 llulJJon In 50(:1<11 ~ervlCcs money lrOlIl flsc.II 197:'
tu fiscal 1973 wtI1 cn~ible nC<lrly every -:.Iate lu IrlCre;J',e It' '-'deral scrVll:e~ gf-lnl OVCI lJ'l
year'.; lc"Yei.

Fiscal 1972 Disbursement August estimates
federal share of 52.5 billion of U.S. shere of Difference: Fiscal

ror soclel on besis of fiscal 1973 social 1973 l!Istlmat4t'S.
services POpulBtlon slltVII;:e costs all01ment calling

Ala. , 12.5 • 42.2 , 1350 .~ 928
AlaSka 76 J.8 L9.0 15 ?
AriZ. '.3 22.2 6.3 15 9
Ark. 9.2 23.5 8.8 14.8
C"II1. 221.0 245.2 2730 ;~ 7 /
Colo. 18 5 27.5 306 3 J
Conn. 9.6 37.2 22 7 In
Del. 15.2 6.8 .~6.4 L96
D. 01 c. 9.2 9.0 20.8 L L 8
Fla. 65.9 85.2 113.6 28 3
G,. 328 56.5 206.5 - 150 0
Guam 2 2
H"Wall 12 9.5 2.6 f; 'J
Io,ano 1.5 88 2' 9 l6 J
III. 181. 3 1358 211 6 759
Ind. 6.3 64.0 200 440
l<lwa 10.0 34.5 13 5 :? 1 0
Kim. 6.' 27.5 7.< ,'ll 1
Ky. 12 • 39 8 300 9 7
L'. 29.5 44.8 34.9 99
Maine 6.3 12.2 6.7 5 6
MO. 19.5 48 5 ...115 7 367 2
M,,~s. 51.8 698 96.0 )(, :::'

MICh. 31 6 J 090 1089
Minn. 39.0 470 72.4 2~ 4
MISS. 1.7 270 269.4 2 '1.2 4
MO. 13.1 575 16.9 >06
Monl. 29 '5 33 ~ ;::
N.b 7.2 18 2 12.6 5 7
Nev. L 6 62 2.0 46
N.H. 2 7 9.2 49 ...
N.J. 30.9 88.5 415 9 j)7 7
N.M 1 J 5 12.5 33d .>0 ')
N.Y. 497 _7 2230 854 9 G 31 9
N.C 199 62.5 50.9 11 6
N.D. 3.3 7 5 40 35
OhiO 18 3 130.5 90.0 ·~O 5
Okla. 254 31 5 48.5 170
Ore. 24.6 26.2 252 1 1
Pa. 549 144.0 106.5 ,j7.5
P.R. 30 4.0
RL. '5.2 L1 8 I' 8 4. L
5.C. 6.3 31.8 J 76.2 144.5
S.D 2.2 82 2.9 5.3
Tp.nn. 17.6 48 5 227.6 1 19.1
T"I(. 580 139.0 1795 40.5
UI<1n 4.3 132 5 2 8 0
VL. 2.3 5.' 26 29
V L. .3 .2
V. 1&.2 572 32 1 ;'') I
Wash. 31.8 41.8 90.6 488
W.Va. 7.' 2L 2 16.8 4 ':;

W" 30.5 54.2 58 5 4 ,~

Wyo. ., 4.2 .6 36----
T{JI<11 s,1,710 2 't.2.500 0 ·,a.658 2 $-2.')20 '\,- 11,6 ,

SOUFICE HEW Deparlm 'nt
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Append'" E

"REHABILITATION SERVICES FOR BLIND AND DISABLED INDIVIDUALS

"SEC. ] 6] 5. (a) In the case of any blind or dJ.l.abled individual who­
"0) has not attained age 6~. and
"(2) IS recelVmg benefits (IH with respecl 10 whom benefits are paid) under thIs

title.
the Secretary shaU make provls.ion for referral oj such mdlVldual to the appropnate Stale
agency adnumstenng the State plan for vocallonal rehabilitatIOn services approved under the
Vocational Rehablutation ACl, and (except in such cases as he may determine) for a review
not less often than quarterly of such IndJvldual"s bhndness or dlsabihty and hiS need for and
utrllzatton of the rehabJutatlon servIces made available to him under such plan.

"(b) Every Individual wIth respect to whom the Secretary is required to make provIsion
for referral under subsectIOn (a) shall accept such rehabLlitation services as are made avail·
able to him under the Slale plan f')I vocatIOnal rehabIlitation services approved under Ihe
VocatIOnal RehabJiltalion Act; and the Secretary IS authonzed to pay to the State agency
administering or supervlsing the administration of ~uch State plan the costs Incurred in the
prOVision of such services to individuals so referred.

"(c) No mdivldual shaU be an ehgible indiVidual or eltglble spouse for purposes of this
(Ute if he refuses Wlthout good cause to accept vocational r('habdltation services for which
he is referred under subsection (a)



Appendix F

REVENUE SHARING AND THE STATES

The table belo.......hows the amount uf 1evenue shanng money that will now mto each state In fiscal 1973, and matches the amounT against
delllographlc and ceononlJc charaClCTlstlCS nf the ~tate~ The dmollnt lislt:d for ealh state IS the entLre revenue sharing sum Ihal will be
distributed 'Nlthm the state's borders-for local governments as well as for the state-government In each case. the state government will get
one-third of the tot,]] <Jrnount, and two·thuds Wll! be dlvlded among lower JlIrl~dlLtJOns Wtulc atlthc sLJtes benefit under the legislation some
benefit Illore than llthers. The wmllcr~ are lhu~e whu pel:ullar demographic charactenstlcs score highlY under either of rhe two formul.as used
f\..'f disburSing rf'venlll' sharing money These mclude bIg urbamzed ~Iare~ With high-tax efforts 3nd large concentrations of poor. su(h .:IS
LahfOTma and New York, and rural stale~ In the South which also have larr'" LI.Hlccntrdliuns uf poor The losers are states I.Jke Connecllcut
Ilrlnol~. Ohl(1 ,lnd P~'nn~~ I~anla whleh f<lll bctv.ccn the ntremes

'"...
'"

State government
Amount of Percent of total Stale Percent of u.S. share as percent of Revenue sharing

revenue sharing revenue sharing population population state expenditure doll8rl per c..plta

A" $116,100.000 2 2 3,444.165 I , 3 A So 3 3.7(1
Alds~a 6,300.000 0.1 300.382 o 1 OS 209 J
ArIZ. 50.200.000 0.9 1.770.900 0.9 3.0 28.35
... ·k. 55,OOC,OO~ loC 1,nJ,295 G.9 o. , 25 59
Cdl,l 556,] 00.000 10 5 19.953,134 9. 26 ;!787
ColO 54.600.000 l.0 2.207.259 11 2 5 24 73
,...~~- <:<= .... "" """

~ -~. ~~~ ..
L' 0";'. ~.-~ ~.~~- -, -,_.. -'-

Del. J 5.800.000 0.3 }48.]0<l 03 l.. 28 5Y
DC 23.600,000 0.4 756.5] 0 04 2.0 31 26
Fld. J46.000 ,000 2 • 6,789.44 3 33 30 2) 50 vo
G. J 09.900,000 2.1 4.589.5 7 5 2.3 2. 239t1 '<
Ha ..... all 23,800,000 o A 768,561 OA 1 1 30.96 "aIdaho 19.900,000 0.4 712,567 0.4 2.4 27 92 @
III. 274,700,000 52 11,113,976 55 2 7 L~ 71
,"" , C''1,3QC.QCC :2 C <: '" ~ ""''' <.0

" 0
::,v.O;; :3-'._L.....,VV~

Iowa 77 ,000,000 1.5 2,824,376 1 4 3 0 27 26 aK" 52,800.000 Lo 2,246,578 1 1 3 2 23 50
Ky 87,300,000 1 6 3,218,706 16 2 5 27 U
d. d3,600,000 , , 3,641,306 1 • 29 31 1<]

"Mi'llnp 31,100,000 'J G 992,04 E! C 5 ' " 31 3.1
Md 107,000,000 20 3,922,399 1 9 30 27 2 I C/O

r,
Mass 163,000,000 3 ! 5.689,] ](l 2. 2 3 28 6~ 1

"-
~



n
0

MICh, 121,900,000 4.2 8,875.083 4.4 2.4 25.00 g,
Mlnn, 103,900,000 2.0 3.804,971 1.9 3.3 27.30 ~

~

MIs). 90,700,000 1.7 2,216,912 1.1 4.3 40.91 ~

Mo. 98,800,000 1.9 4,676,501 2.3 2.6 21.12 0
n

Mont. 20,600,000 0.4 694,409 0.3 2.0 29.66 ~

Neb. 42,900,000 0.8 1,483,493 0.7 4.0 28.91 "0
Nev. 11,100,000 0.2 488,738 02 1.8 22.71

~

0
N.H. 15,200,000 0.3 737,681 0.4 1.7 20.60 n

~

N.J. 163,600,000 3.1 7,168,164 35 2.5 22.82 ~

N.M. 33,200,000 0.6 1,016,000 0.5 2.8 32.67 e-
N.V 591,400,000 11.2 18,236,967 9.0 3.6 32.42 3·

'"N.C 135,500,000 2.6 5,082,059 2 5 3.6 2666 ~

N.D. 19.700,000 0.4 617,761 0.3 2.6 31.88
Ohio 207,000,000 3.9 10,652,017 5.2 2.4 19.43
Okla. 59,400,000 1.1 2.559,229 1 3 2.2 23.21
Ore. 56,200,000 l.l 2,091.385 1.0 2.1 26.87
;::d. 27':,OOO,OCO 5..: 11,793/)09 5 . .!! 2.0 2323
A.1. 23,600,000 0.4 946,725 05 1.8 24.92
S.C. 81,500,000 1.5 2,590,516 1.3 4.0 31.46
S.D. 25,100,000 0.5 665,507 0.3 3.4 37.71
lenn. 98,400,000 1.9 3,923,687 1.9 3.J 25.07
Tex. 244,500,000 4.6 11,196,730 5 5 2.9 21.83
Utah 31.400,000 0.6 1.059,273 0.5 2.3 29.64
VI. 14.800,000 0.3 444,330 02 1.7 33.30
V •. 105,200,000 2.0 4,648,494 2.3 2.6 22.63
wash 64,100,000 1.6 3,409,169 1 7 1.5 24.66
W. Va. 52,300,000 .9 1,744,237 O.g 2.2 29.98
WIS. 133,900,000 2.5 4,417,731 2.2 3.5 30.30
Wyo. 9,700,000 0.2 332,416 0.2 1.8 29.18

I. 1970 ceno;us
2. Based on expendItures by states In 1971

SOURCE; JOint Commlltee on Intern.!1 Revenue Taxation; Census Bureau

'J...
w
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The programs of Comprehensive Health Plannmg and Developmental DIs­
abilIties, both established by fl~deral law, present numerous opportunities for
cooperative efforts and mutual benefits which we should explore in some depth,
beyond the title of the workshop, which only addresses what the 314(d) funding
mechanism may be expected to provide. We mean "benefits" in the sense of
good program management, efficient resource allocation and effective programs
for the developmentally disabled. Cooperative ventures, If ever permItted to
develop, can strengthen and enhance individual endeavors.

AN OVERVIEW OF THE PARTNERSHIP FOR HEALTH ACT

The Comprehensive Health Planmng Act passed by the federal Congress in
1966 mandates planning comprehensively for health services, manpower and
facilities. This is to be accompbshed through state agencies, with full-time staff,
and the help of Advisory Councils of specified composition. The Councils must
conslst of more than one-half consumers of health services, the other minority
percentage to be broadly representative of health providers, including responsi­
ble state and local officials. It " remarkably like the Developmental Disabilities
legislation in concept, although the percentages and representatives are, of
course, different.

The Act, known as the Partnership for Health Act, further directs that
regional planning capability be developed within the state, referred to as Area­
wide ComprehensIve Health Planning Agencjes. In most states this process is well
along, with all or most of the population residing in regJOns which have such a
planning agency. However, Areawide Comprehensive Health Planning Agencies
may be in early stages of development or not yet under way in some parts of the
country. These planmng Councils must also be consumer-dominated and pro­
vider representative, must raise between 25-50% of their budgets locally J and can
recetve federal support for th, remainder. [n most parts of the country the
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AreaWLde Comprehensive Health Planlllllg Agclll-leS ;lrc flun-prnlJt <.:urp"r.Ill'JIl<;

WIth theLf Councils s~rvmg .\", UUdrds of Olr'~ tor", 111 SllIlle "13Tt· ... 1I1t'lt' (Ire

regional governmL'ntal 1I1l11s- [contlln]l: Devel'lpmenl l'DmmISSI()TI~ \)1 S IIllIJI
SlrUCIUres, which provIde lilt? IHg"HlIZJI11)1l<l1 hdse for COlllplchens/ve H~~;111:1

Planning.
Another sectIon of the ('olllprthen~l\1e Ilealth Plannmg--Pallndlihq) hlf

Health Act pIl)v](Je~ for a forllluia grant 10 ~.lch sti:lte hp,llth <tulhurLl). tile
so-called 314(d) funds W1lh whIch thiS WUl k'ihnp IS parlJcular y Cl)WL:l ned As 111

the t:ase ofothl:r "formul;l" glant~, lin.> Jrn()unt IS calculaleJ 1'1 duect II[Opllrtll)'l

to the populalion of tht s1rlte, dlld III lnvers,~ rallu to Its average pCr L:l~lIIJ

income. In any case, the grant IS then pruvldec wlthuut resl "!Ctlon J~ II) Ir~ 1I~L'

to the State Health Authority, wIlh cit least 15~~, provIded fur tIll: "Lile rv'il'IIIJI
Health Authority These "authontle,," IHay be Indgcd III Ihe <;al1lC agcllCY, hid III
many states arf lo(atc,J in dttlerent dl:partrncnt, or "'late governmcilt fhe nal,)!
stlpulatlun 111 the use of the 314(dl funJ., IS that 70 rj{. Il1U'\l he used for ""I'KJI
services '" The Interprdallon of whal UJlllprl<:;1 ~ "local services" (11 (()lIl~t' tl(l~

been of considerable mtcrest .lnJ d rn.ltt~r of Jeh,lle III the Vdlln\J~ '-l<.:.tc., ,mol

HEW reglons.
The regulatIOns promulgated by HEW to Irnplcllll~nt the P,111llelShlp t.11

Health Act Include sonle ~Ignlrlcan(s lequllerner LS J~ tollllwS
··POItC1CS and plucedureo;; must prnvlde rfl<'thuds ftw (I) (OnrdlllJllng, tli!

'i.tate agency'" planning :Jcllvl1les With 'i.peLlal,/_ed heallh plannmg, ,llld ("her
relaTed planning activities such /is rhe Jcvl'lopn'em uf menIal relarda/lOr[ IJlalJ\'.
constructIOn plans for hCJllh Jlld Illedlcdl rat.: lIL1C'>, (ommumty menral health
plans, and State physH:al Jnd e':01l0111JL plilnIlJll~. (2) considellng th,~ 1lll):-,1 ~ttel­

tlve and efficient mallller of meering healrh neels in rhe Irelds 01 wf'~fare, edlu'a­
[lon and rehabIlitation, (3) consldenng ,hi' ~pt'('w/ neeJs uJ high~nsk /'OPUIU,'U>/I

groups for preventlve and healTh cure services"
The law Itself, P L H9-74LJ, states thaI til: agency mmt "prol'lde }i" en­

couraging cooperallve efforts among governmental and nongovernJncntal agell­
CleS, organizations and groups concerned With health serVICes, f<lcllJtics allL! mall­

power, and [or cooperative efforts between ~uch agencie~, orgam:;al/ut1,I' and
groups and Similar agenCies, organizatiof/S and l'TOUPS In fhf:.' /lelJs oJ educauon,
welfare and rehabilitatiOn."

So there i~ a mandate, both In law ,Inl! 11 rcgulatJOn, tor lhOSl' Cit lh III

Comprehen~lve Health Plannlllg to work I..:losel~ v.1th the ser/lce ')ystC'l11s which
relate to Developmental Dlsabllitlcs Planlilng fhe Dlrcctor of ComprehellslVI'
Heallh Planmng i~ deSignated as a member l f Ihe Slate Developmrntal DI\·
abLhtle<; AdvlSory Council under P.l. 91 517

OVERLAPS AND COMMON CONCERNS

Beyond the requlfemcnts thaI felleral law Imposes on liS, wildt (lie [Jw ceJI
life justIfications for a dose partneJ'i.hlp berween ComprehenSive Health Planning
and Developmental DisabilitIes Plannlllg"
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A Human Services Relationship

One that is dictated by our common concern in helpmg client populations.
For ComprehenSive Health Planning it is primarUy the mentally and physically ill
and disabled, but much of our attention is devoted to "prevention," which
applies across the board to all citizens, in efforts to protect people from health
hazards, teaching good health practices, and preventing the onset of disease and
disability. The World Health Organization has defined health as "not merely the
absence of disease and disability but the presence of physical, mental and sacral
well·boing." Surely the well·being of the cerebral palSIed, epiieptic and mentally
retarded is part of this universe.

The preventlve aspects whkh have always been the primary concern of
Public Health are identical with and inclusive of the primary prevention of
Developmental Disabilities. Thl: early evaluation and detection [uncllon that
must be avaIlable and provided for all infants and children must certainly be
availabie m order to identify lhc,se wilh Developmental DlSabuities.

A Similar Role

The words that appear in the Developmental DISabilities Act and the Com·
prehensive Health Planning Acl indicate that in our respective areas we shouJd
be: coordinators, convenors, planners. Both groups have diverse constituencies
WIth mffenng professional traming, various approaches to helping the client
population, and a wide range or' concerns, sometimes conflicting. The Develop­
mental Disabilities legIslation calls upon the Planning and Advisory Councils and
staffs to bring these diverse groups together, seek out then commonalities,
"facilitate the development of comprehensive services." The mandate to Com­
prehensive Health Planning IS exactly the same, dealing wllh its own scope of
interest and constituency: to try to develop for all people access to a contmuum
of health care inclumng prevention, developmg a rational system from a non­
system, and dealing wllh multiple interests and diverse populations.

Both laws mandate the dt:velopment uf a comprehensive and continuing
plan. In Developmental Disabilities, we must order goals and objectives, ldentify
priorities and make them known so that (a) the many workers and agencies In

the communities and states hav!: a better understanding of how then actlVity fits
mto an overall framework and (b) new programs are designed to fill gaps, rather
than duplicate what already exists. The mandate to ComprehenSive Health Plan­
ning in its sphere is identical.

Both laws provide for formula grants to the states to work WIth, to set up
the planning and administrative machInery, and to begin to implement some of
the plans. Although the financial mechanisms and matching requHements are not
identical, they are very similar.

Functional Overlap

Of the nine pre-existing federally funded programs identified in the Devel·
opmental Disabilities legislation which the program must "complement, augment
and not duplicate," five are of equal concern to Comprehensive Health Planning,
and have been closely related to the Comprehensive Health Planning Process
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since its onset. These are Cnppled C.tuldren's Se vices, Medical Asslstance, Mi:ltCI­
nal and Child Health, Mental Health, and of COllrse, Comprehensive Health Plan·
ning Itsell.

Therefore, we are working with lhe same program elements, at least In pari,
and must of necessity relate our work programs. If, In ldentlfying the JOle (If th~~

State Crippled Children's Services, both Comprehensive Ht'aJth Planmng and
Developmental Disabilities Planning make recummendatlOns Without prior (un·
sultation and the recommendatlOlls are poles ap:Hl, what effect wiU thIS have all
the services provided? How can the Djrector of Crippled ChHdrcn"s Scrvlce~

respond (0 such OPPOSing directives or reconunendaUon::.? II IS Incumbent In lIi

both to relate our objectives, to resolve contllcls and design program~ that will
benefJt both consumer consti1uencles if that IS possible. If it IS not posslhle, and
we must face the fact that resolutIOn of differences in a spmt of sweetness and
light IS not always possible, chen at leJst we \'an Identify our dlflerenLe~, In a
rational way, so that the uJtJrnate deCISion m;lkers Ln local, state :..lnU federal
government can exerCise thelT options

The Medical Assistance Program [s both a hoon and a ulIeat II) the deVelop'
mentally clisabled' a boon because 11 provIdes lederal resouJ(;es 10 In<tLch lho",,~

of state and county to pay for a vaJlcty of health services, mcluding Ct~rtall1

kinds of reSidential care. It IS a threat in lha1 It IS baslcaUy a "medlcaJ care"
payments program and does not take Inlo accuunt the pressmg needs of (h,~

dIsabled for the lTILJhitude of other services requued for il satisfying, p(Qdu(ti\ll~

and meaningful life. In most states the largest I)ortion of state funds expended
for health care is in the Medical Assistance catt-gory. It IS a major responsIbility
of Comprehensive Health Planmng to Influence the aJlocation of resources avail­
able for health carc, and the use of Medlca] Assi,lance funds IS a mo~t !->Ignificanl
item.

Sinularly, Developmental Disabilnies will want to ex.erclse Jts mfluence 011

this funding m~chanism, so that II does nol resuict or dommale the d~cisIOl1';

about reSidential care for the developmentally disabled. We must work coopera­
tively on this matter. Maternal and Child Health and Cnppled Cluldren's fund:;
have bet:n expended for years on prugrams which seek to prevent maternal
disease and injury, 10 prevent birth defects and )Irth mjuTles, and to ;JSSlst ill lhe
early detectIon and treatment of problems In infancy and chiJdhood. It IS iI

fertile field for the co-mingling of funds so thai In fact we reach an iJreduC!blt~

nunimum of such disabilities. The entire spectrum of services concerning Pr~ven·

lion, EiJrly Detection and DiagnOSIs should be co-planned between those Pro
gram Directors responsIble for the expenditure of these funds, Developmental,
Disabilities and ComprehenSive Health Plannmg.

Federal Initiatives

There is considerable mterest being shown ]1 the federal level for the mte·
gration of human services programs. Afler funding hundreds of categoTical pro
grams over the past twenty years, some cateroIlzed by dlsease or disabLilty.
others directed at specifjeli age groups and still olher funds distributed accolding
to types of service provlders, the latest strategy is to knir u~ all back togdher
again. This is a horrendous task and is not likely to be adneved by putting
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everyone in a huge HEW in each state. Nevertheless, many states have taken that
approach. A much mOTe fundamental kind of regrouping is probably necessary,
and It is my own contention rhat effective integration must lake place at the
community level, with fuU suppon from the state and federal back·up agencies.
A rational delivery system is not impossible, but it will take tremendous admini­
strative clout to achieve. The Allied Services Act proposed in the federal Con­
gress in 1972 provides incentives [0 take the first steps in this direction. Both
Developmental Disabilities and Comprehensive Health Planning can assist in this
effort, but most proceed in the same direction at the same tlme if anything at all
is to occur. The state bureaucracies, no less than federal, are large and ponder­
ous, jealous of then prerogatives and not inclined to lose an ounce of authority
or a dollar of resources without clear direction from some higher authority.

314(d) FUNDS

The formula grant to states for Public Health and Mental Health, repre­
sented in the 314(d) allocation is, to be honest, not a very substantial source of
funds. In Minnesota, for example, the entlTe aUocation to the state for Public
Health Services under this grant is about].3 million dollars. Many states Wlth
larger populations and/or lower per capita income receive much more. Although
not <in inconsiderable sum, the demands fOI II are Immense, int.:luding subsidy of
local health servIces, chronic di'rease control, vital statistICS, hospital and nursing
home quality control, environmental heahh programs and many, many more.
There are state funds and Jocal funds provided for some of these actiVities, as
well as specific federal project ~ranls for others. Nevertheless the 314(d) funds
designed to fiU the gaps in the whole spectrum of Public Health Services are not
likely to be a source of large and significant funds for specialrzed Developmental
Disabilrties projects. At least 1S% of the to tal 3l4(d) aUocatlOn is provrded for
the Mental Health authority in the state, which is often the responsible agency
for mental retardation services IS well. Because of this allocation, Public Health
authorities may be inclined to refer requests relating to the developmentally
disabled, to the Mental Health authority as the more appropriate agency for
fundmg.

It is quite possible, however, that 314(d) funds could and should be utilized
for strengthening and subsidizing those community services which comprise the
major elements of Public Health Service~ and which are also very appropnate to
the Developmental DisabJlitles client population: Public Health Nursing, and
Home Health Services including Occupational and Physical Therapy and Home
Health AIdes. Since 70% of the 3l4(d) grant is to be spent In "local services"
and SInce the Public Health/Nursing·Home Heallh program is usually the major
component of local Public Health servIce, this would seem an appropfJate use.
The Developmental DisabiJilies client population, residing in a variety of settings
in the community mcluding their own family homes, independent hvmg arrange­
ments, and varying kmds of supervISed residential care programs, are all eligible
for the servIces of Public Health Nursing, as are all citjzens of most communities.
The Pubhc Health Nurse has had speCial training above and beyond nursing in
community work, communicatlOns, mental health, and the like. She is, If you



250 SynergJ~m tor the Seventlc,>

like, the nurse in the socIal, not the medlcaJ ~<tre, Lontext <\lthough vary lIlg 1[1
abLlity, as d.o aU people and aU professional typ~s, she brings 21 variety of s~ tlls lu

a family or a developmentally disabled indivldudl, and may St:rve dS (i kev persnn
in COOTdinating servlces 10 the indivIdual and famdy, as well <IS 111 prUvlt.JIII/:1.
direct services herself. She will be k.nowleugedhle about other l:omrnulilly I,!

sources and can and should lit" working with s..:hools, SOCIa} workers, reh<lhihLJ·
tion centers, and a variety 01 olher helpers In pUllIng together the total ~erVJCC

needs of an uHlividual.
Usually related to the Public Health Nu",mg program lS the Hom., Health

Agency. utilizmg the skills of nurses, aIdes and other spe('lallsls In provIding
home care for eligible recipients. ElIgibilIty fOI service 1S usually nul J problem.
eligibility for payment may be somethmg elSo~ Medlcald S1 and,uJs vary I"ruin
state to state) state ,md loc-al support to the Home Health Agenl y Jllay 11(:

meager so that Its servIces are llnuted. Hut thwugh 314(d) fundmg~ and through
community support, these programs should bi: avatJablc to .:til devel()pmcrltally
disabled who Imght benefit from them. Hum: Health Services, eXlt-ndIng and
expandmg the scope of home care beyond rhe radltJOnal Pubhc Health NUrSlIlg,
are a relatIvely new development, haVing b~en given unpetus by the passage of
Medicare, wtuch pays for Home Health &rvl\ es fl...H the elderly AlthouW1 (,h·
viously not appropriate lor ;all developmenrally disabled, the services IUl'le tht'
potential to fill a number of gaps In the mulfltude uf needs that mu,t bt' m~l

The Home Health Aide can dSSISI lhe mOLher .)1" a lllsahled L;hlld, \H rna ....: aSSI',!
the developmentally disabled <Jdult 10 remain 111 hIS own home, rathel thall ha\ot>
to seek residential care. She 1;;111 aSSlsl wHh drt s5.mg, feeding, ambulallOn, balhs
and numerous other daily need'i, under the !:eneral SUpervIsion of the PubliC"
Health Nurse. Other services that may be provided are the lehabuI1atlOn thera­
pies, including occupatIOnal and phySIcal therapy, eIther directly or through
teachmg of family members and/or home health aldes_ The program ha.... great
potential, particularly for the phySically handi"apped, which has only hegun to
be fully implemented and utilIZed.

Another major area of servIce which Devl']opmental DlsabLhtles and Com­
prehensive Health Planning should explore together IS that of Eally DetectIOn
and Evaluation. Through state and regional planning, and with the aSSistance llf

314(d) funds, Title 19 funds, Maternal and Child Health Funds and CTippled
Children's Services, It should be possible to eslabhsh regional center) to Se!Vf~ a
geographic area, where mfants and ctuJdren are ~valuateu by an InterdlsClplmary
team. Several such centers have been "pllot projects" In Minnesota and have
performed effectively. The data from one of tllc (en leIS lOdicatc thdt one·hall
of the children referred to the Center for "menrJI retardation" were not Ul fal-l.
retarded at all. The 'lcope (If evaluation II1U:.[ ObvlOusly be broad, IIKludmg
phySical, mental, emOllonal and sucial faCIOlS. The oulCome oj evaJUJtlOll nl1J~.l

include an individualued program plan.
The base on which such an Evaluallon Ceilier 15 budt may vary "om legion

to region. It may be implemented through a 5,( hool system, a medlcallenter, a
mental health !.:enrer or stand alone. As it becomes known to the helpIng profe:.·
sions in Its region, the Centers' services shouJd be utIlized more and more hy a
wide variety of referral sources. Jf properly Implemented ,md publiCized. we
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should no longer be confronted with the child whose first evaluation has
occurred on entry to school, or who has never been properly evaluated at all.

The State Comprehensive Health Planning Agency has the statutory respon­
sibility to see that the 314(d) funds are expended in accordance with Compre­
hensive Health Planning prioril.es. We must be sure that Developmental Disabili­
ties plans for health-related services relate to the Comprehensive Health Planning
priorities, and thus influence the use of the 3l4(d) funds.

ACHIEVING A MEANINGFUL PARTNERSHIP

If the role, intent and functions of the Developmental Disabilities Program
and the Comprehensive Health Planning Program are similar and overlapping,
how can we achieve a real partnership relationship? In state government, as in
many other large enterprises, there are overlappings and functional relationships
between many divisions, agencies, programs and departments. They cannot
always be situated in the same agency side by side, because integration from one
point of VIew may be fragmentation from another angle. If all services for the
mentally retarded, for example, are integrated within a single agency, we are
fragmenting the program of Special Education, Vocational Rehabilitation, Social
Services, etc., aU of which sene other client populations as weU. The placement
of the Developmental Disabilities Program has been a dilemma in many states,
ours included.

If we consider that the primary function of the Developmental Disabililtes
Program is planning and coordinatIOn of services, then it is logical to place it
where other such planning programs are situated, whether that is in the Planning
Section of a Department of Human Resources, or a Planning Agency or Office,
or, as In some states, in the Office of the Governor. In these settings there are
advantages in the ready access to the executive decision makers, the "neutral"
setting, in the assistance of other planners and coordinators performing similar
functions, and in the close relationship with other programs such as Comprehen­
sive Health Planning for all the reasons given previously. On the other hand, in
the Departmental setting, rel'ted to the operating dlVlsions concerned with
mental retardation and/or physically handicapped, the Developmental Dis­
abilities Program may accrue other advantages. Decisions that are made can be
more directly implemented WIthin the Division, the Developmental DisabilIties
Planning and Advisory Councd can influence the program operators directly and
change the way programs are developed and resources allocated. However, if
placed within such a Division, the coordinative relatIOnships with other operat­
ing agencies and planning programs are generally more difficult to develop and
maintain.

Some examples can be cited which illustrate quite directly the commitment
of a Comprehensive Health Planning agency to the goals and programs of Devel­
opmental Disabilities.

In Minnesota, at the state level, the Comprehensive Health Planning agency
has proVIded the 25% match for the Developmental Disabilities Fiscal Year 1972
budget from a special legislative appropriation to Comprehensive Health Plan­
ning. The special appropriation was an award from the state legislature to imple-
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menl and intensIfy comprehensIve health planmng eIIOlIs.. Because 01 the n~Sllll

ing abilIty to proVide the state match, and in recognitlOn of Its plannmg anLi
coordinatmg role, the Governor of Minnesota responded to re.:ommcndations 01
the Developmental DisabLlltles Plan rung and Advisory Council and tlanst~ned

Ihe Developmental DisabllilleS Program from Iris office 10 the SMe Plallning
Agency. There the Comprehensive Health Plannlllg and the Develupmental Dis
abilities staffs aTe situated side by side ilnd havt~ the opportunity as weU a~ thf
commitment to de... elop a real working pallnership.

The Developmental Disabilities Planning and Athlsory Council In MIlInl'SOIi:1
early expressed great interest and enthusIasm and established as a prJUrJt~1 Lht
development o( reglOnal planning programs. We ha...e afmJa led seven regloll;! i

plannmg developmental disabilIties plannUlg co Il1cJ.ls with regional comprt'hell
sive health pJanning agencies. In most areas of ollr state, the comprehen:-'lv€
health planning agencies <He the only regional human services planning gJOup~,

exis(illg, and provide a convement base through which fo opel ate. The mat< hing
fund~ have not generaUy been provided at the legional level by Comprehensive
Heahh Plannmg, because of lhen own 50% !o(al funds reqUIrement B\II the
ComprehensIve Health Planning staffs have, III g~l1eraJ, wfltten [he reglonrtJ
grant!), recruited the personnel and Wlthm a 6·monlh pedod have moved tht>
Developmental Disabilities regional program to the pOint of lmplementatlOll In

three regions and very close to Jt in three more One Developmental DISablht1e~,

regionaJ group will affiJiate with a RegIOnal Dl'veJopment Ct)ITUT1ISSI0n, a~ WIll
Comprehensive Health Planning, and one regwn js In the fonnallve stages 01
regional organization. The orgalllzatJOnal mechanics have been mtegrated so [hal
separate incorporatIon JS a non-profH corporatIOn has not been necessary for the
Developmental DIsabilities region<:ll planning Olganiz3tions. ContJmllt.y beyond
the inillaJ year of funding is more assUJcd, through the ccmmitrncnl pi the
ComprehenSive Health Planning regIOnal group~ i:Hi weU as the Developm~lItrtJ

DisahllitLes CommIttees, 110 matter what the Jedelal funding decmons art' JI1

Fiscal Year 1973.
The mteractIOn at the reglOnal level ]s fr2llght WIth pmblems There ,He

personality connlcts, power conflicts, issue c(,nflJCts, proVider conflicts, J.nu
consumer conflicts. But they are persevenng, pr11blem solving, and through thell
combmed efforts, wiJl prevent the plannmg mC(hanisllI from becoJnlllg as dupll.
cative and fragmented as the program mechanisms have beconle. AftcI all, Devel·
opmental DisabuI1Jes was establIshed 10 bung lo~elhel the mU'llIlude 01 inlt.>resl~

and services for the developmentally disabled. II should not, by Its rrcdllor and
ex..istt.:nce, extend or perpetuiile the fragmenH'd, L',HeglHlCaJ approach ""IHcll
brought about the chaotiC state of affalTs In whH:h we fmd ourselves t(.da~

There are power struggles withm the Developlnental Dlsabi.lltles nmstitueIlc)'
Jtself, and it IS not surpflsmg that there 'ihould be conflict when a "pilrtnershlp .
relationshlp]S bemg created.

In the last analysis. workmg togethrl IS a m dter lIf commltmenr Coonllna­
[ion Lmplies willingness to modIfy one's actlvitlt"s anu ohJectlves 111 (me way (If
another. There Clre those y,.ho give (ooperation ;lnd coorct\l1dt\On much IIp serv­
ice, bUI m practice do 110\ relat!:, cooperate, or rJtluity lheir objectives, wrlh the
result that coordmahon hilS no meanjng <It all They will do then Thmg, (orne
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hell or lugh water, no maller how many Plannmg and Advisory Councils are
created to relate their programs to others. On the other hand, there are those
administrators and program personnel who understand that coordination may
mean losmg a little of their own Independence, hut who understand it aJso may
mean gaining a better continuum or array of services for the client.

And tlus is surely the whole point. The developmentally disabled individual
should be the final and overnding consideration. Where can we place thiS pro­
gram, and how can we reJatl~ it to other programs so that the multitude of
services, including prevention, I~arly delection, rehabilitation, residenhal care and
all the others, will be best programmed and delJvered at the commumty level for
those who need them? It would be great to see the major selVice systems put the
client first and their own prestige and agency goals second' Life in the bureauc­
racy can be a series of power struggles and it is easy to lose sight of the reason
for bemg in the game at aU. P(~rhaps the Developmental Disabilities Program can
help us all to focus on the developmentally disabled clientele more, and our own
need for recognition less. The client and family should be at the center of the
service systems, and the organization of the systems should relate primarily to
consumer needs rather than to prOVider convenience.

Finally, since consumers often need a range of services from a number of
different seTVLce systems, it becomes mandatory thai those of us in the plan rung
and coordinating business actJally do plan and coordinate so that overlap and
duplication are avoided and an appropnate and effective array of services is
provided.
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Use of Vocational Education
Programs in Planning for
The Developmentally Disabled

Frederick J. Weintraub

BACKGROUND

255

The federal role In meeting the vocational education needs of our youth is
probably the oldest such intervention in the education system. Beginning with
the Morr~ Act of 1862, the federal government has been a significant financial
and policy force in the deveJ')pment of vocational education in our schools.
There IS little value In reviewing the vast number of Acts established by Congress
over the years until] 963. But these aels could generally be characterized as
piecemeal and dIrected at particular occupational mterests.

In 1963 the Congress and the Administration sought to bring the disparate
pieces together. The landmark Vocational Education Act of 1963 (P.L. 88·2\0)
sought to provide

"that persons of aU ages. In aU communitIes of the state ..
will have ready access to vocatlOnal trault.ng or retraimng
which IS of tugh quahly, wtuch IS reaustic III the light of actual
OJ anticipated OppOI tumtles for gainful employment, and
which 15 SUited to theIr needs, interests, and ability to benefit
from such traming."

Realizmg that vocational educatlOn programs were becoming highly selective and
not absorbing children with special needs, the Act also specIfically provided that
servIces be provided fOT

"persons who haY!:" a(ademic, SOl.."JoeCOnOmIC, or other handl'
caps that prevent them from succeeding in the regular voca­
tional education program."

The Senate report accompanYing the Act went so far as to specify that it was
their intent that the benefits of the Act were to be extended to children m state
schools and institutions.

Three years after the pa,;sage of the Act the U.S. Office of Education
published <LA NatIOnal Survey of Vocallonal Education Programs for 5wden(s
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Wllh Special Needs."
Of I he 5] states anu tcrutofles ! ha [ respor ded to the su rwy Jns[ru melli, I 2

reported havmg nu vo~a[h)nal prugrams In operation tor slildents with spcLlal

need ..... (The Off1ce of Education Included under the caLegllr)' III spedaJ nel',j~ the
handlcapped and the :lcadenucaJly and econonlll.:aUy dl~j]dvi:lntdged.) 01 th.e :24
state~ from which usable responses were receJ'ved, 13 repolted only om: su..:h
program In operatlOl1l1l the state, 5 repllrteu thJI there were, wo such program:"
and the balance ranged from three 10 seven programs with J exceptloll, OhlU,
wruch repurted 33 pr\)grarns of vocatlonJI edilcatlon 1m stlidenlS wIth spc(l~d

needs. NallOnally lhe InVeS\lgator~ Wt:H: able te' Idenlify only 79 such progr;},m:,
Of the 79 programs ldenllfled natIOnally. SO were located In l omprchcns1'o't: hIgh

schouls, 21 III gene raJ hJgh schools, and 5 In voc 1110nal high schools.
Sixty-elght percent 01 the "speci:ll needs" programs. had d mll1l1rtUm level 01

ablUty or other quallflcalion limItations lor er rollrnenl This factor clllnlnJted
many ~[Udents who could benefit frol11 YllcallOnal eduLJtlon tralntng. }-rJ~'­

menlary mformal1On suggested Ihat vocallor al s.tudrnls lCJl(jed hI be ~ub·

stanlJally below othel siudenls In genelal acadEmic perlonn.tllce. Yet, tOll ufll:1'l
the vacanonal programs attempted tu upgrade lhelr student bodies anu cnllaJlL-e
theH prestige, not by providing speCial help 10 those who needed H, hili hv

actually elllmnatmg such stud{~nts by llIore slrlnsent rcqulreln<~nts.

Figures comptled hy the U.S. OfflLe of Education iliowcd that III IlJ6t1,
1,238.043 ~rsons were enrolled In vUl:alional educatIOn prt)grams thrclughout
the country. Of thIs 101al, less lhan J percent were persons Wllh spe(;lallleeJ~. In
the 19h5·66 school year, of aU knowll expenditures for vocatwnal educauoll
programs In the United States, onJy 1 percent of the funds welre spent lor y'Juths
Wlth speciaJ needs. The inequIty of tlus fact becomes more apparent when one
conSIders that Hus populatIOn encompassed n{.1 unly (he phySically rnelltaJly
and clllotiollaUy handicapped (comprIsing 10 p~Tcent or (he ~hool pllpulatlun)
but also Ihose cOllslderetl aC<ldemicaUy and sDcweconolllll:ally disadY~nlilgl',J

III partial [~Sponst> to the survey tht> AdVisory C'llunL'llun Vucatlonal EdUC<l­
tlOn, In Its 1968 report, "The Bridge Between Man anlJ HIS Work," examined the
direction that YocatlOTlJl education should take, and recommended t1WT J sun­
stantlal portIon of vocational education fund .. be reserved for the ,·ItJI dot,)·
reach" Jlld the ·'hard·[o-teJch". that JtlmISS\,)n requlrernerHs lor YU{'allurlJI
cducaljun be based on abiJny to succeed In .1 fIeld 01 work, rathel thall Oil
acadcmlC grades or T<JJlk In class. and lhat the general (UTIKUlulll In el kL'1 he

revised to meet the needs of the studelll~ which It IS to serve.

THE 1968 VOCATIONAL EDLJCATIION AMEND"IENTS

III IY68 the NatIonal Education AssodallOJl ;lnd the (ounLl! lllr L\.u:p
tIOna I ChIldren, with the wpport of many natumal orgamzatllons ((Ir lhl? handl
capped, testified before the Congress calling fOJ more speCifIC proviSIons wllhm
the Act to assure handicapped children's partiCipatIOn 1f1 vocatIOnal ~ducat1on

In response Congress enacted rhe Vocational Educallon Act of f96g (P l. 90
576) wtuch contamed the loUowmg provisions'

• \{ecmphaslzetl the In lent thai dtlentlon should be placl:u
on "vocallonal educi.lllOn for handJcapped pt'rson!'o. who be-
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cause of their handicapplng condition cannot succeed in the
regular vocational education program without special educa­
tional assistance or who require a modified vocational educa­
tion program."
• Defmed handicapped in the foUowing manner: "the tenn
'handIcapped,' when applied to persons, mt:ans persons who
are mentally retarded. hard of hearing, deaf, speech impaired,
visually handicapped, serIOusly emotIOnally disturbed, cnp­
pled, or other health Impaired persons who by reason thereof
require special education and related services."
• Created a National Advisory Council on Vocational Educa­
tion and requires that a member of the Council be "experi­
enced in the education and training of handicapped persons."
• Established State Advisory Councils on VocatIonal Educa­
tion and requires that such Councils have a member "having
special knowledge, experience, or qualIfkations, with respect
to the speCIal educational needs of physically or mentally
handicapped persons.' Members are to be appointed by the
elected ~tate boards of education or by [he governors.
• Required that at it'ast 10 percent of each state's allotment
of funds (Part B) appropriated for any fiscal year beginning
after June 3D, 1969, shall b~ used anly far vocational educa­
tIOn for the handicapp-ed. This sect ion refers speCifically to the
grants to the states utilized to suppor[ basic vocational educa­
tion programs.
• Amended the Education ProfeSSions Development Act to
provlde a special category of teacher lrainmg for vocational
education through exchanges of personnel, inservice traming
(or teachers, short-term institutes, and feUowsrups. Particular
note was made that such training be extended 10 programs for
the handicapped.

The Senate in its accompanying report expressed concern that there wouJd
be duee major impediments to tlffective delivery of vocational education services
to handicapped children: facilities, limited scope of existing programs and co­
ordinated planning. To counter these they required that the U.S. Office of
Education undertake the faUowing 10 actiVities.

1. That a survey of existing vocational education facilities be under­
taken to determine their accessibility to the handicapped.

2. That the Office of Education establish mechamsms for insuring that
new vocational education centers comply with regulations prohibiting architec­
tural barners.

3. That a comprehen:Jlve study be undenaken to examine ways of
adapting physical plant, equipment layou t, machinery, and so forth, to the
unique vocational education needs of the handicapped. Based on the findings of
this survey it was recommended that experimental and demonstration centers be
established 10 evaluate modifications and dlsselmnate such information to the
field.

4. That the Office of Education provide the leadership and expertise In

assisting State and local public school agencies in developing curriculum plans
and materials in order to meet the unique vocational education needs of the
handicapped_

5. That the Office of Education encourage other agencies and disci-
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plines to provlde anctlJary serVKes for Ihe Ilandlci:lpped In vocatIonal eJulilth1n
programs.

6. That cxpanSll)1l of 'Io<.:allonal edllL:atlorJ oil rhe elernellLIl~ i:mJ
posl-h.igh Sochool levels he further ~lllphjl~IZed fClf the hdndlc.ipped, III Ihill SULh
progri:lOls necessit<.lte a long-term proCI?SS, frolll the deveJopmenr ul Will k 3111­
tudes m the early school yt',HS to l,;ounsellll,; and retramlng following 1111,:11
&choo1.

7. That all SidLe vocallollJI education agem:les be required 10 devclilp
jOintly with the State specIal edUCijLIOIl agency a comprehenslvC' plan lur p ~)vld­

mg vocational educatIOn to the handicJpped Jill] that thlS pli:lll be CllOrdlTl,ItI>J

WIth the general State VocCltlOllal education plan.
8. That plans for vocatlunal education for the handlC<lpped l.AlllSlder

the needs of such persons 1Jl d<ly and residential facilities whether puhlJC \If

pnvare.
9. That State plans consldel the uniquc problems of educ.lting lI<lndl­

capped persons In rural or urban communities. It was suggested that the 1J:-.e uf
reglOnal vocatIOnal educatIOn centers be conSidered, including regJollal rC:,lJerl­
tial schools for children with low In<.:idellL:e dlsahihtlcs.

]O. That efforts be undenakell in each Slate tu clll)rdmate the i1l:tlVI­

ties of vocatIonal education, vocatlemal r~habillla!lOn and speCIal edllc8tlon

WHAT HAS HAPPENED SINCE 1968

In 1970 ]15,2]9 halldlcdppt?d l-hlldren re.eived vncatlonJI educdllOfi "elv
ices under the provlsLons of the AL"1. III lhal same year ~,73g,960 dllldlerJ were
servt:d. In 1970 S].8 billion was spenl IOlally un vocatiorlal education wllh
53.8 mlUlOn going 10 the handlcappeu l,r unly = percent of the tOla] mOTILCS, Jlld
8 percenr of the Pari B funds.

In ]971, the number uf handicapped chtldren served lIlo.:reased (n lO.s,6:S1
of the tolal population served of 10,495,411 wilh expendtlures for the hanJI
capped increasmg to $607 muhon or '2 64 perl~ent of the total t:xpendltLlll' and
10.7 percent of the Part B fund'). Presen([}" [he lctndlCapped (omprl.)c les:-. jhdll ~

percent of the lotal vocatIonal edui:i:ltlun enrollment
The members of the NatwnaJ Advlsury C(·uned were appomteu mdudmg d

spokesman for the handH.:apped. preselltly O~lllnu ViJldez. [n the first 5 n~pulls

or that counell detailing the problems rJLlng vu\.-atlonaJ educ~tlOlI and proposing
solutions, no significant mention was made 'll' vlll...atiunal education I(l[ the
handicappeJ.

Each state has an Auvlsury [ounL'11 wllh a In~mher representlllg lhc Inlt>I('~ls

of the handicapped. A re'liew of lhe J lrlO lepoll~ uf the Stalt:' AdVisory Councll:­
shows that very few state couJlclls had glven SI"r10US cunsldel·atlon to the lLanlll­
capped nor were they lecommendmg mlprovem~IlIS In thiS reganJ.

To the best knowledge of the author, pral t1c<:llly nothl1lg has been done tu
date to carry out the IU aclivltlCS JequJred by the Senatc, parliculdrly Ihose
relating to faCIlities anu coordinated plannmg
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HOW THE PROGRAM IS ADMINISTERED
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At the federal level vocational educatIon is administered in the U.S. Office
of Education by the Bureau of .o\dult, Vocation and Technical Education. Provi­
sions for the handicapped and the disadvantaged are administered by the Special
Needs Branch. While BA VTE does administer and is responsible for the program,
a review and collaborative functIOn is maintained by the Bureau of Education
for the Handicapped.

At the state level the progr.un vanes from state to state, but is always under
the state education agency-allhough in some states policy is delegated to a
board different from the stale board of education. Every state has an indIvidual
designated as the director of vocational education.

In most states the special education agency in the state is playing an instru­
mental role in setting priorities for the funds set aside for the handicapped and
in reviewing proposed projects. ThIs infonnation is conveyed to USOE through
the "projected activities form," by the states under Title vI' of the Elementary
and Secondary EducatIOn Act.

After reviewing over J 50 vocationaJ educatIOn programs for the handi­
capped considered by the states to be exemplary, the author found the majonty
of such programs to be directed at the mildly retarded and those with sensory
handicaps. Twenty-three programs in 17 states could be construed as serving
developmentally disabled children with substantial handicaps. While the pro­
grams varied substantially, the following examples may be helpful.

Eastern Arizono Training Center
Box 1467
Coolidge, ArizolllJ
Number of students: 32
Type ofhandicap: MR

Thirty·two mentaUy retarded students who had been institutionalized for an
average of 5 years, and some fOl as long as 12 years were selected for enrollment
in this project as a result of testing and in-depth interviews. The ultimate pur­
pose of the project is to help these students, and others like them, who would
otherwise be destined to live in an institutJOn, to become self-sustaining citizens
capable of maintaining themselvl~s in community life.

Vocational classes are being provided in the areas of agriculture, home eco­
nomics, and trade and mdustry. Through counsehng, evaluation, job placement
and [onow-up, the vocational teachers are proViding each student WIth the maxi­
mum opportunity to progress at his own rate, to the fullest extent of his capabll­
ities.

Academic instruction focuses on the total learnmg reqUIred for a student's
successful employment. Since many of the students were found to be lacking the
interpersonal relations skills reqUIred for community Jiving, these are included In

the course of study, along wi th instruction in employer's expectations, and
attitudes for job-getting and job-keeping.

An assessment of the progress made thus fat by the students originally
enrolled reveals that a total income of $4,280 has been earned, and that 11
students are in fuU time commuOIty trainmg or employment, 10 part-time
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employment,7 have been referred for placeml~nt In the community 1)1 retulll(~d

home, and 5 have receIved commltmenb fel employment In the tnuneulate
future.

Los LulUJS Hospital and Training School
Los Lunas. New Mexico
Number 0/ students: 95
Type 0/ handicap: EM R, TMR

Vocational Horticulture Program
The objective of thiS program IS to traul mentally rerarded sttldenl~ lor

employment In greenhouse operations in the surrounding are,1.
The course of study cover~ three areas of hortJCulture greenhome u'nd

nursery growing, landscape maintenance and fl(lral asslstmg.
In training as a greenhouse and nurserv grower, the student learns 10

identify plants, and is instructed in growth habIts, plant pJOpogatlon. cultural
practices, soils, insect and disease control, and the maintenance of horticultural
structures.

In landscape mamtenance, the stuJeTlt learns mamtenance or lawn~, ;ll)WI~[

beds, trees and shrubs, and landscape planning.
The floral assistant course is designed to prepare the student lor wOlk 111 a

florist's shop.
In each of the areas, students receive c1as:,room and indiVIdual Instruction,

and are given laboratory practice in the greenhouse on the grounds nf the schuol.
Ultimately, they are placed in one of the hor111,;ulture businesses In the Jrea 10

gain practical experienl,;e.

Greenville Counry Schools
Greenville, South CDrolina
Number 0/ students: 48
Type 0/handicap. TM R

This program was establtshed to meet the needs of those students who
would be eligible for vocational rehabilitation, sheJtered workshop activl1y and
on-the-job trairung for possible Job placement In the commumty. A base lme Oil

each student, hoth in the area of potential skills and social adjustment IS estab­
lished, then a program and methods for ll11plementmg Jt for each stUdenr IS

developed to obtam the specitlc goaJs set for hun. InstructIOn indudes tratnmg
in basic work habits, personal hygiene, sll11pJe language arts, fmi:lnce manage­
ment, use of community facilIties for leisure tIme, baSIC occupatlOnaJ and liVing
safety, persona] and social adjustment, and development of motor skills.

Methods utilized depend upon base Unes developed, bUI generalJy ~lre sItua­
tiona] In order to minimize the dependence upon transfer and InSlghl.

The major program objectives are: (1) to gIVe trammg m basIC work skills Ln

selective position categones: (a) simple asseml)Jmg work relatIng to contracls:
(b) building and grounds-maintenance; (c) fo(,d service, (d) developllIg phySIcal
coordination, and (e) domestic service; and V) to evaluate by VOCi:ltlonal test~

and performance and aptHudc tests.
A review committee evaluates the effectiveness of the program. Thf' com­

mittee is composed of representatives from (,reenville County Puhllc Schools,
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South Carohna Employment Security Commission, South Carolina Department
of Mental Retardation and GreenvIlle Association for Retarded Children.
Students are placed in jobs by the Director of Piedmont Skills.

Intermediate School Dis"ict 10!/
Snohomish County Courthouse
Everett. Washington 98201
Number of students: 110
Type ofhandicap: TMR

The WashIngton State Departments of SpeCial Education and Vocational
Education are cooperatively funding and conducting this program which pro­
vides handicapped youths with :;upervlsed. sheltered, prevocatlOnal, and explora·
tory paid work experiences. Work stations are maintained at four sheltered
workshops in the coun ty.

EmphasIs is placed upon helping the students to develop a wider variety of
work skills, to make more informed chOices about types of work activities
preferred or disliked, and to develop physical abillties,language skills and confi­
dence.

Woodrow Wilson RehabilitQtion Center
Fishersville. Virginia
Number of students: 1,359
Type of handicap: MR, CR

The objective of the program IS to prepare handicapped students for
employment in trade and industrial and business edul:ation fields. Instruchon IS
provided in typewriting, shorthand, accounting, bookkeeping, general offlce
practice, auto body repair, autc, mechanics, auto servicing, bafbering, cosmetol­
ogy, drafting. electricity, electrical apphance and motor repair, food service,
furniture refinishing and other skills.

Twenty-five percent of the instructional time of students is spent in fonnal
and classroom instruction, and 75 percent 10 laboratory experiences, with some
students provided work experience. The students may enter most occupational
programs each month of the year.

The supervisory and Instructional staff mclude 2 o;upervisors. 4 business and
office education mstructors, 32 trade and indust[]almstructors, and 12 prevoca­
tlOnal instructors.

All participating students have been selected by field representatives of the
Virgjnia Department of Vocational RehabIlitation as eligible for rehabilitation
serYLces. They Include [hose of low IQ, as well as those With all types of physical
handicaps.

A more recent development at the Center is an additional prevocatlonal
program designed to give expeTlence to prospective students in advance of their
bemg asslgned to a training area. The students spend several weeks in this sec­
tion, rotating through various e\periences, and being evaluated In terms of train­
ing for which they may have attitudes, abilities, and interest.

The program is operated by the Virgmia Department of Vocational Re­
habilitation with the cooperation of the Vocalional Education and Special Edu-
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calion Division of the St<lte Departmem 01 l::.duc;lIinll

Rock Creek Cenler
Ruute J
Frederick, Maryland 1/711/
Number of studen ts. 23
Type ofhandIcap: TMR

Ttus IS <.l specIal work-study proparn 10 ht Ip students aged 15-1 ~ tel JlIake a
transItion from the school to the community.

Twenty-three arc assigned to work slatlullS for a perind of h week,), The
work day lasts for approximately fOllr hours. )~ach day, a penod IS set aside lor
the teacher to have an opportunJty to discuss tt,e day's work I~XpeTlt'nl:e wIth tht
student. At the close of the 6-week period, th·: trainee returns to tht" c1as:iToum
for 6 weeks of needed supplementaJ classroom InstrucllOn lnen, rhe stuclenl IS
gIven a second {i-week assignment at .1 wurk statIOn. DUring periods "pent dl

work statIOns, the students are transporleJ hi the regular :iChoDI hus, Jlld .lIe
mspected for groommg each day before work.

The c1;J"sToom program Indudes units 01 1Ilstructlon Hl health dnd "afery.
social development and Jdjuilmenl, groollling family Ilvmg, (omrnunlty liVing
and t)ccupatJOnaJ mformatlon. The (,urrtculum Indudes Instrw:.:tlOn 111 the lJuall­
ties (If a good worker, requirements fL1f work ~lrllJls, huw [0 fill ()ul employ
men1 applJcations, drductlUn'i miJde from wart ... imd why, fringe bendlls. mllL:k
job Interviews, an umkrsldlldlng of budge ling dllJ hi:lflk.illg. and the developmcrl1
of a good ~elf-concept. LvallliltlOll L:Ollsi~IS of the followmg t 1) a cuordlllaLfJl
viSits V;;H10US employers at leil~l lIllL:l' iJ w~ek f(lr a Lonferen()~ (2) IreLjuent Sptll
checks of pupLis arc made; this keeps lhe student awarf of hlS resplJmlbLlI11CS to
hIS school and employer. A1su, It prOVides Ihe teacher with IIlformatlon r~gard

ing the need::. of the pupil so that thc5t' needs can be mel during the school cld';~

sessjon: (3) employers are asked 10 fill ouL e"aluaLlOn forlTls tWILe Jurlllg the
J6-week Interval so thai strengths and weakl1cs::, can be fluted and l4,1 hath
individual and group counselmg are cl)nuucted, <.;u that studenls IIlJy benet II
from e;'lch others' experiences

Thjs program has brought ahour .1 noticelble change VI the role of !he~e

young people In the community and In JL[itudf s of members of the c(lmmUlIl1y
TheIc has been a dechne III the number of drop-outs, and an InL:rease III sel~··

confIdence, mutual respect, alld sense of prldl· Examples of the Iypes of Jobs.
bemg learned by thu~ ~tudcl1ts are Illcchanl"':s, day-care (lldes, mallllellanCl',
motel maids, domestic help, Jldes at lest horll(,5 for lhe elderly, and bUf.boy:,.
One Ineasure of success of the program IS lhat Illan~· employ,ers reque:-.I th:!l the
student come to work for them fUU·tllllc afrer ll1t.'y linish schnol.

An Important mgleulCnt Lo the success of Ihe progri:lm h,ls beeTI lIlt" SIJppl'l!
of tJle (;ommufilty at IJrge. and t'speclally the suppurt Df the t:'mp]oyt'r~.

Fargo-Moorehead Evaluation and Training Centf"
424 SOUlh 91h 4 venue
Fargo, Norlh Dakola 58/01
Number of students: 75
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Type ofhandicap: TMR

The local public schools' responsibility for career education is emphasized
by tne fargo Public Scnools. On April I, 1970, the private, nonprofit Fargo­
Moorehead Vocational Trainin!~ Center, [nc., became a part of the Fargo Public
School System, expanding the continuum of services to tne handicapped from
early education to job training and placement.

This program provIdes such interrelated activIties as vocational evaluatlOn,
job training, private tutoring in academic skills. training in grooming and socIal
graces and other skiUs necessary for independent living, supervised recreatiun,
and a supportive counseling and guidance service.

The vocational evaluation unit assesses the abilities of over 300 handicapped
Individuals each year through psychological, sociological. and vocatIOnal evaJua­
tions, which take from 4 to to days. The refefflng agency IS responsible for the
$75 fee and receives a wrillen report of the complete evaluation.

Evaluated c(jents may the be placed directly by Voc3lional rehabilltalion or
may be recommended for the transitIOnal workshop. The first 3 months atten­
tion is focused upon diagnosis and evaluation so that the staff can determine the
feasibility of immediate or eventual job placement, and set tne training goals for
prevoLational training. Client production is emphasized using real work as the
traming vehicle. Work assignmt~nts are glven on the basjs of trainee need and a!>
an avenue of meeting established objectives. Supportive counseling assists the
trainee in learning to ~~ productive which, in actuality involves a change in the
self-concept. Augmenting the production training, trainees participate in super·
vised recreaHon, grooming and SOCial graces classes, private tutoring in academic
skills and speecn therapy, training In independent Hving skills empnasizing re­
sponsIbility for maintenance costs and leisure tune activilies, and particlpalJon In

job tours.
Wlten progress in prevocalional training is sufficient to attempt competitive

job experience, a transitional nn-the-job placement is prOVided that is geared to
the overall requirements and needs of the mdividual. Graduation comes when
there is reasonable job adjustment and the prospect of continued employment.

]f a potential cliem does not demonslrnte suffiCient ability to profit from
the translllOnaJ workshop, he may be pljjccd in the extended sheltered work­
shop, maintaine~ on the center's premise by the Fargo-Moorehead Vocational
Tralfling Center, Inc. Tne sneltered workshop goals ,till cenler around tne dient
and his eventual placement in a competitive Job Situation.

Because the center selVes handicapped persons from Minnesota as well as
North Dakota, housing becomes an important factor in the success of the pro­
gram. Counselors and a social worker find foster placemenl for new trainees. A~
they demonstrate thelT competencies, lrai.n~es are placed In a private apartment
(wnere tne landlord prOVides a paternal eye). Thus, handicapped persons used to
a sheltered envITonment expand their abilities and responsibilities in an atmo·
sphere of positive growth with only enough support to enhance the chances of
success.

Several additional factors play an unportant role in the success of the Eval­
uallon and Training Center. These include: (I) lhe Fargo Hrgh School work­
study program. where retarded teenagers spend a half day in the hIgh school and
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a half dily 111 the cenl~l, (~) the Ul11JL'.rl.tnl I.OolJm~\'Hln between speual ~.1I.lC'1

non, Ihe center, VULatlOTIJI lchabillti:ltlun, Ihe veterans admlnlstrallDIl, mental

health center, soc[al security, workmen's compens<:!tloll board, the l1lanpOWCI
center, Jnd the model City progtam. Ten years of practice In tralllmg and pldC~­

ment of the handICapped has L'rcJted .1 well tramed and rllL1tuJlly :;uppc1rtlvf
sti:lff necessary for handllllg thr comple\( fal'lol'> essenli31 10 devt'loplllg hUnlJ11

potential.

WHAT CAN YOU DO?

J Determmc how your slate IS pre<;enlly c.lrryUlg QlIl IE'. 10 pellcllt ohltgJ
lion I"nr the handicapped. In domg so, conSIder I'll' follOWing

a. To what ex tent are [hey offering a wide vanety of lJocatlrJnal !Tam
ing oppoT(unities ((1 lhe handicapped? Many pr')grams limit the haildiL'apped to

only one or iwo VOL.i:ltlonai ()Ppt)TluJllt1e~.

b. To what extent luwe they mit·graled the handicapped f1/!O and (''­
panded the total vocational edUCalW!1 programs:' There should be i:lv<lIhJble lhrce
types uf programmLng for the hJndlCapped (l) integration Into the regular '/oed
tional educatlOn programs, with necessJry Jda~ltatlOns III the phys'(JI enVJrOl1
menlo (2) Jntegralion into the reguldr vOl:allonaJ .;:ducntJoli plugraills. wllh neet'''
:iary adaptatIon of the teachmg ~LJategles and SUpportlvt> JsslsLmce. Jill! (1) spc
cial vocatIOnal education programs for the handll·apped. It should be emphd~ll.cJ

that the 10 percent set aside should be lllTilteu lo the spcllal pr<JgrJI1l :::llsl~,

Lncurred as a result of serving the hJndl(app~d- not to ..,uppl)rt pre<;;clII gerH'rdl
vocalional education st':lviccs,

c. To what extent arc vocational education a!tencll'~, In LlJnjunc/iot)
with slate employmenL agencies and state COmlnlSSlOnS nn employment of the:
handIcapped, seeking mcreased lOb oppornUllIteS for 'he handlL'appl'd ' Wlthou I

">uch cflolls training will conlllluc to be IUllitl'd III klll)WII plaCf'lllenl UPPOI

lunilies,
d. To what extent arc admi'isron standards til vOla/iollal l'duclJlion

relevanl tv the skills necessary /0 learn and pe,/onn eflective(v In a fJarlll'ulaf
fob? Presently stJndlirds such as IQ scores ~lnd academic grades prohilHl r'l~lny

handICapped children [rom JeL:es<;; Into prugrams ;n which lh~y ClllJlJ fllnrtlPJl
effecll',ely,

e To what extent are they u/iltZInK the full lob training capah1litles 01
(J commulllty? Mo'\t communities have a "',HIety or i:lgellcles and pr~lgfi:lIll) for
developing vocational SkIlls. Rather than plJrdlJs1ll~ sULIl serVlCe~, lilt' general
vocallonJI education progralll h;JS ,>ough l l'_l develop such progr{]m~ \\ I1hln com·
prehensive hLgh schools or vocalloni:ll-technlCal hIgh <;cllools ThiS IHJ.ctl(:{, h..1S

been reversed in regard to the handicapped Call1lon should be taken Ln <!',sure
that handicapped children are nut Simply dlllTlp,~d (Jutsld(: lhc V{J(;;J[101I,t1 schuol
syslern when 5uch piaLemenl l'i not nece~s,Hy On the other hand \o(ILdllOnid
t'ducallOn should be encouragf'J, III temlS 1,1 L!lClI total progr<:lm, It) Ulill2e tnl"d
community serVice:.., bll[ not In a dlsCflllllnatury I(]sh HJIl ,

f To whar eXfenf arc present framing programs Jor rhc hand/capped
realistIC and direCleJ lo placemen' tllltSIUC (I} lhe framing eCnler) Il Jpp<;;,Jr" a~ II
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some programs, particularly those in institutions are no more than the present
peonage system. It IS appropriate 10 Irain institutionalized indivlduaJs as
groundskeepers, for example, if such training leads to employment within or
outside the instItution. However, the go.' should be for the benefit of the
individual and not solely for thl: institution.

2. DetermIne how your st:tte vocational education agency is exercising a
leadership responsibility to assure that local programs include the handicapped.
This should be conveyed thmugh sHong policies, consultative assistance and
penaltJes, if necessary.

3. Determine how funds under vocational education can be coordinated
with vocational rehabilitation, special education and the vast number of other
manpower development programs in your state to assure that each handicapped
IndividuaJ has available the nt~cessary pre\locational, vocational and retraining
opportunities to assure their maximum occupationaJ development.
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In November of 197 J, the President c<Jlled upon Federal agencies to support
the prc"entlOn of menial ret.lrdalwn and 10 help the mentally retarded relurn
from instItutIOns (0 the comlnunity. Acting un thIS mandate and other related
areas of recognized lleeiJ In March, 197 ~J Secretary George Rumney established
within his office an Assistant to the Secretary, Programs for the Elderly and the
Handicapped. With these actions, a period of slow awakenmg to the speCIal
needs of the handicapped gained both dHl'L:tlOn and moment1lm.

It was through 1964 amendments 10 the National Housmg Act and the
Housing Acts of 1937, 1959 and 1961 that ellg/b~ity of the handicapped for
Federally-assisted hOllSlllg wa~. fust established Supporuve action over the year~

has been positive but limited American National Standnrds InstItute SpecIfica­
tiOns for buildings and MIIlJmum Property Standards for housmg specificaUy
designed for the elderly and the handIcapped have been established. A study was
completed leadmg to the pubhcation 10 1968 of a I1UD gUIdebook on deSlgn of
housJn~ for the handicapped. I Five housing projects were pro"ided strictly for
the handicapped under fede 'ally assISted programs, "nd many federally sup·
ported housing units have been construcled to <;pecificatlon for the elderly and
the handIcapped.

As a related'actlOn, [ollowmg the enactment of P.L. 90·480, the Architec­
tural Barriers Act, HUD and other federal agencies Initialed programs to ensure a
barrier free environment in publiC buildmgs and federaJly supported hOUSing
(except prIVately owned hOllslng) for the elderly and the handicapped. ThIS
ongoing effort will continue IIldefinitely until our man-made environment be­
comes compatible WIth the lIeed for full mobility of our handicapped popula­
tIOn.

I The five demonstration pmJects for Ihe handicapped include: the Omaha, Nebraska
Aswclatioll for the Blind; Ihe PIlgrim I.utheran Church Homa: roc the D~<lf, Lo§, Angele§',
California; the FaU RivN, Mass. Hus~)' Hospilal Project and Ihe Toledo, Ohio da:monslra­
tlons seeklllg allernali\r~s 10 IIlstlluhonnlil3tion. and the Seiltlle, Washlllgion prolt'Cf for
those wilh mixed phYSIcal handicaps.
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The Preslllenl1al mandate regard 109 the mentally retarded: togethel with
existmg houSlOg statutes, pemub us to buLld UpOJl these past 3dlons <Jnd to seek
new and mnovative solutiuns and wide] appllc.ltlOn of eXlstmg progJam~ fOL
housmg for the handLcapped. An eAammdtlon uf eXlstmg proglams will be help­
fu I. 2

HUD presently <ldmml:-ters <J wIde vallely of hOUSing and health cafC f,lCiJlty
programs which ITldy be classifIed as either SUhsldlzed O[ unsubsldll,ed The
unsubsldlled category Includes lhose progrJlTIs In whIch fcaerdl as:'.lstdllce LS
hmJtcd to Insurance of lhe mOltgage. Private ancl multl·fami.J y residences, mler­
mediate care and skilled nursing homes, hospitals and group ('nedlc~lI) practICe
facilHles are examples of the unsllbsldlz~d prograrlls.

There are two basIC SUbsldlzed programs estabhshed under dlfrerenr acrs,
the low Tent publiC housmg program and the mOl tgage mterest subSidy rtlld lenl
supplement programs. These have sunllar ObjeCllVes but dlffE'f In melhod:, of
applicatIOn ami iII ellgJb1l1ty requlfernents,

First, low rent publ1l: huusmg IS administered through offidally COllstltufed
Joca] pubhc bodIes establJshcd under stilte law whlch arc referreu tu iJS local
housmg authOTltles. Ut1l1zmg federaJ programs admJnIsterec. by JIU D, they
obtam housing (new constructwn. rehabllltatlOn and lease) lh:uugh the sail, of
]ocaJ honds wh.ich are Ihen retIred by the annual contribution of fedeTi:ll funds.
TJus concept IS distinctIve In Its servIce to the lower incomE' groups Jnd [he
regulations under which 11 operates. It can ofl er homeownershlp ,IS well as
rentals.

Secondly. the lTIortgage mterest subSidy pJOgrams ~erve both the home­
ownershJp and multi-family rental needs, but they are dependent upon IllltliJtlves
iII the pflvate sector for theIr development, lman' Illg and managemenl. Curp·Jli:l­
tlons, 111m ted dividend, and nonprofit sponsors, utllJzmg lhe Secltom 2 ~5

(homeowners]lIp) and 236 (rental) programs, provIde housmg lor the moderate
income levels. Federal subSIdy payments aw mace directly to the ml1rtgdgel~ m
that mortgage payments can be majntained at bell,w market levels

Rent suppJeTPents are duthoTlzed 1u be l sed 111 conjunction With the
Section 236 rental program and certain selected unsubsldlZed renlal prognms
(202, 231 & 221(d)(3)) as a means ot furthel adjusting rents to mett rhe
capacity of lower Income tenants.

For lhe remamder of thIS presentation we wllJ concentrate upon renlal
programs and slmpJy note that eligibility for the SectIOn 235 (homeownerslup)
program IS based entHely upon adjusted lTIcome. Ilandlcapped persons ~Irr eligi­
ble.

In exammmg opportuJ1I[jes lor the handk.lpped Within HUD subsldlzcd
rentaJ programs, we must first acknowledge '\evl~raJ spet:l.f1c eligibilIty require­
ments based upon llll:ome and deflnltion of Ihe he ndlcapped.

The statutory defJmtion of handIcapped sel forlh In Sec lion 202(d,(41 oj
the Housmg Act of 1959, as amended, states that:

The term ,* ~ .; hdndlCJpperl famUICS· meJn~ tamJ..lH~"" whIch
COnsist of two or mor~ persons and the he<lJ of WhKh (or hL<;

~ HLJD programs are qUIte vaned and cover a Wlde rJnge of needs fr,)m slll~k-fanll.lv to
mulli-family and indt:pendelll hvmg to skLlled nurSing CHl' f:lClhtles. A brief Ilstmg "I HUn
administered housing programs 1~ attached.
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spouse) is *' • *' handlcapped. and such teon also means a sin­
gle person who is • '" • handicapped. A person should be con­
sidered handicapped if such person is determined, pursuant to
regulations issued by the Secretary, to have a physlcallmpair­
ment which (a) is expected to be of long-continued and in­
definite duratIon. (bl substantIally unpedes his ability to live
rndependemly, and te) IS of such a nalUre that such ability
could be improved by more suitable housing conditions,
[Emphasis added. I

Th..is definition of "handicapped" is relevant to the admission of handI­
capped persons authorized under Section 231, 202, 221(d)(3), 236 and the Low
Rent Public Housing Program. In addition, if he is disabled, (defined as the
inability to engage in any gainful activity by reason of any medically deter­
minable physical or mental impairment which can be expected to last for a
continuous period of not less than 12 months) he also qualifies but only under
the low rent public housing program.

The Department's original interpretation provided that the
Section 202(d)(4) definition of handicapped, wluch was based on "phYSical un·
pairment," did not mclude the mentally retarded. The Department's present
position, however, is thal if the mental retardation of an individual can be
determined to be the result 'Jf a physical impalIment, such as a beam damage
problem, or chemical or neurological physical unpediment to nonnal growth,
then that individual legally cc.uld be considered "handicapped" for purposes of
determining eligibility.

Although federal programs can provide housmg pro)eCIs for the hanm·
capped, other limitations in living arrangements and the mlended purpose to be
served by a subsidized projeci must be rel:ognized. Projects designed to provide
institutional care are not authorized. Rental housing projects under these PH)­

grams cannot be of the dormItory type and must provide separate accommoda­
tions for each tenant or tenane family. Shared facililles may include kitchens and
community space. However) l"ertain restrICtions apply U1 the case of shared bath
or toilet facilities. Also, each project must receive an administrative determma­
tion as to management and financial feasibJlity.

HUD does not provide management or services bUI exercises essential lnter­
est in such matters through regulatory agreemenLs.

Medical, in·patient and oul-patient care and congregate meaJ services may be
provided within such projects. However, the cost of necessary medical equip­
ment, the food and mateflaJs being provided and the cost of dehvery of services
may not be subsidIZed or included within the mOrlg.ge. In public housing, the
annual contributions contract may not include such costs.

In addition to the eligrbillty requirements for admISsion of the handicapped,
there are Lncome and in certain cases, asset limits that must be met. These vary
from one geographic location 10 another because of variatIOns In cost of living
and other economic considerations.

It should be noted that .ccommodations for custodial or companion assu·
ciates essential to the functional needs of lhe handicapped person may be pro
vided for in all HUD program,.

Of special interest when serving special groups is the type of housrng and
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services. Mos! of HLJD re::'Lluru's afC dHeclcd te housekecpilli~ ullH~ [\1 ~1H,vIJL'

completely Independent living. However, Ihe 1970 HuusUlg Au pruYlde<. (ur
congregate housing in tluee reJHal programs Public Housing, SectlOn ~ 3(1 ,lllJ

Section 221. Congregate !lousing 1-> ...:hal ~J(vteflzed by :I fult Len! ral til' \d 1\(:' VII."

and other services needed by more !rllLJ Of handicapped pcrsl)n~. Till: kL'Y 1\>lh.:
success of congregate housmg IS the provlSjl1 n and assurance 01 C1llllllluiry () 11lL'

Ileeded services and the abiJlty uf lellanls to pa~' fnr these services III ~Iddl IUI1,

~ensltive desIgn am.! speCIal Inanagemcnt slat" \\-111 be reyuued. The u,nl'er-'l '_11

congregate housmg IS to fill the gdp between the ability to [Ive J <. (jmpl('[~l~

independent life and premature j('sort to .1 medh:,jl faclllly WeU UJlh,,:clveJ,
adequately financed and ",ell 11l<lllaged cungIcga!e hClu~mg hulds pJDllll"e J.., "lIt'

alternate to mon' costly and less JesirJble mstltulHmallzatlOn tor lll<Jny
II IS probably dear at thIS POInt thal although (lLir progrJl11~ are JV,luahw [II

serve the handicapped, lhe COlllpllcdreJ ,uray of technical reLjLlHclllelll" delllJnd
close study and consultatJOn WIth specl,l!lsts In the HUD field offIces.

Our expcrjenc:e ill the :iocluloglcal and psychologIcal aspect'i of Iiousing tht·

physically hanull":iJppeu I .... Il1llJlCJ We h.I'I1:: lling I;'lllplidSlleu ,I POlK'.' 'hoi '.Pl]

centrallom of hJlldlcapped IndiViduals ran, til rll..tny sltuatllJIIS, be IJIlUe3Irahlt:'

for the lenants. Thus, we have, encouragcJ lhe ,mxlIlg of h,indlcJppL'd l~mJllh

with the nonhandlcappl'u. The 5111111a[ll: L,r de~,lgJl for the clderl\' i.Jlld hJrllll
capped plus the eXlension uf the sectlons of the ALb eS!;lbllslung eligIbIlity IUJ
the elderly to include the handlcdpped has broufht lIbout cUlllblllCJ dderly <HILl
handicapped Jevl~h)pmelll:>.

With the advent of all Increased Vi:lllelY of hanJlcaps 10 be ser .... ed WllhJ1l
HUD programs, we recognIze tlidt \afldtlOn~ will be common. In thIS regarJ, Wt'
intend t(l proce('d c:mtiuu",ly With JSSlstalll..'l' f \Jm several UISClpll\l("" a~ \" ....
altempt tn serve all chglble Lenants.

The AdmJllI~I(atlon lIas initiated dlld IS no', ...· aggresslvcl) purSUlllg "e"'t'ul
actJOns 10 improve respunslveness 10 the needs cf thr handlLdJpeJ dlld tn 'l'l1

solidate and ....llTlphfy the i:IdnUnlSlr<Hlon 1)1 prllgrams Tht' fOUO ..... ln;:!, alE' III
interest:

• A IeglslatlVL: proposdl ro consolidate 3ml sunpLJfy lhe ~allPlldl Huuslng
Act plOgrams has been submitted 10 the C~)ngrc'$ eaeh year tIlT Ihe pdsr 2 ye,l[:-­
by ttus adnllmstr<Jll0n WIllie nol 'ipecJflc-Illy dlrcLled to tIle belleflt t)f the

handicapped the IInprovelllcnls wDuld gJcally erl}lJIlCC our ahilily III ,,-.)\t' Iltl\,

population group.
• A research Jnd denhlnstratlon prulect has been COl1dlh..:led V< lilt ihe Illl.11

public housing JlIthont)' and the Hussey Ho~pltal III f:.J1l ({Iver, Ma~:-'JchIJ'o(:ll;.. to
examine alternatlve~ to m:o.ntl!t1Ulw.llzatlon of h,llldlCapped p'~rsom 1 he 11Ilal
report will be Issued within the new fcw weeks

• HUD has r~cently appro .... ed two Se,;non ~36 proJccls fl)f lhc lllenIJ\\)'
wrardcd, 10 be operated by the State of MichIgan.

• HlJD IS dcvelopmg .1 specJal numberlllg aIld reporting system wlu..:h wiU
identify housing. rOf Ihe nandlcappeJ under all Hl.ID prngrJm:o. FlItua' :-.llitl'Sol\\.i.l1
reports will reOeet both the activity and lHtcre:.t or sponsors 111 su"h huu:,lIlg
permitting an analysis ot the vaJlcty Jnd dlwrslty uf ~ulutll)ns bC1JIg propll~ed ,11

funded.
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• HUD is working in close cooperation with the Rehabilitation Services
Administrat'on in developmenl of research and guidelines for HUD field offices
lfl the considerations to be observed in the approval of housmg for the handi­
capped. One of the early projects will be to assess Ihe existing HUD supporled
projects housing the handicapped in order to relate that experience to our future
endeavor .

• HUD is cooperating with HEW In that D-:partment's search for alterna­
tives to institutiunallzation.

• Research proposals being entertameu now include one calling for barrier
free sile design of handicapped housing projects and one dealing with special
housing design and special hou~ing facilities for severely handicapped individuals.

• HUD is assisting in a study for utilizing technology to aid the handi­
capped, a subject of special concern to the President and initiated by his Office
of Science and Technology. TI,e Presidenllfl his Health Message to rhe Congress
on March 2, 1972, committed his Administration to use "the skills that took us
to the moon and back" to develop deVIces "to help the bllnd to see, the deaf to
hear and Ihe ctlppled move'-- Involved m this study are the following Depart­
ments; HEW, Defense, Comm€rce, KUD, DOT, AEC. National Aeronautjcs and
Space Administration, Veterans Administration. The National Science Founda·
tion also IS participating.

• HUD has appointed spfcialists in programs for the elderly and the handi­
capped at all levels and in all field offices. Training for such specialists is in
progress.

• Secretary Romney has agreed to support a study of new, revised Ameri­
can National Standards Jnstitute specificatIOns for housing for the handicapped.

These actions and proposals for future actions are indicative of the new
momentum and the intent to serve the handicapped. We are pleased 10 have this
opportunity to report our aCllvities and our capacities to the National Advisory
Council for the Developrnenlally Disabled, and we will welcome your close
associatIOn and support in these efforts.

SELECTED HUD PROGRAMS FOR THE HANDICAPPED

While most of the approximately 40 active mortgage insurance programs
administered by the Federal Housing Administration are available to the handi­
capped, prOVIded they meet other eligibility requl[ements, the programs outlined
beJow have specillc provisions designed 10 meet the needs of the handicapped.

Low Rent Public Housing: HUD authorizes properly constituted local hous­
ing authOrities to obtain, manage and maintain housing facilities for low income
families at rents they can afford. Funds are raised through the sale of local bonds
which are then retired through federal funds on all annual contribu tion basis.
HOUSing programs include slflgle-farnily detached and multi-family units wluch
may be rented or rented with option to buy. The Section 23 lease proviSIOns
permit the housing (Iuthority to lease privately owned housmg or apartments for
rental to low income famiJies. Income and asset limits for prospective occupants
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are determined locally and approved by HUD. Rental rates Jre scaled by SILe l1f

family, numbel of bedrooms and income, with rents limited to I1Pl more lhan
23 percent of adjusted income. The program serves the lower Income ll'vets.

Section 202: A program serving the elderly and the llandlCjjpped In Ih~

moderate inl:orne scale. TIus prvgram hilS be ~n phased mlo the SectIon 236
program.

Section 221(d)(3): Privately owned, feJer Illy illsuled. multdanllJy len tal
projects for the elderly, handicapped and displaced. Specifr" projects may be
authorized to accommodate tenants receiving re'lt supplement payments.

Section 231 (Elderly and Handicapped) Housing: BasicaJly an unsubSldlled,
mortgage insurance program, operatlIlg at marLet rent levels Rent supplement
may be authonzed in such projects.

Section 232 (Nursing Homes and Intermediate Care Facilities): SkJI1ed
nursrng homes and intermediate care facllitles may have mortgages m~lIn:d by
HUD, subject 10 speclfic regulatory requirem€ nts and a state certlilcatl011 {If
need.

Section 235: A mortgage interest subsidy program to enhJnce home­
ownership for the low and moderate InC{}lne family. Pur~hases lTlay IIII:ludt'

single-family, condominium or cooperative units within statutory cost hmm.

Section 236: HUD authorizes private sponsors to cunstruct 01 5ubstJntlJlly
rehabilitate multi-family projects for renlal to UIC moderate IJlcome glOup. Suh­
sidy of the mortgage mterest, down to a level of ] percent is pi oVJded as a meaw,
of reducing rents. Eligible tenants WIll be expected to pay the baSiC ,ell1 (,at"
made possible by fuU applic3UOll of the subsJdy lor <l greiHel .Imounl, wher~ lh€
level of mdividual income permits. 11us program selVes an mcome level aboul
J5 percent higher than that served by pubhc housing.

Rent Supplements: Low int:ome persons and famLlies who are either elderly
handicapped, displaced by Government aClion, occupants of substandard hou,·
LOg or former occupants of homes damaged bi' natural disaster, ar(' eligible to
receive Ienl supplement payments. Rents are based upon adJllS[ed IIlCl)TOt' with
'llpplemental payments provided by I-IUD. The mcome level of ehglblr occu­
pants is comparable 10 that III public housmg. 'The majority 'If contract
iiulhority made availab)e by the Congress lfl recent years has been aliocateJ [,)
Section 221(d)(3) market mterest ,.te projects and tu selected Sect1011 236 PIO]'

ects. A small part of the contract authority ;uso has been aHocated to State aided
projects. Although the Section 22J(d)(3) BMlR and the Section C02 programs
have been phased into the Section 236 program there are approxmJatcly 5.\00
units in the two programs which continue tu receive rent supplement!'.
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~}GEORGE ROMNEY, SECRETARY

~ RICHARO C. VAN OUSEN, UNOER SECRETARY

Oct~r 2, 1872

REGION I

Regional Adm,m5trator
James J Barry

Rm 800, John F Kannedy
Federal BUilding

Boston. M8S5lIChusetts 02203
Tel 16171 223·4066

AREA OFFICES

CONNECTiCUT, HARTFORD 06105
999 Asylum Avanua
Tel (203) 244·3638
AREA DIRECTOR - Lawrence L. Thompson

MASSACHUSETTS, BOSTON 02114
Bulhnch BUilding
15 Nwv Chardon Sueel
Tel. (617) 223-4111
AREA DIRECTOR· M Oamel Rlctlardson

NEW HAMPSHIRE, MANCHESTE~, 03101
Qevlson BUlldmg
1230 Elm Street
TeL (603) 669 7681
AREA DIRECTOR - Creeley S. Bu(hanan

INSURING OFFICES

MAINE, BANGOR 04401
Federel BUilding and Post 0"";;.
202 Harlow Str88t
FTS Tel. tl07) 942-8342
CommerCial Number 942-8271
DIRECTOR - Wayne M John50n

RHODE ISLAND. PROVIDENCE 02903
3JO Post OHI('!! Annek
Tel. (4011 528·4391
DIRECTOR· Charles J McC8be

HUD·788 (lO-H) Previous Eelltlon Obsolete
HUD Off,ce of G.n.ral 5.''''1:••

VERMONT, BURLINGTON 05401
Federal BUilding
Elmwood Avenue
Pou Olt,ce 80_ 989
FTS Tel (802J 861·6274
CommerClel Number 862·6501
DIRECTOR - Leslie E. Snow

REGION"

Regional Admlnlstralor
S W,II,8m Green

26 Federal Plaze
New York, New Yorle 10007
Tel. (212) 264-8068

AREA OFFICES

NEW JERSEY, CAMDEN OB103
The Parkade 8ulldlng
519 Federal SHeet
FTS Tel (609) 96J·2301
CommerCIal Number 963-2541
AREA DIRECTOR· Philip G Sadler

NEW JERSEY. NEWARK 07102
Gateway 1 BUilding
Raymond Plaza
Tel (2011 645-3010
AREA DIRECTOR· Jemes P. Sweeney

NEW YORk, BUFFALO 14202
Grlnt Building
560 Main Street
Tel (7161 842-3510
AREA DIRECTOR· Fr8nk D. Ger8bone

NEW YORK, NEW YORK 10007
120 Church Stree,
Til (212) 264·0522
AREA DIRECTOR· John B Mavloll
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COMMONWEALTH AREA OFFICE

PUERTO RICO. SAN JUAN 00936
Po", Off,ce BOll 3869 GPO
155 Ponce de Leon Avenue
HalO Rey, Puerto Rico
FrS Tel (0'81 Code 106 - .,.,k oppralor lor

I,sted number· 622·0201l
CommerCial Number 622·0201
AREA ADMINISTRATOR - A ErHlQUl'Sanl

INSURING OFFICES

NEW YORK, ALBANY 12206
Wes.tgate North
30 Russell Road
Tel (518) 472·3567
DIRECTOA Robert J Wolf (Acting)

NEW YORK, HEMPSTEAD 11550
175 Fullon Avenue
Tel l5161 485·5000
DIRECTOR Ernes. T Mt"zler (AcTlngl

REGION III

Regional AdminIstrator
T~eodore R Robb

Curt.s BUlldmg
6th end WeI nut Streer,
PhI\ltdelphl8, Penn,y\~anl" 19106
Tal (215) 597-2560

AREA OFFICES

DISTRICT OF COLUMBIA,
WASHINGTON 20009
Unlversel North BUilding
1875 Connecticut Avenue, N IN
Tel (202) 382-4855
AREA DIRECTOR Terry C Ct'llsTIolm

MARYLAND, BALTIMORE 21201
Two Hopkins Plaza
MerC8ntile Bank and T,ust Building
Tel (301l 962-2520
AREA DIRECTOR· Allen T Clapp

PENNSYLVANIA, PHILADELPHIA 19106
CurtiS BUlldmg
625 Walnut Strut
Tel (215) 597·2667
AREA DIRECTOR· William B Patlerson

PENNSYLVANIA, PITTSBURGH 15212
ToNO Allegheny Center
Tel (412l 644 2818
AREA DIRECTOR Challe1 J Lleberth

VIRGINIA, RICHMOND 23219
701 East Franklm StrePI
Tel 17031 782-2721
AREA DIRECTOR - Carroll A. M.~o....

INSURING OFFICES

DELAWARE, WILMINGTON 19801
536 Wilmington Tru" BUildIng
FTS Tel (302) 658-6361
Commercial Number 658·6911
DIRECTOR· Henry MeC Winchester, Jr

SyneTglsm tor the Seventle~

WEST VIRGINIA, CHARLESTON 25301
New Federal BUilding
500 QU8rFler SUMt
Po" OHlce Bo_ 2'948
FTS Tal. LlO41 343-1J21
CommerCial Number 343·6181
DIRI:CTDR H Willillm Rogers

REGION IV

Aagwn81 Admln,stralor
Ed'....ard H Baxter

Peachtree-seventh SUI dll19
50 Sevanth Strllllt, N !:
Atla"ta, Georgia 30:;23
Tel 14041 5265585

ARf A OFFICES

ALABAMA. BIRMINGHAM 35233
Dan.. ·1 BUIlding
15 S.)uth 201h Street
Tel. 2051 32f,-3264
ARE~ DIRECTOR ,Ion Will Pitts

FLO~IDA. JACKSONVillE ]2204
PtInlMuter Piela
661 ·-l!.....rsldot AVllnue
Till '904, 791·7626
ARE to.. DIRECTOR I-arrest W Howell

GEORQrA. ATLANTJ~ 30303
P8achueoe Center 8U1lclll1g
230 '>8achtrell Strllet, N W
Till 4041 526-4576
AREA DIRECTOR E Lamal Seals

KENTUCKY, LOUISViLlE 40201
O1lldren's Hospllal Foundat.o.... Bldg
601 :;outh Floyd StreN
Post Office Bo.oc 1044
Tel 1502) 582·5254
ARE~ DIRECTOR - Virgil G K.ror,alrc

MISSISSIPPI, JACKSON 39213
101 ( Third Floor Jackson Mall
300 Woodrow Wilson ,lIovenue, W
Tel. l6011 948-2338
AREA DIRECTOR . J~mes S Roland

NOR TH CAROLINA, GREENSBORO l74ml
2309 '/'IllSI Cone Soule....ard
P\lortl1we-s1 Plil2a
FTS rei 19191775--9361
Comrnerc,al Number D5-9111
ARE·' DIRECTOR· FIIC"ard A Hern~11

SOUTH CAROLINA, I::OLUMBIA 29201
1801 Mitln Streel
itfel,-on Square
Tel. IS03, 76&-5591
ARE,", DIRECTOR· Chhon G Brown

TENNESSEE, KNOXVILLE 37919
Onll Nonhshorll BUilding
1111 Northshore Drive
ns reI. (615) 524-4561
Comll18rCl81 Number !)84-8521
ARE,~ DIRECTOR Carroll G 08kas
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INSURING OFFICES

FLORIDA. CORAL GAlLES 33134
3001 Ponce de leon Boulevard
FTS Tel. 13051 350-5567
CommerCial Number 445-256'
DIRECTOR - William f-.,...blskl

FLORIDA. TAMPA 33809
4224-28 Henderson Boulevard
POln Office Box 18166
FTS Tal. (813) 228·7511
Commercial Numb., 228·7711
01 RECTOR· K Wayne 5'l"1lger

TENNESSEE, MEMPHIS 38103
28th Floor, 100 North Main Street
Tel 19011 534-3141
DIRECTOR - Jamn E. Keryyin

TENNESSEE, NASHYILLE 37203
1717 W.u End BUilding
Tel 1615) 749-5521
DIRECTOR· George N. Gragson

REGION V

Regional Administrator
George J. Vavouhs

300 South Wecker Dnve
Ctucago, 111..1015 60606
Tel 1312) 353-5680

AREA OFFICES

ILLINOIS, CHICAGO 60602
17 North Dearborn Slree.
Tel (3121353·7660
AREA DIRECTOR· John l. WanE"

INDIANA. INDIANAPOLIS 46205
Willowbrook 5 BUilding
4720 Klngsway Ofilia
Tet 13171 633-7188
AREA 01 RECTOR - St.....n J Hans

MICHIGAN. DETROIT 48221&
5th Ftoor. Fif5t National BUilding
660 WoDdw8II'"d Avenue
Tel. (313) 226·7900
AREA DIRECTOR - Wtlham C. Whitbeck

MINNESOTA. MINNEAPOLIS-ST. IJAUL
an. M,dwav 8uIJdl/tg
1821 UniverSity Avenue
51 Paul, Minnesota 551()11
Tel (612) 725-4801
AREA DIRECTOR - Thomas T, FeelHty

OHIO. COLUMBUS 43215
60 Ean Main Street
Tel. (6141 469-5737
AREA 01 RECTOR Fer~s A. Thelhen

WISCONSiN. MILWAUkEE 53203
744 North 4th Street
FTS T81 14141 224-321.
Commen:lel Number 212·8600
AREA DIRECTOR· JOhn E Kanji'
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INSURING OFFICES

ILLINOIS, SPRINGFIELD 62705
Lmcoln Tower Plaza
52' Soulh Slco.,d SHeet
POll OHICE' Boa '628
rei (217) 525·4085
DIRECTOR· Boyd 0 Barton

MICHIGAN. GRAND RAPIDS 49503
921 DIVISion AVE'nue North
Tel 16161 456·2225
DIRECTOR· Allred Raven

OHIO. CINCINNATI 45202
Federal Office BUilding
550 Main Street, Room 9009
T,I (5131 684-2884
DIRECTOR - Charles Collins IAclmg)

OHIO. CLEVELAND 44199
Feeleral BUlldmg
12'0 E.t 9th Street
Tel (216) 522-4065
DIRECTOR· Charles P lucas

REGION VI

Regional AdmlnlUrator
Richard l Mor9ln

Federal BUIlding
819 Taylor 5t,ee1
Fort Worth. T.... 76102
Tel 18171 334 2867

AREA OFFICES

ARKANSAS. LITTLE ROCK 72201
Room 1490, Union National Piau
FrS Tal. (501) 378·S4.Q1
CommarClal Number 378·5931
AREA DIRECTOR Thoma1 E. Birber

LOUISIANA, NEW ORLEANS 70113
Plaza Tower
1001 Howard Ave.,ue
Tel. 15041 527·2062
AREA DIRECTOR· Thomas J Armstrong

OKLAHOMA. OKLAHOMA CITY 73102
301 North Hudson Streat
Frs Tel 14Q5} 231-4891
CommerCial Number 231-4181
AREA DIRECTOR· Robert H. Breeden

TEXAS, DALLAS 75202
Room 14-A·18. Nt"l"I DaUes Fecle,al

BUilding
, 100 Commerce Street
Tel (2141 749-1625
AREA DIRECTOR. Manual Sanchez III

TEXAS. SAN ANTONIO 78285
Kalhson BUilding
410 South Main Avenue
Post Office Box 9163
FTS Tel. (512) 225-4685
CommerCl81 Number 225·551 t
AREA. DtRECTOR· Fm",s E. Jolly



REGION VII

Regional Administrator
Elmer E. Smith

Federal Office BUilding
911 Walnut Street
Kansas City. Mlssouro &4106
Tel (8161 374-2661

AREA OFFiCES

KANSAS, KANSAS CITY 66117
One Gateway Center
!)th and Stale Avenues
Post Office Box 1339
Tel (816) 374-4355
AREA DIRECTOR - William A Southerland

MISSOURI, ST lOUIS 63101
210 North 12th Street
Tel 13,41 622-4760
AREA DIRECTOR Elmo 0 Turner

NEBRASKA. OMAHA 68106
Unll/IC BUlldmg
7100 West Center Ro8l1
Tel 1402) 221·9345
AREA DIRECTOR Guv J Birch

INSURING OFFICES

IOWA. DES MOINES 50309
210 Walnut Street
Room 259 Federal BUilding
Tel l5151 284-4510
DIRECTOR· Nate Ruben

KANSAS. TOPEKA 66603
700 Ka~ Avenue
Tel. (913) 234·8241
DIRECTOR Jim Halt (ACTing)

REGION VIII

Regional Administrator
Roben C Rcsenh••m

Federal BUildIng
1961 Stout Street
[)en'oler, Colorado 80201
Tel. (3031 837-4881

INSURING OFFICES

COLORADO, DENVER 80202
4th Floor, TItle Buildmg
909 . 17th Street
Tel (303) 837·4521
DIRECTOR - Joseph G Wagner

MONTANA, HELENA 59601
616 Helena A'oIenue
Tel 140614423231
DIRECTOR - Onlm B Flare

NORTH DAKOTA, FARGO 58102
Federal BUlldmg
653 . 2nd Avenue N
PI')SI Otllce 80)< 1483
Tel 17011 237·5136
DIRECTOR Duane R LlllnQ

SOUTH DAKOTA. !:.tOUX FALLS 57101
119 Fede'al BUlldmg US CourthouSl'
400 S PhllhlX Avenue
FT~, Tel (6051 336·2123
CorlmerClal Number 336-2980
DIFIECTOA Rodge, L Rmenwald lA,elln'll

UTI),H, SALT LAKE CITV 84111
12!: Soufh Stalll SUtet
Tel 1801) 524·5237
DIFIECTOR - l. C Homney

WYOMING. CASPEFI 82601
Federal Oillce BUildIng
100 Ea~l B Street
FT~, Tel (307) 265·:1252
Corlmerc'81 Number 265-4310
DIRECTOR - MIller Bro.....n

REGION IX

RegIonal Admlnl~lralor

A'lber t H Balda
450 Golden Gate A....,~nue
Pos' Ott Ice BOil 36003
58n FrBn(l~co. California 94102
Tel 1415) 556·4752

INSURING OFFICES

LOUISIANA, SHREVEPORT 71101
RICnu BrelNHer BUlldmg
425 MIlam SHeet
FT~ Tel (JIBI425-6601
Corpm~r(lal l\Iumber 425 1241
DIRECTOR - Rudv Langford

NE'1'4 MEXICO. ALBUQUERQUE 87\ 10
625 Truman Streel, t~ E
Tel. 1505) 843-)251
DIRECTOR LUTher G Branharn

OKLAHOMA, TUlS,~ 74152
1708 UIII::a Square
POSI Office Bo)< 405.::
FTS Tel (9181 584·7435
Con,merClal Number 584-7151
DIRECTOR Robt'rt H Gantner

TE)·AS. FORT WORTH 76102
BI9 T..ylor Sueer
Room 9A35 Ft'deral Budding
Tt'l (817) 334·)233
OIRECTOR· Rlcharcl M, Hallewood

TE) AS. HOUSTON .71002
Room 7419 Ft'deral Building
515 Rusk Avenue
Tel (7131 226-4335
DIRECTOR - William A PalnTe,

TE):AS. LUBBOCK 79408
CourthouSE and Fedt'ral Offlle ButldulQ
120'1 Tt'llill!o A ....enue
POSl ar"ee Bo __ 164~'

FTS Tel l8061 747 :1265
ConlmerClal Number 747·3711
DIRECTOR - Don D E..rney
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AREA OFFICES

CALI FORNI"'. LOS ANGELES 90057
2500 Wilsnir. Boulevard
Tel 12131688-5127
AREA DIRECTOR· Ravmond Carrlll;co

CALIFORNIA, SAN FRANCISCO 94111
1 Embarcadero Cantar
Suite 1600
Tel. (415) 556-2238
AREA DIRECTOR - JaIT'l8'S H. Price

INSURING OFFICES

ARIZONA. PHOENIX 85002
244 Wast Osborn Roa:t
Post Office Box 13468
FTS Tel. 16021 261-4434
Commercial Number' 261-4461
DIRECTOR - Merritt R Smltn

CALI FORNI"'. SACRAMENTO 85809
801 I Street
Post Office Box 1978
Tel. 1916) 449·3471
DIRECTOR· Ricn,rd D. Chamberlain

CALIFORNIA, SAN DIEGO 92112
110 Wen C SIrINt
POll Offlc. 80x 2648
Tel (7141 293·5310
DI RECTOR - Albert E. Jonnson

CALIFORNIA. SANTA ANA 92701
1440 Eest First Street
FTS Tel (2131836·2451
CommercIal Number' (714) 836-2451
DIRECTOR· Raben l. Simpson

HAWAII. HONOLULU 96813
1000 Bishop Slreet, 10th Floor
Post Olflce Box J377
FTS Tel. IDlal 415·556-0220 end .k

operator for 546,2136)
CommerCial Number 546-2136
DIRECTOR - AlVin K, H, Pang
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NEVADA. RENO ~5
1050 Bible Wav
POSI Offlc, 80" 4700
T.1. 17021 784·5213
DIRECTOR· Morlev W. Griswold

REGION X

Reglona. Administrator
DlCer p. Pederson

Arc.:le Pleza BUilding
1321 second Avenue
St'ttle. WW'IIngton 98101
Tel 12(6) 442-5415

AREA OFFICES

OREGON. PORTLAND 97204
520 Soutnwest 6th Avenue
Tel. 15031 221·2558
AREA DIRECTOR - Russell H. Dawson

WASHINGTON, SEATTLE 98101
Arcade Pleza Building
1321 Second Avenue
Tel 12(6) 442· 7456
AREA DIRECTOR· Mlnnall D Majors

INSURING OFFICES

ALASKA. ANCHO""'GE 99501
J4.4 Weu Scn Avenue
FTS Tel. lOial 106-442-0150 end _Ie

oper.lor ror 272·5561 flo:t, 791)
CommerClel Number (907) 272·5561 E:.:t 791)
DIRECTOR - James Tveit (Acting)

IDAHO. BOISE 83701
331 Ideno Street
FrS Tel. (208) 342-2232
Commercial Number: 342·2711
DIRECTOR - Reno Kramer (Acting)

WASHINGTON. sPOKANE 99201
Wltst 920 Riverside Avenue
T.I. 1509) 456-2510
DIRECTOR - E. Daryl Mabee
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Services Available to
The Developmentally Disabled
Through the Bureau of
Education for the Handicapped

Thoma. Irvin

INTRODlJCTION - PlJRPOSE
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The Federal government made lis first foray into lhe educatIOn of the
handicapped in 1954, when President Eisenhower signed the Cooperative Re­
search Aer. In 1957 Congress earmarked $675,000 of us flrSl milllOn·dollar
appropnatwn for research relaled to the education of the menIally retarded. In
1958, ff provided Jar a compreJlensive program £0 caption films for the deaf and
one to tram professional personnel to work in the educatIOn of {he handicapped.
By 1963, there were enough Federal programs supporting such efforts to make it
worrhwh,le to establish In the Office of Education a separate D1Viswn ofHandi­
capped Children and Youth, and in J96 7 {hat Division was made into the Bureau
of EducatIOn for the Handicapped. Wilh Ihe passage of I' L. 91·23U on AprillJ,
1970, all major federallegislatmn relating to the handicapped was consolidated
mto a single Education for the Handicapped Act. And this leglslative action
formally recognized the handiclipped as a disfinCl population with iust dalms to
a shore in the nation's resources

II is the responS/bllily of the Bureau oj' Educalion for the Handicapped 10

administer {his la",.
The purpose of tim paper, as Implied in the Tille, IS (I) to prescnt an

overview of those programs withm the Bureau of Education for the Handicapped
which support educational actlVitles and services for developmentally disabled
cruldren, and (2) to p,esent BEll major objectives and strateglCs.

BEH BACKGROlJND

The Bureau of Education lor the Handicapped (BEH) IS one of seven major
operatmg umts witrun the Office of Education (The Office of EducatIOn is one
of the baSIC agencies witrun the Department of Health, Education and Welfare).
It has the mstm(;tlOn of being the only Bureau Within the OffIce of Education
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Ihdl was leglsli:lted lIlhl !?xJSletlce. fhe .st)th r-'ullgre~5. to()~ lhl~ UnlJ'iU3, step

because of d lecognlled Jleed tu h,IVC <-I \ln~le, top level ::IdmltllSlldllVt' UIIII

wilhlll the OffKe of E<.ducatloll whIch woulJ be lesponsJblc for the adI111111<\!r,l­
lion and COOrdlrlatlun of Jll programs or cumponents of su,.:h pJ0f!r<1I11S '''''hldl
directly affect the edllCallOJl (,I handicapped chJJdren

OrgalllZ<:ItlOnally, AEH IS lurnprlscd Dr the OtlilC u( the A50soclalc l'IJITlllll',·

siuner (wluch Includes the pl,wIlIng. evalUd!lOll dnd m;lnJg.:rnenl fUllctli'IlS 'II
the uVf'Ii:t1l BUreJLd JIllI lhlee 111:.JJDr opelalJllg jlvlSIc1llS A I)rvl,\lon I'd Tralllmg
Prugr.JnlS, a DlVLSlOn lIf Resenrch, alld a DIVISIIJIl 1,1 ELlUCJIIOll<l1 Selvll('~ Tile
V,HlllLlS programs or funding <iLlthorJtlC'~ dllmllll:'llrreJ hy l!lese lhrel' LlJVI'll'll~

will he presented ill lilt' f\)l1U\.....lng rages

OIVISION OF TRAINING PROGRAMS

The Dlvl~lOn of Tra11111l1~ Progr,J1ns (DTP) Jdlrlll1l..;,ters OIlC ut rhe ulde<;f

categorical prograTlis In lh~ OfriLe llf Education Thl<; prllgrJll1 was dLJtll(llll~d h..
Congress 1\\ \9.<:;8 llnc!n Puhlh.. L,\\o ~.s-l)26 iTT.llnlng (d Le:-lJel ....hlp 1'~;:-.\1ll'1L'1 ',il

the LduCdtlon of MenLJJly Rerarded Children' II wa~ amended scvtrlll Illnn,
bUI most notably In J963 when PresIdent Kelilledy signed Puhltc Llw .s:~·lt,·t

(The Mental Retaldatloll Facilities and Communl1y Mental Health (cntt:rS(·\.lll·

SLrUctIOll Act). SectllJll 30 I of tha[ (Jct amendl'd P.L 85-926, to autl1'OrlLe thl~

tlalmng of personnel In all are,I'; dealmg Wlth hiJ'ldlcapped chtldrcn Th..: prc'graJll
IS now referreJ 10 as Part U, EducatlUll of lhe H tlldlcapped Act

The DIVISIon of Tralnlrlg Programs provIdes progr.lm lIssIstance grar,l\ 1(1
Slat(~ d~par1ments of ~uu<"-dIILln Jnd over 300 111.,r!luII011.., of hlghcl educltl( II tOI

{he trall1lf1g o[ personnel 111 the educJtlOn llf h,lnd,cJppcd LllIldren (11<111.., dlt:

also available lo colleges ,Inti Ul1lVeisItles (Dilly) lur the Ildlnlng 01 11h'/"IlLJI

edUCi:lllun lind recreatloll pel~llnne] to work \VIlli rile handlcappcd.
In addIlloll to the Jbove program aSSISlaIlCt' grants, the DIV1SJOll JI~I)

admmisters a special proJ~cts program. The purpose uf thIS prnglal11 IS tu pbll
for, experlment 'Nlth, ami cVlIlllate the elfeLtlvene:-.s and cffl<:lency 01 11CW

models 111 preparmg personnel to educate handlcaprcd duldren. Thes(~ tnte~ (d

proJcct~ are expected to result III programs which CJn better nleet the IlianrOWi'l
n~eds LI1 the fwld of spccllIl ~dLlC3tIOll. Stilte eclucatlon ,Igcnue'), InStl tll fltJ II 'i III
rughcl ~ducation and other 11\.1r1-prol"lt and prlvalC ,lgeIlLle, are ,111 clt~lhlr 1(11
partlClpallOlllll thIS plllgrJIll on d JI';uetloll:lry 1)3515

The DTP also eilrmarks funJs each yeiH (dJrlenlly 'h8UO,OOOl tIl ~UP~)\.)I·

parI uf the cost of the speCIal cducatHlIl dlfllL'nslon 111 I,Q, of the lJIlIVt'r-;ll~

affiliated facilItIes. Usually the funds have been useu to support a dlreCIJr ill
special educatIOn wIthlll the centers. (Cons[rucllon 3Ild core opera ling SUprOl1
for lhese FacIlities lS (IuthnrL7.cu III the Developmental DI~,abl1llll~~ Ac!, 1'1
q 1-517)

The overall budget rtll FY J972 for training prl1gtJIll IS $35 mill lor ,\11
eslinl.J(~d 22,000 per:>.onnel will be Iramed as d result uf thl" plogram. At pre\
CII(, It IS Ir\lposslble to e<;;tIIl\Jt~ [hL' actual nU'l1ber ~)1 uollars thaI have h~el"

earm,Hked or lhe IDIIlI Ilumher ul' personnel Ll) ne tramed for the u~vclop

menially disabled. Howewr, hIgh prHHlly has b"t'll assigned to prog13lllS pr~pal­

lllg tducattonal pcr'\onne1 lor llluJtl-handlcappl'd, st'verely alld proloundly fl'
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tarded, autIstic, and learnIng di<abled children. Many of the children In these
sub-populations are included in the developmental disabilities defInitIOn.

Some colJege training programs preparmg specIal teachers under this
authority are also begmnmg to focus more and more on direct hands-on involve­
ment with handicapped children in the classroom setting, as a bask, on-going
part of the trammg program. For example, at the UnIversity of Wisconsin, the
program training teachers for sl;:verely mentally retarded children IS conducted
primarily In a local MadIson Public school for the trainable mentally retarded.
The children in the program are severely retarded, some not toilet tramed, and
some have been excluded from the more traditional speclal educational pro­
grams. This type of preparation, begun early in the teachers' traimng, should
have a real pay-off in terms of better prepared teachers who really know from
expenence how to work with the severely retarded.

DIVISION OF RESEARCH

The Division of Research, as the name unplies, is responsIble for the
admmistration of research, Innovation, and demonstration programs designed to
improve educational opportunities for handicapped children. The DiVIsion sup­
ports investigators and organizations In the dtscovery, organization, and sequenc­
ing of knowledge for the maximum educational benefit for the handicapped.

The current (1972) budget for this program IS $151> millIOn. ApproXImately
135 projects are beIng support with these funds. It IS estImated that nearly
one-third of the projects focus on or mclude children who are developmentally
dIsabled. Following IS a listIng of some of the projects currently beIng sup·
ported:
I. Responses Pattern in Brain Damaged Children and TeachIng Styles
2. CoordinatlOn and Integration with Day Care AgenCIes of In-Patient and

Out-Patient Education and EvaluatIOn
3. Programmatic Research Project m PE for the Mentally Retarded Child In the

Elementary School
4. A Program Project, Research, and DemonstratIOn Effort in Anthmetlc

Among the Mentally Handicapped
5. A Center for Innovation m TeachIng the Handicapped
6. A DIagnostIc PhYSIcal Educa CIon Center for the Trainable Handicapped Chil­

dren
7. Determining Criteria for Assessment and RemediatIOn Procedures In

Selected Developmental PhYSIcal Skills of Trainable Mentally Retarded &
Multiple-Handicapped PupIls

8. A Study of BehaVIOral Change in 50 Severely Multi-Sensonly Handicapped
Children Through Application of the VIdeo-tape Recorded Behavioral Eval·
ua lion Protocol

9. Project on the ClasslficallOn of Children
10. A DemonstratIOn of Three Models of Advocacy Program for Develop·

mentally Disabled Cluldren
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DIVISION OF EDUCATIONAL SERVICES

The thmJ divIsion with BEH, calleJ the DIVI'iIO[l of Educatlolul SE'lvlle,>,

provides dlstTlbutlOll of resources to assure lhal edllcatlnnaJ :-.crvICC:-. fur Ihe
handicapped can be lflltiated, expanded, or extcnt..led at the state aiid lucal level ...
Ne8rly 75 percent of the Bureau\; totdl hudgt't IS Jdmlnlstered In thIs Dlvlslnn
The DIvision IS also ulllque III thallhe maJorit~, of lis fIII1JIJ1,~ auth'nl1le,', IndllJc
ctuld centered, ducet servIce programs. That IS, 111",tcJd of lhc fllllJ:-. hCJflg wl,~d

to supporl tralnmg 01 reseiHch actlvllles per :,C, they fOCll:-. Oil PI()VHJ1Ilg Lillcel
educational and relaled services to mdlvldual hmuh.. i:lppcd c1l1lJlcn

The DivlSWIl IS diVided 11110 three l11al01 L111][S: Media Services alll! CarlHJ1LeJ
Films Branch, Program Development Branch, and Aid to States Rr:l1lcn The
vanous. programs ::Jdmillistered under t'ach (Jf rhe..::" three hnnche.., dll: dC"t'rihcd
in the followmg pages

Media Service5. and Captioned Films Branch

The media ')ervlces and captluned film,', plogrdlll 1<; essenlli1ll~ ""'11' e;.pl<.lll.l­
tory. The ongJn<:l1 authOrity, rhe Captioned I-rims for the DCJf prllgr31JI (P L
85-905), was authol17ed hy Congress III ll)5~, <Jnd It was extended 111 l..)fJH 10

Include provisIOn of media servlct',', for all type:: l1f handIcapped chIldren
Ln addition to the captlOnmg of educalhlnal and recreatlollJI lr1IT1S, Iltl~

branch aJso support~· (I) four RegIOnal medl;1 centers for the de<.tf, (2) lhlrken
inslructional IllJterials center~ scrvlIlg all rypes of handicapped dllldrcr ,'" dlld

(3) the NatIOnal Center lor Education.:!] Media ;-mu MilterJals In CollJ1Jlbu~, Ohio
This center IS concerned With the development, vahdatl(ln, lleld le"tllg :tnu
dlssemmatllJn of cducatlOnalmatcflals fur all hJndlcapped glOup~

+It IS worth n"llng tbilt uver 300 :lssoclale ln~trULII"ncll mclkrldb Lenkr .. hdV" 1"l1Ot'1i
eSlabll~hl!d d:' aUJullcb to the 11 ('",nter., lhr')lIgh ltdte, 10l.:al anJ other I eder<11 flilldln!"

re~ouru:s

The FY 1972 budger for (he Melh.-t Ser'/llTs and CaptltJned rllln~ PIUglJl1l I~

$]3 mIllion. It IS ImpOSSible to estimate at lhl." tlllie the al1l0UlIr lIj lhoSl tUllUS
being u~ed With the develupmentally lhsahled popuL:ltJOn But, It b dC:11 rh<J1
this. program has slgnlflC<.lnt potential for DD ~hlldren and It should ht, fJolnll~d

out that high plUHlty has been asslgnrd wlthl'l the Branch ~() plovldlng l'lslrlJ(­
tiona I materials wruch clre applJcahle tn the t:clucatlOn 01 llIulll·h<ll1dILdPPI~d

children, as well as developing teacher lnllnllig Illi:lteflals fur teachers who (lie
bemg prepared lo Illeel the need" of thl.., 'illh-gIOUp Within the h.llldlrdpP':u
populatIOn

Program Development Branch

The Progr<:nn Deve!uprnenl BrJnrh l~ rcsponslhle 1'01 ,jdllllllISlenll~

the child centered dlscretHlllary authorities WIthin BI=:H (I e I I[l(~'ie

authOrities which plovlde direct IUlldlllg 10 IndlVlduJI pru.lcd ,lppllC<lrJ1S Ull '-l

competitIVe baSIS). Ther~ Me three programs wlthlll thiS Branch I <Jrly (·hllt.!­
hood EdueJtlnn, Deaf-Blind Centers, and Pro~lams fOI ChLldlcn Wllh Lf,H111ng
DIsabIlities. A lourth program alea, Child Acivocacy Centers, will be dJ~{'w.s,~d

latel.
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I. Early Childhoud Education Programs. The early Childhood Education
program was authorized by Cungress In ]969 to provide grants or contracts to
public and prIvate agencies to <.tlmuJate the development of comprehensive edu­
cational semces for young handicapped children (D-8 years). The current budget
of $7Y.!: milhon IS supportIng 9::: projects, Including at least one project per state.
Approxlmalely 4,000 children are being served, of which approximately 35
percent are developmenlally disabled.

Many projects Involve retarded chIldren, and frequentJy the mult]·
handicapped retdrded. One pruJect 10;; iH.:tually conducted in a state instltutlOJl.
The purpose of thJS particular project IS to reduce the lIependency of the child­
ren Involved by maxllnizlng thdr potentjal. This IS being done by attempting to
change speclfic behavwrs in the chJldren. There were 60 children IJl the original
project whose ages ranged from early infancy to about eight. Most of the dul·
dren are profoundly retarded and had been excluded from the educational and
training programs within the institutIOn. The results of this project have been
very promislng thus far. Most uf the chddren are more independent than they
were prior to the program, and many ;He now piHtKipatmg in the instItutIOn's
regulal educallon and traimng programs. Twenty-twll of the children have left
the Instltutwnal settmg and are now beIng accommodated In local cOnuTIunity
programs. This program has ch.mged the staffs expectatIOns about the capabili­
ties of the mentally retarded. There are sunilar prnjects around the country
wtuch are supported through other funding resources.

2. Deaf-Blind PruKrams. In 1968 Congress authoflzed funds for establish·
Ing comprehensIVe regional deaf-blmd centers. 5mce the InCeptIOIl of the pro­
gram, 10 regional centers have been establIshed and dre presently in operation.
The current budget for this program IS $7\>2 millIOn.

Prior to the 1964-65 rubella epidemic, there were an estimaled 600 deaf­
hlind dllldren in the natiun, ard approximately 100 were enrolled in some type
of formal educatIOnal program, usually m a private institutIOn. Followmg the
epidemic, the National Center for Disease Control estimated that there were
nearly 4,000 such chJidren. Surprisingly, hut unfortunately, the Center's esti­
male proved to be low. The 10 RegIOnal Centers have already located 4,700 such
ctuldren. or this number, approxunately 1,300 are enrolled In educatIOnal pro­
grams, 700 are recelvmg dlagrostlc Jnd evaluation services, 200 are receiving
crisi... care services, and nearly 3,000 paren ts are receiving counseling services.
(NOTE: The Coordmator of the Bureau'; Deaf-Blind program eSlimates that a
nummum of 50 percent of all deaf-blmd cJuldren would fIt the developmental
disabIlities defmitlon.)

At the pres("nt time, there are 92 educatIOnal programs in 46 States, whJch
are supported by the 10 RegIOnal Centers. For example, the Center for the
Southeastern Slates, at Taladega, Alabama, has a contract (through the Federal
grant) with the Schuol for the Deaf and Blind at 5t Augustine, Flonda to
support ·'tutOI companions" [,)r some of the "more able" deaf-blInd students
who IemalTI In the State, rather than gOing 10 the facilLty at Taladega.

3. Learning Disabilities Program. Special programs for children with spe­
cific learning dlsabdities were authonzed In ]970 under Part G of the EducatIOn
of the Handicapped Act. Under lhls program, funds may be used to establish and
operate model eentels for the Improvement of Education of learning disabled
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children. The funds aJsu may be u~ed for trainIng special pers<"1Jlllel J,ld I,)

suppmt research and re,Jated activities.
Specific learnmg dlsabl1itlcs IS a very difftcult <IfCJ to dlSCU~~ III thiS l:ontex1,

because of the fantastically wide vanance oj" opulioll Jl110ng pwfe~<;lllnal persull­

nel a:-. to the nature and extent of the disability (lnd the number of rhLldlen wh'j
are 1I1duded In trus classiflCJtlUIl. Typically, th,~ im,;lderh:e late~ whIch ,He llsed
ale [.J percent of the chdJ popuLLtton However, it h3S been plJlnlt:d Ulit
recelltly that the InclI.Jence raIl's mure aCCUf<J ely fJII betwl~en threl' ,11ll! lIve
percent of the chIld pOpUIi31JUll (e g., between] ,ROO,OOO dnLl3 mlllllJO chiltilenil
It IS estimated that <:Ibollt 20 pelcent of thiS populatIon are blalll Inlurea, ~Il,j

would seemingly be eligible for services unde the Developmental Dlsablllties
definItion.

The present fundmg level for thIS progralll IS $."!\-2 mtJIlCln. Twenty lhree
model-demonstration service ploJects are currertly helllg supported, all of WIIllll
are at the plannmg st<lge 01 eJrly development.d level These 23 gr;.mts h<:l'd.: <Ill
been awau.led on 3 cOnipetlllv~ baSIS to state del'<lrtmenls Ilt edUC3[WIl

Aid 10 States Branch

The thIrd Branch withm the DlvlsJOn oj EducJtlOnal SerVIces IS the AIJ II)

States Branch. This Branch IS responsible tor the JdmlnJSlratlon of the 5t<H~

formula grant programs withm the Bureau I.e , grants whIch go to sLlte educCl­
tlOn agencies on the hasls of d formula speclfled In the law. The st<lte~ rht'll
award the funds to local educatJOn agencies, ellher on:.J competitive or elliltle·
menl baSIS, depending UpOIl the specltlcatl'm In the mdividu,L1 IC~ISIJllv,~

authvrity"
AJl four of the ilutllPTJlles In thiS Branch .lIe lhJld cenlered duecl st'rVll,l~

progrdrlls. They are desl.:f1bed as. follows
J. P.L. 89-313. The P.l. 89·313 amendn,elJl IS Tille I ot tlte Elernem,"'/

and Secondary EducatlOn Act 01 1965 prOVides supplemental aSSistanCe to :;(al(''i
to extend and improve the qualIty of edu<:atlOnal serVices for chIldren III stal,~

operated and state support~d schools for lhe handicapped (l!lcludlllg Stale le'l!
dential schools fUf the deaf and blmd and mSlltUtl\lIlJI programs 101 the men·
tally retarded).

There are very few restrlctlons on how these funds can he used 1--0[ l;:>;.anl·
pie, lhey can b~ used 10 employ stiift, or purclldse L'ljulpment <tnu Ilhl1erlab, ('I

to callY out almost <IllY cuncelvable actlvlty. BUI tilt' cenLrallhemc IS al .... a}s Ih,~

provislOll of dlfeet educ<lIJOnill servIces and improved educational opporLJIlI1Y
for indIVidual h"ndicapped <h~dren.

This is the largest program, fIscaJJy, wltrun the Bureau The CUI rent hlldgel
is $56 million. Approxunately 158,000 ch~dren are served by tlte P L 8'1·31 ,
agencies and schools; and over 50 percent of Ihe dll..ldlen 'il~rved ,Lre meJlI<lIl~

retarded. It IS estimated that nearly two-thuds (If aU chLldren n "31 ;" prO~~rdlTh

fit the d~velupmental dlsatllhtles defmitlOn.
P.L 89·311 IS a progrJm WhlLh has really made a dl(ler~(\Le III Ihe educt"

lIOn of handicapped children. As IUnIted as tl,e funds are (10 terms 01 overall
costs for educatmg su(;h children), they have made a differencc~ between whether
some children receive educallonal servIces or ItO program a1 all. anti there Jrl~
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many children, previously r.:onsldered to be hopeless crib cases who have
responded to traimng and are making progress. There are a number of programs
around the nation for older retarded children, whIch are achieving similar results
to the preschool program mentioned earlier. American Forks, Utah, for example,
has a very excitmg program .... hich has paid off year after year 10 ralsing the
(unclJOnal level of severely menlaUy retarded persons; and there are simtlar
proje<ls at Wheal RIdge m Colorado, Fairbault Siale HospnaJ in Minnesola, and
so furth.

There has been a sigTllficant trend recently toward the de·centrallzatlOn of
the populatIOn served under P.I". 89-313. For example, In 1965-66,98.7 percent
of the clulJren were In an InslitUtlonal setting vs. ].3 percent in some type of
day program. Today, only 60 percent of the children are in institutions wlth 40
percent being served In some Iype of state operated corrununity programs. Most
of the older children apparently are moved to family Or group homes or othel
community settmgs and receiVl' their educatIOn and Llther services in small cen­
lers. This sluft has real implicatIOns ill terms of developmental dlsabilltles activi­
[Ies, p;:IftlCularly In relation to the development or cumprehensive, coordinated
plans for serving the DD popUlatIon

1. Pare B Programs. A c"mpanlon program to P.L. 89·313 IS Part B of the
Education of the Handicapped Act (formerly Title VI of the Elementary and
Secondary EducatIOn Act). The purpose of this program is to provide grants to
states to jmtlat~, expand and improve spcc1al education programs for handj­
cappel! duJdren In local edu(~tlOn agencles (j.e., the local school dIstrIct is
responslhle for the education (If these chIldren, as opposed to the state itself, as
IS the case under P.L. 89-313).

This has tradltlOnally been the foundation program Wlthin the Bureau, al­
though Ihe budget is relatIvely small (currently $37\1 miUion, with an authonza­
lion of over $200 million). This program, Irke P L. ~9-313, also has had a real
lmpact on the fIeld of spedal educatIOn. In fact, Jt has had, overall, the most
signIficant, far reaclung effect of any Federal education program to date­
particularly in terms of bnnglng Visibility to the handicapped populatIon. Tlus
VISlhillty (whJch came about bl~(,;ause of the planmng efforts and the face to face
conlracts between state and local officJals dunng the early days of the program)
lesulted In demands for service from local school superinlendents and parenLs
heyond lhat which would be nl'rmally expected.·

A Hecau.",,' the funds ,ut: sO IlmlleJ In Ihls program, rno')l Slilles have elected 10 make
~anrs 10 local schoollhslrlch on a \ ompellhve baSIS.

J. Set-Aside Programs. There are two other programs, whlch the Aid to
States Branch does not admml:.;ter directly; but the Hranch does have a liaison,
cooldmatlOn role with the aummistering agencIes. These two authoritIes are
called set·aslde programs, because a portJOn of the fllnds appropriated annually
musl be earmarked (set-aside) r01 programs and projects for handicapped chll·
dren.

a. Vocal/onal clJucal1'll1. VocatlOnal EdllcJ.lion ;s one of the sel aside
pro""ams. The VocatIOnal Ed'Jcatlon Act of 1968 specified that 10% of the
funds annually appropriated under the Act must be earmarked for conducting
career education programs for handicapped students. If the funds are not used
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for IhlS purpust', they slnlply rever[ 1(1 llie Tit J~lIry (they CJnnot be used I\'r
other purposes, ur other Iype::. or prUgldilh). Appl()\llnart'ly ~3K Illllllllil I~ .rvall
able lor sud\ progri:lms this, ye~H .•\OJ abLll~1 \ \' ,OUO pupil, \'-111 be ~en:ed ';l\I.kl
trus authority. LJnforlulliJlely, theIl' ,HI.? 110 speCI Ie ddl~ <.JI Lhl~ lunc (In the I~'p('~,

of handicapped children n:lel"JIlg Ihese seT'Jlce, bUI 11 1-; '-Julie clc,n IhJt '/\1(,),

lIonal education IS plllenuJlly .t ver.,\" SlglllllCdll1 prl1gram fl'[ JII h,ll1dJc::q)peJ
chlidren--mcludmg the developlllenlalJ y dl~ableLl

b Title 1//, FS'LA 111lc 111111 lilt.' ',1 'Illelltary and Sl.'lOIHL!,y hIIJC,I-
lIOn Act IS another set-aSide p[t)grdlll The purpll.;e \11 11m, fUILLllJlg <tulhlllity I~ 1\,

provide grants to stJtt'S to be llsed III S.UPPOI tlllg InllnvatlJe JlIlJ exemplary
projects In elementary <Jnd secolllhlry l'ducatllJlI--dl the l(lcal '\chnol dl~;lrll'l

level. It IS essentially a Il'ik money pruglam, w til lhe Intenl helllg to rrpll<.:i:lle
lny PIOIllISing practIces whICh result IlOnl the pr )Jecl;.,

Under the li:lw, IS percent (}f the IUlld~ lilLiS' be set aSide tOI spe(li:d pnlJecl­
for handicapped chIldren Thl~ currcnlly ainu Jllt'i to dboul 1120 11111110r 01
apprUXUllately LOO proJecls tur the IldlldlCappeJ recummended In 1971 by ~';talt'

Title III personnel as bemg exelliplary, :-,ollle 70 percent were projects III which
developmentally lil:-.abled chIldren could Jild dill receive "ervll:e'). These proJecl~

ranged III scope from progrdllis srcclllcJII~ J~slgnel1 for the nClIlologlc<:tlly 1111

paired and rubellJ cluldren, 10 dldgnO'iliC Jnd prDI..'llpLlve prograln'\ which "'~Ived

;I range tlf handicapped
The !olh)wIng are IJlks PI- "Pille:' or rhe prrllcch lundLlLll'd lIIH1CI lhJ~ ~~r\'·

gram
I. htnllly Learnlllg Cenler rllr ChJlll1t'n WIll Development;J1 Langlla~~ DI ... ·

ordcrs
2, CommunH:atlng Cl<:t""rnllrn Mallilgt.>lllenl TeC'l111Ljues
L Computertzed Perlonnance AdiJPlfU Re:()urces III the EdUCd1l0fl 01

Handicapped ChIldren
4. Guaranteed Performance Contract IllT Mentally HanJlcapped
'5, BehavlOlaJ Englllecnng lor HandlCJpped ChJ dlell
6, Discovery ThlOugh Ou tUOlll EducatHJI1
7, Pie-sheltered Work~hop and COllll11Ulllly I-'la. el1lenl Progr,JIll

BEH OBJECTIVES

IL seems appropTJale at IhJ:-' p()lnf tn pri'-;~nt the IllaJor long-lange uhJecrlve~

til the Bureau 01 rJucaflll11 f.n lhe IlanUIL:.lpp<:J JIIJ III dl~cuss SU!llt' (If Ih\'

!)Veral] strategles used hX lite Bllrcau 111 G1trylllg ('lIl lis 111l~SIOn

J, Primary Gnol. Flrsl, II "ih\lUld bl:' 1IIlllllc'd 11I[ rh:H Ihe primary gila I () I Ill'
Bureau has always bf'en Ip equaIJ/,f' CUlll:JIJlJlldl uppnrlllnllY lur hanJllitppeU
t:hil(hen so Lhat each cluld WIll hf' ilble III acilleve hJ~ fUUt:Sl pOICl1tl,i1, dlld
ultimately WIll be able 10 parTIClp<Jlf' (OI1Slrul-lI\ely In $oclely til ltw nlaXJrllllll
of hiS own abilIties <IS an JIll!JVlllllJI.

2. National Commirment, Thl~, l:-asJCally I' a phIlosophical goal, whh:h I"
generally acceptahle to persunnel III the educ,ltlon 01 handicapped chlkr~ll_

However, m the Sprmg of 1971, ('OIIHTIISSIOIIt:'r of Educatioll, Dr Sidney
Marland brought thiS notllln II1tO lhe realm or reality He publIcly Ldlled ['01
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local state, and Federal education agencies 10 join together in making a national
commitment to provide fuU educalional opportunity for all handicapped chil­
dren by 1980. TItis was quite a significant step, because it was the first hme ever
in the history of the Office of Education that special education was given such
visibdity.

1. Objectives. The following are the five major objectives of the Bureau:
(aJ To assure that every handicapped chdd is receiving an appropriately

designed education by 1980 (85 percent by 1978).
(bJ To assure that by 1977 every handicapped student who leaves school

has had career education training that is relevant to the job market, meaningful
to his career, and uWizes his fuUest potential.

(c) To secure the enrollment by 1978 of 850,000 preschool aged handi­
capped children in Federal, state, and local day activity programs.

(d) To assure that aU schools serving handicapped children have sufficiently
trained personnel who are competent in the sk.ills required to aid each chdd In
reaching his full potential.

(e) To enable severely handicapped children and youth to become as In'

dependent as possible, thereby reducing their requirements for institutlonal care
and providing opportunity for sdf developmenl.

4. Extent of Needs. The needs ale eVident, as indicated from the following,
partial list.

(a) More than fuur miJlioll of the estimated seven million preschool and
school aged handicapped children are still In need of special education services,
and it is estimated that one Indlion such children are totally excluded from
school systems.

(b) amy 21 percent of the handicapped students leaving school in the next
4 years will be fully employed or in coUege. Forty percent will be under em­
ployed and 26 percent unemployed.

(c) There is a serious shoJtage of speciaJ education manpower. It is esti­
mated that nearly ;4 million prufessional personnel are needed in order to meet
the 1980 fuU services commitment. In addition, teachers currently in seIVice wiU
need additional training, in order to assure' that handicapped students will be
proVided a quality education.

BEH STRATEGIES

rn order to carry out the previously menlJoned objectives, the Bureau of
Education for the Handicapped has adopted two major strategies: (I) develop­
ment of a catalytic role, and (2) adoption of a cOOTdination and mutuality
planning strategy. These two strategies, which are described below, transcend the
Individual programs which were described earlier in trus paper.

Catalytic Role. In truee of the five objectives cited earlier, the key actIOn
word, from the BEH vantage point, is the word ASSURE_ The Federation gov­
ernment at this point in time is not In a pOSition to assume major support for the
education of handicapped children; and it is actuaUy the junior partner in the
Federal-state-Iocal educational partnership.

Data from a recent study suggests that the cost of a quality educatIOn for aU
handicapped children would be approximately $5 billion. State and local educa-
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tlOn agencIes are presently spendIng approxunalely ~2 hLJllun It IS cl~Jr lh;d th,~

present level of fundlllg wlthlll the Bureau of Education tor the Handicapped
($220 IBlllioll, including !->~I-aslde funds) IS SUI h thi.lt II caUlylll':, seell In,mt'y
type of strategy IS essentlrl1. This type of qratew IS a basl~ fur rnosl 01 tht' I:lEH
progJ ams.

Dr. Sidney MiHland In a speech made J.t Ihe NatIOnal Convention i I the
Council for ExceptJOn(l1 Children last y~ar addressed the Issue of calalytLc ~·und­

mg. ~Ie pointed out thai the OffICe of Edu(atlPn could set lIS goals 111 terlll'! of
just how far the Federal doUars ~o. Fnr eXJmple, BE'.H could ele(! to use Ihl:

$37~ mulion under PiHI B, EHA, 10 e"Xlcnd StTVjCes 10 20,(100 mIne children
But IhIOugh carelul planmng between state, local and Federal agellcle~ thl::;
amount could be used as a catalyst to $tllnulat~ belter educatIon progr<llr,~ for
hundreds of thousands of chIldren. The Bureau elected tl.> tallow the alief
strategy. [t IS interesting ttl note that 90 percenl of the PJrl B funds <lre used ~ I I
as seed money to stlllluLate the development (If basIc programs for lhe handl
capped (e.g., more special teathers, or speech chniclans), In whjch case protr:tlll',
started on Federal dollar~ are picked up on S,ate and local funLis, dnd (2) !n
carry out pilot-delllonstrallOn i:lCt!VltICS for vari,)l1s types 01 progr<llll~ arlJ serv­
ices for which the States do not have enablmg legIslation.

An example of thiS lype o!" catalylh,,:-mulhplJel effect IS ~een 1Il the [(",-ISlllrl
of st:.Jte laws to support new (llOgrams start~d \I'lth federal funds III (altl('lnIJ,
for example, programs lor multl-handll.apped 'vere prevl(,usly nut suppl.)rldblt·
on Stale funds. Five pilot projects were mlllateJ wnh apprl)xlTrlately 'b 1711.000
in FetJeraJ funds. The~e project>; demonstrated 10 the St,lIe Leglslatull~ the cffi
cacy of such programs, and the State I.aw W<:IS ilmended 10 accommodate !hesE'
children. [n the flfs! yeJr of fundlllg, $1. 7 rlllilion was expended by Ihe Stale t,,,
programs for the multi-handicapped. TillS reprc,.:cnts a Ill-fold lnt:rease over thf
amount of the orlgJlliJl reJelallnvestlllf'1I1.

Coordination and Mutuality of Planning Stralegy

Coordination and mutuality of planning are clearly Interrelated with the
catalytjl' strategy. The Bureau at Edu.::Hlon for the HandJCapped I" .1 'oIl1all
bureau In terms of dtJUa[.., :lIld Humber uf 'itaJf and It represents a rnlll~lfl{""

group Mlhlll the fIeld uf educatll)lI. The Bureau learned very edrly III lIs {.\ISI
ence Ihal workIng together alll] cuolJllIatlng ",Ith utheJ agell(;le~ I~ essential II
progress 1S gOlllg to be maJe III extendlllg services to halH.Jlcdpped chllt.lff'1I The
first foray mto coordlllation was djrected at gl:: ttmg the OE "house III order '
'There are a whole host t)f DE fundlllg authorities (mdudlng the four progranl<; III
the Bureau's Aid to Stares Branch prevJt)lI~ly m,~lltlOned, <:IS well JS the tr<:lilllng
authority in the Dlvisil)n l)j Trainmg Plogramsl whIch have then l'Wll SptClfJC
purpllses, but which also can hdve lrt>lllcndoLiS Jverlap III the types 01 prllJCL1S
and activiHes whLch (Ire conducted Fllr example, ParI D, I::HA 1\ ,J tr;JJlllng
authority; yet there also is a traming componenl m Part H, P L EN-3l3, TJtle rll
and Vucational I:ducatlon. If there IS I.'Jordmatcd planlllng wlthlll edch ;t3te
education agency, It might be possible III cUlllbine tr(tlning ('ffort~ 111 J w31/
whIch Wlilild be a~ elfiClenl 3S (::.Jrrymg out sepal Ite Ir"Jlnll\g program\,. ,Ind e\l ",,)

at a reduced cust.
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BEH has been engaged for the last several years in carrying out a series of
technical assistance conferences for state education agencies on coordinated,
syslematic plannUlg in the educallon of handicapped ch..LIdren. The primary pur­
pose of these conferences has been to atlempl 10 bnng about more effective use
of the scarce resources available for the education of the handicapped, by reduc·
ing the fragmentation and duplkation of effort which can exist, and thus maxl­
nuzing the effectiveness of these funds.

When BEH talks about ~ooldinated planning, at least In the context of the
abo... e programs, the term IS used to mean (I) mutual, before-the-fact identillca­
tion of major problems, objectives and strategies (invo]vmg aU pertinent agen­
cies), and (2) mutuaUy ple-detelmining how the funds from each of the various
programs can be used most effec lively In meeting the objectives.

Work has alsu been underway In recent years with other agencles In HEW.
The Chud Advocacy programs are an exceUent example of interagency coopera­
hon. The National Institute of MentaJ Health, the Social RehabilitatIOn Service
and BEH ale Jointly fllndillg a sertes of ch~d advocacy projects throughout the
nation; and the three agencies have join! momtoring responsibility for these
projects. Thls type of coordmatlon, and these types of projects, wilJ help insure
that chIldren m local communitil~s will be gUJranteed appropriate services, rather
than being aUowed to go unserved because of "institutional ll conflicts as to
wluch agency is responSIble for ti,e child.

DD Role

It should be dear that the above comments on coordmatlOn underscore the
basic concept of the Developmental Disabililtes legISlation. The DO Act IS really
not a program operation authOrity, nor does it offer basic support for programs.
Rather, It is a coordination authority. The brtnging together of the nine agencies
to engage in larget group planning is as essential to the success of assuring
appropriaLe, quality serviees for the DD populatJon, as it is for BEH to engage in
mutuality of plannmg Wlth participating stale and local agencies. The concept of
a coordmating function is 1I0t only inherent 10 the Act itself, but the amount of
funds a... ailable in most stales is too limited to be effectively used for purposes
other than plannmg, convening, and coordinalJng. Conversely, these three activi­
ties, when accomplished, will m'lx.inuze the effectiveness of the scarce resources
available from each of the paJliclpating agencIes on behalf of DD children.

SOME ISSUES

The follOWing are some of the pertinent ISsues related to the DD legislation,
from the B£H standpoint. Most of these issues clearly underscore the need for
coordInation.

Multip~cilYof Slate Plans

There are a whole host of State plans within HEW-one for nearly every
program authOrity (mcluding the DO Plan, ilself, Title III, ESEA, Vocational
Education, Part B, EHA, etc.). There must be a fanlastic overlap in these plans,
and the effectiveness of anyone plan must be sharply reduced by such multi-
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pUcity. The number of plans should C1LheJ b( reduceJ, or rrovision should be
made for showing wlLrun each plan the l1atur~ of 1t5 relallonilllp with lIlher
program au thorit ies.

Developing Meaningful Plans

It IS clearly possible for the nine agenl:les Involved in this leglslatLon to knJ
in sufficient informatIOn to enable <l SrJte DO 1~l)ordLnator to develop hIS State's
Plan; and it is possible to comply with all of the other requHements of the All
and yet never realize a real, valid, IUllctiolial plan for servmg develnpmtntally
disabled children. It IS the observatloll of thi" writer that tillS IS Inure Ihe rille
than the exception In most state pJam, includmg many 01 the OD Plans The
process of planning together, before the [<:let, ciS well as on (I contmumg baSb. JS

essential to the development (and unplemelltatlon) of a successful plan
[n order to meet the rea! Intent of the A2t, people must be ~olJ1nllttcd tu

the concept of cOOfchnated planmng-particul:lrly those per~,ons who are at rhe
highest decislOl1 makJng levels within each State. But this kmd of cornnniment
will be made only when there is a firm belIef 'J11 the part uf the people Involvl,d
that such mutuality of planning really PilYS \lff.

Developing Joint or Interlocking Agency Objective.

Some of the major governmental agenCl'!s have well def'ined. Inea~urahJe

objectives. FOI example, BEH has a tuU servlc~~ ubjecllve 'o\lth a 11l1l~ frallIe 'JI
1980; the Secretary ,If HEW has a dependency reduction goal. and th, Prell·
dent's Committee on Mental Ret:J.rdalloll proposetl a 50 percent rt'uUC\hHI III

mental retardation by the turn of the century All of these are vlable ohJectivt~~.

But if each were presented in isolarion befure a congressional cummitlee or to an
administration budget group, such pres~ntatlOns could raIse qucstlons In the
minds of the comnuttee membels, arid could rcsult in a horrendous cledtblllty
gap. There is a need for an offiCial a~knowlfJgement of the mterrelatlonsJlIp
between all HEW objectIves which ar~ direct,~cl at the saml~ target populatIon
and, where possible, each agency's objectlVe st ttements should acknowledge any
obvious articulatIOns of the objectives of other agencIes



Federal Programs Admmistered or Monitored by the
Bureau or Education for the Handicapped, U.S. Ofrice or Educabon

Fiscal Year 1972 Appropriation

(Total- 5227.291.116)

AppendIX A

Type of AmsrolTCl'

Services

Programs. for the
handicapped.
pres.chool,
elementary and
seconda'y

Programs for the
handicapped In stare
supported schools

Title III, Supple­
mentaryeducatlon
centers and serVices

Early education for
handIcapped chil­
dren

AurhorlzorlOn

Education of the
Handicapped Act,
P.L. 91-230. Part B

Elementary and
Secondary Educa­
t.on Act, Title I
IP L 89-11::1
Amended)

Title III, Elemen­
tary and Secondary
Education Act, as
Amended

Education of the
Handicapped Act,
P.L. 91-230, Part C,
Seetlon 623

Purpose

To s.trengthen
educational and related
serVices for
handicapped,
preschool. e1emer'llary
and secondary children

To strengthen educa­
tIon programs for chil
dren In state operated
or s.UODorted school~

for the handicapped

To prOVide grants for
supplementary, innova­
tive, or exemplary prO]·
ects. for the educational
rmprovement of the
handicapped

To develop model pre·
school and early educa­
tion programs for
handicapped children

AppropnorlOn FY
197:

537.500.000

$56.380.000

$16,438,1 16 repre­
sents 15% of s.tate's
rotal Title III allot­
ment

$ 7.500.000

Who may apply

Local agenCies apply to
slate departmeng 01
education

EligIble state agenCies
apply to state depart­
ments of education

Local education agen­
cies apply to state de­
partments of education

PubliC agenCies and
private nonprofit agen­
cIes

Where to gct information

DIVISIOn of Educational
Services. Bureau 01 Educa­
tIon fOr the Handicapped

DIVISion of Educational
SerVice,;, Bureau of Educa­
tion for the Handicapped

DiVISion of Educational
Services, Bureau of Educa­
tion for the Handicapped;
or DiviSion of Plans and
Supplementary Centers,
Bureau of Elementary and
Secondary Education

DIVI';lon of Educational
Services, Bureau ot Educa­
tion for the Handicapped
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VocaTional educa­
tion programs for
the handicapped

Media servIces and
captioned him loan
program

411Iht,rjil1fIU>l

v'ocar'onal Educ:'l­
tlon Amendments
of 1968

EducaTion of the
Handicapped Act
P.L. 91·230, Part F

P7IrpOSl

To provIde vocaTIonal
education and services
to handicapped chil­
dren

A) To advance the
handlcaoped thrOUQh
film and other media
including a captioned
film loan serVIce for
cultural and educa­
llonai enrIchment tor
the deal

B) To contract for
research In U~ 01 edu­
cational and training
films and other educa­
tional media tor the
handicapped, and fa,
the,r produCTion and
distribution

C) To contracl for
training programs In the
use of educatIonal
media for the handi­
capped

Dl To establish and
operate a national cen­
te; on educat,ona:
media

~pp",prlO!IO'! P}"
/ f) 7;;

$39.273.000 repr",_
sents 10% of the
baSIC state allotment
under Part B of the
1968 Amendment
[0 the Voc Ed Act

$ 6.000.000

(Included above)

(Included above;

(Included above)

W!Jo "'lily tJ/lpi}

I..oca! educa!·C!na! 3ge:,­
cles applv to state de­
partments of education

State or local publiC
agenCIPS anrl srhnnl~
organizations, or groups
which serve the hand 1­

~pped, thel~ parer.:s.
emplovers. O' POtenl'a l

emplovers

Bv InVitation

Pubilc or other non­
profit Institutions of
higher education for
teachers, trainees or
other specialists

Institutions of higher
education

f1.'ht '( 'u f:.L! In(urmal!OIl

Dlv's:o'1 of Vccatlor:a!
Technical Education,
Bureau of Adult. Voca­
tional anel TerhnlrRI Eelll­
cation Regional Office, or
DIVISion of Educational
SerVices, Bureau of Educa­
tion tor the Handicapped

DIVISion of Educa[lonal
Spc",r"~ 8\1rl'.:I" nf Eclu<:,-"­
flOn for the Handicapped

D'vlslon 01 EducatIonal
Servlce~ Bureau 01 Educa­
lion for the HandIcapped

DIVISion of Educational
Services, Bureau of Educa­
tIon for the Handicapped

DIVISion of EducatIonal
Services, Bureau of Educa­
tion for the Handicapped



Appendix A (contjnued)

•Type ofAssistance

Deaf-Blind centers

Information and
recruItment

AuthorIzation

Education of the
Handicapped Act,
PL. 91·230, Part C,
Section 622

Education of the
Handicapped Act,
P.L. 91·230, Part D,
Section 633

Purpose

To develop centers and
services for deaf-bhnd
children and parents

To Improve recrUitment
of educational person­
nel and dlssemlnatton
of information on edu­
catlonalopportunlties
for the handicapped

ApproprliltlOn FY
1972

$ 7,500,000

$ 500,000

Who may apply

State education agen­
Cies, univerSItieS, medi­
cal centers, public or
nonprofit agencies

Public or nonprofit
agencies, organizations,
private agenCies

Where to get mformotwn

DIvISion of Educational
Services, Bureau of Educa­
tion for the Handicapped

DIvISion of Educational
Services, Bureau of Educa­
tion for the Handicapped

Programs for Chil­
dren with SpeCifiC
Learning Disabilities

Research

Education of the To provide for research,
Handicapped Act, P,L. training of personnel
91·230, Part G, Section and to establish and
661 upe-rilte modif:1 c,ellli:1 ~

for children with speCI­
fic learning disabilities

$ 2,250,000 Instttutions of higher
education, state and
local educational agen­
cIes and othe. publIc,
and nonprofit agenCies

DIvISion of EducaTIonal
ServIces, Bureau of Educa­
tion for the Handicapped

Regional resource
centers for Improve­
ment of education
for handicapped
children

Handicapped re­
search and related
activities

Education of the
HandIcapped Act,
P,L. 91-230, Part C,
Section 621

EducatIon of the
HandIcapped Act,
P,L. 91-230, Part E,
Section 641

To develop centers for $ 3,550,000
educational diagnosIs
and remediation of
handIcapped children

To promote new $15,455,000
knowledge and develop-
ments with reference to
the education of the
handicapped

InstitutIOns of hIgher
education and state
education agenCies, or
combinations Within
particular regIons

State or local educatIOn
agenCies and private
educatlonalorganlza­
tions or research organl·
zatlonal groups

DIvISion of Research,
Bureau of Education for
the Handicapped

DIvIsion of Research,
Bureau of Education for
the Handicapped



'\ppenuJ:\. .--\ tCOnlJIIUeJ)

Dpr M ~SSlstalicc AU;;'OJ/:.lII(J!! ]'urpor;,<: Approprta/ll)!7 ,. }

1972
who OW) app:l lvhcrc In get II1j(JrtnallOIl

PhY~lcal education
and recreation for
,he handicapped

Training 1

Educallon of (he
Hand'capped Act,
P L 9l-23C, Pint E,
Section 642

To do research .n areas
of phYSlCcll education
.:J;ld recrca:::::;r. fGr
handicapped children

$ 300,000 State or local eduC<lllon
agenCies, publiC or nor;­
~rc4:t pr:vate ed:":Cil
tiona I or research
agenCies and organl.
zatlons

DlVlslon of Research.
Bureau ot Education
f0r ~f;e YaflClcapped

Training personnel
for rhp prluc,Jr({)n nf
the handicapped

Educal Ion of 1he
H,'lndlcapped Act,

P.L. 91-230, Part D,
Seet,or, 631, 632

To prepare and Inlorm
leilcners and olners
whO work In the educa­
t,or. G~ ~he hand'capped

$33945.000 State educalron agen.
cles, InS(llUllons 0'
higher educallon. and
other approprl.)!' :-l0;""·
profit Institutions or
agenCies

D,v,Sion 01 Training Pro·
grams, Bureau of Educa·
tlon for the Handicapped

Training ot physical
educators and recre­
ation personnel for
handicapped chil­
dren

Education ot the
Handicapped Act,
P,L 91·230, Part D,
Section 634

To train personnel In
phYSical education and
recreation 101 the
handicapped

$ 700,000 InSTITuTions aT higher
education

D,v,s,on of TraIning Pro­
grams. Bureau of Educa­
lion tor the Handicapped

(TOTAL - $227,291,116)
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Traditionally, state government has played a vllal role In organizing, fmanc­
ing !lnd c1elivenng services Lo the developmentaUy disabled. The emergmg recog­
Iliti(lll that society has a responsibility fOJ caring for lis least fortuflate members
has led to an expansion In ttw role of the public sector generally; at least In
terms of the developmentally djsabled, thLs growth in program responSibility has
been most eVLdent at the state Il~vel.

Enactment of the Developmental Dls'lbiltties legIslation thrust upon state
government a broad new mandate to plan, Implement and coordinate federally
funded services to the mentally retarded, cerebral palSied and epileptICS. There­
fore, it seemed important to deSigners of the November Conference that the
vlewpoints of state legislators and administrators be clearly articulated.

in his paper, Allen C. Jen~en identLfjes the major trends in organizing and
delivenng state services, particularly In the human service area, and suggests
some of the impacts these developments are likely to have on the DDSA pro­
gram. Among the speclfic trends reviewed by the author are: (I) reorganizatIOns
which are leading toward the consolidation of human servlce programs mto on~

or two agencies of state government; (2) cleatiun of sub-state human service
areas; (3) establIShment of stale planning 0' rntegrated plannrng and budgetrng
agencies in the Governor's office; (4) a lise In "consumerism" and a resultant
proliferation of advisory board;; and councrJs: (5) IIlcreased state legIslative staff.
iJnd (6) gruwth In the involvement of elcl:led state offiCials m federal-state
relalJons.

Ernest Dean discusses Ihe IllIplications of the Developmental DisabIlitles Act
from (he perspective of a state legislator who has long advocated expanded slate
servIces for the developmentally disabled and other handlcapped Citizens. He
reviews the functIOns of state legislatures and discusses the results of an mfonnal
survey he conducted among key legislators In selected states to ascertain their
views on the status of the DDSA program. Dean also outlines his phIlosophy on
the role of state government In serving the developmentally disabled and closes
with a few cautions, suggestiDns and recommenda1ions to members of state
DDSA councils.
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Most of the participants In tlus conference are, because of the primary role
of States In administering the federal grant-in-aid Developmental DisabIlities
Program, aware of the change:;; In state government of their own respective state.
A primary purpose of this paper, therefore, is to atLempt to IdentIfy the
dommant themes. or these ch'lnges In aJi the States so as 10 assess their collective
impad on poli4.:y development and plannlllg and the administration of programs
for the developmentally disatled. This IS, lit' course, a difficult task. Whlie It IS
often easy to assess the actual structural changes we see takmg place In state
government and the changes In declsion-malung processes: to assess the actual
impact on a particular clielll group such as the developmentally disabled
becomes rather dIfficult.

Such an effort must re( ogmze Wide variations between States: not only
vartattons as to the nature of changes such as consolidation of human service
agencies, Increased emphaSIS (In cross program pLannmg, or increased staffmg for
stare legislatures, but also the stage or phase of such changes. Phases lange from
early planning, to eady Implementation, tu reevaluatIon of earlier changes In

order to determine further modificatIons of structure or process for
adlmnistering human services programs. The following are the changes In state
government which will be discussed In thb. paper

A Reorgatllzation of stale governments to consolidate into one or [W,]

departments a large number ofhuman services programs.
B. Establishment by executive order or state legislation of common

sub-stale services areas for state human sero;ces programs.
C ESlablishment of a GUl'ernors' stale planning or mlegraled planning

and budget office and/or establishment of planning and budgeting divisions In

consolidated state human services agencies.
D. Consumerism and manageable administrative structures-the

dilemma.
E. [nc:reases in state legis/alive staff
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,dallOllS.

REORGANIZATION FOR CONSOLIDATION

A dormmmt theme ur ~LJle ~pvCJnlllCnl rhaJlges In the p,b! five UI S0 Y'~:JJ~

has been the reorganllatlon uf $IJle gllvellllncni A number 01 :'lCPdf<.t1t' hUlfI:i1l

service programs have been cOl1solldall~d Inlll ldlge Jepartmellt~ called Humall
Resources Departmenls, Health dnl! Welfare De~IJrtments of Iledlth dnd Su 1<11
Service:'. or a slnlllar ndmc

Tile maJur con:-.ohd<ltllln treno at Ihls rlllni places welLHc 50CI(l1 serVICt'S,

which dfC now a 2~ billion doll'lr federal prograll. In the ~dme depdn1ll~l\t with
the m~ntal health and 1tlenti11 retarddtHlIl 'iervicc agcnCJes. Twenly-ioill stItes

have done this Twenty state" h,we the welfare ~ucltll services progrJnl and Ihe
pubhl: health program In the same JepJrlllll.'nt. F'ltteen :>'[ates pur welLlle SlJu;J1

servll,;es III the same deparlment wltll IlICIlt.d hl~alth, mental rclaldatlull, and
vocatjonal rehabilitation. While at thl" Plllilt In time plObably half 1IIe st.Jles
have the vocational rehabIlitation prugrarn HI thl..' education depal tmenl, lhete I"
a strong trend to plal:e It III ~uci;lI selVlces Liepa, tn\ents

There are 19 states that hi:lve 10 or Illllre selVlce" (sllch as those flll mc 11al
health, mentally retarded, corrccllun~, t'lllpIUyrllt'lIt, W..:! ":l I I· ..,UCla] "eIVI:n,
public health) III i1 (uns.lliltl.][cd depiHI1llCnt uf Iluinall resoulI·e~. Theil' <lIe .~~

Slates In whll.:h seven nr 1110le llf lhe pillgraills relaleL! lu th~ Deve]ormcllli:l1
DisabIlIties Act and requllt>d III be 1l11:llldl'd Ullder [he state plan are in one
c,)nsolidaled agency.

These agencIe" are organized III ViHlOIIS WJys Some are organlled according
to their primary functlolls such <is operallons, tel tlmeal aSSIstance, pl.llllllllg :lrtU

evaluation and management selVlces. Others. drc orgdnlled by program such <:I~

publiC health, menliil health, employment ~erVlce, weltarc, etc
In public aumlfllstratloll tenllS [he reasuns fOI such action IIlclude

1 To reduce the Ilumber of IndiVidual agenCIes reporting dlledl) to
the Governor thereby Increasmg the Gover nOI \; ability to coordlnJrt' jJlU

admlllister human service programs
1. Tu give authOrity for coordlnallng i:I bro<Ju range (JI hunldll seflllCC

programs to a slIlgle agency dclml111strator \)1 Jlhl1ll1JstrJlor~,

~. Tu Improve managerial systerl1S andjllr capahllltle;; or the :-'lJ.tf' In
rt-specl to 1he dehvery of human <;erVlces

It IS recugmzed that II lhe ubJt'cl1ves III .IJllllIll~lermg hUJlIJIl serv ces
prugrallls are stated pr~domlnJ(Cly III Ir.:Jlll~ ul t:t'II~len..:y, lost-benefit'; Illd
econolllles, fe;Jr and ",keptklsm IS fell by SUllIe They teel slgmfh:ant service ~('db

Include altemptmg ttl achieve gre<Jter human dl~I1Jly. where beneflls Illil)' be
measured 111 terms of self CJrC', IltJl Jlw<Jy'; sell ~Urp()rt. and where the nerd f\lr
indIvidualized servIces may lUll (lllJlller 10 allerlpls 10 achieve economy <lnd
effIciency by gloup servLces

Many of the plOgrams and servKl~S needed by those with devclupmcrlTJI
disabilities are IIlclucied 111 such cOllsolHJated hu 1ll<J 11 servIces progralll
d~:partlllents_ A recent allalysls 01 consolldalJUll ctlnsldered tho-;e leder.illy el1ded
plOgrallls admllllstered by Sli:lte" whlCh iile 10 be Included III Ihe cro~~·pr(lgrall1
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plannmg element of a state plan under the Developmental Disabilities Program.
About half of the States had "0 percent or more of those programs administered
by one consolidated human resources department.

Many of these consolidated departments are in their first stages of
development. in a number of States a Secretary of Human Resources (or sume
similar title) is appointed. 1-l1s responsibility during the transition period IS to
develop a recommended administrative structure for the department fOT
consideration by the Govern('r and legislatule. TIle form and lines of authority
for the consolidated human s4:rvices departments Wlll be better known following
lh~ transition period.

It lS, quite frankly, lot) early to tell what the total Impact of these
consolidated human servlcl~s departments will be on services to the
developmentaUy disabled.

Form and structure of state government are Important as potential tools.
However, the use of such IDOls as relates to a particular client group will depend
on several variables. Among Ihese variables are: (I) lhe si'e and scope of the
department in whIch the VHIOUS service programs are localed, and (2) the
location In such department l}f the specific federaUy funded program for those
with developmental disabilities.

State elected officials ,lTe, like federal offiLlals, often confronted with
competing demands, Le., for establishing major visibility, for coordination
power, or for high level advocacy positions 10 state government to represent
vanous groups of people needing governmental services, includ10g not only the
developmentally dISabled, but the aged, children, the mentally ill, etc.

11 l11ust also be recognized that there lS the necessity for 10teragency
pl;mning and programmmg f(,r particular services such as healLh, socll:l1 serVIces,
foud and nutritIOn programs, manpower programs, and chLid development
serVICes, etc.

It should be noled thai the specific agency or advisory council for the
deveJopmentally disabled is 1I0t the only place jn Slate government where the
various roles and functions (advocacy, planning, coordination, and the power to
aJlocate resources for services to the developmentally disabled) take place.

SUB·STATE SERVICE AREAS

Another (rend has been the establishment, by executive order (0 stale
legislation, of comnlon sub-slate service areas for stJte human services programs.

Over 40 states have C[(~'lled common sub-state plannmg and service areas
which are to be used by agencies and orgamzatinllS In state government for
pl.mning and admlfllsterlllg programs. ThiS effort is in various stages of
development from the Imtial deSignatIOn of such areas to more highly organized
sub-state service districts wllh major II1volvement by local government.

The purposes of such actions mclude
I. To provide a comlnon population base for delerminmg needs of the

individuals in an area for a number of interrelated human service programs.
2. To provide a ..:ommon geographic service area which facilitates Jnu

snnpltfies communication between human service agency personnel.
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3. To allow the use 01 the :ldlHe field OIl'll'C ".Il:culllmodatIOIl" J()d ~tlm('

gener.al services personnel by InClre Ihan one agelH Y.
4. T L) prlwidt~ \1PPOftlllllty fnr gr·'J(t'l InVLl]vt'!lI~nt bv I. I~ dl

governmenl~ In the pl~IlJllllg ~nd prOVJ:,>10n of human servlce~ 11lJ 10 lellt.>ll IIll'
local priorities and sltua110ns..

It is recognized that some servICe, (lor exarlpJe, d nl~lghbolho()d lentcr d'l
contrasteu to i:I vocatIOnal tramlllg center) may requlle vaned SI7es of pOpULtClOl1
groupings and geographJC areas. Ho ..... ever. suh'an"a designation fOI Lcrtalll k,lld.-..
of serVIces does not mean thal the baslf cU1H.:eF't of common :'>ub-slalt: ser\llCC
areas is negated. ThiS type of ellort ct'Tlilmly IS one that should be supported
lhose cOllcerned with the deve]opmentJlly disabled should be helpm.~ th~ sr lle:­
make systems wnrkable_

[ lemember that about seven years ago In the slate where I wOlkt'd the
employment servIce thought that sub-state reglOn:, were <I tremendous Idea fhey
decided to concentrate nlosl of then servICes III the smalJ I.:lty that wal' Illcalej In
the middle of a sub-state service arCJ havmg a 5(1 ITIlle raulUs It WdS d mlsus': 01
the concept of sub-state service areas because 11l3ny of the people they were
trymg to serve Wlth the mtenslve servlu's dldn'l have transportatlOlI In IllJIlY
C;lses, there need 10 be and are beLIlg eSIJhllsllcc 'iJtt'lIlte center" JJld oUlreal:h
programs to take the s.ervlces l(l the people Tt'ese Me LL)mplemell!,Hv ll> llle

c~ntral office mtenslve servile c<llJabdltles
TIle followmg IS a brief descTlplinn by the s'ale planning 1)lflCe III G~l)r!!la

of the plans bemg made 10 UII1J7t.> sub-Slale aredS"~ the mergmg pOInt 1-01 V,]llllllS
human services and as a loglc.ll e,\lensl,)n Ill' !he cUn&l)lldi:ltl:m of (III hur'l~11l

service programs.

"The most signIficant ht.>Cllth related LnJtlC1tLve tdkt'll hy
GeorgJa dUrIng the past yCJr ha<; been tlte conSOllda[Ll}n 01 all
human services plogr.wlS Inlo a slngl ~ Stale agency Illl'
ObJ~ctLve of thiS consolJdatlOn IS 10 cr :ate a slIlglt.> IOICt' In
government wllich wLlI elflclt'ntly ddlVeJ c01llpn;ht:I1~I\'e

programs and servIces 101 tht: phy"llcaI, mental, and SOCJ,JI
weU-bcIng of Georgii:l'''; cItizens A" a logical l'xtCllSlOr, of thiS
effort we are begmnmg to mergt~ "er.lces at I he pOLnt ot
delJvery. Human development ~ervlce~ LIl Genrgl..! will I,l'
adnl1ll1stered at the substate level through Humi:lll Ri:snU[Cl'~'

Dlstncts For actual delIvery (J[ St"rvLce~, each Jl:..tnd Will tw
subdIVided mto Area ServlC"t': Nerworks \ILth d popul<:lt on ha':t'
of approxlmatf',ly 200,OUO.

The Area ServIce Network wtil cor Iprtse a Headquarter:..
Unit, st<lffed by a dln:dor, :-.pe"':IClI lrIt"l,tal health personnt:'L
and prolesslOnals, paraproles~lollah, 1I1l(: gent':ral "taft related
to the fuU rang(' of human Jeve]opmcnt ervl.::es The t'Jetwork
will prOVide as:-;eS:iment and dlagnu"ib ~ero'Ll'es, COllll ......:lmg,
protective :'-t."rvi..:t"!'. fo~ter car~ JdlnlnlS ratIon. etc Inltl<llly,
lwo Health Acct'ss SliltJons will be uevdoped lor each
Network, 10 servt' secundiJrv populat,on centers In e<lch
dlstnct. All day ..:art.> ..:enler~ 101 [he ageJ, pre-scllOoler<.,.
mentally retarded. etc .. iJS wt'll a:-. gloup homes tor the
disturbed, though not co-Iocaled. Will bt attached aUlllltllstr;l
tlvely to the Area Network HeiJJquarlers Unit

At Ihe county level, Human Kesou(ces local olrlCes will
make e:xtensive u~e of pararrofe~<;Lonals fllr outreacll dnu
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extensIOn services, providIng referral to professIOnal assistance
as needed dnd brInging a new perspectIVe to case
managemenl .,

PLANNING AND BUDGETING

303

Stul another trend has been establishment uf a Governor's state planmng 01

integra led planning and budgel office and/or establishment of planning and
budgeting dlvislOns III consolidated state human services agencies. Among lhe
purposes of such actions in slate government are

1. To relatt' budget requests to the Governor's program prioflties and
goals.

2. To interreJate plOgram and budget requests from the vanous
deparlment admmistrators with related servIce functions.

3 To facIJilate the definitIOn of responsibility among agencies in the
depaltment and between tlepartmenls and possible shifting of specific
responsibilities proVided by separate service agencies in the agencIes and
departments.

Once agam with the broad array of services and programs which are needed
by the developmentally dis.lbled and which are reqUired to at leas I be
coordmaled on paper in the state plan for the developmenlally dISabled, the
qUCSIIOIl Illu:)t be asked whelher 01 nol Ihe federal program reqUiremenls arc
complementary to what som~ states are attemptmg to do through Integrated
planning and budgetmg systems which l..:ross a number of program lmes

CONSUMERISM AND MANAGEABLE ADMINISTRATIVE STRUCTURES
THE DILEMMA

Perhaps It IS useful to point out thai one of the major dilemmas IS that as we
develop more sopillstlcated administratIve mechanisms and structures for
delivermg servil..:es, there IS a lise In what I~ called "consumensm" and increaSing
federal requirements fur adVISOry or policy making councils for particular
services ur programs. This may contlict with efforts to consolidate agencies and
provide adnunlstratlve means for coordination, etc. of a broad range of human
services. A~hlevJJlg :1 balance between "consumerism" (clflzen and clrent group
participation III the plannlflg and policy makjng process) and manageable
administrative structules wah sufficient l:cntralization of authority is one of the
most difficult problems facl11g those organiZing and developing consolidated
agencies.

INCREASES IN STATE LEGISLATIVE STAff

Another major change HI state government which perhaps has one of the
most significant impacts on servIces for the developmentally disabled is the
major Increase in the size and speciaHzalion of the staff for state legislatures.
Many slate legislatures are n.,w developing staffs whIch have specialization for
dealing with the handicapped, or welfare, or educatIon. Such staff offers slate
legislators mdependent informatIOn and program analySIS sources and increases
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their nblIJly to cstablJsh piinrilJes :.wd arle,:1 the means llr deHvermg service" fill
the developmentally disableu

INCREASED INVOLVEMENT OF STAIE ELECTED OFFICIALS IN
FEDERAL-STA TE REL\ nONS

The office of Federal-State Relations of the Cuuncu of State Government:-.
In Washmgton, D.C. was estabUshell In 1967. Slllce that time Governors,
legislators, budget officIals, planners, and uther '11 ate offlclJls have rerelved more
dlrect infurmation abdut federal legislative and admlnl:-.lratlVe iKIIOllS. Theft'
have also been 1l1ajor incrca:-.es In the OPpl)rtuntties fur duec! mterdclIOn WIth
the Congress and federaJ exei,;utlve branch ufflclals by stille elected ollJClitls ,wd
their staffs. Such interaction has permitted st.ltes to expreis the IT vlew~. on
V3flOUS proposals 10 create or modity federal grar, Hn-a1d progrclms.

P~~rhaps SOnlt.> of the mm.1 slgni!Jcilnt efforts 10 Involve sl;J1t' plllCletls III
federal-state relations will be held In Del"embn ] 972 and Janual)' 197J A
conference for state budget offH"ers and two con1erences for st.lte legislators and
their staffs Will be held dUrIng thIS peTlod ReqUIrements and options dV3uablt.> 1(1

slates under lhe revised SOCIal ,e[Vlces program • .Ithorized ill the SOCial Secuilly
Act, ;md the re"ised welfare plOgram fur Ihe aged, hlind and dlsabJeJ wlJI be
discussed with the state offiCials attendmg lhe cClnferem:cs. These proglam::. WI]J

have a significallllmpact all lhe uevelopmelltaJly ulSableu.
Last May The Council of Slale Governmer,ts cunvened I'or tilt' fIrst tune

wlth about a dozen dlredurs 01 s.tdte const,ildJled human 1~'S(llIrC(':-' JgefWIt><;
The ad ho(,; one day conferenct: prOVided Ihe~e cftlclals WIth an opporlunlty to
exchange Idea~ as 10 goals, primary aCl,;ompllshlllents, and chwf problems th~y

have confronted They VIsited WIth HEW Secret:'lfy L1l1ot Rlchafd~oll regardlllg
the interrelatIOnship between state consohdated human services deparlrn~nb and
rus eftorls to (I) be mOle responsIve hI the..;e lo..mds of challgr!t In staIr
goverrunent, and (2) prOVide addltlOnaJ lOoJ~ to Stales to lillpruve the
adnumstrdtlon and mtegratlOn of human servJ(.:es.

AI that partJcular meeting there wele s.ome comrnelll, by Ihe human
resources department dlreclors whh..:h summarize s.ume of Ihe l!lln~~ dlSl..ussed In

this papel. Here are three commenls which I thLfl~ are pertlnenl
I. The goals 01 reorganIzation won't be accomplished untl] the servIces

are put together al Ihe local level
~. Problems anse because of pUblIC expcdatlOn [hal lIlaJor ~avmgs wllJ

result 110m reorganIzatIon. In faLl, mcreased ;lcc"ssahl!tly and need" Jsses.smcnl
capability may Sll mcrease dt:mands for :-.ervlcL~~ lhal It onsets any saving::.
resultmg from reorganizatIOn.

3 AccomnlOJation nllI"t be made flU the changl's ul roles (.I the ;;Iate

slatutory boards anJ commiSSIons (which 01 rerl have very prestlgl()u:-, people
sJttlng 011 them).

lllis hSI of changes In stalt: goverrunenl IS 110t e:xhaustlve but pe,hap~ 11
gives some mdlCatlOn of trends wmch WIll h(1ve an Impacl on tlte
developmentally disabled

Two brIef papers hy dueclUrs of the :-.t:Jle ,:unsOlldJled human r~'S(lUI(:~S
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departments in Arkansas and Florida which describe the structure, goals, and
current actiVIties of their respel·tive departments follow in AppendIces A and B.

COMMENTS AND II>EAS FROM RESOLJRCE PERSONS

AI Marshal

One danger of burying the program for the mentally retarded In a
larger human resources department is dilution of the clout of those
advocates for a specific cliem group such as the developmentally disabled.
For example, you are forced to make your pitch at a lower level to a deputy
commissioner-who makes his pitch to a commlssiuner-who has 17 deputy
commissioners-each of whom has "his own bag." Then the commissioner tries
to relate these requests and establish priOrities before speaking to the governor.
On the other hand, when you have the State Association for Retarded Chddren
"coming down lIke a ton of bl icks" on a commissioner for mental retardation
who has to speak directly to Ihe governor, he often speaks with more fervor,
more excitement, more concern because "he knows he has those hungry ones
out there after him."

The advocates of services for the developmentally disabled were cautioned
not to let pursuit of "coordination" result 1Il gIving up some aspect of
effectiveness in the advocacy role.

Do not fail to distinguish between the mechanism or vehicle which can most
effectively provide a semce and the functIOns of integrated planning for various
kinds of governmental services. This is one reason many states have establIshed a
state planning agency or pJanning coorJinatlOn agency separate from the
agencies responsible for delivering services.

Concern was expressed that in some of the larger states, If all of the various
elements are thrown together to come up with a department of human servlces,
you may create a very useless animal. The department could be so large that It
could not pOSSibly deliver the d,ly to day services.

Doris Fras~r

Listed three points about change in American society:
I. The LJ.S. has an open-ended society that is able to change, going to

change, and a Constitution that allows us legally to change.
2. Americans have the ability to look ahead and be open-minded about

the fact that we are able to change.
3. This places a tremendous amount of responsibility on the cltizen,

the consumer, and the person advocating for change.
In another conference discussion someone said, "Don't worry about the fact

that the consumers on your State Developmental Disabilities Council don't
know anything about the federal laws or State plans submitted to the federal
government. Just let them ask the experts. They'll tell them all about it." My
response to that IS, "The extent to which your family and my family know
where the decjslOns are made, who is responsible, and who to-eontact to get
things done, plays an importaa! part of the total scheme of government." This
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knowledge 15 also relaled to the degree of ~lIenJtloll 01 Ihe people rrorn feder.ll,
slate and local governmenL

An m~hume111 In sidle I-:llvernl1lt'lll LhdL ,_all ..JtleLl resuu[l.:t' JllO(iJlll'l1 I~

needed In order to rei:llly alfecl the \I,H1DU~ stale programs ;md tt"delJJ

glant·m~ald plans which i:lllt"CI Ihe develLlpment;dly dl~i:Ihled

lNOTE Her comments are haseL! on her expeJlence since 1967 Jtl the Oflh.:e
of Planmng 10 Massachusetts where a team Wjl~ respomlble for developmg the
plans for the modernization of slatt.' gn\l~rnml~nt. That plannmg resulted In a
coherent form of guvernment where there had 'lrcVlOusly been 172 departments
and 323 boards and comml~Slons. TIle Bureau of Developmental DisabilitIes
wluch she dlTects IS now In the Executive Offill' of AdmlnlstratJUIl and FlIlanLe
because It was felt that it was lmportant tl) set ,I pWHlty for <I vuJlleriihle pont III
the populatlun called the mentally retarded. I

A lot of the rhetOriC about tlte need for mcreased effKlency and
effectlvenes<; in government IS politICal. II I~ b,lseli un lhe tremendou.. PH~SU1~
caused by msufficlen1 revenu{' tu me~t the (OnlpetlOg demands fl.)! selVlce~ alld
by many politicians' unwlUlIlgness tu stare \Vha [he nature of taX relolm sJwuld
be.

Integration of sen'lce") mll::.t he a "holtnll1llp"..ts well a<; "'lop down' dtf..tll
Some or the most sophisticated human servlu's plJllrllng t(lr reorgalllzallllll l~

reorganizing the servICe Jehvt'l) syslelll It:itlr, al [he boltum.
LOl:al servIce delivery leorganJ/.allOn ~h Juh.l mdude case managell1t'1l1

cenlers
In the past, service delivery has cumhllletl IWI) Ullportanl tuncllOm Thl';:

person responsible fur dellvenng ~ervICes hd<; bi en (1) the mi:lnager of the ·:lIenl
and (2) he was lhe provllJer oj St'J\'h:es [0 that chent as well I believe Llat IS
wrong bel,;ause It prevents the opporlulllly lor ::leal cut evaluatIon The ')CTVlU~

provlder LS not in ;J pOSItIon to cvalualr the sel'llces he gIves That task behlflgs
to someone else.

In uur society with Its complex tllnctlon~ there needs 10 be ,I per~llll III

manage the ~elvjces and the person(::.) In the service., HI<; WhtlJe lub 1\ [hl~

responslb111ty (If ~eeJllg lhat rhls per ... t)rl or 'amlly I.., managed thlough th,~

system. HIS Job lS Jlt1erent from IhJ! {If llie ,erVlce pTovlder. He becnmes:J11
advocate who IS plUteclll1g [he e1lenl In 1I1dklIlg sure thi:ll the )y)IClll IS
adequately planning fllf alld meeting .;;ervll:<.:' IICe,b {number uf ddY'" In [Iealment,
day care, IIllllstltutlOn, che(.Jang back t'J s~e wh~ther the treatment I:'; dfectLvel

Another element III :-.ervlCC delivery J::. LLlIlSLlrllel representation In many (If

[he law~ being passed you will find new pro(,l'sse.., being bUilt lilt!) publ1L sel nee,
appeal rncdlanlsl11s and review IllC..:hJllISlllS art being hullt III With {he "lei (II
fedelal reguli:ltlonslIl 'TIlle It} there IS l:{Olllg 10 be annual reView, PCflUUll 11;''Ile\\.

etc. These are very crul.:lal IhlllgS where dlly kInd of hUllldn servlCes legls!<lt'lln h

up for conSideration. ClllLens IlHISt have a built· 11 sy\Lelll of appeal

WORKSHOP DISCUSSION

Will many mUrf' slates consolidate hUll/un re!Jow'ces departmeill~ or wtll there bl'
a breaking off'
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Jt'"sen:

nlal's ulfficult to generalizl~ beci:lllse there's an ex treme degree of variation.
Some guvernors can live with the slluation where they have a large number of
people reportmg to them. Sume governors want Information in greater depth.
Also, the sheer size of a state like New York may mean that what works in
Delaware wouldn't work In New York. There isn't i:I singJe appropriate way to do
it for each and every state.

Who sets [he prioritles for detemlining who rfceilles services?

Fraser:

The questIOn In Massachuselts right now IS baSically how much authority do
you give the sub-state area admimstrator.

A mam inefficiency of our government IS the failure to make program
managers of our program servlcers. Regional administrators must have some
nexlbility In theu own budgets to be able to deal with regional dIfferences such
as increased pressure for a palticular service In any given fiscal period (for
example, traming versus counselors). They need an account through which they
can respond to the unmet needs :)f a particular service area. Of course there must
be certain basic eligibility conditions set as Ihere are now. If you go to a stronger
and "'lronger vendor payment program, then of course you are into the rale
sellmg approach as opposed (0 (lie public inslItution approach.

A rising pressure fur Lhang~ is the reqLJest for community based programs
for people who have hy and large been in Ihe institutions. Now consumers are
saYing this IS no longer adequak and that institutIOns are inefficient from every
pomt of view. They want a vendor payment program utilizing a full mix of
proprietary, non-profit, and diversified splJnsorship to produce continuity of
care.

Most of those dehvermg or admmlstermg serVices, including those running
the big public mstitutLons for the mentaUy retarded, have the right objective but
the machinery Isn't in place yet I think it WlII take the next 10 years to get into
the vendor approach to the care of the severely disabled.

It IS well agreed that there i:, the need for resource reallocation-I.e .. shiftIng
resources frum Institutional cart to community based care. However, there will
be prohlems related to the displacemenl of the work force III mstltutions, with
result 109 pressure on legislators from those workers. In the power struggle we're
gOing to need a new breed of managers whom the legislators trust and respect.

Where did the impetus for state reorganizalitln originate?

Jt'nsen:

There are three possible reawns for reorg<llllzalion

1. Frnstration-lSO·20Q state agenCies and no way governors' staff
cuuld relate to that many agenC)l~s.

2. Efliciency-l.:enlrallzatlOn of some of the administrative functions.
3. Reduce !ragmentallOn-llnprovc effectiveness of programs by

consohdatmg related <Igencies 1TL such a way that coordinahon at the operating
level Will :-.erve to strengthen aU programs so combined.
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Marshal:

Part of the Imperus fur reurganllatlOrll1l slJles ISeVCrlllWre basIc rOT IlIallY
yeaTs Ihe federJI govellullenl played J IllJlluT role 1I1l\lJ Ihe 1930\ Mll')l dlrel:l

servlce~ and many mdJTecl services wert' perfOrTiled by locaJ gl.)vernmeJlt~. DUTIII,!!
those years the state gOVCrrlnWnls wert' Ihe rnC~l meffectlve level 01 guvenlllH.'1l1

because they were not expected lH caUeLl upon Ltl perform a lot of service..,
Then came the need for still~ governmenl tu hecome an elfecl1vE' oper:Jtmg

government. As the federal governlllenl beg1Jn LO partIcIpate WIth funJs and wnh
standard....wd gUidelines, a "dllcle WJS needed that could be effective wlthlll tilt-'
puwer units thi-lt alreJdy eXIsted, nallJeJy the ~tiHe guvernl1lcnls There came
about an emergency recognitlOll th<:lt some of the prublems to be solvcd, the ne'w
levels needed, and the I1ew roles lhat we wdnt,:d government 10 play, could 1](..1

longer be handled by one local government.
Thc emergence 01 the 1l2tlOil had cJused Illci:l1 guvernmenls to ~li:1rt [0 lo',r

some of then efflcieJlcy. At Ihe same [line, In llrder to be elflclenl we net'ded <J

level of guvernment below tflat ur lhl' led,~ral government. While pl-,l1tK,lJ
sdellti~ts promoted regional governlllelll, ObVIIAlS polJtlCalleawns diL:li:1recl <l try
at mdklng st<lte government bec()[lIe an eff~dIVI· government

The great American lradltiom 01 ~fflcie(l(Y Jnd economy welC natur,d
(addltlt)nal) Illcentives

In the last IS years, every piece 01 federal leglsldlllJll that I know 01 hd::' III

one way 01 another <;trenglhencJ Ihe 1t)le 0 Sidle gllvernment. II ~ h~t'11 .iIl

evoJutIOliary process.

How do you accomplish stale reorganizalion and at the same time gf'f Ihe
information down to the locallelld abou( whO/IS gomg on at the slale leve.")

Mar.,hol:

1 he workers in the vl11eyard know ilb(Jut it and they know abou I It SOOI1'

To develop a strong central form llf govefllmcnt, the best way I', to gel all
the people who can 10 particIpate III the devel'lpment of i:lnd acceptance I)f the
plan. Then eventually, a romt IS Icached where some people lust do 1101 wmt 10

accept the new look. 'Those people musl Icave.
The worst possible technique is to go th,: 0pposlte route and leave I'wld

people out of the develupment process. If the field people don'l want the cllems
to know what the reorgaTllzall1Jn IS about. Of [' they W<:lnt tl) lhslort 11 becJuse
they don't buy the Idea, werell'! cunsultcJ Jbt'ut II, dOIl't like H, or sume other
reaSlln; you're dealing nut unly With a nlarl uf Ignurance but <lls(1 With In
outfight attempt by youl staff to de~lruy the I-lIJIl, tll Illlslllform :H1d lllislead
people.

In our reorgamzalloll efforts we've always made II one r,~sponslbJllly l)J Ille
new entity to reach out ~nd :-opreaJ the gospel of the new look No one el~,t' Cdl)

do that successfuJJy because anyune else app~al', dS iJn outslder.

Fraser:

In Massachusetts lhe state starr spenl a gre It deal of tmle at meetings nt the
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Massachusetts Association of Retarded Children orienting them to the political
possibilIties thai this reorganization has for them.

We must have people In government who are willing to go out and converse
WIth the consumer on his terms. Unfortunately. not many in goverrunent can do
this comfortably; by and large they're quite defensive.

Jensen:

Some states mclude dlssenllnallon of information between levels as one L1f
the functions of the sub-state area directors.

A comment was made aboUl state legislative involvement and checks and
balances.

Dole £ ngstrom

We've been talking aboul government agency ties <1t Ihe state level but don't
forget the legislative branch. In the lasl 10 years there's been a great change 10

the calibre of stale legislators. Those knowl~dgeable people who are willing to
t:Ike Initiative provide more of (I check and balam:e between the legislative and
executive branches of state guvernment than we've had In the past.

New roles ofcitizens were stressed.

Fraser:

We need to note the role III whJch CItizens are Increasingly taking on more
and more authoI1ly. We see new types of boards and commissjons emerging
Those Wlth monitorjng, policing and plOgram policy formulation attributes drop
down to sub-state junsdiclional levels. That's okay. We don't want to

consolidate everything. We need vehicles for people to be involved. People have
to Identify with policy fonnatioll. These are tremendous learning processes.

Even if the Kennedy ment;~ health system did nothing else, it did involve
CitIzens In a new kind of way. I don't think you'll see citizens giving up any of
the power they gained In those reorganizations of the past 10 years. Once they
taste Involvement they don't walll to give it up.

One of the greatest challenges of reorganization, (hen, IS examimng under
what conditIOns citizens will pal t1cipale. There is a WIdely held notion that (he
executive branches of government hdv~ become so powerful thai the citizen has
no opportunity to participa te In shapmg hiS own destinY. Many policjes and
procedures are set down with [10 chance of appeal. \Vhen even the middle and
upper middle classes lack the time and appetite for the bOllle, the poor citizen is
helpJess. Therefore, citizen participation In determining conditIOns for Citizen
Involvement IS especially impOl tant.
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STATE OF FLORIDA

DEPARTMENT OF HE,\LTH AND
REHABILITATIVE SERVICES

BACKGROUND

Prior to July I, I 'Jog, Florida's CX~CLltl\'t." h,IIlCh 01 <;[at<..' g()vl'rnrll~rl( .1.'.:1.." .111

unwIeldy and unrespon"lve ~trucIlHt' compc·"ed of more !hall ::'~O "l'par<1lt"
mdr.:pendent admJnl~tr.:Jtlvc agenLJl'~ In tilt' "pring () 1Y6·,' " ntwlv
reapportloned state kglSlature met and tJ.rattej J new ~'onslltujlull lor 11'_dllid
This new ConstitutlPn Included a prOVJ~IOn which ft"4lllred Ihdl all dille
executIve Jgen(;le~ of FlondJ would be rt:oI!!,dnued Into nut IlIlJ[C lhJ.1l :' ~

administrative departllu:nts prIor to luly I, -196') hom tJlL~ Cnn'itlllLtlUlldl
mandate for reorganlzJtlon grew Florld.l's It'W DepJrtlllt:llt ,) IkJlttl ,Illd
Rehabilitatlve Sr.:rvlcn.

Pnor to reorgdnJzatJnll, then: t')',Jsteu 15 Ind~pendt'n( agt"nL1e'l ","('1hlll,~ In <111

area descnbed as human resour\:e~ 01 '-OlwJ aIle] health ~ervlce~ Tht',>, (j~t'nlle,",

were a~ follows'

DIVISion of Corrections
DIVision uf Youth Sl'rVll e~ l You Ih ('lJrrl~dl{\ns)

DiVision of Mental Health (Imtl1utlOn~ ,Inei C()mllllnlt~' rrO.l',r.i1I1;)
DIVISIOn uf Mental RCI::J./dJtlon
DIVision of V"rallon.:lJ R~habIIJlalll)n

F1tHlda ('ounul for 1h~ I3ltnd
CommissIOn on AglJlg
Crippled Chudren\ Commission
'Slate Department of PllblJc Welfare (Puhhc ASSISI,-lnCe and Mcdll;lld)
DIVIsion of Community Hospital .... and Medical hcul!lc"
State Board of Heallh (Including CounlY Health :)epartmcn(~)

Sratt" Tubercu}o"l5 Board
Pe,t Control ('ommt"~lOn
CompJehenslve Ht"aJ1h PlannLflg
A,kohobc Rehabil.Jlilllon Program

The above dgencle" togt:thel Indude 37',: of all ')tatc elnplny\'l'<; dnd ~In

annual budget of o\~r $600,000,000. They were admJlll ... tereo hy V.JIJUII:-,
comrnlttees compo ...cd of membels of .Ill e1ectl'd cablnd ur ndepenuent l)(l.:Il(h
and COmmJSSlOm <Ippolnted oy tlt~ (;merllor Thl ... 'icl1ll-lIldt'pl:lldl'llt
multIheaded adminlstratl,.)f\ rnulled \Il ,I '>y,,'em wh\(h Wj~ unrt''''ll('n~vr: lu
policy dHectlOn from the GOVt~rnor (If Ih.: legl~Jatur!? and w!llL:h did 11('1 l:IVI" d

clearly defjned admlnlstratlVe duthotltv whlCh ,'ould OL' 11elu -tccourlldbit" le>l li,t'
actIOn or mactIon of the <Igency "

Recent advancements In computer ami nldnagemcilt JrIforlTl;JII(I!l S~"'lelllS

and ~omprehenslve plannmg provide th~ tecrrnology tor developLng d 111l'IV

efficIent means of dehvering SOCial service". FlorHld\ ~HfVlom "tluctll<: (II
multiple, Independent saLlal .service dgt'nLlC.., dId nol pr,wld ..' the org,Hllz:ltltlll.LI
base' nf"CessafY ttl L~kL: advJnlagc 01 me,dern m,LnagenlL'flL to(lls l'on'i\'qllt~llily ,J

comrlf"hen~IVe dep<trllllent WdS crcatl:J under Ihe aULhollty "f d ~Ingk "'('l .Iury
appOInted by the Gov.:rnm. This new Depaltll'cnt oj HI?Jltll alld Hdwhllll,tll\'l'
Services combllled the above 15 agenne'>llltn nine dIVISIons Irclullln!!

Adult COfTedlOn~
Youth ServICes
Mental Health
Retardatlon
Voc.:Illonal RehabIlitatIOn

Fanlll" SeTVL(t'",
lieJllil
AJmlllSlr;Jtlve Selvll..<::O:
J'lanll'ng 3Jld L.\ialllJtlOrl
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The new Department of H{~alth and Rehabilitative Servu.:es mcludes mosl of
those agencies WhICh, prIor to reorganIzatIon. were makIng an uncoordmated.
duphcall"e effort to deal with problems of Floridians.

[he need ror coordinatIon or social services IS emphasized by the trend to
develop community-based seTVlce programs and to provide servIce to rarmhes
father than service to indLv1duals. FaT example, correctional work release
centers, rehabilitative fac.tlities. youth halfway houses, commuTIlty mental health
centers and pUbhc health chnlcs are de"elopmg at an inl'reasing rate. Eal'h
agency feels that 1t IS unlqudy qualified to treat the family. SlIlce most
dlsduvantaged famJIJes suffer frvm several dlsabLlltIes, 1he overlap of se~lL:es and
facLlLllcs LS slgnlfJcant ill terms of cost effectiveness of the lill( doUar spent.

In Ofder to eHed admHu::.tratIve ac(ountabllity, the reorgaTIlZdTlOn of
Flo(uJa he<tlth and rehilbLiitatI\"e services induded the abolIshment of all slate
hoards and commISSlOns, as well as local board<; and commlSSlOns InvoJved In

adrnllllstratIve or quasl-aumlnlstratlve actiVIties. ThJS resultt:d m vestmg all the
power and responsibI.1I1Y for adminlstralwn of aU social servu:e ag~nCles m a
Single secrf"tary appOInted by the Governor.

The creatIon of the new Department of Health and Rehablhti:ltlve Services
estahllshed the fram~work fwm which ~(luld develop d more effectIve ;)nd
dhcl~nt means to deliver he,llth and rehabilItaOve servl(~S In Flonda The
Department has moved III the duectlOn It appeared the LegIslature mtended.

A central computer-based mformatJOn system, uh.lizlIlg remote Video
l:ommuTIlcations, has been developed for pUblic assistance payments
management and MedlCald pfLor authoTlzallDn and control. ThiS system is bemg
expdnded IIIto <t smgh: Integrated dep<tltmentlll mformatlOn system.

A urll(orm ~ystern 01 11 departmen(al regIOns hJS been developed and <Ill
program operations have been realigned WIthin the new regLonal structure. Three
experunentaJ departmental admlTiistrators have heen assJgncd responsIbl.hty for
coordinatlllg and admimstermg three of the regions. Departmental starr DIVISIons
of AdmJnIstri:ltive ServlL"es and Plannmg and EvaluatIOn are developing a
comprehenSive program planmng budgelJng system whJCh to date has provlt.Jed
the management framework by which Flonda has 1Ilcreased Its lederal funds
undcr Titles IV-A and XVI of the SOCial SecuTlly A.ct.

Wllhm one experunental I-IRS regIOn all servjces are being developed '..IIld
coordtnated through Single comprehenSive service centers. Service cenkrs are
under a SIngle dlfector respoll:';lble 10 the departmental regional admJlllstralor
with authonty over all program/service components. Uniform applIcatIOn forms
and central case management are being developed within the local servIce
centers.

A syslem of accountability for client progress toward self-suffiCiency (If
pOSSible) is bemg implemented withIn two reglon~ on an experimental basis. Tlu'
syst~m Includes IdentifICation of community and LndlVldual needs, avaLlable
resources. cost of present servi{;es and prOjected costs to meet unmet needs. ThiS
IS an experunental effort to develop appropnate accountabilIty wIthLn the entIre
health and rehabLlitatlve services system. ThIS mcludes holdmg the servICe system
accountable for client progress at the pomt where the servIces are delivered, as
well as holding the Covernor and the Leglslature accountable for allocallng
sufflClent resources to meelldt."ntlfied servlCl' n~eds Within the state.

AppendIX B

A.RKANSAS

DEPARTMENT OF SOCIAL AND
REHABILITATIVE SERVICES

In 1968, the Chairman of the Department of PolLtical SClenc~ of the
University of Arkansas presented a plan for reorgamzatlOn of State Government
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in Alkonsas to lormer Govnnor Winllllop RnckefelJer In JallualY, 1'971
Govelnor Dale Bumpers adOpll"d a moddlli:!tIOfl of thIs plan ,lnO pr~sented It to
the 197] General Assembly. The plan was passed as Act 3M of 1Y7] The
language of the Act gJVes some mdu:ation of he goals of reorgantzatlon rhe
stated legIslative purpo~es were to create a ~tnldure of state governm..:nt wluch
would he responsive to the ne..:ds at the people 01 the stale and .... uffJelently
tle'l:ihle 10 meel changIng condItions, to establish executIve authorIty o ... rr 1hm-t"
areas where executive responslbLlJty exjsted. 10 provllJe a re<t~on(lhle npportunJt}
to create budgetary and admlfilstratlve fffiClency Within an orderly
orgamzatIOnal structure of ~tJte government, to <:;trengthen the role of tht,
General Assembly In state gO\l~rnlnent, to encourage grcdter participation 01 tht"
publIC" In slale government, to dfecllhc gJ"1)upmg of stalt: ag~llcH:S lnl0 d bClltnl
numher of departments prllnanly according to funcllOn and tl) ellmmall'
overlapping and duplkatlOn of effort.

The objectives of the rcorgamzatLon a') stat~J In the onglnal plan ilre (I) /1
attempts to reduce the fragmentatLon amounting almost to chaus In the prt~senl

administratIve orgJnLzatlon by I.:ombmlng the multitude of agenClL'" Into I J
prJnclpal departments. (2) It altempts tll llnpro':e the eflccliveness 01 progr.::lm~,

by consolIdatmg Ieldted agencies m such a way that cOOrdmalJOn at tht
operatIng level wlll serve to strengthen all programs so combJnl~d,(3) II i:lttempt~:

to go a') Jar as administratIve machmery can gil toward LnSlll"lng th,d the rnost
effective and efflclt:nt use wdl be made of the state's resources

The recommendation for a DepJrtmcnt of Human ServlCes ....,<1." 111 tht'
wording of th~ J{'pOII. "to attempL to combJne III ant" departmenl ,I numbt"l 01
.JgenClcs which hjjve program5 duected at p,~rsons who hy Vlrtlle ot age,
economlC ~tatus or other factor~, art: margInal partlcLpant~ III the SOCial process ..
AJthough not speclfLcally stated as a goal, there was an implIcation that serVKe
programs would bt: more effective at the comrtlllnHy level and that Inarc feJcrdl
funds would be avatlable unucr a -:.ystt:ln \)(" cO.lfdlnaleu seT"JlCC del\v~r~. B\1th
predICtIOns, IIlcldt>ntally, hjjvC heen amply Jus(lfll~d.

We have provided an orgalllzatIon chari of Stale Government In AJk:insa~

WhICh shows the Department (If SOCial and Rthabllitative ServICes, whJch IS a
deparlment of hurnan services. In relatJOn to the othl"r components ot tht:
executlvc branch. Ln J.udlllOn. we have providfd an orgall1z.tlton ~ hJrt \10111(:11
..hows Ihe dIVISions of the Deparrmenl of SOCI"'} anu RehahI.I1talJve Ser'>'ILt:<.
Thert'" are six dIVisions, III addition lo tho,>e units that are attacht:d dlTectly tu
the Olfice of the Director.

The dIVISIons are. Mental Health Services, \lIhJch Inc1ude~ thl: Stale McntJI
Kospltals and Community Mental Health SCTYICeS, Juven.L],~ ServlL-l's which
mcludcs the State Tralllmg Schools for 1L venues ;Ind a newly "Teared
Community Sero']ce!'< DIVISion. Workmen's Conlpensallon Lummls.<.;lon. Wllll.:h
frankly should not have been placed In a Departmclli pnrnanl)' devoted ttl
services, Mental RelardJtlon-Developmental Disobilitles Servu:t:s, WhICh Includes
lhe Arkansas Chlldren's Colollle<; and a DIvlslon ot Community ServIces,
RehabllLtation ServICe." Whll.:h Include~ lhe H.eh.-\blJttatloll SerVICe Program:, for
the Blind, the handh.:apped and the dl.;;adv.mtaged. the Comnllssl0n 011
Alcoholism, the Stat~ KIdnt>y DI~ease COlnmisslon, and the Arbnsas
RehabilltatJOn Research dnd frammg Center Finally, the SOCial SeT'IICeS
DiVISIOn which was formeJly the Department of PubliC WelfaJe, It Include~ the
lradition<ll welfare, SOCial and medLcal plograms ;.IS well J.S the OffJCL' On AgIng

Four programs rdatmg to educdtlOn and eally childhood develol-lmcnt '''':'~rt:

Iransfcrred to the DepaJlment dod have be':ll lTI!1lbmed JilIn IhE' larly
Childhood Development Program WhICh is J1tached direc1ly tu tht.: OfllLe 01 1hL"
Director It IS hkely that we will eventually cr,::ate a .new diViSIon whl( h WIll
Include small plOgram~ such H Early Chudho,)d Development Program. lht:
OffIce On Agmg, the new AJ,.:ohollsm Program untler the Hughes LegJsJalHln,
<Ind pos~ably other programs 01 a sUTluar nature includIng thuse Whldl prOVIde-'
consullatlOn and tt'l"hnKal asslstJnce to communilles,
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It is diffIcult to single out two accomplishments of the Department during
the fust year of operation. There have been many significant accomphshments
and they are interrelated. For example. one major thrust of the Department has
been to lncrease the quantity, quality, and responsi.... eness of services at the
dell ....ery leveL. ]n order to bring this about, we ha-....e used state appropriated
funds from the Community Mental Health Division, Juvemle Services Division,
Mental Retardation DI.... lsion and Rehabtlitation Services DivisIOn to match funds
from Titles IV·A and XVI available to the Social SeI"t'lces DIvision, and thereby
lncrease funding of programs threefold. Because of the scope of this increase it
was necessary to call the Legislalure into special session to gI.... e the Department
additional spending authority in order to handle the new state and federal funds
passing through the Soc131 Services DivisIOn. A second accomplishment which IS

related to this is the department's regIOnalization program with the creatIOn of
eight service regions co.... ering the state. In the future all planning and superviSion
of our human services programs, particularly at community level, will be
regionalized with the hope that they wiJl be better coordInated and more
responsive to the needs of the individual being served. We are anticipating a grant
award for an Integrated Services Project from the Office of the Secretary to
carry out a demonstration project ill one of the- regions of the state. It is
probable that we will be able to fund a posi1ion of coordinator in the rematning
se.... en regions with funds saved through a Department-Wlde Public Service
Careers Project for approximatel} one million dollars.

Predictions that the Comm lssioners over the various agencies in the new
department, who formerly reported only to the Governor. would not be
cooperative. and would not WOIk for the betterment of the department were
wrong. The CommIssioners have responded in a profeSSional manner and have
ga ....en fu U support to the Departmental concept. Each agency has benefited tn
Significant ways from reorganiz",tion due to increases in fundmg and through
new support services from the Office of the DIrector, and from the various
project grants that ha ....e been awarded to the Department as a result of
reorganizatIOn. We estunate that the finanCial benefits of reorgamzatlOn have
been at least 20 tunes as much CiS the costs invol.... ed In setting up the Duector's
office. These will be contmuLIlg benefits that should become even greater
benefits during the coming years.
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For a Developmenud Dis,lbilJlies Council to perform adequately m servmg
the neurologically handicapped, they should have a knowledge of the following
functions of a slate JegJslature:

1. The legislature has the responsIbility to make sure that everything it
does )s in harmony Wlth the federal and lis own state constitution. It lS also Ihe
responsibility of the leglslalors to update these documenls to guarantee equal
rights for all, including those with disabrlities.

2. It has the duty of lawmaking. It may delegate this authority [0 other
agencies of state government .lnd/or local politkal subdivisions of government.
Rules, ordinances and regulatJOns fit this category. Appropriating money and
levying laxes IS part of the lawmaking authority.

3. It has the responSIbility of furmulating the general poiicy of state
and local government. II provides the seiling for debating public issues and lor
finding sulutlOns to state problems. [t IS where most statewide pohtlcaJ dispute~

are formally settled.
4. It has the responsibility of coordmating the role of the federal gov­

ernment in a statewide system of dehvering seIVices.
s. It is where Ihe ,:I.ctlons of sl~te officials and state agencies are

scrulmized.
6. It has the responsibility of Initiating and approving Interstate (;om­

pacts and agreements.

Most state legislatures are becoming hetter organized to do the job required
of them. They are increaSingly capable of carrying out the functions as outlined.
There are many aids avallabJe to the individual legislator and to the legislature as
a body both while in session and between sessions.

These are:



WHI LE IN SESSION BETWE~N SESSIONS

Adequate suff to serve lhe .egl~latljre and Tile H,ff ~adlll1Jn.llly rllake" ·.tIJdl~~ ul
.15 \ndi'Wldua\ cOlnmltlep.s and. In rllany problem; "",tlICr. I£:,qulle ie9151iHI~e aC'lo"
~"'.Ies, Inc Indl\ddual le9'~lalor5.

l3udget .audit staft which dele,rnlnes reve· Tt,e buoyet iludll ·.laf! .115" conuuds it p"~1

l1ue , Identifies prrorltles and legl5lall'We In aUdiT.
tent, and reports on accountability cd funds
pxpenl1ea.

Legal counsel to draft blll~ and to st'arc.h Ihe Legal [{ unsel also reprtsenls Ille leglsl.llure
code as related to proposed bills in c(Jurl action, makes a search "f iln,. one

portIon Jf the code on any sul)Jed, such as
tnSl~C r ~Iatlng til the 11andlca~lped. ,lnt1
m.lkes (f commendatlDn~ for ch.lrlge

In addJtlOn to the abme aids, the follOWing c1cganl7,atlOns prove beneflClaJ III

helpIng the legislator dnd the Jcgislatun- perfordl thelI functIonal IUleS These
are:

I RegIOnal and lldtlOlldl cUlller~l1le$ Of specifiC subjects
2. Regional and nJtlonal pollcylllaklllg \ onferences.
3. Region<ll confercmcs tIl proJul'e af,J approve Irl lerstJlc lumpl.;t,

and agreements.
4. The N<ltlOnal ('ouncd ur Stille Gowrnrnents and lis Jffilld!(:<! .Ind

coopelatmg organJZatloll~, including.
a. Nallonal uglslallve C0nt'er~nLe ,<,·hh.:h estJbj,5l\e~ a 51'\ df pc,l\(\

positions through seven funCtiondl (ommiltees. 1 wo ur these (,)mmltten "hlHdd
have :1 strong relatlOl1stup to jlJOgrallls '\ervlng rhe handicapped Thesc~ arc lht·
Nallonal School Fin<lncc Study Commit lee which is gl\llllg cOJlslderatilln tIJ rht
matter of special education, indudmg rneftlng the needs of the handlC.lpDcd
The other IS the Human Resource Conulllllec AI le<lst three 01 the otht'r N L, C
committees could give some conslderi1tlDl1 It) policy POSitions III 1lledlllg the
needs of the neurologically handLcapped.

b. The Education COIlUT1lSSIOI1 of the States.
c. The regional offli.:cs of lhe Council of Slate (]overnl1lcnls SIX

offices <lre operated, includmg one In Washmg!ul1, D.C , whose purpllse I:; to
appraise the legislature of what the federal govfrnment does III relatIonshIp tl'
program~ whIch affect the states

d. National comrrllitecs of Ihe C'uuTlclluf State Guvernmenu., wch
as the one J chair, whh..:h IS charged WIth IlIte(fJ~,jlg what the 10 reglon,t1 ()tn(C~

of the federal system do In dehvenng federal services 10 the states.
e. A national cC1mmJ(lee on SUgg~Stl d slJte leg:JsJatlun
f. Then there IS the Advlsury COrlllTllSSIOn of Jntergoverllmenldl

Relatillns winch Im:ludes cC1ngressmen, senal~Hs, statl' leglshltol~, cabinet
officers, governors, ITI<lyors, alit! county or'flclal<;, which Ilkewl~t' reliJle III ll-jc

whole government mix in snvmg people.
As a legislator, ] receive reports, studies, poll( y lecomrnendatlons Clnd model

laws from all these sources. I nllghl add Ihal, SO'l1e, but not enough, conSIdera­
tion tCI the Developmental DISJbiillles pi ogram has been gwen by dny of these
commltlees or commJSSIOI1!>. Much needs to be cone by those Interested In (he
developmentally dlsabled to eHcctlvely JeJale til the legl:ilatlJr, the leglsl:.! llfe
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and the multiplicity of commissic)ns and organizations serving legislators.
Any organization serving the developmentally disabled should know that

the state legislature is the focal paint around which needed change in serving the
developmentally disabled program will come about. Each state legislature is
keyed in on making sure state government is going to be a strong partner in our
federal system-especially in regard [Q delivery of social services. Therefore, it
behooves those interested in developmental disabiUties legislation to zero in on
the state legislature and the organizations which senJe the legislature in recom­
mending where we go in providirJg needed services for the neurologica//y handi·
capped.

To give the broadest coverage possible in the lunited time for prepanng this
paper. (1) letters'" were sent to II~gislators from several states asking for infonna­
tion regarding state legislation and the Developmental Disab~ities ServIce Act;
(2) actions taken by the national organizations serving the state legislatures were
researched regarding legislative re'commendations and the developmentally dis·
abled; and (3) several national organIZations serving handicapped children were
asked for information. Drawing from this pool of information, each function of
the legislature has been examined and the job being done by the slates in
relationship to the Developmental Disabilities program has been evaluated.

·Seeo Bppendill. for a copy of a lypicallelleJ.

The Constitution

The Federal ConstitUtlon ]~aves the responsibility for delivery of social
services to the states. One then needs to turn to the state constitution. The onJy
references to the neurologically handicapped in Utah's state constitution are
four subsections as foUows:

1. "Idiots, insane persons and certalfi criminals are ineligible to vote."
2. "Idiots are ineligible to hold public office."
3. "The legislature shall provide for the establIshment and mamtenance

of a uniform system of public schools. TI,ese pubhc schools shall include:
kindergarten, common schools, high schools and universities. The common
schools shall be free. The other departments of the system shall be supported as
provided by law."

4. "Reformatory and penal institutions and those for the benefit of the
insane, blind, deaf and dumb, and other institutions, as the public good may
require, shall be established and supported by Ihe state in such a manner and
under such boards of control as may be presctlbed by law"·

Other states have had con:.;(t(utlonal revisions and updated [he language
related to the handicapped.

Recommendation: The Developmental Disabilities Council should take
a leadership role in supporting h:glslalion necessary to bnng about these consti­
tutional changes. If the people in anyone state will not support a constitutional
conven tion, they should be asked for approval to recodify the language of the
state constitution (emphasis placed upon language relating to developmental
disabilities).
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Lawmaking: State and Local Government

Synelglsm fOl the Sellf"nLieS

Code Review - Anyone slale wlll have lllany dlVISIOllS of sl;jlc .md lUI <:II
government charged wuh delivery of services to the neuroJogl\:alJy handicapped.
Many laws have been passed relatmg 10 theSt~ agencies uf govefIllllent dealing
with mental retardation and some with the oth~r neurolnglcal handICi:lps.

Examples In the Utah Code

Cruel (reatment Of neg/ecr of an idiOt IS a misdt'mea.'lor.
Annulment uJ adoption is permiffed within fi~'e ytars whert' (J (hilJ IS

afflicted with !eeblt'-milldedness as a fl'sult uf a conditiDn existmg prior [0

adoplion.

There IS not one statute m Utah relatmg 10 cerebr;lI palsy. There are uthers
which Me equally degrading to the handic:Jppcd. However, ~.ome sections Lll' the
code are very satisfactory. Some stale~ have adopted model laws relallrlg [I) rllt'
handicapped. Other states need to reVIew aJJ statutes on the books and adopl a
model law governing 110t onJy education, but also health ~rvices, and the 'ule ',It

the instItutlOn(s) in provJd1Og backup services fllr community programs.

Budget - Many states ilppropnale money to many ag,enclcs tu ~er'H' the
handicapped. In many Instances, agenues compete lor the available mlln~y

When thiS happens, Ihe wIse mUl1ey-(:onsclou~ egislaror ... play (lnt:' ag.ellcy ilgalilsi

the olher and bolh ilgencles then end up shllrt of budge! needs tu ~erv(" llle
handicapped.

Recommendation: A master plan SllOUld be developed wher'~tn all
agellcies serving the handIcapped can Irllerrel.lte to the bc~,t advantage or Ihe
lolal progtam.

DevelopmentJI I)lsabJlltJes CounCils 10 each slale should a~sume Ihe r~~pt)n­

sibillly for looking al a total leglslallvf' pro~ram to serve the ncurolnglCally
handicapped. They should commUnlCclle thell recommendations It) the legls]a·
ture.

Seuing General Policy of State and Local Government - Each state legl.sl<l­
ture, If II has not already established the pulley for a statewlue deilvery ~y~t~m

serving ment<:ll retJrdallOn and the other h;JJldlcappmg l ondlllOns, MlllUld do :.U.

In Ihe state poiley, prOViSions should he gIven (t) the role of the In!\tl1ut!l)nt:-.) III

provldmg a battery of backup servIces for loe,.] commuillty programs. Much (Jf

this paper WIll lunge upon thlS concept.
The legislature has the responsibility oJ definmg what Slatt.' agenu'.!\ will

do tu delivery services af the local level ofgovl'lnment.
JI has the fUr/her responsibilirv of defming Ihe role uf local gOl'frntrlulf

in the delivery of sen'ices to the consumer

Each state JegisJature should proVide by I<:IY.'.
(1) That the top admmistrators In edllcatlOn, vocational rehabiJllatloll,

welr.re, health, vocalional educallOn and menl.l retardalion, etc, should cume
loget h~r in statewide plan ning amJ coordillal LI1I' efforts of aU d,vlslon~ (J rg,werll'
men! for a umfied delivery system of services.
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(2) An interagency work committee should be established to deliver
services according 10 the polic)' established under number one above.

Another aspect relating to the function of setting state policy might be that
of settJing disputes between government agencies providing services. To settle
these disputes, usually the legIslature holds hearings where the public can voice
ltS 0plOlOns.

RecommendDtions:
(I) Those states which have not balanced and integrated state and

local delivery systems of services to the developmentally disabled should see that
it is done. Developmental Disabilities Councils should caU upon the state legisla­
tures to accomplish this end.

(2) Another important consideration in setting policy, as related
to the developmentaUy disabkd, is the role of the stale institution(s) in a state­
wide system of delivering services to the developmentally disabled.

An institulion should be the focal point around which the following pro­
grams can be buM and deploy"d throughout the state or even throughout several
states:

(al Medical research, medical traming and genetic counseling. Here the
institution and its clinical laboratory, the state's university hospital and medical
school and the state department of health must serve as a consortium in finding
causes of mental retardation, cerebral palsy and epilepsy, etc., and implementmg
programs to minimize the causl~ once it is detected.

(b) The institution should serve as a trainmg ground for professional
personnel who wiU work in the field. This should apply to undergraduate and
graduate students in the fields of medicine. psychology, law, engineering, social
work. special education, spel~ch and hearing, recreational and occupational
therapy, etc.

(e) The institutIOn can serve as a resource to parents who reside close
to the lDstitution for day programs where there is no program available at the
community level.

(d) The instItutIOn can serve families who need short-term care for a
family emergency, a planned "acation, or for other needs on a guest basis for a
short period of time.

(e) The institution should move in the direction of placing severely
retarded adults in smaU residentiaJ homes near the institution where the lOstitu­
tion serves as the base for programs, but where the residents live in a small group
home with houseparents. These residents need 24-hour care, but the residential
program can be much more meaningful with the institution serving as backup to
the group home.

(f) The institution, In cooperation with vocational rehabilitatIOn servo
ices, should establish sheltered workshops at or near the institution. This facility
should serve the resident of the instItution and community clients.

(g) Retarded individuals who reside in nursing homes should utilize the
faCility of the institullon(s) for such activities as church, shows, dances, picnics,
recreation. etc.

(h) The institution(s:1 and ali its resources should serve commumty
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dients ln terms of dlagno:"ls and evaluation. C."nrnLlnllj' clients should he Ill·
eluded in medical chnic'\ conducted by the state Ilep.Hlmenl of health dlld/t)r [he
unlvers.ily hosplla] and held al the IJlSlJllillOn{s)

(i) The Instlilltion(s) should up~n fauJIIIes, mcludmg, recreaIJunal
parks, gymnasiums, church facIJllles. eIC., to the publ1c <;u they can Identll} with
Ihe lfiSlilutwn(s).

(j) The mstllullon(s) should open doo" to the umv('[sHy. high school
and common school students fur workshops on nlental retdrdallon

Role of Federal Government in State Affairs - The legislature ha~ [he
responsibility 01 coordinating the role of the f,~deral government Wl til a state­
Wlde system of delivering services.

The legislature finds itself plagued with alm{'st endless numbers ')/ [Jtle~ dlld

:-.ubsedions of tItles to federal acts whil:h relate to programs servmg the h,mdl­
capped, illsadvanlaged and elderly. MaklOg sense out ofwhal the federal gave,"·
ment does, as they are responsible for mitlaung program~ mt{1 the sl(ltes, ceruses
.he slate legislature 'fit., ..

Another major concern of the state leglslat lies relates to federal and itate
(;ourt cases declaring unconstilutitlnal state IJW~ Jnd stale practices o! nIel~tlng

the constitutional rights of people. Note needs t.) be made of the rash of federal
and state court cases declarilll!: state and local school finance formulae un·
consUl utlonal.

Special attention is gJven to meeting the n~cds of the handicapped j]~ eVI·

denced by the PennsylvaniiJ and District of Columbia "rIght to education" Cllses.
The upcoming session of the 50 state leglslall,res will be v.restlmg with thiS

concern. In Utah we are lookmg at a weIghted pupil expenditure formula WhlCh
would give extra attention to those with dlsabllitle ....

Another major consideration whIch should he made In the school finance
formula IS to provide pleschool and heallh progr:llns for those under SIX years 01

age. A major breakthrough needs to be made to serve mfants and preschool
handicapped children, especially to identify dnd treat th~ cause of thcir h'lnm­
caps at as early an age as possible.

The legislalure, in looking at the Developmental DisabLlitres Servrce Act,
does so with these questions in mind.

I. Once we get the program slarted and estabhshed Will the federal
government cease to fund It, thereby i.:auslllg ttl ~ state to provide thc mcam of
continuing it?

2. Why should the regional offices of Health, EducatIOn and Welfare,
responsible for the act, dictate the membership ot the comrnHtee whu:h will
advise the state and/or local agencies of govemment in administerlllg the pro·
gram?

Recommendations:
l. DevelopmentaJ DlsabihtJcs Coullcils should waH upon Congress

with two objectives in mind: (a) to fund social service legislatIOn based upon
needs-i.e., so long as the need for the program exists they sJ-.ould continue to
fund the program thus alleviating the need for Ih·, Slates to pick up pLugram, the
federal government initiates; and (b) Iu work out a better system of attachmg
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appropriations to bills wruch an;' enacted, and of handling presidential vetos of
appropriations bills.

2. The federal system responsible for the Developmental DIS­
abllilies Service Act should be advisory to the state agency in administenng the
act and should not dictate procedures under whIch the state agency will act.

Scrut.iny of State and Local Govl;'mment

The legislature is, by usmg profeSSional staff, able to scrutinize state and
local government agencies. They have staff whlch can perfonn the followmg
duties to aid the legislature:

1. Designating legislative Intent as to what appropnations or tax
authority should be used for.

2. Conducting a post-audit to guarantee that the money expenditures
were properly accounted for and they were spent according to legislative intent.

3. Reviewing the rules and regulatIOns advanced by state and local
agencies of government to agam determine that they represent the interests of
lhe legislature to the public.

Recommendation: Developmental DisabilIties Councils should strive to
harmonize relationships between state and local governments to serve the inter­
ests of the developmental disabl"d. Federal, Slate, and local governments should
be partners in the Developmental Disability program. No one should be shorl
circuited in the delivery of services to the program. All three levels of govern­
ment should be partners in the dt'1ivery system.

Interstate Compacts and Agreem~nts

Very little, if anythIng, has been done within states have Joined together,
eIther by agreement or compact, to provide speCialized services for certain types
of handicapping conditions. An example which could result In an agreement
along this line might be specialized semces for the blind, deaf, and severely
retarded. Another could be a settjng with strong sellure control medication,
education and recreatIOn for those With excessive sellures who are extremely
retarded.

Recommendation: Each regJOn of the Council uf State Governments
should be encouraged to:

I. Hold conferences of Developmental DisabilitIes Counc~ mem­
bers, administrative people responsible for the act, and legislators, to develop a
close workmg relationsrup.

2. To stnve for interstate agreements to proVIde speciality pro­
grams including (a) research; (b) educatIOn (for all health profeSSIonals, mcludmg
M.D.'s); and (c) special care programs serving several states.

LEGISLATIVE INQUIRY OF SEVERAL STATES

QuestlOns were posed in Jetters sent to legislators from 20 states regardmg
the DDSA program in their state. Tlus was done to get a flavor of state legisJative
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actIOn as a result uf DDSA
Fourteen of the 10 states responded, man'" of them after the paper w% fllst

presented at the nationaJ conference.
Questlons asked were.

1. What are the problems and issues CJncernmg DDSA in your slIlte)
2. What are legislative concems regarcJing the DD au?
3. Whal is [he role oj state Institution(s) in serving /I,fR?

Much informatIOn was received from either the legIslatol tn whum the letter
was addressed or from the state agency to whl,:h the leglsJator referred tht' letter
for leply.

Some of the responses from the several states arc induded

Stale of Washington Reply - November 2, 1972

"We feel far less money IS available now under the DD Act than was ple­

vlOusly avaUable for OUf state. Where prevIously ;ather large grants were ava~able

for MR construction and assistance proglams, the grants now avaIlable through
the DO Act appear 10 be much less. ThIS now becomes a mJtter ot leglslatlve
concern.

'"There is a federal reqUlrement 01 establishmg a state planning and adVISOry
counc.tl. A probable legislative concern In this lIlstance would questlun not only
the need for a state councu to oversee the admimstratlon l,f a program at' this
magnitude, but It would also questlOn the diverslOn of the funds ncccs~ary to
support the council from the baSic obJect,.,,, of the program. Not that the
Legislature would feel that nothing could be gained from planning and adlTIlnl­
stration help to the program, but iJ parenl COUJ1ctl could stIfle lnnovallve adrrum·
stratlOn In the field, as well as detract import.Lnt doUars frum other worthwhlJe
objectives.

"A second additIOnal legIslative concern may be expressed III the llmlled
application of funds in the total fleJd. No preSt'nt quarrel eXists With the applica­
tIOn (which is controUed by the Secretary, HEW), but If the lISt docs not expand
to allied dIsability fields some concern may be expressed. From 0111 pl)sitlOn
(although this certamly may not be the case), It IS our undt:rstanding thai cele­
bral palsy, mental retardatlOll, and epLlepsy an: the prmlary reCipIent lhsabLlltle~.

Other physical and mental disabilities eXist, induding multiple disabilities, which
are not clearly delineated as elIgible fields I)f funding. P'~rhaps expallilon IS

enVisioned, but if not, this may be an area of C(lncern.
"FinaUy, some dlSclission must be direett'd toward the changing stal e pro­

gram as it relates to the changes evident at th,~ federal level. The )tate program
has been in evolution. From a former major emphasis un instltutlOndl care, the
stale program is now dlfeeted toward local and community projects wlth co­
operative arrangements in aUied fields to establish work potf'ntml and rehabihta·
tion. From OUf own understanding of the changes operatHlg III the stale pro­
gram, one very important aspect IS the establishment and organIZation of ;ervl<..:e
stafr who can assist in the transition from dneet institut'lonal care to grolJp
homes and community projects by servicing the developing local catchment
areas. From the JegJslatlve view, concern IS expressed that sufflClent state and
federal funds may not be consistently availabl' to effect an orderly tranSition to
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the program. Part of the concern exists because of the eventual status of the
present institutional plants and the requirement of increasing state funds to
maintain a sound and livable capital condition. Further, as the residential popu­
lations of the present schools for the mentally retarded are reduced, the per
capita costs are increasing at all alarming rate. If the main thrust of the state
developmental disabilities progrJrn continues to be toward small, conununity­
based facilities, it is imperative that federal aid continues and in sufficient
amounts to ease the transitional burden."
Stale of Ohio reply - Novemher 2, 1972

"I. Proposed expenditures under new Federal Law
The Ohio State Plan for Developmental Disabilities was submitted to

the Social and RehabilitatIOn Service in July, 1972. [t provides for expenditures
in fiscal year 1973 as follows:

Planning
Administration
Services

Total

Expenditures
tram all
sources

$ 215,000
260,000
738,362

11.213,362

Expenditures
of federal

funds

$170,000
200,000
567,362

$937,362

In the development of a comprehensive system of services, the top priollty will
be given to funding training workshops and hiring consultants to perfonn
specific tasks in relation to resource development. Services funds are to be used
to support individual projects that show promise of contributing significantly to
case management services, protecHve services, personal advocacy services, infor·
mation and referral, foUow·up services, family supportive services, educaHon and
training, day care, recreation, sheltered employment, screening, diagnosis, eval­
uation, and treatment, and transportation.

"2. New Directions in Serving the Mentally Retarded
Concern for the preservation of the rights of handicapped persons and

the provision of protecHve services appear to be the major new developments in
this area. Under Ohio's new State Plan for Developmental Disabilities, the prin­
ciple of variation in the capacity of Individuals to exercise human and civil rights
is expressed, and a Personal Advocacy System under a nonpublic agency IS
proposed, to see that the individual gets the services he needs. The 109th Gen­
eral Assembly enacted H.B. 290 to provide for the development of a system of
protective services. (We are con:;idering the substitution of community services
for mstitutional care to be a weU established direction, rather than a new one.)

"3. Problems
The Planning Director and Administrator of the Developmental DIS­

abilities program IS concerned that funding for this program is uncertain for the
years after fiscal 1973, and that funds must be requested on a quarterly basis.

A problem for the General Assembly in attempting to detennine pro­
gram priorities and revenue requirements is the confusion of overlapping pro­
grams planned by state and local agencies in response to Federai incentives.
Although the Developmental Disabilities Services and Facilities Construction
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Amendments of 1970 requue the states to dl'scribe servICes helllg provIJed ~Cl

persons with developmental dlsabiJltles under eIght UI morl~ lithe! State plans,
and protublt duplication ur replacement ot other program:;, no lIIforrnallOn IS
presently available concerning dcvelopmcntaUv dlsi:lbled pel sons served 1,1 such
programs. Each type of service nIi:lY be provld~L1 by al least two utllet fcdelJJly·
SUPPOI ted programs in OhiO, and some may lC provided under as lilany as 10
programs. In additJOn, federal allotments ma~ be dlstnbuled Iu llther <:If',enCies
and contracts made for the provIsion 01 services. It IS pOSSIble to enV1SWII lhe

Developmental Disabilities OffIce reimbursing the DcpiHtmen1 of PuhlK Weltdrc
from Developmental DISJbl11tles funds for counsehng scrvJCe~ til dEvel11p­
mentally disabled persons on publJl assl"tanCt and a 10caJ Welfare [)epJlllllcllt
reimbursmg the local Mental Reti:Hdation BOJHl fronl Sou,t1 Servlct> Funu .... I'_H
the same services.

"4. Role uf State InstItutlOm.
The state institutlOn<; for the mentaJly ret".lI(led hdd all dVt.'lag(· JJilv

resident populatIon of 8,993 In flSC:L1 ye.u 1i) 72 The family edre pi ugrarn was
servIng 5] 2 persons at the end of the year. \!thuugh the i:lverage [J0pllJatHlrl
declmed from about 10,000 durmg the la~t live years, the lmpllcatlOfI.'. lie Ille
dechne may be mislt'ad, SllIce the countIeS [~rnam unde! j 4U01(1 )y)lc\lI I'll
adnussions. Three of the Sl.X institUtlons III Jhlo operate communltv :,erVlCl'
unil~, provldmg out-patient and afteJ-care serVIces to i:l tutal (If dhow 1,40ll
persons. One of these umts plovldes partlJl hOspltalll',atlon "

State of Montana Replyn October 30,1972

I. Whal are the problems WhlCh relate /() the program If! vour ,\{au;, ,
"The duef problems we have had ale mvulwd with lime and space, prob­

lems which you share. Bi:lslcally, our organization IS not yet ~trong enough 10 he
able to supply close enough supervisIon to our Illany mdlvldual prugrdms We elo
not have the flexlbihty of response lhi.lt lS Ilec~ssary We depend all Jocal vnlllll­
teer supervIsion and thIS LS not adequate of and by Itself. We have I)Vl'fCOIlll' thiS
problem to some extent by employmg <I per\on who Ilter:dly I1ves on 'A/heels
Wlth the overall assignment or "mandging" thf se serVICes rhrOllg}llIuI Ihe entll!.::
state.

"A further problem JS J IOLk 0/ full and CJmplf!tc ('(J()pl~rat/(JfI between Ille
departments of state organizatIOn, lhrre do eXist the mevllable J~alolJsl~s. We
find that once we can get below the deparlmelltallevel, thaI the buredul, mtlull
the various departments ci:ln cooperate qUite Wf II betweell departmclll s.

"We have, of l:ourse, the Inevitable problem or not enough state ur local
dollars TO PURCHASE' A VAJI"ABLE PtDE'R4L DOUARS Therelole, illJIIV

deservmg local efforts must go unftn<JJ1ceJ. L'1 Isuldted Instances, we do have
local effort which exceeJs 0111 ability 10 brrng our hlDlled lSI 00,0001 DD (ullds
to that speClfl"': project. ThiS lS tough declSlon makmg, bUI t 1S III keeping Wllh
our philosophy 01" a blOadc;Jst effort J.cross lllllegIOJls."

2. Whul is the role oj your Institunon(s)!tI servltlf!, MR, lI1clruling Ifsl'rhelrj
relationship to commuml)! programs')

"As you know, MOllti:lna I~ unique m hi:lymg a Single dlrectol Id hllth Its
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major insritution(s) and the community programs. The role of the institution is
defined as being the reverse image of community programming. That is, the
institution must be prepared to offer servIces to the needing people of the state
when the community does not or cannot offer that service. To this extent, OUT

institution is seen as being flexible and willing to get out of being a provider in
instances when the commumty IS capable of being the provider. The organiza­
tion of the institution is a duect reOection of the organIZation of the state. Our
state has been divided by executive decree into fIve distinct regions and the
organization of the institutioll is also divided IOtO the same five umts of manage­
ment:'

3. What are the legislativ,- concerns regarding the DD act'
"We have fOUf major concerns, none of which have been resolved: One, we

feel that the autonomy of the mentally retarded or the developmentally dIsabled
must be preserved and not subsumed under some major generic service category
such as vocational rehabilitation. Our second concern is whether to legisJative
sanction the developmental disabilities council or tll keep it at Its present non­
statutory level. Our third concern is to devise the means by whIch local and/or
state funding can be made available to the DiviSIOn of Mental Retardation 10 a
sufficientJy flexible form that it can respond to the many available federal
efforts. Our fourth concern IS that there is always the overriding concern that
through the use of federal funds we develop programs which might cease to exist
with pOSSIble dIsappearance 01 federal funding."

The Siale of Colorado Reply -- December II, 1972

"The major problems relating to the Developmentally Disabled Program in
Colorado are thus:

I. Frequency of change in federal directives - the directives emanating
from HEW, Social and Rehabilitative Services, have been frequently changed,
making it difficult to establish state policy consistent with the federal guidelines.
For example, HEW is broadening the categoTles of persons eligible for assistance.
This uncertainty as to the clientele who are to receive services under the program
does not promote effective planning at the slate level.

2. Role of state agencies. etc. - until a recent Executive Order issued
by the Governor, the role of state agencies, the State Planning and AdVISOry
Council, and the staff was unclear. This has resulted in inadequate staff support
to develop planning and coordinatIOn of various state and private agencies. How­
ever, through the Governor's Executive Order, the Department of Institutions
has been designated as the ag<ncy which shall administer the State Plan for the
provision of services to elIgible clients while the Department of Health has been
directed to administer the facilities construction portion under the state plan.
The Governor further directed the designated state agencies to provide staff
support to accomplish the responsibilities of the respective state agencies. The
Governor's Executive Order should clarify agency responsibility and proVide
adequate staff support within agency capabilities.

3. Problem of inserting new legislation into srate budget cycle - an
initial problem arose in requesting state funds to match federal appropriations
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under the DD Act, as the federal legISlation was passed after stale budget re­
quests were prepared. AddltionalJy, threl! fisLal ) ears of fllndlrlg have bt:en (om·
pacted mto an 18 month period of time. II IS. on! anticipated that theH~ will be
future plOblems concerned with the budget cycle. however.

4. Lag in capilal construction - each slate had the t,)ption o! Ut illl1ng
federally appropriated funds for services and comtruction up to 50 percent cf an
annual appropriation. Councils and agencies were encouraged by the federal
representatives to address services until appropriations were sufficIent to warrJnt
facdity construction. ThJS position was adopled by Colorado. The Counc~ IndI­
cated that a federal appropriatIOn of $7,800,000 would be m(ICe applOprl3le III

consider facilities plannmg than the present appropriation of $180,000. lJlltl1
such time as the federal appropriatIOn is sufficient, factJily plannJng and ·;on­
struction is at a standstLlI.

5. Lack of agency coordination - at present, several state agerILIC'''
provJde ~lVjces to persons with developmenlal dlsabillties. TIwre lS nnrenl!V an
attempt to identify those agencies which provide the 16 discreet services .Ind,
once Identified, encourage greater coordination of these vanous state agen"::les

6. Lack of data adaptability - much 01 the data requested 01 Ihe srate
program for developIng the required annual St,te Plan hy HEW has nOl been
programmed mto the ~omputers operated b~' the relevant st<:lte agcncl~s,

therefore, requested da(a has not b~en available. ObtJlI1l11g stausric) b

dependent on other means of surveying, etc.
"In explaining the role of state institutions In servmg mental retaldate~, [he

role of the 23 community mental retaldation :enters shouJd be emphasll.ed
lhese autonomous centers are funded by Ihe stak on a per pupil basi> ($R40 pe'
client) to provide servic~s to those mental retardates for whom mstitullOnall/'.J·
lion is unnecessary. For providmg services (Q those m~n(..11 retardate" ...... tJll
qualify for funding under sections 4A ilnd 14 of the SocIal SeclirHY ACL l"-'elfdre
recipjents and the needy blind), the mental ret.lrdatlOn centers are Jundecl by
matched federal and state sources on a 75-25 percent baSlS_ W,th these funds, the
centers can purchase the professional servkes c,[ pnvate agencies, d such are
available, or may develop their own programs if professional servIce agencle~ <lIe

not readily available in the area. The slate mental retardation mstltuttom, 01
which there are three, plovlde services to those mdlvlduals for whom lll$tlIUTIOn·
alization js requued.

"Funded by state and federal appmpriatioTls, these three mstItutlOns gen­
erally develop then own programs, yet do purchase some selVlces from 01 her
agencies-most notable is the purchase of spe'':lal educ3tioflal services flom
school district.

"Under development m Colorado is the Hospital Impruvement Program
(HlP), by which the Division of Mental HelardallOn rents group homes fl)r the
placement of institutionalized chents. ASSOCiated with HIP is the NormaliziJlIon
of Community Residential Services program, which IS addressed to the service
needs of all placement facilities for mental reldrdates III the state, including
those individuals placed under the HIP program_ Both of th,,,e programs arc
totally funded by federal appropriatlOns.

"Providing diagnostIc and evaluation services. through whICh the deveiop-
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mentally dIsabled are identified and channeled through the various community
and institutIOnal treatment programs, are the community diagnostic and evalua­
tion clinics of the Department of Health. These clinics are financed by federal
and state funds through the DDA act on a 90-10 percent basis (poverty area) or
on a 75-25 percent basis in mOle affluent areas. These federal funds will term,­
nate in July ]973, however, and the state is being requested to assume funding
of this program.

"Trends in methods of servmg mental retardates and other neurologlcaUy
handicapped indivIduals has not been surveyed in this state and thus question #5
cannot be answered.

.. A legislative problem doe' exist in that the General Assembly has failed to
authorize state funding to match federal appropriations. One explanation, ad­
vanced by the staff of the Joint Budget Committee, for the General Assembly's
not providing matching state funds is the inadequate justification for such in the
budget request prepared by the Division of Mental RetardatIOn."

Slate of Iowa's Reply - December 12,1972

"The state institutIOns admit MR's (a) in need of short·term intensive train­
ing for greater self-sufficiency, (b) whose disabilities are so severe or numerous
that home care is unfeasible, (cl by court commitment, or (d) when commumty
facUities and programs to meet the indivIdual's needs do not exist.

"Each evaluation for admi'ision to a state hospital-school produces a care
and training prescription, and a recommendation for elther community program·
ming or institutional admission. Community programs are encouraged and
assisted by Mental RetardatIon Specialists, based at the institutions, who coordI­
nate these developments In light of the area's needs. State money is not offered
for the development of local MR programs, which usually are financed by local
government, organizations such as local Associations for Retarded Children, or
private operator3. The State Hospital-Schools, functioning as MR Resource Cen­
ters offer training and consultation for community program staff, speakers for
local meetings, parent training in home care at the institutions, and pubUc infor­
mation services on the condition of mental retardation.

"A major trend worldwide-and in Iowa-is to reverse the institutional
movement back toward cOTIUnunity life and services, and providing for the re­
tarded through mainstream rather than specialized-programming for them. TIus
allows the Institutions to become Resource Centers, offering a wide array of
supportive services to community programmIng, providmg intensive short-term
trairung for the MR and their families, and aJso serving the small number of
long-term patients with mulripll~ handicaps, for whom life maintenance services
are primary concerns. Most handicapped can live In a family seltmg, if there are
local services available to serve their special needs.

"An Iowa legislative committee IS currently workIng on a bill which will
place DDA, Mental Retardation, Mental Health and the Mental Health Authonty
in a separate department of state government. TItis would constltute further
disruption of Iowa's DDA effOli, and cloud the distinctions among those condi­
tions in legislators'-as well as the public's-minds."



330 Synl>:rglsm tor the SL"vl'nllL"~

State of Tennessee Reply - December S. 1972

"The chief problems ~ncl..)untered wLth reg lTd to Developrnent<ll DlsabLlltLcs
Service Act programs in Tennessee are

I. Valid Idenuflcation of hJlldicappe,j person!> for phmmng PIHpc1se1,.
2. Amount of money available to Ter nessee to adequatdy meet needs

as spelled out in the act.
"The tluee state trlSLltutlOns conllllUC to Sl~iVe greater nllmbeI~1 of the [lien·

taUy retarded than allY other comhinatioll 01 agem:les. [II recent ~'eJrs, Jrld
paJlil:u]arly ::.ince 1he ,lIJvenL of the DcveJopmer taJ DlsiJnilJlie'; Servlc~ All. 'here
is iJ growing emphllsis 011 decentra]llalwn, and the institutions throug.h then
outreach programs an.' makIng major contributions toward the return (I the
mentally retarded to their home communlhe~.

"III the legislatIve tuea, we are concerned prnnauly with Ihe ourcume of the
Mandatory Education Act In Tennessee.

"The emphases whJCh dldate Iht> t1jrecllun In whIch Tennessee I~ trYlllg III

go are' (l) wide local commulIlty Jnvlllvement, L 2) coupt>rallon to avoId dUpUCd­
tIon of effort, (3) accountability In areas of hoth programming and funding,
(4) establishment of procedures to assure quality control In plannIng ane pro·
gram" (5) decentrahzdlloll, (61 comprehensive ""VICes III geographlcdl plll<lmlt'l
to the home communities of developmentally dl'iabJed person~,.'·

Stale of New Mexico Reply - October 25,1972

"Our mam problem IS that of malchjng funds which will be discussed Hl

reply to your sixth item.
"The Department of HospItals & InstItutIOns administer': the MR progrJlTls

and institutions and IS now actively moving tow ud cummunlty programs fr'l (hl~

MR and 00 populallun. This Dep,Hlmenl has ,I pUlll prugraln In J. four ((,unly
l:Irea, legislatively funded by the state, wluch is i:I communrty program providmg
comprehenSive services mcludlJlg resHlenlial faCUlties. The program IS plesently
being expanded to selien countles to Inc!uLie JI1 entIre plannmg dlstflct Tlw
Depallment' of Educalioll, Health & Social Snvlces, and Hospilals & Initltll­
tlOns work cooperatively In providing the comprehensive Sl;'l'Vlces of thl~ pili..' I
program. The Department of Hospltl:lls and In~titutlLlns nnw h.Js 17 I1ther pru
grams throughout the o;;lale whIch are providmg some ("If the basic MR ...eIVJCC:,

and it is planned th",1 In five years compreh~'nsjve servlce~ will be ",v;llhlble
statewl(le.

"A marked thru~1 is seen in the directIOn of public "'nd pflvale agency
coordination of programs, servIces, and fundmg as mentioned III [tern I. The
Developmental Disabilities program has been Im.!rumental in InvolvUlg Are<lwldt·
Comprehensive Health Planning Agencle"i a~ Ihe ,;atalylic Jgenl for thIS L'OOrdUl;l
tion. Pubhc health associatIOns should also be jJlvolved bUI the problem h,~re H,

one of convincmg the multlplc generil: organizallons and prof,~ssiom that habI.ll
tation and rehabilitation of the handicapped IS a public health problem

"To date, there has been no legislative cllnc!~rn rcgarding lhe Developm.::ntiil
Disab~lties Act. The administering agen~y was deSignated b~1 Executive Ordel
and nO appropriatIon fOJ DD was spcullcally requeslrd. A:, noted abovl:, an
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appropriation was passed for a pilot program for MR. In 1967, SB-199 was
passed, thus creating the Mental Retardation Program Coordinating Council.
However, the Council has not been funded and is not perceptibly viable. Many
of us actively planning in the fields of MR and DD feel thar categorizing so
specifically for legislative purposes is a detriment to planning and funding com­
prehensive services fur the developmentally disabled (which includes the MR)
individual. We recommend that all reference to MR be deleted from legislative
action and DD be inserted."

State of Florida Reply - October 31,1972

"Florida's state institutions that serve the mentally retarded are admim­
stered by the Division of RetJrdation which IS the administering agency for our
DDSA program. As the services provided to the citizens of Florida by the DiVI­
sion of Retardation are becoming community focused, our institutIOns are be­
coming regional and conunuruty service centers, with an emphasis on the coordl­
nation of programs with local organizations and other state human service agen­
cies that provide serviet'S to the developmentally disabled. The
deinstitutionalization and humanization of services to the developmentally
disabled is a major thrust of Ihe Division of Retardation being accompUshed by
trying to serve the developmentally disabled in their own communities."

State of Texas Reply - October 27, 1972

"The basic problem conl'ronting us In Texas appears to be the lack of an
integrated service delivery S) stem on a geograptuc basis. We have a series of
parallel and sometimes overlapping partial federal, state, local, public and private
systems which often deliver fragmented services. The Developmental Dlsabillties
legislatIOn points the way to :iolving this problem through its emphaSIS in intel­
agency cooperation 10 planmng and implementation. but the current fundlOg
levels only allow us to scratch the surface.

"Our baSIC legislative concern is that Congress may see fit to extend thIS law
for an additional three to five years. We would like to see provisions wluch
would encourage us to make some longer term funding commitments to 10caJ
agencies. Our concern is that Congress will take a dim view (with justification) of
the fact that many states have been extremely slow in spendIng thelf develop­
mental disabilities monies.

"In brief, we feel in Texas that the Developmental Disabilities Act is one of
the most creatIve and workable that has ever come along. Our experience has
been highly positjve, and we hope that Congress will give us the opportunity to
demonstrate the effectivene". of this type of unique federal-state partnership
even further."

State of South Dakota Reply -- October 25, 1972

"In regards to problems lelated to our slate, I believe we have many of the
similar problems that your state might have. Of course, the limited funding poses
a great problem, however, I do believe that the concept of the Developmental
Disabilities Act far outweighs the actual funds that we receive in benefits to the
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handlcopped people.
"The lack of guidelines, regul:.Jtions, ::JilL! le.,dcrsillp Ironl the Wa~hinglon

level has. provided Soulh DnkOtil with l1umeroll~ problems In JlteJllp[Jn~, Li)

administer ttus program. Aha lhe lilLk 01 time allJ Sldff In accolllpJn·,h much 01
the detailed plannmg and lDOrdinJlioll In lJcvehlping the state plan 1<, a gq~al

prublem.
"I believe that South Dakolil is l'legmllJJlg () totally change It:-. emphaSIS

from that of large &<;ale mstitutionaJizalll11l l() tJl,~ provIsIOn of community pro­
grams and services. Our IIlStltUtIUm.' p()plllauun 1) being reduced and Sltlllllo be
rrduced suhstantially more In the next few year~ An emphasJs IS very dclInllely
being placed on the use of eXIsting gene1lc serviLes rather thall the rnl1tmuou~

development of speCialized programs for the h,mdll;(Ipped. Our goal 15 to pro\'loe
the developmentaily disabled wlth the ability to l se those normal semces wtuch
are available to everyon~ within South Da~ota. Proposed statewide legl"latllll1
providing lor equal state and counly suppa! t {of community SeTV\( e~ "ill be
introduced In OUI state legJslalure tIllS year. It pa ..sed, thiS legislatIon will be the
key in the development of alternJtlves Lo large sc:.:lt, and long term l1lstltLLtlon;dl­
zalion.

··OUI state hopes that the Developmental DIS,IIHI'lles Progr<llll will be pi:lsscd
again in Congress, however, we do hope thJI I1IlH.' concern wul be given t0111ral
states and their ~peclal progrJm~ "

Siale of Alaska Reply

"I think Jf there arc any plllllilry problem" III Ala"kJ, they rclall' tu the
small amount of money whIch 15 awarded to the ~tdle on a popula[]on bi.JS1S and
rather madequate in combatlllg [he entire problem. Rel<:lted tu t~IS smJll d11l0unt
of muney IS the rather cumbersome medwllIsm demanded by Ihe lederal govern­
ment, namely the Governor's Plannmg and AdvIS:lry Council on Developmental
Disabtlitlcs wmch Inslsls upon personaJly allocating almost every penny ul the
money. The small amount of money IS aggravated by the high cost nf lIvmg lind
transportation m Alaska.

'·In comparing our progralll~ fur the Developmentally Dl;,ableLi III AJaska
with those 111 our nelghbor statrs and actually all of the lower 4g, we tee I thdt
we have made a greiJt deal of progress. Wilh IICJ waiting Jist 8mI WJth 1\1,0
LnStitutlOIlS whose programs arc (:Qlnplelely rehJI'Ihtation rather thall cU~lOdldl

Jrld Wlth the tluldlty mentioned above, we fcel Wf ;lrc 111 all enviable posltlon III
the next few years we should he ahle La fill Ifl tflL' gaps In servICes If we wl)rk
aggre~sively on thjs and have [he <;upporl or our ,L:lte otliLli.J!s and legislator, III

lhe capltol.'·

State of North Dakota R<pJ~ - October 18, 1972

"I do have a few thoughls 011 1he suhJeLI. My Lonlac1 with the CUlllllllttC'e
set up to plan the use 01 the DD llJoney <JnL! proce ...s grants has been minUTIa!. [I
has been enough however, 10 feel srrongl .... Ih<.l1 ~lImehow the grant~ ...cem to go
to existing programs for expamlon. WhLle our stille has never done enough for
the retarded whose needs are almosl lI111l1less, It lias had a belter plOgram than
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most states. I had hoped DD would emphasize some new areas such as Learning
Disabilities, Cerebral Palsy, etc. The money seemed to go to group approaches
but in our state we have all these isolated cases scattered around untouched by
group action. I guess what 1m trying to say is that I wanted some kind of a
tuition fund set up with that money for kids who may have to go out of state
for sheltered workshops, etc. I've been m the position of trying to help with
some severe or multiply handicapped people for whom there is nothing instate,
vocational rehabilitation, welfare, etc., Just pass these people back and forth and
refuse to assume responsibility .

.. [ would like to see some kind of mrerstate contract set up with a portion
of the DD money to provide a facility for those cases each state has In not too
great numbers but with no If'source available to help them in their own state."

State of Arkansas Reply - October 31, 1972

.. ( cannot say that we do not have problems In the DDSA program in
Arkansas, however, I can say that these problems are minimal. It seems that our
biggest problem is not having enough DDSA money to fund all of the project
requests. I understand that some states are nol using their DDSA money as fast
as they should. ThIs is not 1he case in Arkansas. We find that in one grant's
period we receive requests for about tWice as many projects, dollar-wise, as we
have money to fund. Another problem that we are wrestling with from time to
time is the national problem c,f definition of 'other neurological impainnents.'

"In respect to new directions in servll1g the Developmentally DIsabled, we
feci m Arkansas at this time our most pressing problem is getting services to the
commumties and then to upgrade these services as quickly as possible. We are
attempting to use the Developmental Disabilities money as gap filling money to
fund projects that cannot be funded through other sources.

"Legislative concern regarding P.L. 9 J-517 would include the problem of
appropriatmg up to the authorized levels in the legislation; better definitIOns of
terms such as other neurologicaJ handicaps; and more defimtion of the duties
and responSIbilitIes of the Planning and Advisory Council."

SOME NEEDS WHICH MUST BE RECONCILED IN THE SYSTEM TO
ADEQUATELY SERVE THE NEUROLOGICALLY HANDICAPPED

Service Programs

Although much progres" has been made in recent years towards alertmg
legislators to the needs of the neurologically handicapped, much more needs to
be done. The Developmental Disabilities Service Act CouncUs should take aggres­
sive action In alerting their legislators to the needs in any state which has not
accomplished the following:

I. Adequate funding to establi~l an "ccurate registry of the develop­
mentally disabled according to the handicapping condition.

2. Sufficient trained personnel to meet the needs of all within the
registry .

3. EstabUshed pre-school programs for the child and programs for
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parents in health care, genetIc counseling and edu,:atLoll.
4. Estahhshed work, recreational ;Jnd educJtlonal prugram ... hn rht"

out-ol·school handicapped.
S. Adequate COlTIIllUnlty <;;rrvll:;e programs uLLlizing [he state agclll:lt's d~

back-up services to aJI commulllly programs. Su:h <lgencles as the sl,lk rnenlill
retardation institutions, department Dr health, department ot welfare. 5tcltt'

medicaJ colleges and hospital should be induded In thts delivery sysrem.
6. An instItution<Jl plOgralll Wllh J sllong cummunlty-centered plO

gram with a free flow of students back and forth to adequately meet the 111~eds

of all. Make sure institutionaJ programs unprov: on a piualJel basIs with com
munity programs.

The legislature mllst define the IOle of the InstItution as a l·()ll11nUrut y
related progri:lm--that IS, the services of the JnstirutlOn should be fucused upon
community clients who need service nul available near their tJwn hllmes. OVCI

the past years parents have sought servIces frum our state schools lor thf
following reasons:

a. The retarded mdlvldual is a phYSICJl or psychologIcal hurden (Ind
represents a problem of health to the parenh.

b. The retarded individual repre~n(s I threat tu the weltare of tht
family.

L". The retarded individual constitules a :,IKlal problem anl! I" tn lIee:! 01

social controls.
d. The retarded illdlvlduaJ IS unable to Ilhlam an adeljuate progrillll IOl

his needs near his own horne.
Under the philosophy that an IIlstltutlOn 1S d pari of the community, It then

follows that institutional residents should have full access to aU conmlUnlty
facilities and programs and that institutional pro,rams should be "ail able to the
community.

Research and Training

Although this is not it dehneated responsibility of the Developmenr,d DiS·

abilities Council under the Federal Act. the State Developmental Dbabll,lle,
Councils must take an active role In balancing these programs In the statewide
system to more adequately serve the neurl)loglcally handicapped.

Training - As yet, relativdy few mt'dlcal Slhools expose lherr srudenl~ to
the practical evaluation, recugnition and managl'merll oj persons wllh chroniC
neurological handicaps and retarded developmeni. The acute disease. lht' enneal
case, the rare syndrome and the immedtah' threat 10 health. take precedence 'wd
teW a/ten describes the physician'.fi concept ofhis h}(al patielll responsibliiry lie
has little preparation and el'en less i11lerest in aSHsring the parienl for whom he
cannot cure orco"ecl the defect.

Greater effort in all medical training sirualinns should be made It) {ram
students to: (1 Jrecognize defective gruwlh. (2Jknow and fTeal prumpr{y those
acquired diseases which can cause bram damage (3) search diligently [or new
explanations and conditions of retardation, and (4) be aware 0/and prepared to
work with state and private programs for the evaluation, education and habl/lfo-
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tion of persons with neurological handicap£
Again, the legislature should take positive steps to see that adequate training

is included in the cUrriculum and laboratory expen-ence ofevery medical sntdent
who will be licensed and practi.~ing where he may be treating pregnant women
and infants. This can be done through licensure laws and examinations by licens­
ing boards.

Still another, even greater prvblem rest:j in <he educatIOn of the practicing
physician who has little or no training in pediatric neurology, yet is treating
preglUlnt women and in[ant children.

Research - Developmental DlsabLlities Councils can go the extra mue and
help the state legislature realize the importance of research.

What is on the horizon in research and mental retardatIon? Recent classifica­
tion figures from the mental retardation research facility at Waverly, Massa­
chusetts, and from our own unit in Utah, mdicate that the causes of retarded
development below the 50 IQ tange are as follows.

Acquired disorders, such as lack of oxygen at birth, nervous system
infections, prenatal infections and direct injUry - 30% (treatable)

Inherited metabolic and endocrine disorders, !luch as PKU, abnonnal fat
storage, thyroid disease and sugar metabolism defects.-- 5%

CIossifiable mol!orllUIlions, such as Down's syndrome (mongolism),
other chromosome abnormalilJes, myelomeningocele and multiple major mal­
formations - 25%

Unknown causes, such as those assocLated Wllh epilepsy, minor mal­
formations and undefined familial factors - 40%

The acquired disorders should be considered preventable, but even
today many cases of treatable meningitis and complicatIOns from head injuries
go undetected for too long and brain damage results. Practicmg phySICIans on
the "firing" line need to be alerted to the urgency of these situations_ Infectious
disease research groups need 17U1jor support /0 further investigate and find effec­
tive treatment [or virus diseases which cause grain damaging encephalitis. We are
on the verge o[preventing many virus diseases altogether, if research funding can
be promoted.

Research Into the genetic and acqulTed cause:'> of epilepsy is a desperate
need and requires combined efforts of menIal retardation foundations, epilepsy
foundations and public, state, and federal funding.

Congenital malformation£ Major and minor defects of body development
are [ound among a major segment o[ our residential populations. Classifiable and
nondassifiable maJforrnations comprise 47% of the enlire group under 50 IQ.
lltis includes chromosome abnonnalities and many olhers which appear to have
familial factors. Dr. Warkany's newly published text, Congenital Malformations,
and the emphasis placed by the National Foundation on Birth Defects, epHo·
mize the magnitude of the problem and the frustrations met by medic me in
dealing with this problem. Genetic facrors playa role and there are still many
undefined acquired [aclOrs, as t:xemplified by relating German measles m preg­
nant mothers to their malformed offspring_ Despite advances in bone, heart,
intestine, and kidney correctiv(~ reconstruction and transplantation which have
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helped many persons, we cannot reorder th,.~ malformed braIn. We need I U

identify predisposition to malfonnatlon and prevent Its ocrurence when pos:;]·
ole. This is simply another example of Iunds oeing needed for research In the
area that counts-preventiun.

State legislatures must balance medical re~;earch and trammg ot the medical
student and the practitiuner if ,,) a desired medical approach selVwg the f1t:uro­
IOgIcaUy handicapped. Yel, I," legIslature wilhin Ihe 50 states has gi",n the
slightest attention 10 medIcine and Its respomlbiJity ttl menIal retarJi:lllOli. II's
tune for a breakthrough III thl~ vllal reform program.

CAUTIONS, SUGGESTIONS AND RECOMMENDATIONS

Developmental DlsabLlitles should, In the olplnlOn of thiS wntcl, go beyond
the true definitlon of the federaJ act and embrace all dimensions of programs
wfti...:h can serve the neurologically handicapped. llle program should strive for
balance between the lederaJ, slate, and local Inels of goverrunent m a cl'lIlpre­
hens.ive statewlde delivery sy~lem. The state cpuncu !illould U~ their legl~lature

as the Instrument to gain thIS balance. The cOllnClJ should l;oncern Itself 0'.'1111 J

tala] program necess:.Jry \0 serve all neurolo~~lcilJly handicapped chLldren and
adults.

Wherever a dispute ;mses between forces ~;erving commumty programs and
forces servIng state sponsored services, the counclJ should :;eek to baJance the
forces so that as near as possible one legIslatl· 'e program ellhancmg and Inter
relaung both community Jnd instJtutional plOgr3.1Tls (an be presented 10 the
legisla tUI.

State ~ollncils should intel relate to assist tile feLieral guvl~rrunel1t In cdrrYlllg
out Ihe DevelopmenlaJ Disabuilles Act. Perhap under Ihe NatlOnai AssoCiallon
of Coordinatols of Sialt> Programs fIJI the MI~ntaUy Retarded, or some olher
national associatIOn of slate people, state coun, us, alung With theu slate ildmmi­
stratlOll, should join together on a regwnaJ hasis to serve those WIth speclill
handicaps, and those professionals who serve th,,: handicapped.

APPENDIX A

QUESTIONS AND ANSWERS WHICH CONCERN DEVELOPMENTAL
DISABILITIES SERVICE ACT COUNCILS

The follOWIng was laken flOm the que:.;tJOn and allswer peflod 31 the
National DevelopmentaJ Dlsablhues Conferenl:e'

ShoukJ the funding be categorical as re"'ted to a spedfic handicapping
condition, or should it be designated for th,' De.elopmemal Disabilities'

Legislators present fell the block gri:lnt f(ir deveiopmentaJ disahtJitles WdS

best. Senator Dean felt thai the Developmental DisdbiJlties Service Act funding
was calegorical in nalure and should remain tha way.

Is il a good thing to have on umbrella organization for the delivery of services w
the handicapped'
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California has this plan but has found difficulty in: (I) acceptance,
(2) working together, (3) matching and qualifying for federal funding. There IS

merit in having several different agencies coordinating and planning together to
get the total job done. It's harder for the legislature to put the lid on several
agencies than it is on one single agency.

How dOl!s the legis/Dture do program evaluation?
The legislatures are giving more attentIon to accountability in the expendi­

ture of funds. Several state legislatures have a legislative auditor to make sure the
money was spent for what i1 was allocated for. Legislatures also are passing
administrative procedures acts to scrutinize rules, regulations and programs of
the several agencies of state and local government who carry out programs.

What should be the role of the State Advisory Council for the Developmental
Disabilities Service Act?

The committee should have several functions to perform:
1. It should be an advisory committee to the several agencies of govern·

ment, the governor and the legislature in recommending programs to adequately
serve the handicapped.

2. It should serve a planmng function to ascertain what is the best
system to serve all handicapped children and adults and to recommend who
should do it.

3. It should serve in a coordinating role to interrelate all agencies in the
statewide delivery system of services to prevent du plication of services.

4. It should serve a legislative function recommending adequate budget
and delineation of program to "rve the handicapped.

How do you get the passive legislator to learn what developmental disabilities is
all about?

Personal contact by tho," who know and care-preferably by someone
whom the legislator knows and respects. Personal letters, unlike any other letter
written on the same subject ar,;: also good. Invite the legislator to sponsor legisla­
tion embraced by a large group of parents.
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The Developmental Disabilities Act specifies a lisl of 16 fundable services.
The obvIous mtent of the architects of the Act was to permit the broadest
possIble interpretation of the USt!S to which grant funds might be put 10 order 10

offer state program oftlclals the WIdest possibJe latitude In filling eXlstmg and
future gaps in services to the developmentally disabled.

Without doubt, resldential programnung for the developmentally disabled
has received more pubhc allentlon and has sllrred more Interest and controversy
over the past few years than any other service area specified in the Act. Durmg
tms perlOt..I, millions of words have been writ len about the deplorable condilions
whIch exist In pubhc and private inslltlilions for the mentaUy retarded, and
dozens of plans for solving the~,e problems have been put forth. Yet, despite
encouraging signs of progress In some states, the Nation su.ll faces a mounting
crisis In the proviSIOn of residential services.

The papers prepared by Elsie D. Helsel and Earl C. Butterfield offer valuable
insights Into the tangled problems which face residential institutions and suggest
several approaches to reformmg the present 24 hour care delivery system. Helsel
outlines 3 course of actIOn for state DDSA adVISOry councils to follow in dealing
with what she terms the councils' "top service priority"~i.e. establislting appro·
pnate and adequate community-based alternatives for long-term care of the
developmentally dIsabled. She suggests some of the dllemmas Councils wilJ have
to face In approaching tlus task, delmeates the necessary elements in an effective
long term care system and discusses alternallve components of a weU-rounded
rcsldentlal program. The author also touches on the need for a back·up system
of prote~tJve services and descnbes a model case management, protectIve­
advocacy system currently berng developed rn Ohio. She closes her paper with a
bnef revIew of some of the sources of federal aid available for constructmg antJ
operating long term care facililie,. for the developmentally dISabled.

Butterfield argues that ilttk use has been made of research as a 1001 lor
unproving residential programming. He sees the development of accreditation
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standards as a hopefuJ precursor of change lUI warns thal [he ('uncut JC!\H/
ACFMR emphasis on prm:ess or outcome mEasures In Us surveys 01 re'ildcnlJal
facihtjes must be mamtamed. Court mlervcrtlon as repre~.ented by the reeflll
decision in the Alabama "right to trealment c~se" IS also vIewed by the author J'l

"an important stLmulus for rcfornllng mstitullOllal service,; tu the melltally ~

larded and other developmentally dlsabJed people." ButlcrfJcld cllnclude~ by
caUmg for more and better research studies mort: elfe~lIve management <lnJ
in-servIce lramlllg, application of accredilJtlll1l stJndards dnu tUrLh~1 Cl 'lin .IL­
lIons.

The second, and often uverlooked, corn',>oncni of the Developmcn ',JJ DIs­
abilIties Act is the University AffilIated FacihtJes (UAF) program. AUlhorJled
under Title II of P.L. 9J ·517, the some 35 LJAF's, which art' (urrently In .... dtlull<;

stages of plannmg and operation, coJje(tivel~ possess a va~,t reserVOIr ul lalellt
and expertise wh.Jch prOlnises to serve as an Invaluable back.·up systelll lo service
delIvery agencIes. Julius S. Cohen discusses developlllent~; leadlllg up rl) th~

establishment of the Umversity AffIliated Fal,,;llttaes program and reViews the
present actiVities of UAF's in the areas of training, lcchllical assistance. vlJlredl"ll,
servIce and consultatIOn, servIce to state DD~,A l,;uuncIls and resealch. Hl' t>l1d~

with a few brief comments on the emergIng role of the UAF program ..

At Jeast two of the services speCified in the Ac I have on Iy been auded to the
lexicon of developmental dJsabihty planners in recent years-transportatIOn dnd
protective and other 50c1al and soclOlegaJ serllces. For thIS reason, the Conkr­
eoee pJanners felt that papels on these subjects wvuld help state DDSi\ counCil
members and staff ap·preciate some of the ...:hallenges and opportunltl~s we·
sented by these two areas ul service.

The unique problems lll\lolved In transpoiling the Jeveloplllelll<llly dl:)Jb\~J

are discussed In a paper by WiJlJam J Bean. He dIvides tht, problems lOll' two
major areas· mobllity limilalions of the physJcaUy handicapped and lrdn'ipOrl jj.

tion problems of mentally retarded persons P~rtJcuJar attention JS given to
reviewmg the findIngs of a recent report by th€ PreSident's Committee on \tenlal
RetardatJon entitled, Transportation 0/ !he Mentally Retarded."* fhe author
doses with a commentary 1m some uf the public polley :Issues raised 'Jy th~

recent debate over makmg transportation factlitles acceSSIble to handl\·apP,~d

persons.

Kellh A. Yehnek stresses Ihe fad th<Jt tht> emerglllg recogllJtlOn \11 lh.: need
for protective services is II direct ofJshot of th,~ growing number of developlllen­
tally djsabled persons liVing III the community. He dIscusses the legal underpln­
nlllgs for the three types of guardiansJup pJans generally available (guardli:lll Ilt

"In conjunction With the NatIOnal Conference, the Dlvi~ltln of De"1lelupmental J)lsabtJl·
hes also pUblished a descriplive brochure concerning Ihe UAF program hee U'pit:5 nf lh~

brochure, entitled Unlv~r!lty A{/i/laud FaCIlities All Otl~",,1t'1L! are ,Ivallable hy WrLllIIll the
UAF !::Iranch, DiviSion IJr llevelopmental DisablllllfS, RSA.. SRS, Deparlm~nl ,,1 ~Ieallt.,

Education and Welfare, 330 "e" Streel S.W Wa!ihln~l(ln, D.C. 10101

-Transportation 01 rh~ Menially RetarJed, Pre5Idenl·~ Commlrtee on Mental Relardii­
lion, June 1972. Preparrtl under contract by Harold F. WISt." A,,~ol:I<11ed, Washmglun. I.) L
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the person, guardian of property and guardian of both Ihe person and the eslate)
and concludes that guardianship laws in the Umted States are primarily dllected
toward protecting property rather than safeguarding the rIghts 01 the Ifldlvidual.
As far as nonlegal forms of protective servIces are concerned, the author dis­
cusses the recent development of case management and personal advocacy sys­
tems mdJcating that such approaches wIll play an unportant future role in a total
protective services system.
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Introduction

The development of appr·]priate and acceptable community based alterna­
tives for long term care for the developmentally dISabled is probably the top
servIce prtOTlty on Developmental Disabilitles CouncLls' wish lists this season.

However I the pay from wish list to unplementation is fraught with more
booby traps than a mine field in a war zone. MallY problems in this area are not
even recognized, yet alone ddined. Hard experiential data based on careful
research is almost completely I.JCk.Jng. The problem is not only one of not having
answers. At this point in time, many groups rushing jnl0 the operation of small
group homes don't even ask tht~ right questions'

In addition, no one seem:; to be taking a leadership role in coUecting, col­
lating, evaluating and disseminatmg the little bit of expertential knowledge that
we are beginning to accumulate.

Someone has said we have momentum without rationales. We have initia­
tives without tested models. \\'e have starry-eyed well-meaning enthusiasm with·
oul direction. We have work~hop after workshop thai starts from scratch to
reinvent the wheel and ends up recommending another 5urvey or study.

So What Are Developmental Disabilities Councils To Do

Developmental Disabilities Councils charged with developing comprehenSive
plans for a State, including ]on~. tenn care plans. can start by.

I. Developing a philosophy and rationale for their State in keeping
with reality and their resources,

2. Identifying the issues and problems - espeeiaUy those that have
surfaced from the long term Cille efforts of others.

3. Defining the basic elements of long lenn care and the population to
be seIVed;
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4. Inventorylllg the alternatIve', JVJdJble, the rCSUllrle~, and Id{,l\lIf\'L11!~

unmct Ileed~:

S. Setting obJectives dnd reJIISI1C lime ,cheduks.
6. Evaluatmg and redIrecting erforts anLl re'lOUTlCS as nceueJ

Philo~ophy,Principles, Rationales

Before embarking (In ..1 long term care plan, DDA CtlUI1LIls must be h_1rlt',,[

with themselves and m;,kt: some hard uccbluns. Whl;'n they er,brJi,,;c hl~'h '\luIIJ·

II1g L:nncepts such JS I normalll:ation plmclrle~.'· "devrJ{)pIlIGnt<ll rnndeb" jill!

"conllnunlty based alleInJtlv('s," do they TIled 1 these cpnccpls It) apply lu all
the developmentally ulsahled who need them, or only lo the chosen fc'W WhD
"adJust well In the communI1y," "have hopeflll putentlJI for worksJlop pl.ICC
ment," d;He dmbulatory," "won't cust you IllUCll," 'Ind "arc leunburs<lble undel­
a federal program."

SlIch deCIS10llS Ill~ke J tremend{lm diflerence III how you go aho1l1 r1dll
nmg, what role you J"~lgn to YOU! prt'scnl InstltutlOJ1S ;tilL! y...hl:lt kmd') pi LIJlll

munj1y alternatives you develop.
Jf some of our developmentally dbablecl cltlzens arc more equJI Ihdll

others -- then DDA (ollnl.:lls should he hune<;;t aIld say so
This paper is based on the i:I'lsulIlpli,,'n lh;lt every hUIll.IIl lite l~ vdlu .• hle

cveryllne IS capable of growth ,Ind uevclopll1ent Ihroug.hollllll',~. the prlll(:lple'i (11
normallzatjon appJy to everyone. every nne can live In j) (Omlllulllly facilitll .mel
no olle shouJd be dellled ;tny appruplli:lle prugrlm becau'le 1t co~t~ ttH) nlU,~h m
hiS potential is too limited.

If we accept the Jevelopmcntal llIodel as al] approprtJte une for 10llg It'flli

.;.:are :-;crvices, then we will not tolerate (Jr~ rhal IS merely cu.',tudldl 01 c<lre th.11
IS dehumanilmg In lllly res.ldential IIlCIJily from rhe sllIJllest 01 grol!l) IWllle" III

the largest oj instltut](lJ1~.

GoaJs for residentl;]l progrlllnrmng based all the de"dopmentaJ. Illodl' I Will
be deSigned to IIlcreasc the resident's control o\'er hIS environment, lllL:reas~ the
complex.lty (If hIS behaVIor, and maxunlzc hiS hUllli:in qUlllttLC~.

One strategy for Inaxlmizmg humall qUJlltL~S IS the norlllallzatlull pi iilLlpk
of NlIIe l as set forth III the PCMR publlcatU)!1 ~'hal1~mK Pan,:nls In RCSIf/UllIlJ{
Cart'. This approach requires that the developmentally Jlsi:lhl·~d person I1J\'L' dll

em'Honmcnt i:lnd a life style lhat IS <I:>' Inuch lJ~ C d normal one as pll5sIbie HI~;

Ji"lng arrangements wiJl therefore be homelike and hl~ daiJy routJnC~ and Jile
style Will follow that (If his lIormal peers Insofar <lS hl~ disability w1l1 permIt
(For a detaIled dJscussion of the Implicallons ut" the devdopmental mode ,llll!
the normalizatIon prinCiple see the NARC publlCallons "Resldelltlal PrO~,I:I1l1

nung for the Mentally RetJrded PersoJls" Vol .... [IV. 1 ~

II' we accept the prIncIple that, With appropfl<lte llIodlfJcation Jlld iHIJusl
ment5, everyone can live In eommunlty hased laCllitles., thEn the role () the
instltulion musl be redefmed. It can no lange be a reposl1ury for those whtl

have for one reason or another been relected a'i non-feasible for progralnrlllllg
This, l:i particularly true of th~ nonambulattlry who are Ct..lIlslgrled to lnStltutLorb

There is now ample eVidence thiil 1he number5. of mdivlduals who are Iruly
bedfa~t- those fur whom uu[-nf-bcd acllVllY IS: threat II) life-IS very snlal' We
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have created vast wards of bedfast individuals through mismanagement. Already
developed are techniques and supportive equipment, which when properly uti­
lized, would virtually eliminate the need for bedfast wards either in institutions
or in nursing homes in the community. A curriculum has been developed for
training contact care personnel in these techniques and procedures (UCPA's
Mini-Team Project - Report in preparation I 3).

There is also ample evidence that even severely and profoundly retarded
mdividuals can respond to training programs and can make progress toward
developmental goals. Such evidence should therefore suggest that instItutions
become training centers-especially for those who requLre sophisticated and spe­
cialized traming programs. Institutions should be the leaders in research and in
demonstrating new procedures and techniques for maximizing human potential.
They should take their place as unportant components in a comprehensive com­
munity services system. They should certainly not serve as repositories for re­
jects.

Issues and No Answers

Although must planners, .Idministrators, professionals and parents will
quickly give assent to the foregoing assumptions and principles, when it comes
time to make hard decisions on problems of implementation, consensus breaks
down and many unanswered, and, perhaps at this stage of our knowledge, un­
answerable questions rise to block positive, concerted action.

Vested interests, fears, ralionalizations, attitudinal biases, preconceived
ngidities, labor practices and c,lpital investments get in the way of trying to
work out pJans for Jong term care and services which best serve the develop­
mentaJly disabled Individual and his family, take into account some of their
decisions and wishes, and permit them some alternatives from which to choose.

Despite the complexity of the problem, however, we must seek answers,
imperfect though they may be, to such thorny questions as:

I. How do you deploy funds in order to turn the system around and
provide community alternatives for residential care while at the same time up­
grading care and services in the present institutional system?

2. Who should live in community based homes? Everyone or only the
moderately retarded ambulatory'!

3. Should anyone stay throughout their lifetime in an institution or
should all placements be time limited for training purposes only?

4. Is it possible and financially feasible to provide care in large multi­
purpose institutions that is not dehumanizing?

s. Should programs in residential facilities (community or institu­
tlonaJ) be self-contained or should residents go out into the community for
service programs?

6. Can the VCP Mini-Team Cross-Modality approach for out-of-bed
care be implemented on a wide s~ale in order to eliminate bedfast wards?

7. If a decision is made to go all out for small community-based
residential facilities what do yon do with the multi-m~lion dollar investment in
old buildings in our present Jnstimtions?
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8. How (all you carry on research If yl'1I don't tli:lve a lJIgc C(1I111111·

Jable populatIOn'
9. How can you offer spccialiL,ed services if your population l~. SIn,J11

or dispersed?
10. As large Institullons are reduced HI ~17.C, whal do you do abr'1l1 Ille

r~sullJnt labol prohkm:-.? How do you deal II. llh the CIVU servIce anJ ')Clllontv

requirements of state systems ...lnd lah01 Uilions I

J I. How sillall i.J gJOUp home can br npeJi:lled from a hnan"':lilll) f~;I,l·

ble point of view? Is lhefe a s.ize below which we must alway:-. think In term ... ,)1
corr support?

12. Should you lell resldents of an aca IJl which you plan III pl,!CI" .1
small group home about your mtenllOns or ...hould you Just 1l10Ve Itl'}

13. Arc some types of resldelltJaJ are,IS ea~ier to penetrate tltan (·Ihers"
14. How do you answer parrnts' pel tcctly v;ll1d questions concerning

the safety of their sons alld daughters In ...mall ;~roup hOlTle5-- P:"Htlculdrly ~<Herlts

who have chosen instltU[lllllalllJlll)n as <J WIy u[ gLl.UJrl1ec11lg a l,r'~(lml.: ill
protectiOn for their SOliS dnd d<:lughters'~

15. If dependenl mdlviduals .Ire plaCId out m the COIllIllUllllY Will' wIll
be responsible and accountable for monitonng their care and d<ly tu day a(llI'l'

ties over a lifetime?
16. Who wiJl mom tor the mOllltors tJ see thJt hUJTI<.tn and Civil rlghb

are not abridged?
These <He Just a tew uf the questions that must be audre~st:cJ J1 we ,He (l'

provide a continuum of r~sld..:ntlal services fr I all lit' lhe cJevelOpnll'nldlly UIS­

abled who need them.

ESSENTIAL ELEMENTS IN \ LONG TERM
CARE PROGRAM

Long term care meJllS more thall a pli:ll e to Ilve--lt Includes all (11 tilt'

ramifications of meeting the lifetIme servlce neeu:o. of tho.';e wlw l.annl't II ... e
independentJy. In this paper, we are trying tu focus Jltention on thi.J( ~egment (.I

the developmentally disabled population that :annut, even wllh the best I re;lI

menl, educational, and VOL<lllllrl31 trammg ser\lKes lTI.Jke I[ Oil lht'lr (J,vrl III

society. The expectallon IS th:..lt th~y wll1 never be able to 1Il311llain {hnm.fl"'t~

independently. TIley wLlI need help In managJrg Ihemselvc,; dnd/ur tllelr ilHilUS
lluoughout their live,.

Formerly they and LheH fanulIes had bll[ one i:lltern3tlve fur long lClln
care-Jnstitution~ for the Feeble-Mmdetl and Epl..leplH.. Now <It long l<:Ist, allern;,'
tives are being developed for them III the cOl1lmlllllty.

It should be borne in mind that thiS group NLlIlIlduJe nol Just thL: menlally
retarded but also those so severely phYSically handlclpped or wIlh ~uLh ')t;l~lllL'

problems that they cannot live Independently.
Long term (are includes, Jl the very least, the loUuwing cssentlJI elem~III~,

I. AJtemativcs and choil.:es for sUllablt livlllg arrangt'ments
2. Approp[l;lte day 10 day program~ of aC!Jvity or work thlll Will

enable the mdivldual Lo de'o'elop hIS potentIal llld live, with dignity, J rll I ilnd
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sdtisfying life.
3. Protective advocacy and monilormg safeguards which check regu­

larly not only on the health ha.~ards ilnd phY!iical safety of the residents bUI on
the adequacy of their programs a!i needs ch ..tnge over a Jlfellme. Such a lifelong
monJlormg system requires some plOvislOn for fulJuw-along services. Some of
Ihe mechamsms are protective services, personal advocacy scrvices, accreJitatlon
procedures and life safety codes.

4. An adequate finJncla1 base of on-golllg support for long term care
services.

ALTERNATIVES FOR LONG TERM CARE

Group Homes

Of all of the community based aJternatlves for hvmg arrangemcnts, parents
and prufcsslOnaJs alike seem most turned O[] by the potentlaJ of srnaJl group
homes. To date this arrangement seems to he the most <:Icceptable and to hold
the best possibility offulfLiling "normalizatiun" expectatLOns.

Group homes are loosely defined as "small" if they house fewer than 20 and
""large" If [hey have 20 to 200.

The push into small group homes IS coming from two prunary directiOns
State govclnmental ofncJ3ls responsible for MR and DD plOgrams who see them
as a way out of some of Ihen problems and dilemmas' and parents who have
never accepted institutlOnaJ!zallOn <JS an aJrernallve. The parents Involved are
frequently the same ones who sparked the parenl movement for the develop­
ment of commufllty services in the eJrly SO's. They know how to get things
done. What they need are sound guidelmes.

Some of the questIOns to which both groups need dnswers are.

Oient Groupings
]. Who wIll live In the home? What degrees of retardation, kmds

and frequency of sClzures, kinds of mobiJity problems can be accorrunodated?
2. What mLXes of the above groups or m.ixes with other groups

such as college students, veteran:" elderly, anJ other handicapped will work?
3. How and who wIll do the selecting of the people who will

reside in the home?

Program Needs
4. Depending on the group 'elecled, whar will be their needs for

care, superviSIOn, management and day to day programming?
5. How will the prugram needs be met? Within the factlity or

externaUy by communlly services?

Staff
6. What staff will be needed and how WlJl the staff be tramed'

Should institutional staff be retrained and moved oul into community homes?

Attitudes
7. How do you select the locdtion for the home? Are some resI­

dential areas more accepting than others?
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H. How dQ you deal with commumty attitudE's so that the ,:~rollP

home is accepted? Do you have an advance pUhllc reJatJons campalgn or do) you
just move m?

9. How do you deal with paremal attitudes S'J they wIll usc the
home and/or will not resIst muving their sons l)f daughters oul of an mstllullOn
IOta the home?

Prolective Services
lO. How do you provIde fur aCl ountahlc morulormg so th.u the

care and program remams appropnate throughout the JJlctime of mdlvlduals':'
11. How do you prated agalllst underutlllzatJOn because nl

parental fears?
] 2. How do you assure that m-Jnitormg services will not (,Vl'f­

prolect') How do you InsurG that lndlvldual~ h£lve the oppurtumly to make
decisIOns affectmg thell lives to the deglee that they are able'l

13. How do you provide for prolectlOn of cIvil and human rtght~'l

Zoning-Codes
14. How do you approach zonLng problems? "'hat stl3tcgJes work

best? What resources are available and app! opricl Ie as problems arIse"
15. How do you <:Ipproach lhe problems of '')uIJding codes and

health and safety codes? What strategiC's are av ulable here? \Vhat rcso\lrcc~: (,xl~,1

for guidance?

Costs and Funding
16. Are therc any hard data available on the mlnLnlum lIumbers In

a home to assule fmandal feasibility of the OpCJallOn?
]"7. What h<lrd data arc available on the cost of oper<l tlTlg smdll

group homes?
J8. What funding resQurccs--botll federal and slJte- are .wadable

for ongomg operatmg costs"
19. What federaJ or state reSQUrLCS are avaIlable for funding fur

construction, remodeling, and purchase"
20. Is any InformatlOn available on costs for rcmodellllg leISUs,

costs for new construction?
21. For what types of faCllittes IS accredItation .lvaLh.lblc':'

Some of these questions have amwer~ S )me have partial <.lnS\l.leb. Some
have no answers. What IS needed now .IS a gatht'flng together and stlategIc ,maly­
sis of what works in the placement and oper.ltloll of group humes and wh<ill
doesn'1. This information could then be published in a Handbook I'or Profl':';­
sionals and Parents who are plannjng to start gmup homes. In the rneanurne, d

good rule of thumb is to fInd someonC' who IS uperatlng a home sumlar 10 the
one planned, to go VIsit the home and talk with the pers'Jns respon:-'lble, 10

observe the types of clients and the day 10 day operatJ<m. l..lsts 01 slIch tlornt'S
are bemg prep~red by the National Associat.lOl1 of Private Res.ldentJaj Fi:lClhtlt'S
for the Mentally Retarded. This new natJonal group has (Ither informatlomtl
materials available and, at the conclUSIOn of their present project, WIll bE pub­
lislting a Directory or Private Residential FaCUlties. lManfred HaU, Exe,;ulIve
Director, National ASSOCIatIOn of Pnvate Rcsjdential Facilillc~s for the Mentally
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Retarded, 14J I Jefferson Davis Highway, Arlington, Virginia 22202 4 ] The
Rehabilitation Services Administration has also funded a project to evaluate
group home programs. [Dr. Gail O'Connor, Research Director, Rehabilitation
Research and Traming Center m Mental Retardation, CoUege of Education, Uni­
versity of Oregon, Eugene, Oregon, 97403.' 0]

Institutions

No one takes satisfaction In poor care-least of all superintendents of insti­
tUlions who struggle daily WIth problems of inadequale budgets, insufficient
staff, old buildings, large clienl numbers and an apathetic public except at elec­
tion time or when there is a tragedy or a scandal. The issue is not poor care in an
institution versus good care in the community-the lssue is an appropTiate con­
tinuum of care for aU individuals who need It.

At this point in time despite a1J the histrionics and hand wringing institu­
tions are a necessity. We simply do not have alternative placements for the
200,000 plus people who are in institutions at the present time. The problem
confronting us is how to help these institutions provide care and programs that
are developmental using whatever techniques and strategies ;;Ire productive.

There are several activiti.. underway that should be helpful. Standards have
been developed by the Accreditation Council for Facilities for the Menrally
Retarded and a voluntary accredilallon procedure h now available. The Srand­
ards were developed by ttus C.)uncil over a period of four years. Present Council
members are: American Academy of Pediatrics, American Association for Men­
tal Deficiency, American Nurses Association, American Psychiatric Association,
American Psychological Association, National Association for Retarded Children
and United Cerebral Palsy As.,'iociations, Inc. State officials, concerned superin­
tendents and parents now haw some guidelines and yardsticks to use in gaining
increased public and legislativf' support. The Standards are appropriate [or resi­
dential facilities of any size.

Federal laws and regulations are beginning to consider requiring that states
that wish to participate in programs with federal funds must meet Accreditalion
Standards. Federal programs such as Medicaid, Social Services, Title l of the
Elementary and Secondary Education Act are becoming increaSingly available to
state institutions to help them in upgrading services. In the nnd Congress,
several pieces of legislation were introduced to assist institutions and to help
states meet accreditation standards. Also several bills were introduced to assist
with the educatIon and training of severely and profoundly retarded residents.

Certainly institutions havt' problems. Certainly the role of the IOstitulion
must change as it takes its pltlce as one of the components of a contmuum of
community services. Whether institutions witl SUlVive depends a great deaJ on
whether they can shifr 10 a new role and how productively they can fill this role.

Regional Residential Centers

Regional residential centers WhlCh ] 0 years ago were thought to represent
the millennium arriVing, have for the mosl part been duplications in microcosm
of large institutions. They do have the advantages of reduced size and of being
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conullunHy baseL!. Ther~ resitJClllS usually p<lIIJLlpate III l"Ummulllt\ ~l'IV1Ces [hal

are appropriate. Some centers pller lLty Ir.jJ1 11 11!', prograills tor C(llll1llUlllly le~l­

dents so they do he..:ome part cd the commurllty contmuum 01 plOgldnl serVice",
For the most pa rt, however, ca I L' IS ~1111 congrepJ Ie and liard Iy In keepmg with
the normallZatlon p! inclple

Foster Homes

More and ITIorc states are rUlrlJng to foster home pl:.:lcements fqr ildults ,1\

well as duldrcn as all alierndtlVt~ IUlnSLI(uIIOfIJI ~ll~lcemelll. Where tilt" sl.H~ has.!
good sy:-'lem of home-fmdmg and Jdequale 'ioclal ca<;t' work hackllp, tlw IIi)'"
been a reasonably gootJ alternallve and less custly than IIlS,tltutlonal ~·Jle. Where
parents have InSlltutlOTlaJlzeu chIJdren early III order to Insure a :-.Jft- prorecllvt.:
envirollment, and WhelE' these rllLidren haw now been plJLed tlul in [(l'iter hOI1lt'
care, lhe use nf foster humes has posed somt' ~('rtllUS i:ldilistmellt problelll~

One guod resource for bi:lslc di:lla on cO"b, sldffmg ilnL! the realllJc:-, 1)1 ro"tel
home pl<:lcement for i:ldults IS the 5 year project 01 the Nrw Ycrk Ser'o'lc~ JOI the
Orthopedically HandICapped (i'ash 7). ThIS project >howed cledlly IhJ[ h,sle,
hume placement IS ,HI effect1ve altcrnatJve for Loire fnr evell Sl)verel~ pllysKally

handicJpped adulls so II)ng iJS J gaoL! :-'llClid cas·' work. Slippull SySh.'lll 1:-. <1"..111
able.

Adoptive Homes

As altitudes tClWJId ha\ldic~pped children cll lngc, ;IUllpti011 \1t \lIch l-r,lllll('!',

becomes an mcreJslngly u~ed ,esource for lonl~ lcrm (~re Not nlll) JIlt'" 11
ObVlOlisly provide a much 1110re nurmall7lng and IJcveloplllental envlrnnmenl 101
the child but a recent :-.tudy by tile ColumblJ Sch Jnlo! SOLial Work I )IIUW'i 1 III

be a much less costly way [() pruYlde C31C- roughly one-fifth he 1.:\1',1 . II fUlel
care according to Ihe stuuy

Nursing Homes

For severely dlsJbled indiViduals needing nu smg C<H~, placemelll III nursing
homes has been leilSl..lIlJbly ddfqUJte ~ IOIlt!, <I, YOllng JduilS Me 1\01 pL,t~d

smgly In homes allL! so long .1., programs hy thl: lIJY Jr~ prO'JlJed 1l1llsIIle the
nursing homes. With the aVd.LhJtl1l1ty 01 federJI f"JuJ..., thfllllgh llled1Ci:lJd, T1ur')mg
home placements haYc, unfortull,ltely, sumellllles been L1seJ In<JpprupllJlelv

UCPA, Inc., has fnr scyerJI years hJd Sl..l111( :.JfflllJlO uSing 11U1SlIlg home
plaL:ements. tu gUild <ll..lvantilge. Some iJl"iiJlate~ havl' been ,.hle III gel Pfll/dl('

sources 10 butJd nursing homes I rom which (';.lIe I ould be pUrdlJSed Wllcre care
and program are mdivldualJL.cd JJld the dffIlIJte :l,IS JL:ted as <.In dUV(ICdtc when
problems arose, su(,.h plac.:clllerils have been re<,\unJbly gaud dnd InCdnJJl)~tLlI

relationships have developed between lhe elderly "nd [lie ~'<JlIllg resldcn(', III such
fac!lit If'S.

Hostels

Both New York (Depanrllcnr 01 Mellt.LJ Ilvgll:ne(') Jnd Midllg.lll (fll'.:
Rel:Drtl I2 ) havc ,,1~t1c rUllLled hll\rel pnl!,-liJlllS wl:h.~h prLlvlde pH!I,Jlllllldl'l~ 11)1
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cunstruclion and ongomg maintenance. The renn "hostel" seems to include any
lype of supervised ltvlng arrangements from apartment jiving to group homes of
all Sizes.

Contracted Services

Some slates are now contracting for residential services with private cor·
porations. Although it is possible to provide adequate residential services in this
Immner, unless the slale also has a protective advocacy system for ongoing
monitonng of such phlcements, serious problems can and do arise. One state
which is presently usmg such a system has .lust had to close down one of the
contracted homes because of the unexplained death of a young mongoloid boy
at the hands of another resident. An investigation disclosed a scandalous situa­
tion where five or six previous questionable deaths had occurred in the same
horne. Contracted selVices wHhout safeguards can result in care that is just as
bad as the very worst of our instil utlOns. We can be faced with hundreds of small
snakepits if adequate safeguards are not required.

FOKUS

In Sweden an organization, FOKUS, has laken responsibility for providing
the supportive service necessary for severely physically handicapped persons who
want to live independently In the community. FOKUS helps such individuaJs
plan and secure liVIng arrangemenls, dress, e:ll, move about, run an apartment,
and work-but only to the extelll. they believe IS necessary and only on caU from
the handicapped mdlvlduaL. In the Uniled States, the only alternatlve for such
severely disabled indIVIduals other than theil own home would be a very skilled
nursmg home or an institution. Slides aTe available to show how even exceed­
ingly handIcapped indiViduals can live mdependently in an apartment modified
architecturally to suit their needi. This apartment is located near a complex of
community services wroch provide for the materiaJ, social, intellectual and work
needs of the occupants. Occupants call for help only as needed, for example for
getting out of bed, for getting bathed and dressed in the morning or for being
put to bed at night. Such an aflangement could readily be used With epileptic
persons with uncontrolled seizures who need only occaslonaJ supervisIOn or help.

Public Housing for lhe Elderly and Handicapped ­
Other HUD Programs

Two communities, Toledo :md Seattle, have on-going public housing pro·
grams tor the elderly and handicapped. The fulure posSIbilities of such mixes are
limited only by our own ingenul1y-or lack of it. Severa] states and commumlJes
are exploring the use of HUD funds 10 provide non-institutional housing for
adult developmentally dISabled.

Apartment Buildings

ENCOR in Nebraska IS providing some excellent experjential information
for thIS type of living arrangement. Although aL this time most of the resldents
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are i:lmbulatory and (lnly mildly to moderately retarded, the pOlentlal t"or ,Ill
kmds of developmentaUy disabled individuaJs IS very excitLng mdced. Usmg Hie
~NCOR approach with appropTiate supervision and baLkup support and Irylllg
different mixes of nom,;)) families, coUege stuuenlS, menL<:llly retardeu, phy"I­
caUy handicapped and epIleplic individuals the posslbiJitJes f,.r developing IpprJ·
priate patterns for residential living in communitIes seems endless

Hotels and Motels

Some expeTlential knowledge is avauahle in thiS area. Motel 66 In. CalJiornia
and the Hotel Experience or the Divl~lon of Mental Retardation In IlhnoJs Jrc
two illustratIons of using tills type of faciHty f,n residential care. Ollce again the
key not only to success but to the avoidance of catastrophe IS an accountable
monitoring service which will watchdog the cart: and programs of the residents.

Own Home

Some information is available from places like ConnectIcut where olle uf the
regional centers took responsibUity for settmg up a srnaU group home lI:'!mg lhe
personal home of a retarded middle aged woman whose famUy had died. With a
responsible agency and a backup monltOTlng system tillS cntamly pranJcs .w
acceptable solution for long term care. It also has the advantage of keepmg Oll(

of Iitngles with zoning ordmances and code legulallons Jf the number .)j 1111·

related residents is kept to fOllf.

Summary

In summary there seem to be plenty of options for thl;: development lIf
alternatives fOl communtty livmg. Adliltional resource pieces that have helpful
information are. "Residential Needs of Seven'/y Physically Handicappeu Nun·
Retarded Children and Young Adults 11/ New ]"ork State (Fenton'). ReSldent'al
Care Needs: Handicapped Persons Pilor Projec" California' : and the chapter e,n
residentIal services in Vol. lIT of the hook, Menlal Retardation(Helsel S ) Two
excellent publications that include up 10 the mmute reports on current acllvltll:~

in the area of long term care and services are The Record l
'I publication of the

National Association for Retarded Children's ResidentiaJ Sen/ice Commltke and
New Directions, a monthly newsletter 01' the National ASS'JCIi:ltlOfI of Coon.1l­
nalors of State Programs for the MentaUy Retarded, lnc. s

PROTECTIVE ADVOCACY

Of the basic essentials for long lenn care, three art' fallly well undc]sloud
and usually Included in long term care plan~- J) alternatives for jiving, 2) day Il)

day programs, and 3) fumling reSUlJrces
One absolutely essential COil ,pon~nl-a pro'_eclive advoca,;;y service-is ::lpt In

be overlooked. OJ, as has been the case with m,tilulIonaJ pJal:ements, It IS apt to
be considered unnecessary b~calJse the superiJlIendent or tfte opclato[ of the
facility can provide protective advocacy, Such, unfortunately, IS not usually the
case. EspeciaUy when dependent indIviduals art' Involved, some type of monitor
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mg system must be built in. Someone outside of the service delivery agency or
system must be responsible and held accountable under law for the well being of
the dependent developmentally disabled and for the adequacy of programs.

In response to the recognition of this need and also in response to the SUIts
In court to insure protection of civil and human rights, a new program compo­
nent of long term care with new structures and new patterns of delivery of
service is emerging. Several models are being used and at this point in time no
one model seems to be the way to provide protective advocacy servlce_

Some of the elements that seem to be essential in any model, however,
include:

I. Clear separation of the service delivery function from the monHor­
ing, protectmg and advocating function.

2. ResponsibiHty and accountability assigned by law to an agency and!
or an individual outside the service system and with no conflict of interest.

3. Provision for varying levels of help with decision-making from mim·
mal counseling through varying degrees of case management to maximal full
guardianship.

4. Protection of civil and human rights with regard for due process.
5. Protection of human rights with due regard for confidentiality of

records and right to privacy that is in the best interest of the client.
6. Mechanism for follow-along tracking WIth due regard for civil and

human rights.
7. Provision for personalizing and individualIzing the advocacy service

through a program of personal advocacy.

Ohio's Case Management Proteclive-Advocacy System

In Ohio where a case management protectIve services system went into
effect under law July I, 197:', the various responsibilities are defined and
assigned as follows:

J. Case Management -- Case Management selVices provide or see that
the selVice is provided: intake, counseling, diagnosis and evaluation, prescriptive
programming, referral to appropriate servlces, regula} assessment of outcomes
and modification of program prescriptions. In addition such a selVice has the
capability of responding on a 24·hour, seven days a week basis to client needs.

2. Protective Service - A Protective SelVice is a monitoring, tracking,
appraising, counseling, and adv0cating servke for individuals who need help jn
managing themselves and/or theIr affairs.

3. Per,oMI Advocacy Service - A service in which an individual
assumes responsihillties for loo~mg after, as if they were his own, the interests,
TIghts, and personal needs of a d"velopmentally disabled individual.

Other states have different ways of defining and assigning responsibilities.
The trnportant fact to note heft~ is that a long term care program must address
the problem of seeing to it thai aU of the responsibiltties are assigned and that
someone IS accountable.



354 Synt"rglsn (or tile SeventH:",

Ohio DDA Coullcils Involvement in Long Term Care

The OhJO Developmental D1S<lbLlIties Plannmg Jnd AdvIsory Cnunc1] desJg·
nated as Its top pnoIlty a Iesjdential model of st: rviccs wluch mcluded protective
servkes, case mJnagcment, personal advocacy ard a commltmCnL to [he develop­
ment of commumty alternativc:-. for Jong term cae.

In order tu get this proJect off the ground funds were given tu i:l comO! tlUlll

of OhIO Association for Retarded Children, Epuepsy FoundatIon of Anwrlc<I,
and United Cerebral Palsy of OhJO lo conuuct a residential semmae WhICh would
involve as participants st<lte leaders, statr adnunlstrators, plofesslolldls III the
field, volunteers and the handicapped themselves. The semlnaf was to -oeLl'';

attenllOtI on the program nerds JIl the residential servIces area and to la~1 Oll t
some philosophical positions dnd gUldeJmes for the State of OhlO 10 take wuh
regard to residentJal serVJCcs.

In additJOn to draftmg 12 working assumpllOns for a state resldent1<ll ~erv

ices program, the attendees at the conference passed a resolution recommendmg
that over the next 10 years tht' present institutlclnal system be phi:lsed oul: thdt <L

system of community ba~cd residential units be developed, and that any mOIlIC:,

earmarked lor construction for InstJtutlOns bl: reaUocated 10 construction (J'i

such units. The confercnc.:e further recommended that funds be requested f rUIll
the DDA CouneLi for a ReSidential Planning Project to develop' ,tate plan
which would be a compJlatlOfl and coUatlOn of 10 grassroots dlstflct plaw.
developed by reactIvated citIZens committees in each of the 10 dlstru.:ts of OhIO

Governor John J. GiUlgan addressed the c1using session of the semmar Jnd
endorsed the recommendatlon~. In order to gei the cItl/enS ,:.;umlmltt:es rC~Qctl

vated and the eftort roUlng at the grassroots, DDA prOVided funds for the hll mg
of a State Coordinator. The DDA Council alst! agreed to fund the resldt'ntlal
plannmg project providmg tht: consortIum of tluee agenCIes would Incorpolatt
In order to provide a sound ddnllnistlatlve structure for the supervIsIon dnd
carrymg out of the proJect. At tmlc of IhJ5. Welt ng the groups have mctJrporatcd
under the name of OhJO Developmental DisabilIties lncurpOJiJled, have ell:tfed
officers, have appomted board members, and are In the pruces:; of hli mg staJ f

Backmg lip this efforl the Develupmental I lisabLlitles Cuuncu has a]su pro
vided funds to the [)lVislon of Developmenta! DisabilIties 10 expand Jts lase
management system so th~t the entire state JS (overed. This :;y'item provlde'\ If)

each of the 10 distrlct~ of Ohio, a Distlict Offl:e whIch IS the poml of re;errdl
for all indlviduals and famJiie5 who need or thi:lk they need Jesldentlal or nther
servjces. After intake and cVilluation every effo~ t wLlI be mad,~ to find a sUltablt·
residential placement In the (ommunity. If th s 1S not posslble the mdlVIdual
may enter the institutional system. All entries .md departures from the mslitu
tiona] system will henceforth be made through the distnct offices. Some tundmg
for residential placements is already aVJilable through family care funds 111 tht,
DivisIOn's budget. To proVIde more adequate fundmg for thls endeavor, the
Division of Mental RetardatIon and DevelopmentaJ DIsabuIltes will include alme
item in Its next years' budget for addJtlonal funds for purchase of resid'~ntlal

care. The Guvernor haS already Indicated hIS 'iUpport uf thiS request.
As mdivlduals arc placed either III comlllullJty placements or III the Imtitu·
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tion, a referral will be made to the protective service of the state authorlZed
under House Bill 290. This bill provides for ongoing follow-along mOnitoring
)ervices to check regularly on individuals in its care and report in writing at least
annually to the Dueclor of the Division of Mental Relardation and Develop'
mental Disabilities on the condition of the individual, his response to the pro­
,~ram, and the appropriateness of the placement. Also Juthorized under this bill
IS a public guardianship program for Ihose indivIduals who are felt to need this
,:lnlOunt of supervision and contwl. Parents can apply for this guardianship while
they are living or ask for it as a successor guardianship in their wills. A computer­
Ized tracking system will be used to follow individuals in the protective service
';0 Ihat Ihey do nol gel lost. DD,\ funds have already been allocated to develop
[he system.

The protective syslem has I,een operational since July I, J972 wilh 12
workers plus an administrator aUlhorized. Although this program is budgeted by
lhe Division of Mental Retardalil)n and DevelopmentaJ Disabilities, some DDA
funds have bcen assigned so Ihal this program can be expanded as rapidly as the
Division is able to hire and train workers. Workers are mservice trained in a
Irammg course conducted by the University Affiliated FacIllly In Columbus, the
Nisonger Cenler. TIIC Irainlng program IS funded wilh DDA funds.

In Ihe meantime, with DDiI Council "nudging," the DiVISion of Menial
Hetardation and Developmental Disabilities and the Departmen[ of Welfare have
negotiated a contract lIsing social iervices funds to hiIe 100 additional protective
service workers and 100 additional case managers.

As a watchdog on Ihis stale c'peraled protective service, the DDA Council is
<lIsa funding a project for the dt~velopment of a statewide personal advocacy
system. Funds have been assigned to the incorporated consortium to hire a
statewide personal advocacy coordinator to work with the reactivated cilizen's
committees and with the volunlarv agencies at the local level in the development
of this system. Once again DDA funds have been allocated to the University
AffLIiated Facility In Columbus to train the personal Jdvocacy workers.

Thus DDA funds have been used 10 help pul in place a resource. Salaries of
the state citizen's l:Ommlttee coardmator and the stale personaJ advocacy co·
ordlflalor will be ongoing commilments on the pari of the DDA Council. DDA
Council funds will also provide ,)ngomg rraining support for Ihese programs.
Initially some project monies will be used to help agencies get then personal
advocacy projects off the ground. However, in the long run these programs will
be expected to be stJffed by the 3gencles themselves WIth volunleers serving as
advocates.

PAlTERNS OF FEDERAL SUPPORT

Long lerm care for a developmentally disabled indIvidual is expensive. The
cost of institutional care over a lifetlITIe has been estimated at somewhere be­
tween $300,000 to $500,000. At present no type of help or catastrophic insur­
ance is available to help families ml:et such astronomical costs.

Recent acts of Congress hav", however, prOVided bits and pieces of help
"'lth some of [he elements.
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Funds for Construction or Living Arrangements

hi addltlOn to DDA funds there are thrc(' major rcsoUlccs lor constructIOn
funds for long term C:lre faculties.

I. Housing Jnd UrhJIl Development funus under Sedlun 2 ,] ,232, :JllU
236 of the NatIOnal Housmg Act of 1959 are <Ivajlable ror construction, rl~hah~l­

lalinn and equipping of long term care facdille ... such <.IS Hurslng hOllle:; dlHJ

leFs.
2. Health l EduL3tion, Jnd Welfale lunds are av,ulable ulIJer [he Hill·

Burton Program which provides grants, loan:, Jnd loan gmlrantees lor tile LUII­
struction, rehabilitation Jnd/or eqUIpping l)[ long term C.iff fdcUltlCS. For thus~

hving in Appalachian arc.:l:-, Appalachian 202 3Ild 214 funds <Ire also 3vaIlJble.
3. Under Sections 502 and SectIon VIJ-A uf the SmaU Buslll~ss Ad

loan guarantees and dueel loans are ava~able from the SmaU BusJnes~ Admllll­
stration to construct) expand, rehahilltate anl/or pperate long teml care f:lclli'
lle~

Federal Funds for Ongoing Operating Costs

Resources for oper:Jltng costs of long terlT1 care CiCln corne trOll" rTIJny
sources. The primary fundmg resources arc Medicaid, Soc1al SeLunly, tlllrLl
party payments mcluding health Insurance, patlent or famiJy payment<;;.!ocaJ lax

levles) and general fund appropnatlOns.
Under the Social Security titles there are several possIble fundmg rcwurces,

For those indlviduah in call.:gorical assistance programs or hYing In state'> Wh..;'fC

the merncally Indigent are covered, McdlcaJd funds aTe avauable for UIl' III
skJUed Ilursing homes or in inlennedlJte I,;dre faCllllies. Under PL Y2-2~3 fcdl'T;ll
match..ing under MedlLilld became available fer Lare ot the mentaUy retJrdc'd In
publil,; instItUtions whIch qualIfy as ICF's prL>vlded thJt health or rehJbulIJtlv,,:
services were avaI.lahle and pruvlded that the reSident was lecelvLng actIve tr(al·
ment, In additIOn, eat.:h such eligible person In J public IIlStltullon Of nur:-.lng
home or LCF who IS gettmg Medlt.:ald fund~, also qualIfIes for up tCI s.;'2"i per
month for mcidental ex ]H.'nses.

Aid for the Pennanently and Totally Disabled

The 'recently passed JI1ICIlUI1lCnts to the SUL.I,II S("curl1y Act (1Il1lal'l <J ll'JI
breakthrough fm SupplJr t of ongoing (lists lit" L.ace for disabled InUIVldll.ih.
Begmnmg In JanUJfj', 1974 the AId fOI the PClmanently ,wd Totally [IISJhkLl
program Will be "federalized," alld adm1l1lstert>d by the 501;1<11 Securlly Adlllllli'
stratian under federal L.Iitella and guidell1les At (his time there will he f~ul'T,tl

baSIC support for disabled mdlvlduab of $130 per month In addItion, the dls­
aUowances have becli liberalized and mdlvlduals lIlay keep up to :b:2U per Illt'llth
from any resource. They lllJy <llso keep tip t) $65 per month of e,Hned lrlC\IIllt'
and h<llf of any addlllOlldl eill ned Income up I 1 Ihe 1llJ XUllU In allowed The:h 1.1 0
per month IS reduc~d hy olle·lhird If the mdi'lidual TClllam c at horne Hw hrtdk­
through insof"r JS long tCUll (<lrt' IS concerned IS Ihal p<:lrenlJl Ilabllli} {llr

indiViduals above the d~t' of loR w.tll be r~m wed No! only will evelY dl'>Jhkd
indiVidual above tht, Jgc ul JX 4ualify for support fUI1t1~, bUI CllgLhlll[y fCH
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categorical asslstance programs usuaJly implies eLigibiJity for Medicaid to cover
health costs and eligibility for social service programs including protective servo
kes, mformation and referral services, homemaker selVices, nutrition services.
adult education services, trairting and employment services. chore services, and a
whole host of other benefits. States are expected to add to these federal funds in
order to provide an adequate supporl base for appropriate long term care.
[Ediror's Nole: See also dIScussion of the provIsions of the Social Secunty
Amendments of 1972 (P.L. 92·603) in Jerry Turem's paper entitled "Services
Under Titles IV and XVI."

Social Security Benefits Under Tille II

Childhood Benefits (formerly Adults Disabled in Childhood). If parents are
covered by social security or railroad retirem~nt, at the time of retirement of the
parent, the dISabled son or daughter is eligible for an amount equal to one-half
of the parent's social security benefit. At death of the parent the disabled
IIldivldual is eligible for th[ee·qua~lers of the benefits of the parent. After a
24-month initial period beneficlarres of Ch~dhood Benefits become eligible for
Medicare. As basJc social secu_rily benefits increase, therefore, so will children's
beneflls.

Disability Benefit:s. Disabled workers in sheltered workshops can qualify for
dlsabilily benefits on their own earnings. The amount of work needed to qualify
depends on the age at which the indi\'iduaJ b~comes disabled. If disability occurs
before the age of 21 the individual must have credit for I h years of work In the
3-year period ending when application is made. Mlcn an individual becomes
ehgible for disability benefits, after an initial 24-month waiting period, he also
becomes eligible for Medicare.

Federal Funding for Day to Day Program

Smce other sections of this Conference are addressing indepth the funding
resources for programming, thi:; paper will merely list some of the resources:
Titles J, UI and VI of the Elementary and Secondary Education Act: the
Rehabilitation Act; Titles I, IV. X, XlV, and XVI of the Social Security Act,
Comprehensive Health Planning, Vocational Education Act, the Adult BaStc
Education Act, in addition to th~ Developmental Disabilities Act.

Protective Services

The new Social Se~UTi!y Amendments con lain helpful provisions for social
servit:es-including protective services for aU recipients of categorical (welfare)
programs. Since permanently and totaJly disabled indi\'iduals o\'er the age of 18
wilJ now qualify fOJ aid for thf' disabled if they ha\'e no financial resources of
Ihejr own, they become eligible for social services. ]n addition, there is a special
prioTlty coverage with open-ended funding (up to the limit given to the state on
the baSiS of its populatIon) for children anil adults who are mentally retarded.
Although there was some confusion and misunderstanding on the part of some
members of Congress concernini~ the use of Ihe term "mentally retarded" rather
than "developmentally disabled" Congressman Mills has assured us that it was
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the intent of the Conf~rel1ce Committee 10 lIlVI,lve them. Congressman Mills III oJ

speech on the Floor of the House ,:ollccrnlng the definition tlt '"rnenLally
retarded" explained the lIl(en1 of Congress thus. y:

"The term 'mentaUy retarded' does not apply to (j spcl,illl
ailment or disability dS known by th ~ medLc.1I profe'iSlOIl It
normally describes pl'fsons--and this IS our tntenll0n - wh,l.
because 01 neurologLc;]1 l)f other cau~cs .::It bLI[h ,-'r In edrlv
childhoud have Increased diffIculties 11 thUT ,,"o(lal IUJlcll()ll '"

(CongresblOnaJ RecOId'2)

Hence all developmentally disabled lIldlvldual:, sJlOuld qualify fnJ lundlng 1\>1
protective servkes from socI31 serVICes rund~. [/~'ditur's Nore See further OI~Cll,;'

sJOn of this poml Ln Jerry Turem's pdper enllt1cd "ServIces Under Tilles IV Jilci

XIV"
CONCLUSION:,

As Developmental Dl5ablllli~s Ct.")unciis re<llly get Il)Uing Jnu the IndIVl(.lu.Jl~

administering the various rederal-stak program~ al Ihe ~tate level wnl k lPgel!lfl

around specific problems. It IS obvluus that ro;: fly nt:w possmllitles tur UlI)PL'1 il
tive i.1ction In the provision nf comprehenSive long term CalC pr{)~~ldlll~ 1,1'111 he
found. It would seem we <lre limIted only by (>ur CftdtlVe IlIli:lgln<1TI0rlS ard (lill

will to accomphsh OUT goal.
There are lots of optlum for developing bing telm caJ€' servIces. There Jrc

few models. There IS a gre .. t need for ~;01neIJne 10 Js~'Umt' re\ponsibdlly h-,!
pUlling It all together

PresIdent Nixon has asked thi:lt the large 111~tltutiollS he reduced III pllpUJ<t"
lIOn by one·trurd. Those peuple can't Just sit or nuhstones" Commuility <llternil"
Lives must be develupe-d for them. Hopefully voc wtll not repeat TnISLlkrs ,II the
past. HopefuUy we WIll Iwt exchange Chnstma~ In purgatory LTI large LIlSlltlll1\llb

in Ihe country for doz.cm. of srnall Chrl"trnases In purgdLory In group 1101111. \ In
the CIty,

In clOSing the resIdential services semillar in OhIU, Governor GIllIgan perhaps
put his finger on the key to the whole problem. He SJiJ

"The one thUlg thJ.t [ would mSIst upc,n, [ will [cll you now In
response to your I ;~-polnt platform 1\ that lltat' be cltJz.en
partlCIpatlon In th.ese programs .It all levels trom plannIng [II

implementatIOn I wlil say that unl,ss 'V~ have that, we drc Ill'l
gOIng to make allY redl or lastIng progrl 5S" I don"1 (dre how the
system IS designl:d, It w.L11 have a Nay of "hppLng mto ;j

bureaucracy more concerned WIth the wcllbemg of !he people
operating it than the people It serves It's (he nature of Ihl.:
game. Full t:ltIZen parlIcJpatlolJ at dll evels, at 311 tunes, is Iht~

only way we aTe gOIng to make progrrss dnd the only way wo.:
are gomg to pTOleL[ what we have achu.;'ved (OhIO ReSldentJed
Semllldr, Proceedlngs l I)
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Acknowledge with me that the developmentally disabled of this country
receive inadequate care from residential facilities for the mentally retarded.
There is no doubt that they do. You can see the inadequacy of our nation's malO
resIdential services for the developmentally disabied any day you choose. You
can see it in the ledgers of your state's treasury. The state, which spends the
most per day to provide total care for the residents of its institutions for the
retarded, pays less than one-third the average required per day to receive only
medical care in our nation's general hospitals. ]f you believe that it costs less to
provide all the care required by a disabled child than it does to treat the
specifically-diagnosed physical informities of people in hospitais, then you
should look more directly at the problem. Examine the photographic ev,dence
of Christmas in Purgatory. Thh document by Burton Blatt and Fred Kaplan wIll
rend your heart as it shows you the failure of our residential facilities to help the
developmentally disabled. If you believe that the frightful conditions portrayed
by Blatt and Kaplan no longer exist or are not representative, go to your nearest
residential facilHy for the retarded. Observe, if you are allowed, each living UnIt
in the facility. Ask yourself whether the activities you see seem beneficial for the
children who are participating in them. Observe their food and how It IS pre­
sented to them. Determine how many reSidents are seen, let alone served, by the
professionals who are retained by the facIlity and mquire about how many of
those professionals are barred from practicing on the general public. Ask your­
self whether what you see outrages your human sensibilities. You will answer
that it does. You will be convinced that action is needed to improve residential

. care for the developmentally di;;abled.

l This paper was presented and has been revised in view of irs discus.sion at the National
Conference on Services and Facilities for the Developmentally Disabled, Washington. D.C.,
November 16·18, 1972.
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R~SJst the temptatIon 10 blame anyon.e for LIll? Jeplurdble CllnUl1luns Jill!

Jack of treatment in residential facIlIlles for the rctanied. You may ha\'e d glCdl

urge 10 damn and pUnish those who seem most J.mmedlJtely responsible, the
administrators and employe~s of the facillties. They seem responsible usually
only because they have renlJJned at the scem 01 the cnme, and they 113\1('
usuaUy done that beci:luse (hey recognize the size 01 rhe problem dnd arc (lYing

10 improve the SJtUiJtlOll. RecogUlz~ :.It least, thaI powerllli sO'~lal and ('con{llllIL

forces have 3Lted for g.enerallorb 10 mold Ihe 1n5lilUllonal sy~,[em I,'.llllse sln'r1
rommgs ale so readIly apparent ludi:ly. The eUl!emL- mlwenwnl 'lnll 1111" ~.IL'dl

depreSSIOn, to name only lwe, social lTIovemerts, ~JIISed many l)f the Ill~ 01

today's leSldentlaJ faclhlie~ Blaming tho:-.e who flOW S]1 111 pusJtions of du1h(lTlf.\
for the consequences of such forces, which acted hefore their tellule, ]S un­
productive at best. At worst, 1t results In defensIve mancuvers tlldl furthcl
reduce the effectiveness of those vcry people who lTIU~1 do most 01 rhe wUlk til

Improve residential service::.. MUleover, those people wh{\ are now In the lidO·

guard of reformers, 1l10rC fJften thJIl n(lt, draw their IIl:"plr<HIOII Jnd prop')<.ed
innovations from experiences in ~xl:..ting lacuitles for the rctardeJ

Do not succumb 10 the hellef th",! nothmg :an be done. It I~ till) le,llh illl
excuse 10 concJude thai because welJ·meJnJng people hi:lvr faiJed for genelalll)l)'.
Lo find ways to provide humane care and h<:tbihtatlng ~rvice~, for the develuJl
mentally disabled, that you cannol now rise abo\'e the lorees thaI have pUT thelll
down. Our knowledge IS greater, our resources Illore abundi:lilt, and fhe ,",odal
c1unate more conducive to helpmg the affllctec thall it has been tor decades
Thus, ...ome residential facilltle5 are dramatic<Jtly Improving their condlllum ;Ind
services. The task now is (ll InlreaSe the numbef of belittles that arc 11l1prUVIn~

and (0 ac~elerate the pare of (hange

INCREASING AND REfiNING KNOWLEDGE

Some of us, and I put myself squarely In thiS gftlUp, believe lhalmcreasmg
and refifllng knowledge is a key to unprovmg S( rvlces for the develupmenlally
disabled. We have sought several kinds of kJlmdedge For example, we rl,)(U

men led that residential servlce:-; were Imperfect hy ::.huwmg that some faClllIIC<'
had more benefiCIal effects UPOII their residents than ()(h~rs, ,Ind thJt evcn !hl'
most benefiCial programs fell slll)rt L)f re,Lsonable ~tand<.Jrds L)f reSident l!llp' )Ve

menl. lllUs, when IQ r1li.lllge is the ullerlon fpr q JillJlV ')CrVIL:e, the 1110)1 H'IlI11rk­
able improvements have been m the vkmily of 5 IQ POllltS The chlldrcn will.'

showetl these "large" IlTIprovements generally LamL' ff(lm such adVl'rs~ pie·
jnsliluuonaJ environments thaL the most reasunable LonduslOll Jbout why lhey
improved was that they were removed from a bad situJIIOn, not that the IIISlllll­
tlOnal program was better SUited to them than te children who came frpm more
sJtlsfactory backgrounds <lnd -showed either nc, lOneJ::;e or actually lust 10
points.

TIle work of Mli.:hacl Klab~r IS an exccllenl eXdlnplt' uf Irylllg )0 Im[1woJe

residenllJl treatment by lflcrca511lg ill\d rdmmg K.J\{Jwledge Dl. KIJbel i;':->dlrlH1Cd
U11clleeIUi.Jl, self-help, ;tlld !J;tpplfless behaViors ul lJrcfully·matched sever{'ly f{'­

larded people In SIX dlHerl'nl re\lden!lal fa(llllie~. He demonstrJtcd lhal t1ll><;t'
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facilities which promoted residents' happiness also promoted their self·help and
Intellectual behaviors. One call no longer justify failing to provide educational
programs on the grounds that it decreases the happiness of the retarded. Klaber
also concluded that the resident-employee ratio is a useless statistic, because
there is a qualitatively diff.,en! kind of interaction between residents and
employees in different sized groups. One employee in a group of 10 residents is
better than 10 employees in a group of 100 residents. Moreover, the presence of
volunteers transforms tramlng programs for the better Klaber's research pro­
vides many other clear guides to particular ways of improving the delivery of
residential services to the develnpmentaUy disabled.

MANAGEMEl'IT AND INSERVICE TRAINING

DUring the last 20 years, nJany researchers have gathered information which
clearly shows how residentIal servlces for the developmentally dIsabled can be
lmproved. Until very recently it has been dlfflcult to justify and maintain the
belIef that this research contrihuted anything to the improvement of conditions
in resIdential faclhtles for the mentally retarded, because its implications were
not used. lust accumulating Information had not improved residentIal services.
The reason, some have concluded, is that conventional research reports do not
reach the people who mfluence resldentLaI service programs. It follows that if the
Implications of those reports were disseminated to the proper people, they
would change residential servkes to make them reflect research fIndings. The
question is, who are the prOJer people and how should the information be
conveyed to them?

The people who can influence residentiai services can be divided crudely
mto two categoCles' managers and service deliverers. Managers mcJude superin­
tendents dnd other administrative personnel within institutIOns, as well as their
Immediate extra-mstitutlOnal :mperiors. ServIce delivery personnel are profes­
SIOnals such as physlcians, psychologists and teachers, and technicians who are
usually c:alled aides or attendants. The technicians are far and away the largest
group. Many efforts have been made to L:onvey relevant infonnation to both
managers and delivery personnel. Managers have been invited to participate in
conferences and workshops. For exampJe, Michael Klaber, WIth the asslstance of
the Social RehabIlitation Servl,:e, convened a three day conference at which the
results of his and other research on effective institutional programming was
described and discussed at length. The goal was to design ways to Import the
Implications of his research mto the mstltutional systems of aU of the UnHed
States. The Southern Regional Education Board has implemented a more formal
and long-term management trainmg program whJch combmes an of the best
features of management traming employed m industry. PersonneJ from many
instItutions participate in this orogram. ServJce delivery personnel regularly par·
ticlpate in mservlce training programs of many sorts. PracticaUy every residential
facUity for the retarded has ar jnsecvlce tfiJimng program of substantial magni­
tude.

The effects of all of these efforts to change residential programs by convey­
ing information and attitudes are negligible. Practically everyone who has tried
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10 assess the Impact of such efftJrts has conduJeo lhal [he Ullpact wa~ small. lhl'
consensus is that the delivery of servKes depends LIn local tradition, and thai the
infonnal power structure Ilf ft'SldCnllJI tacilltle:, functions 10 prechldl~ InnOV;J­

tion and change of that Ir<Jdiliol1. I believe thl'; cl\ncluSlon J also bellCve lhljl the
power structure which impeue~ InJlovation and Improved service IS, [rum lTlany
vantage points, a constructive response to ClmdlllOns Jnd events In reSIdentIal
facilities. I do not know how milch wor ...e the conditIOns of reSidential facJlitle..;
would be if these infoqnal power struL"lures uld not aflse withIn them. But I Jnl

certain they would be worse. The problem IS til Isolate the ... aluable lunctl(lnS
these seemIngly conservatlve structures perform, and to deVise ways to continue
to meet these functIOns whlie removing the barrIers to change which 1he sl rHe­
tures present. I am convinced that systematic and creatIve approache~ tl) Ihelr
understanding their internal structures Jnu proi esses will produce orJclly 1m·

provement In our reSIdentIal facilities SImply (onUnumg the present In'ielvicl~

and management traming rouunes will nut. The chalJenge IS to nlOunt :;uch
creative and systematic efforts.

ACCREDITATlON OF RESIDENllAl FACILITIES

When J concluded that the results of rese,1f( h into reSIdential programrnln~

affected that programming negli!;!;ihly, I hegan IO\lking for an llpportunlty r'l do
something that would have i.l more substanual impact. J thought lhar OppOI­
tunily had ansen when J was asked to work Will, the JUlnt CDmmlsslon on lhc
Accreditation of HospItals 10 develop proceL!uJl;s and standards that would hl'
used to accredit residential faclJllies for the mentJlly retarded. The work 01 the
Joint ComnusslOn had earher 1I1 thiS c~nlury revolu1JonJzed treatment and carl'
in general hOSpItalS, and r enviSioned them doing the same for r.slde'llral
facilities.

All of the early indIcatIOns ,He thi:ll the aCCIeditallon progriim at 1he J,)1rl1
Commission will be a umquely powerful force for revolutIOnizIng reslJcntl<.lI (ine
for the mentally retarded, at least, and perhaps tor all development,lly disabled
persons in this count,ry. This probably stems m th~ first pl<:lce fronl the vulul1lary
character of the orgamzatlOn. Interested groups like the AmeJlcan Psydui1tm_
Association, the AmeTlcan ASSOCiation on Mentel DefiCiency, and the NatLOlldl
Association for Retarded Children, volunlarLly agreed to work out mutually
satisfactory standards for the evaluallon of rcsld~lltlal facllitlei. Large nUlllbcls
of facilitIes are voluntarily submitting themsclvt"::i tu the evaluatIOn procedure.
lhey are even paymg for It. ThIS slgnal'\ thac the facuitles themsrlw:-. ~re

enthUSiastically in favor of ch'lrlging. Wllhout tllal t'llthusiasm, change w(lulJ
indeed be unlikely.

The second reason for the Joint (ommls!iioll's probable !iucces<;, IS thjjt lhey
have departed from the entIrely struclural appr'JiJch they employ to eval1l31e
general hospitals for accreditatlun. TIley rely uI,on measures of the pLoces, 01
delivering services and upon indIces of the outcomes of services, as well as upon
the structural features of the facility when Ihey {'valuate reSidential faCIlities for
the retarded.

Let me illustrate the structural appftlach WIth an exampJe. People uften dIe
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in hospitals. An important questIOn is whether the treatment reL:eJVed by
patients who die contribute~ to their death. A hospl!al where it frequently does
should not be accredIted. The structural approach to coping with this probLem IS

to determme whether each hospital has an established procedure for revlewing
the causes of death of its palients. If it does, and if Ihose procedures involve
review by people wlth specific credentials, then the hospital meets the struclur.<tl
standard for this problem. An allernatlve wouJd be 10 observe a sample of
patients who are receiving cale, and to evaluate the extent to which the prol:ess
of delivering that care meets specified standards. Yet another alternative would
be to survey the outcome c·f the treatment uf patients falling IOta dlfferent
categories, and to determine whether actual death rates meet specific standards.
Hospitals in whlch the outcome IS more often death should be denied accredit<l­
tion.

Take an example more appropriate for a reSidential facilIty for the retarded.
The questIOn is whether the lesidents are receivmg minimally acceptable specI:l1
education. A structural way 10 answer this question IS to determme whether a
facility's teJchers prepare les:,on plans and whether lhose plans are apprOpflalf'
for the pupils she teaches. A process way wouJd be (0 observe the teacher as she
works with her pupils. An oulcome way wouLd be to assess the knowledge of her
pupils before and after she ha:; taught them to see if their knowledge Increases an
ac(:eptable degree.

Structural, process and outcome standards all have shortcomings. They aLso
all have strengths. The basic problem with structuraJ standards IS that meeting
them, particularly If they ar'! relatively low stand:lrds, does not guarantee nor
prob,biy even markedly increase Ihe likelihood rhat , facility's program ha<
desirable outcomes. The baSIC problem with outcome slandards is thai specifying
them is often diffIcult, and satisfactorily assessing outcome is more difficuh and
lime consuming than assessin~: structural cflteria

The appropriate respome to the various advantages and difficulties is 10

employ a mIX of structural, process and outcome standards. Even a dose reading
of the Joint Commissions' statement of standards for reSidential facllrtles for the
mentally retarded suggests that they do not do that. The standards document IS

composed almost entirely of structural statements. In fact, however, the Joint
CommiSSIOn does observe pH1cess and outcome durmg ils evaJuation procedure,
and It weighs these ubservatilJns very he:lvily when deciding whether to accredll
a faCility. Thls is a radkal departure from prevIOus accredning efforts, and if this
practice is maintained, I believe that the Joint Commission's accreditation proc~­

dure will contlfiue to be a lICllquely potent force to Improve residentIal services
for the retarded.

There are movements 10 give the accreditation procedure more formal
authority. Thus, Senator lavits has introduced leglslallOn which will tie Federal
support which reSidential facilities receive to their accreditation. Other such
efforts will be made, and judging from the history of accreditatjon for general
hospitals, they will make it irnperatlVe for residential facilities to seek and secure
accreditatIOn. As the accrediting procedure becomes more important, (he pres·
Sure to relax standards below their currently high level will grow. Those pres­
sures are already great. I am .:oncerned, therefore, Ihat the process and outcome
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portions 01 the e"alUJlllln Jre ',0 lIlUl'h (es,", pUbll..: and SIJnJ,lrdIL~d th,m the
structural standards. They appe~r. al lea~t, more corruptible

M~ny more resources were put mto df~"clopmg strudura "tand'Hds than
plOces~ and outcome standards. The ratio of time md money SP'~nt on ~[ructLlal

as compared to horlL process and outcome e'¥alllJLlOn must have bl:cn 1I1 the
YlcinJly of 100 La J, LlIeraUy hundreds of thousarlus of dollar~ <'Ind rlwu ....o:tnd5 uf
professional hours went Into the preparatlOJl of Ihe structural stand<J1ds. They
were worked on by well o'¥er 200 professIOnal pel sons, Leo,s than $5,000 dolJaLs
and the lImited tIme of only two professJUnah went Illto plannIng pos~lbJc

plOcess and outcome measules When, at the tll1lC It hJ.d to ael, tile JOint
CommiSSIOn was L.ll:ed Wlt11 IIll' Oh'¥lOU .... djscre~,ancy III detaJI and r(JfI';cJl')US
concerning the three kJnds of sl,lndarus, It hi.ld lJltle ~Jternatlv,e but Iv publish
more complete struc.tural standards th~1I pro~ess <lnu outcome .... tandards The
questIOn ;lbout why the differentlJ.1 Investment m the vannus klflds nf ~Llnd<Hd ...
lemains unanswered. Th~ answer IS undoubtedly LI1mplex and nllny ()f It;.. det.Hh
surely reflel.:t a reaJlsllc recognilion of dIffICult plOblems The lacl remalm, thaI
If the accreditatIOn procedure h;l .... i:lny weaknesst s, they Inust lie In the prllcc
dures for ~valuatHig process and I)ulcomc,

The opportunity to unprove the eValUi:ltlHn )f prol.:ess and out\, (lIl1c IS .+1
hand. The work of makJJlg un-Slle evaluatIOns of the facIlJlIes that have appLcd
for acoedltation hi.ls JU~j begun Only SIX h,we at tUi:llly bt'cn VISited, JilL! O:V':rI·

tually mOst of the fJCl..htles III the country Will be exalluned The ljue .... tlor IS
whether Ihe [(Ire OppOllunity implIcit HI thiS LIlt can be rCll1led I'he r,lle
opportunity b to coLieLL truly replesent.ltlve and cOlnprchell'iIVe dalJ. 11rl tile
programs of resldL'nllal facl1ltH?S and La condllLt f(;scarch on how to CVJILJdte the
process of deltveflng residential services and the outcomes of those serVli..tS whIle
examining the facilities to uetelTTline whether thl'y should be iLccredilt:d. I ~.ee

two obstal'les to such In t'nde3vol. One IS the f1JturJJ reluclJnce to dl.:l<;nllwle<Jge
that so Important a procedure d'; 3c..::redltatiurl ev.Liuatlon 1<;' so Impnf':ll 111:11 1t
needs III be Improved, and yel Sl) robust Ihal nperullenllng ..vlTh II wul rot
cause allY deserving facility to mIss belllg accredlled. OvercomIng thiS llbst3de
WIU require an act of Luth based 111 part on the lecogllltlon thdt process Jnd
outcome WIll be evalu.lted, eIther With current technll..{ue ... llr Impl o'¥cd l)1l~"",

Improved ones w(.uld be better II)! everyone, so lhe LlIth \'ILlI (t'lllt" when ";,)n1C­
one speciJies how he WIll develop improved plOcedurcs willie lTISUrIllg Ihat thiS
development wiJl not degrade our current Imperfect ones The second ob'i.tacle IS
to find the resources fOT such <.in effort. The f~cs paId fur eVi:lJu~tll)ns L.n­
doubtedly C.lnnot support the exp~nse of adulng ce~earch auivltll)S to tile evallld­
Lion procedure, I \:Vell question Ihe Jairnes~ of tryIng 10 flll.lnCe such ,.HI e(fort 1Il
tills way. The obstacle must probJbly be SUllTIoullted by a grallt franl ('Ithel a
Federal agency 01 pnvate fuundatIOn. SlTIce the [<lte of evalwltlng rcsldellllJI
faCIlities wiJl accelerate, the lIme to secure sUl.:h furdlllg 15 sJrpplllg away

COURT ACTION

Recent court deUSlOlls m dass <:lelIon SUlts on behalf ()f tht: retarJed shllw
that the courts have become an lInportant s([mullj~ for retormmg InS(l(lltlorldl
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services to the mentally retarded and other developmentally disabled people.
Despite the courts' inherent exucutive weakness, they have shown In such cases
as kyatt VS. Stickney in Alabama that they can instigate massive changes in
residential services for the retarded.

From my viewpoint, the most astonishing feature of the courts' decisions In

favor of institutionalized retard(~d people is their reliance upon research findings.
I observed earlier that research fmdings had not had an appreciable impact upon
the service programs of residenl ial facilities for the retarded. These findings had
not, for example, been used elfectively in Inservice training programs in resi­
dential facilities. The courts have changed this by relying explicitly upon the
best interpretations of empirical studies. In the process, they have created a need
for additional research whose purpose should be to determine how to best
tmplement the broad mandates handed down by the courts. The court action in
Alabama illustrates this need. The chief bases of the complaint in lI'yatl Vi

Stickney were that the physical plant was unsafe, that the facuity was under­
manned. and that the facilIty's staff had not prepared nor executed a plan for
the rehabi.htation of each of the residents in Parrlow Slate School.

Documenting poor physical provisions and prescribing the cure for them
seems Simple. Safety and health codes are explicit. and failure to comply with
them can be assessed easily. T0 correct substandard facilities seems to require
only the appropriation of funds, because the technology for constructing and
remodeling buildings is straightforward and available on the open market. But
even tlus relatively simple parI of improving residential facilities has pitfalls
which are obscured by our ignorance and nught undo our best effort to rehabilj­
tate the retarded. There IS nrst the question of what kinds of architectulaJ
arrangemenls are most likely [0 enhance the development and foster the habiJ!la­
tion of the developmentally ,Usabled. Will SImply renovating any partLcular
facility's old and dilapidated buildings serve our greater goal of habilitating the
retarded, or Will it have only ;1 cosmetic effect? Is the care we provide condi­
tioned so heavily by the phySIcal structures in which II IS given that we should
build relatively low cost structures so that we can afford to replace them as our
understanding of curative care evolves? How shall we prepare reSidents and
employees who have lived and worked in outmoded and inadequate facilities 10
care for and mamtain new ones to prevent them from being turned into new
honors like some of the urbm housmg developments with which we have
attempted to eliminate slum conditions?

Determining that a facility is understaffed is more difficult than diagnOSing
its physical defects, but there <ire some gUideposts. [( there are too few service
personnel to cover all building:, on all shifts, then more employees are needed.
But, what if all shifts are covered so that the employee to resident ratIO falls m
the vicinity of that recommended by the American Association on Mental Defi­
ciency, and residents are still not receiving adequate physlcal and education
care" Are the recommended ratios too low, as many belleve, or are the em­
ployees not working efficiently and wisely? Each facility probably has a differ·
ent employee/resident requirement, dependmg on [he character of its reSIdents,
its physical layout, the number of unpaid workers it attracts, and the qualily and
quantity of its leadership. Nei ther the courts nor any other social mstitution
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may have the wIsdom and resources to assess these taclOl ~ well Recoglllllng
this, the naturaJ hUnl:Jn reaction IS to be eha'ltable and cc,nservatlVe, Jlld tIl
prescribe more help for the faci\llies willi madequate programs. Thl~ 1$ il clJJJlld­

ble rcacLLun If more help IS needed, but If thl: problem IS poor LJIllJzrlIJ·)11 (If
available help, then tillS reaction may worsen the situatil)n. At the very 1t>.ISI, H
will take funds that might be used for more rdevant changes. At the wo ·st, It

will mcrease the prohlem"i of utilIZing the abilitJes of Ihe available persl,nnel,
because a facility which LS usmg Its present employees Inefficiently can Ol~ red­

sonably expected 10 use more employee ... even le'i~ ellil:lently. We net"d solid dal.i
on the numbers and kmds of personnel required for dIfferenT Ireatm~nl pJi:lIlS for
different kinds of resIdents.

Recognizmg the absence of treatment plans tnr residents IS simple PrO\ldrng
the will and expertise to formulate and Implement such plans lS much 1l10rc~

dlfftcuh. The biggest problem lies in our conceptIOn of huw to do these I Jsks.
Simply put, the cunception 15 that In mrerdl;ciplmary team uf prufe<j":llonal,
apply their vanous dIagnostic arts to each relalded person, ~Iool thell fln(hngs,
and develop an integrated plan to habtlJlate the mdlvIdual The stlcklllg pOinTs Ln
this conceptIOn are the lack of enough professlonaJs In resIdential seltlllg~, the
Irrelevance of llIany of theH assessment techniques to the human and behaVIoral
problems of the retarded, and an incredible mYrIad of Inlerdlsclplln8ry dIffer­
ence~ and mutual misunderstandings ahout how to Implement 3 Illultl·fa...:t:led
treatment pJan OIlL"e 11 js formulaled. lhis moclel JIlay never have heen given ii

fair test, and perhaps it should. But III addition, radically new and less expens.JV{~

approaches must be tried. Tlu"l prevai.ling model IS probably no more feaslbie fo!
solving the problems of ,II the developmentally disabled than ps)'chuan;dytlC
therapy is for solvmg rhe problems of all the mentally III Group dppro.lche:,
involving nonprofessional personnel musl be perfected, <Ind h(,w tu do lhdl Il1U",I­

be the subject of intenSive mvestlg~lion. The courts have "erve,j Ian warnlllg Ih:J,'
we must act III thiS directIon soon.

ALTERNATIVES TO RES1DlcNTlAL CARE

Many states have recently begun (() try a r:ew snluuun [0 rhe pf(lblerns n!
resldcnua\ programs for (h~ de .... elopmenli:llly dis;\bled ThJI So\UIlun J\ 10 reoli:lu'
resJdcntJa.l care 'Nlth L"nmmuniry·based cale. The cell[r~1 Slldtegy 15 lp remo"{
the developmentally dls,abled trom inslitutions and to place them III halfway
houses, foster homes, condominIUms, or even tJlelf own hum~s whIle proViding
them With economIC aSslstance In the form (,f welfare payments, workshop
placements, and Jobs and social assistance in the fornl of legal .ud, rneJI~;11

advOl:ates and organized companionship and recreational opportunities (Ithel
state~ have developed combinatIOn resldenliaJ and day Caft: centcl~ thdl ale
located In urban settings and whICh draw on communIty resources lath!?1 thall
un inhouse serVIces. These are heaJthy developments, and dose ob~ervers of
them hold great hope lor their success. So do I but I du not expect establIShed
residenrial facihtle", to wilt away as these Ilew alternallves hlnssom, nor du I
expe(t the new altern •• llveS to fluurlsh Wlllwut ,I major ne\\; effort Il' re<;t·Jrd-1
and remove the obslacle~ thdt confront [hem fherl' arC prohlems 1,1 711nlllf
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regulations, transportation to dispersed services, coordinating administratively
separate agencies, spelling out for parents the advantages of community over
resldentiaJ treatment, and so on and on.

I believe that these innovative alternatives are our brightest prospects for
change. As in any area of human endeavor, it is easier to recruit the enthusiasm
of talented people for the buildIng of a new institutIOn than it tS for the chang·
mg of an old. Undoing the errors of past innovators requires energy that mlght
be used to help more directJy, and it seems negative and unrewarding. But when
the old Institutions preside over the noncare of disadvantaged people, can we
justify putttng all of our energy into new systems? I think not, largely because I
belIeve that the success of these new efforts stems from the commitment and
effort of their developers to meeting the needs of their clients. These pioneers
have not found one clearly superior alternative to one clearly evil old system. If
they are successful, It will be because they are experimentIng with many alterna­
tives, and they are tailoring these aJternatives to the particular needs of the
people they serve using the lesources that are available to them. That same
strategy could and should be applied within existing residential faciliues for the
developmentally dISabled. Those faCIlities are not bankrupt. They are peopled
with able and humane people who have great economic resources at their com­
mand and who can command the ideas and labor of talented outsiders.

I have reviewed four ways that have been tned to Improve residential serv­
Ices for the retarded, and I h:lVe stressed the shortcomings of each. But these
ways are stili useful:

I. We need additIOnal and more refmed knowledge, and research can
provide it. But that research needs to be refocused on the problems of changmg
mstItutions without undOlng their good features. To achieve that, research will
require a new partnership in action between scientists and employees of residen­
tlal facilltles. Too often, sClentists have treated reSidents of lnstitutions as cap­
tIve colonies of research subjects whom they have exploited for the purpose of
answering questIOns that haVE' no bearing on the human conditIOn of those
residents. Too often, administrators and employees of residential facilities have
aided and .betted this sterrle approach. Both SIdes of this potential partnershIp
should seek the help of the other, and offer their cooperation 10 return. It is
time to recognize that residentlaJ facilities are not laboratories for socially un­
comnutted SClentIsts. It is time- to recognize that the responsibility for changing
mstltutions lies with their current employees, and that one resource which they
can tap to help them change i~; the talent of the scientists who lurk m secluded
laboratOries on their very grounds. I have at various tlmes in the past enlisted the
cooperation of perhaps a dozen different residential facilIties for research proj­
ects T wished to perform. Onl} once in the course of negotiating their coopera­
tion did an admlnIstrator ask what 1 would do in return for his help and that of
his staff. I hope that in the fmure Twill find more administrators seeking a quid
pro quo, and that the request will be for something that will benefit the reSI­
dents of the facility in which [ :'ieek to work.

2. Management and inservice traming must be made more effective. It
should probably focus on ways of changing eXIsting patterns of care and treat­
ment. It might start from the premise that those who work daily with the
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developmentally disabled know about them in the ways that <ITt" lmpnr1an1 11)

know, and reject the didactic approach of instructing them In the Jargon WhlCh
the various professions use to convey their understandIng of the disabled It
might focus on both the needs of residents and ways to surmount obsl.icle~

which the institutIOnal !iystem puts In the path 01 meetIng [hos.~ needs
3. All residential taci.1I1ie"i should seek [0 be accredited, ;md (Ile~'

should participate actively In evaluating and ImprOVing lhe procedure" u!ied til
decide on accredltation. ParllcuJi:tT emphasls ne~d~ 10 be placed on JII)W 10 :."\'iJl­
uate the process of delivery upcln the outcomes of reSJdenlJaJ SfTVI(;eS

4. More court actions should be imtJated These should Include mdlvld·
uaJ liability court actions as weU as class actIom. BUI we should rccognJze thai
the main values of such actions are to stlmulale reform anc formaIJ7c broad
princIples to guide that reform.

II was probably mevitable that the most e'<.l.allng plospeds fOI 1J1lprcvmg
treatment of the retarded would center In residential facilities, because llose
facilities have been our most e<fensively develo~.ed treatmelH lllodalilies r"1I1 lht'
retarded. In the eyes of many I reSIdential facilltlCs and then pl~lsonnel haw Jbp
heen one of the most rcactioniJry forces In the hatLle to Impmve the treatr:lenl
of the retarded. The 0ppoilunily is here to chan~e thiS. AJJ th;Jt I~ requHeJ 1:, for
these facilities to lead the way In Innovating new services, whetht:r the~1 bl'
institutional or community based Inadequate (are can be provided anywhere
Institutions do not have a curner on ilS market They should be allowed to help
the newly emerging communuy-based programs reach Jnd mJlntaIn excellence
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Role of University
Affiliated Facilities
[n the Developmental
Disabilities Act

Julius S. Cohen

INTRODUCTION
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The Developmental Disabilitles Services and Facilities Construction Act of
1970, P.L. 91-5 L7 contains two major sections. TItle I addresses itself to the
problems of direct service to the developmentally disabled. It creates a mecha­
msm for pLanning, establishing priorities and meeting the needs of this group.
Title II. the UniversIty Affiliated Facilities portion of the law, extends the con­
cept of Interdisciplinary trainmg to meet the complex manpower needs of the
field. Although presented in separate titles, the two components-service needs
of the developmentally disabled and the manpower reqUired-are inexorably
mtertwined. ThIS paper will explore that relationship and the extent to which
the Umversity Affihated Facilities (UAF's) can selVe as a resource and as a base
of technjcaJ assistance to the D,~velopmental Disabilities Councils and service
agencies in thelT states or regions.

B<\CKGROUND

In 1962, the President's Panel on Mental Retardation issued its report on
the needs of the mentolly retareed_ One section of that report recommended
that skilled manpower must be developed so that adequate services could be
provided for the millions of mentally retarded mdividuals in Amencan society.
As one result of this report, Congress passed P.L. 88-164, Mental Retardation
FacilitIes Construction Act of 1963. Part A of that legIslation provided for the
development and construction (If mental retardation research centers. Part C
provided for the development of a wide variety of needed community facllities.
Part B of P.L. 88-164 created the University Affiliated Facdities Program. The
mltiaL concept of the University Affdiated Facilities, as embodIed in Part B,
provlded for the construction of facilitIes to house those exemplary and innova-
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live interdiscIplinary tralnlflg programs. Ihat w~re designed to meet the complex
manpllwer needs In this field. InItially. tht>re \'.'as a slrong emphasIs 011 lm·diLlI1e
and clo'ely related dlSciplme,.

The primary mISSIon of the University ft.ffiliated FaciJities IS 10 ~eIVC [Iic
developmentally disabled of all ages by provldillg: (I, mterdl~;clplJnary trailling ,jf
adnllnistratlve, professiOnal, kchlllCal, dlred care and other personnel who pro­
vide the spectrum of servkes requlfed by the target populatIOn: (2) research
trainmg for carrymg out approprIate resear..:h (3) assistance In the pTO,;ess of
estabHshmg state and reglOnal objectives dod evaluating the effer.:tIvene~s wlth
which these are bcjng met. and (4) ({ochnlcaJ aSsIstance to commullity ,1geTll:y
personnel.

By ]965, jt became dear that the con~tru,:t1on authority was insuffk:lent to
fill the legislatIve mtent <Jnd that pruglam sUPI,ort money W,IS ne~ded to provIde
both staff and trainees III these facilities. Accordmgly, In th,~ 1965 amendmenls
to the SocIal Securiry Act, the Childl"n', BUledu (now the Maternal ano ChIld
Health Services of the Heal1h ServICe and Mental HeaJth AdminIstration) was
authoLized to support tramlIlg programs in UrlverSlty Affl.llated FacilItIes under
Section 511 of the Act. The major mten1 lJeTl" was to provIde support ru' lram­
109 uf physlclans and other heiJlLh related per~,onnt~l. These Iunds form orlC IHse
of support for UAF program <iClivlties.

Twenty such faCl..lll1es WNe constructed .......lth funds from P.L. 8~·lb~. In
addition to the conslfucred r;l(:ilities, rherc ar,' approximately tune l.Jrl!er upela­
tiollal programs, some with lJcilltles \)f their own which were not LOllSlrllC[I~d

with these funds.
In the Spnng 01' 1968, a group 01 directors and admimstri:ltor') oj the de"'I~I·

opmg University Affiliated Fa~i.1ities TIlet during th~ A/lMD conventi(ln In

Denver. Out of thLs Informal gathering grew the Association of Unl"er~lty

Affiliated FacilITie,.
The group organized: (l) to share informatIOn about common problems and

strengths: (2) to provide a more unified app oach to funding agencies; (3) to

assist in the process of infonnation, pl.:fsonnel, student and data exchange. and
(4) ultimately to have an Impact on the development of nt~W leglslatlOll in the
field.

While the UAF's onginally had 'l"I'd thw development m dITcel
relatIOnship to mental retardatIOn plOgrams. tley, 111 fact, adopted the prJnclple
of the developmental l.hsabililles concept iJ, a IrJinjng reality prior -0 the
language change in PoL 91-517.

The Association defines a Unjversity AffLlI,Jled Facility as a unlverslty·based
or university-afftliated interdisciplinary program for the development of sktllt'd
manpower in the field of mental retardation and other develupmental disabilliles
which meers the foUowing criteria. The facuity

(1) Leads in the demonstration of Improved means for provISion 1)1"

exemplary services fOi the developmentally disabled.
(2) Meets the criterion of an adminl5tratlve IdentificatIon within J

university which demonstrates significant lung tenn commItment to the cnncept
of mterdisclplinary lraining m mental retardatIOn and otheT developmenlaJ d1s­
abilities.
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(3) Provides training programs which are of an interdisciplinary nature
and encompass a broad and comprehensive range of disciplines.

(4) Provides a program designed to be relevant to the manpower needs
of the area or regions served by the university.

(5) Is intrinsically related to exemplary service functions in such a way
that such functions provide practica of academic excellence for the students.

(6) Insures that the UAF is responsible for interdisciplinary programs
which demonstrate a capacity tt) utilize the resources of the university and the
region:

(a) to develop new approaches in utilization of the disciplines of
mental retardation and other de\'elopmental disabilities, and

(b) to identify new roles for new disciplines.

Currently, over 35 Univelsity AffIliated Facilities which have received
funding from the Division of Developmental Disabilities in the Rehabilitation
Services Administration, the Maternal and Child Health Service and the Bureau
for the Education of the Handicapped are either m constructed buildings or are
functioning prior to such constIllction. As these facilities proceed in developing
their complex and innovative programs, it becomes Increasingly apparent that
there is a greater need to sharf experiences, ideas, and objectives in order to
enhance the operation of each facility and the services that the facility can
provide to its states and regions. The UAF's themselves are in a unique position
to offer certam services to federal and state governmental agencies concerned
with program planning and development, program operation and evaluation and
direct service.

Because of the delays incurred in construction and securing staff, and in
recruiting students, the University AffIliated Facilities are just beginning to make
their presence felt in the field. The funds allocated to Title II of P.L. 91-517 are
not drawn from Title I, but in fact, may be the mechanism to insure that the
efforts intended under Title I ale achieved because of the manpower trained by
the USAF's. These programs are just beginmng to demonstrate their value to the
field. Nevertheless, there is the need and interest in the University AffIliated
Facilities providing (a) the data base which will offer a measure of the contribu­
tion of these individual programs to the nation; (b) data on the nature and
variety of existing services and (In new, relevant services for the developmentally
disabled and their families; (c) mformation on the quality and impact of inter­
disciplinary training; and (d) an exchange of information, experiences, and ideas
to aid and improve aU aspects of the admimstration of training and exemplary
service programs.

The Association of UniverSIty Affiliated Facilities has, as a goal, more effec­
tive communication and cooperation between the independent units. To achieve
this, annual meetings of the directors and administrators have been held.
Furthermore, for the past five years, one of the regions has operated a con­
sortium of programs within the region including seven University AffIliated
Facilities, one training program funded only by state rather than federal govern­
ment, and two training programs in Canada. This regionai concept and the close
cooperation of regional office staff help insure a close coordination between the
UAF's and the needs of the various states in that region.
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In 1970, Congrei~ passed P.L. YI· 5 17. Titl,~ I ut th,H law amended Pour C \J1

P,L. 88-164 and nlandated, among other thlllgs, the establtshmenl III ..... lll(f'
Dewlupmenlal DISability Councils. TIlle II eXieuded Parlll 01 P.L ~~·Ib~ and
aulhnrlled core SUppllfl for Unlver')l1y AffilIated raL'llJtle"). A forrnul<J glltlll
progJ8m was established to provide support [,)1 stJles III plannlllg, adrnl1l1stl.l
liun, services, and constructlOn of facIlities fc>r the developmentally dJs:lhled
The formula grant program operates through IWQ main rneChCln!SmS The 111"[,

the Stale Planning and AdVISory Counl.:11 Jnd the seconJ, de~ignQtcJ ~rJte JgCl1

Cles. The CJuncil IS responsible for l'sl:lbh~hmg rTlllll\le~ r'J1 lilt' dlTl' ..'lllllL

development, and gIowth uf programs. In ordc to receIve Ihl~ federal ..tlJUUllll'll,

the "tare musl havc a state plan thai wa~ ar'proved by the SeclcLuy III the
Department of Health, Education, and Welfare. The AdVIsor',! Coullul J~ rt'spill]
Sible for reviewIng aflu evaluatIng tht' ,>tate !Jlan and subrnlttlllg Clpproprwk
revisions. The state plan. must comluet .::III ~rngri1l1l areas IrIdudln~, but !lIlt

limited 10. vOl:ational rehabl.htatlon, pubh(. a~slslanle. sOl:!.d ')eIVlre". crlppl~d

children services, education of the handll.:appcd, rneLiical.lssls1ancc, 1ll,I1t>rllJ] ;JlId
child health, comprehenSIve health planning, anI mental heallh

The new program of federal support for IliterdlSCJplmarv Irdlnmg progr<lIlls

at Ulllversity AffiHated FacUltles Ullder Title JI was ~en a" a Way lJf tYing
together prOVIsion for lhe on·gOlng mJnpowcr need Wlth the prup(lsed exp,IIl:-'lon
of services (under Title I) 10 developmt'ntaJly cllsabled lhrou~(JLl[ Cdl:h st lte .. \
great potentIal eXists lor the UAFs It) mreract with slate i:lnd IcgwntJl pl.1I1rung
agem:ies. for the IDlprovement of the quaJlty and quantlly of ~;eTVlces aV<lilable 10

the developmentally dlsahled and thell falllllH ~ Therr needs to be a (,0111,11(1]1
awareness of methods by whICh the UAF'" can provldf technlcJ.1 d""I~IJIICe lu

planning and admjnistrJtlve personnel III -"tate agem:le". ApproJ<.:he .. [\I me,~l lhe
state llIanpower l1eed~ slwuld he rcfl~Clcd, 111 pall, tltrouf}l the lJAI·· ... Tile

UnlvcrsJly Atfibated FacLiille:; alsl) Cdll help tu genC'TJtc mudel progldl1l .... ·.\IhILh
could be used both 111 the .!ugh densily cJjf.ahih1y aredS as well as the Its.... d~ nsel)!
populatcd regions of the "talc.

THE CURRENT ROLE OF THE UNIVERSITY AI'FILIATEH
FACILITIES

It should be helpful to explore the lule d Unlver.... lty AflJII'lled FalUttles
and cJetermlne what then potential actualJy IS, and the extenl to wluLll th~'y i:lll~

providing service tu 111.: field. In the prep.::Iratlon uf thiS paper, a re'-lue~l wa, "elll
to University Affiliated FaeJ.1itles to obtalll Jn1Clrmatiun 011 Ilow each relaled III

the Delr'elupmentaJ OlsabilllY Councu JmJ tu Ire ~crv\(e agcnCH:~~ In tilt' ::,1.llC '\1

reglOn served by the l.::lcillty. Thb pJper wJ.11 lot Identify l1 pJrtlcu!;H al'lIV1IY
with a specific faCIlity, but rather WlII use the utfornli:ltl0n cullected L(l JlI~l1lJght

some of the ways Ln wluch UAF-'s lelate to their geogri:lphic areas

Training

The UOIversllY AlfU"led FacUlty lepresen's " unique "(,ncepl and 3n ,,,I!.
standmg resource for the sta1es and regIOns in whIch 11 eXists. While lhl~rC' ,~
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much variation in organization and structure among the UAF's, there are some
common factors which enhancl~ their value to the field. The first, and perhaps
most important characteristic, IS that the University AffIliated Facilities draw
together a number of highly skilled individuals from a wide variety of disciplines
who have common interests in the field of mental retardation and developmental
disabilities. Tills collection of illdividuais with concerns in a single area may be
seen as a critical mass, the existrnce of which stimulates activities in the area and
also attracts additional resourCI~S, students, and community practitioners, and
the attention of the general ci'.:lZenry to the field, its needs, and accomplish·
ments.

Rather than merely providmg additional training, the interdisciplinary nux
of staff and students selVes as a basis for Improved community service to the
field. That IS, students are traint:d in conjunction with other students from other
disciplines. They are able to see and understand how other diSCiplines function
and the most effective way for them to use each other. In addition, the general
Umversity Affthated Facility rattern is to maintai 1 a very strong outreach
effort, seeking to provide in-service, contlnumg, and adult education to the wide
variety of practitioners, volunt"ers, family, and interested community persons.
Tlus effort is significant both in upgrading the skills of personnel in the field and
also m providing them with models of service which they can adapt to their own
practice.

In response to the requirement in P.L. 91-517 that the University AffIliated
Facilities relate to community coUoge programs, most of the programs have
developed mechamsms to work with this group of individuals who are starting
careers as support personnel in eOnuTIunity programs. A SIgnificant portion of
this thrust is in efforts with p,Ha·professional workers in residential facilities,
dental hygiemsts, as well as other personnel involved in a Wlde variety of com­
mUnity-based programs. The fonnalization of the relationships with the com­
munity coUeges has enabled community coUege students to obtain part of theH
trainmg at UAF's and, probably even more important, has provided professionals
m training the opportunity to work directly with support personnel as part of
their training expeflenee.

Technical Assistance

With the large number of individuals representing a wide variety of discl·
plines available within their programs, the University Affiliated Facilities have
served state and local agencies and State Developmental Disability Councils by
proVIding technical assistance Jnd advice. Expertise in these UAF programs
ranges through a wide variety of disciplines and, since the programs are essen­
tially training rather than service agencies, they have been able to participate in
the process WIth minimum rolt~ conflicts. University AfnJiated Facilities staff
members have assLsted states ill the development of the State Developmental
Disabilities Plans and, in many of the states, there is a representative of the UAF
on the state council.

This can prove to be a m05.t important CouneLl appointment as the Univer­
sity Afmiated Facility can represent one of the most significant resources to the
planning, evaluation and monitoring efforts of the Council. In addition, in many
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of the states and in several of the regions, staff of the UAF's have provIded
training programs for the members of the Developmental DisabL1lties CIJunl..:U ttl

enable (hem to funcllon more adequately In then assigned relies. Because or 'h,~

need to coordinate the University AlfiJlated Facilities' activities with those
operated under TuJe 1, because of the potentia] vaJue of th€:' input of the Unl·
versity Affiliated FanJities to the entire (ourlci] process, and because of the
flexibility and vafIety of services provided thHlUgh University AffilIated Facili­
ties programs, J believe that each Counnl should have, as members, (j representa­
tive from each of the Umversity Affiliated Facilities that serve it< state

Outreach

Unlike many University programs, the con..:ept of the U1f1iverslty Aftlilated
Facility has Included a very strong community outreach component. Thl:, out­
reach has been marked by a number of signilJcant efforts. FHst, rather than
merely providing preservlce traming fur profeSSIonals, inservll;e and (.;OJlU1lUnHY
education has become an important part at most UAF activitles. Mort·ovel,
models of service have been established whld permit a great mvolvement ~)f

community agencies and personnel wilhUl Umversily Affilialted FacilitJe~. Fur
example, in several of the UAF's which are s~rving rural, ~,parcely populated
parts of states, a number of approaches have bet n designed to assIst pr<lclitloners
from these areas In obtaining Ihe more complete services of the developmental
disabilitIes team. There has been e""tenslve use 01· video tape, uavelmg leam~, and
telephone consultation to dernonslrate what c,ln be done in these areas and \1)

provIde a back-up support fm the local praclltione!.
Concerned with the nationaJ goal of returr.ing as many resIdents as possibll~

from institutions to the community. the UAF's have fOCUSt.d on two areas of
activity. First, there has been a major effort to address themselves to the needs
of institutional personnel and to upgrade mstitlltional programs and serVKes so
as to enhance the likelihood of residents bemg returned to Ihe commumty, i\t
the same time, concerned with the lack of community support agencle~" the
UAF's have worked to demonstrate what kinds of services are needed 111 th.~

conununity and ways m whIch personnel from a wide varll~ty of (ommunHy
agencies could be trained most effectively and effiCIently to meet the need~ of
individuals who are returned to the community. As another aspect of thl:S eflon,
there has been an emphasis on the preven(ion of Institution,ahzatltm With pro­
grams designed to assist parents and communi'y agencies to mamtain develup­
mentally disabled individuals in the home community.

The outreach concept was extended (and reversed) to mclude planning for
the development of the University MfUiared F.lciJi(y. In many of the univl~rsily

settings, the original planning committee conSIsted of indiViduals representlllg
(he university, various state agencies, local agencies involved in delivery of servo
ices to the developmentaJly disabled, and consumer representaltves. ThIS type 01"
input has, in many instances, been maintained through the establishment of a
facility state advisory committee. These adVisory comrruttees include representa­
tives of the various state departments who are I"esponsible for selVmg the devel­
opmentally disabled as weU as consume, groups. Thus, th,~ relevance of tht:
activities of the facility in providing !raining for present and future professional
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slaff is monitored by the continued input of the service agency personnel and
consumers.

Service and Consultation

While the major concern of the University Affiliated Facilities IS in the
tramlng of personnel for the field, a conSIderable portion of their activity is
designed to provide service and consultation to service agencies. Generally, the
UAF service component is relatIvely small and is designed to meet training needs
and to provide models of chnical service activities which could be rephcated in
the field, not to provide a major service to the state and reglOn. Nevertheless, a
Significant number of Individuals and their families ale served by the programs.
Because of the depth and variety of staff, the UAF's frequently are caHed upon
to provide consultation and/or service for specific cases and to assist in develop­
ing management plans for difficult to diagnose Lndividuals. In this regard they
work both with state residen1iaJ fac1.lities as well as with a wide variety of
community programs.

There IS some emphasis 011 work with individuals with multiple handicaps
who present particularly challenging problems for sen'ice agencies. For example,
~ few of the UAF's are working with Deaf-Blind-Retarded persons; others with
severely and profoundly relarded who also have severe phySical limitations.

The University Affiliated Faclhlies prOVide consultallon and referraJ services
for regIOnal mental retardation clinics, and in some settings they operate a field
team which maintains liaison with ~omrnunity programs, provides consultatIOn
U1 the field, and makes provisHln for continuing education of the staff of local
agencies. ThIS mservice traming componenl is an unportan1 adjunct to the clini­
cal service activity and demonstrates an optImal use oj cases to improve practice.

Without a control on the nllmber of individuals served directly, It would not
be possible for the University Affiliated Fal.:iliUes to perfonn their vital traimng
function. If the contributions of the program are vlewed only m relationshIp to
the number of mdividuals and families directly served, the cost per case would
appear to be extremely high. However, when the University Affiliated Facilities
are viewed in the light of their true purpose, that is trammg and using the cases
served to upgrade community programs, then a better balance would be seen.
For example, it is not unusual for a single case to be seen by a number of
students from a dozen different diSCiplines. The experience of the students
would vary and their contact might be directly with the family or they might
observe the process via obsen;afion rooms or monitor it by television. The same
case also could be used as a basis for inservice trainmg of agency practitioners,
and to assist them In unproving their seJVices. nol only to the individual being
directly served bU[ to many othas similarly constituted.

A video tape of the case could be used for training other students, practi·
tioners and for community education activities. Thus, a single case is used many
times over to meet the needs of the individual and the family, to affect the
service system, and to providl~ for the training ne~ds of a large number of
preservice and inservice individuals. To cite one example, a severely retarded
cerebral palSied youngster of J 8 months was referred by a commumty menta]
retardation semce agency for evaluation by a University Affiliated Facility in
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the university &eltmg. The entIre staffing process was video 1aped and the tapes
used in student trainmg. In addition, the tapes were broughl back to the hume
commumty, which was a sparsely settled section of the st~lte. A meeting was
scheduled to show what the UniverSity AffUlatel! Facilny team hal! dOlle, then
staffing conference and the H~commendahons they made for the chlld. In Jddl­
tion, the meetmg was seen as ;j vehicle for mseIVice traming and for stimulating
cooperation and coordination among the local ·.;hLld·service agencle~. lndivlduals
representing most of the health, education, and SOCial service ,lgenclcs In th~ area
participated. During the conference It was found that four different physlCCJ
therapy treatment programs had been desIgned by four different agencies ,11 the
communIty, each without the knowledge of the other. It should be noted that 111

some regards, these treatment plans were JD ,onfllet with each other. [t was
found that the family had been ut.Liizing a )remendous portion 01 the very
limited resources of the communIty and that agency efforts were not Cl)ordl:·
nated at all. The case provided a basis for examming the problems of COOl dma­
tion m a rural commulllty with lImited resources and the neecl to coordinate and
cooperate among service dctivltiCS. During subsequent months, there have been
signilicant changes made U1 the professional pral tlce in these rural counties

How is the impact of this case evaluated" From one pomt of view the
University AffLIiated Faclhtles served only iJ sULgle mdlvldual. Howev~r, It IS the
multiplier effect of the UnrverSlty Affdlated Facilities activilies which makes It
such a significant aspect of the totall.:ommunit) program. The role in preventll1g
the duplicatum of services, as exemplified m the sltuatlon cited, IS an Lmp(lrtant
one, as is the extended use of the case for trainIlLg.

Service to Developmental Disabilities Councils

The University Affiliated Facilitles have a Feat potential in direct service [()
the Councils In their states or regIons. They can assist 111 estabhshing pfiOntle~"

developmg, modifying, and monitorIng sti:lte plans; and in proViding tralJllng
experiences and various additionaJ services dt'sIgned specifically to meet thl':
prionties and needs set forth in the state pJan. Already, this IS being done III d

number of states and regions. However, thiS t:'pe of InterrelatIOnshIp between
the UAF's and the Developmental DIsability c.,uncil should be an Integral pro­
gram activity of both agencies. The UnIVersIty Affihated FaCLlltles are UnIquely
situated to assist in efforts In disseminating information to the fleJd, coUectUig
and organizing data, and supporting service junctions. They can 1J11tlate the
sharing of ideas and the exchange of models of practIce and service.

Because of the existence of the ASSOCiation of UniversIty Affillaled Facili­
ties, activities which prove to be successful in one regIon of the countr~ arc~

berng transferred qUIckly to other reglOns where they can be dpplied. Umwrslty
AffIliated Facuities have provided direct con:-.ultatLon to state developmental
disabilities councils and have, furthermore, slaff from the facilities servmg on [he
councils. [n some states, the University Affiliated Facilitles provldt' essl~nual

infonnation and library service for the Council and other iJlteresteri pel sons.
While these kmds of relationships now exist, they must be developed much more
fully, and new ones must be explored and created.
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Each state plan addresses itself to needed services in terms ot priorities
established by the Developmental Disability Council. The University Afftliated
Facility has the capabilities lor developing and administering training and
selected service delivery programs for these priority needs. For example, in one
state, the need for regional fixed points of referral was determined to be the
number one priority item. The University Affiliated Facility developed a model
plan of fIXed referral that had been submitted for state support. In other situa·
tions, because of the variety of audiences to which the UAF's address them·
selves, the training of parents has become an important aspect of the total effort.
A variety of programs have been developed in this area and have done much to
assist in maintaining families at their optimum level.

Research

The research capabilities of the University Afftliated Facilities is an impor·
tant adjunct to their total value. Through their research activities, both basic and
applied, new approaches to the problems of the developmentally disabled can be
developed and evaluated. The programs range from basic research into genetic or
other biological factors to the development and evaluation of curriculum for
educating handicapped developmentally disabled individuals as weli as practi·
tioners in the field.

SUMMARY

The interdisciplinary trainmg concept reflected 1Il the development of the
University Afftliated Facilities has been in existence for almost a decade. During
that time, major efforts have been extended in conceptualizing programs, con­
structing facilities, and in organizing a substantial funding base for the programs.
Throughout the early years of the program, there were relatively few trainees
and the impact of programs was not very significant.

However, during the past st~veral years, there has been an increasingly strong
thrust by the University AffIliated Facilities. Their outreach activIties and thm
efforts to assist state developmental disability councils in identifying and meet·
ing the needs of states and regions have represented one of the most significant
advances in the field. The training of preservice students at all levels, inservice
training to upgrade and modify patterns of practice and selVice, and the develop·
ment and utilization of a wide variety of teaching approaches has begun to have
an effect in many of the regions throughout the country.

While the immediate number of families and individuals selVed by the pro·
grams is not large, the spin·off effects of University Afftliated Facilities programs
are great. A single case may selVe as a model which will improve selVices to many
families. Preservice and inservice training have a long range ripple effect which
may take years to fuliy assess. The Umversity Affiliated Facilities are willing and
able to become fuli partners in the implementation of the Developmental Dis·
abilities Act. It WIll be prirnaIlly by close coordination of the needs addressed
under Title I, and the manpower which can be provided by the UAF's under
Title II, that the greatest progress will be shown. University Afftliated Facilities
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representation on Developmental DisabilIty Councils wlll help to lJl<;ure (Iuseh'
coordInated eflorh. The Umverslty Aftdlated I-al:uities IS a ';mgular leSljuru~ In

many states ;Jnd regions wlm.:h must be utIlIzed is fully as pos'lhle

INPUT FROM THE CONFERENCE

This paper was presented at two ~ession" dunng the National Cc,nteren·;e tnr
State Planning and Advlsury (OUIlI:IJs on Services and FacilitIes for the Del/elop­
mentally Dlsabled. The audIence at each ...essioll was SpJlt equally be1weeJI Indl·
viduals from state councils, and staff frum University AffjlJated F.JClIJtic:'
Rather than reau the paper, the authOl presen ed a 10 to lS-Il11I1UtC SUlllllJI)

The following three pojnts were covereu ll) .:ulmnon aspects of 1110st 01 the
facUlties programs; (2) problem areas, and (3) future trends allL! dlrectluns

The common aspe<:ts Included a pnme faclnr the facUlty beln~ <J unlverslty
related trammg program. In all Instances the pJOgrams are mterdlsupltnary In
natuIe drawmg together students frUni many dis(.;lplmes. The exlent ()r (om­
munity outreach of the programs was noted as wa~ lhe extenl to WhlCh they C.Jn
serve as new models ot servIce delIvery.

The prU11aJy problem area cited W,lS th,tt llf evaluating the effectlvcIE~~ d
the University Affiliated Program~. The cOlllmunIty is I1lterc,ted 111 the FlL moer
of persons actually served, USLlillJy a relatively ;mall number wlthLn IJl.:l1lt:1 pru­
grams. The University usually IS interested In re~,edrch ,md publications. drCdS nnt
stressed within the programs While there IS a ~t'nerdl agreer:lent thaI the'.: ,He
conslderable manpower needs, the Umverslty AffIltaled F"cully IHogrdllls dlC

Just beginning to demonstrate then abLiity to tram slglllflcallt numbers of pel­
sons. Because of the extended delays between ImtlaJ leglslatlon and lhe currellt
stage of development, the programs are haVIng s )mc dlfflCuHy as their etTOI Is Me
being evaluated.

Another plOblem area that was presented 1:-- Ole lack of a clear, lllillld~tl(:d

relatiunshlp between the University Affiliated FacilIties Jnd the stdle plan. Whlk'
thert' was close cooperation Wlth Ihe facility in the develupment of the p'<Jo III
some Slates, In others stale planners welC wllhout knowledge ot the cXI~ler'L'e l)f
the program or Its mandale to help serve the manpower needs uf the sLlte nlerl!
was also some feeJmg that the TltJe II momes would be added to rIlle I r th(~

Umversity Affiliated FacIlitIes progr<:lm did nOI eXISt. Our pre~ntatlOn erlphd­
slzed that thIS was not so, and moreover, the fJl.:lhtles dId nOl have ,lny furds LO
do what the st<:lte counclls mIght wanl of thelll. Most actiVIties undertaken tIl

assist the council and Implement the st.lte plan would require adultlllfiJI SOllu."es
of funds for use by the faC1.htIC~.

The future uueclions of the programs weJl' pOinted OUI as caplldhzlIlg un
the strengths of the Universltv Affl1Jated Facililies programs lor pruvldmg 11a10­
109, technical aSSistance, advice and service con~lIltallon. The unpol lanC02 (lj thl~

outreach activities was stated as well as the programs' ablllty \0 ibnw Dlher
models of service delJvery

Following the bnef prescntatlon by the author, there was (In L:d(h ~e~.sloll)

an mtense oiscussion In which almusl everyone partIClpatnL The JIScus~lon
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highlighted several factors whj,;h both University Aifiliated Facility staff and
statel:ouncIl members must keep in mmd:

(1) There is much con fusion among some people concerning the role of
the UniversJty Affiliated FacilitIes.

(2) Many council members did not know of the program and did not
have j] faclhty within their state

(3) A method must be evolved to insure that each state count:il has
access to a University AffLIiated Facility program.

(4) Having learned of the resourc~s, several members of the audience
IIIdicated that they would work toward the development of a relationship be­
tween the programs in their home states.

(5) The fundmg sources currently available to the UniverSIty Affiliated
FacUitles do not insure that Stare Council needs will be met.

(6) Some questions were raised concerning the viability of an inter­
disciphnary approach to manpc'wer development which can only be answered as
lime permi1s research regardinp, on-the-job functioning of individuals trained in
this manner.

t7) The UniverSity Affiliated Facilities require additional resources for
the development of long term Inanpower, and an ongoing reJationship with the
State Council should be a requilement.

(8) As does the National Advisory Council, each state should have a
University Affiliated Facility subcommittee to insure the fuli utilization of the
program.

(9) In an effort to provide a broader understanding of each other's
activities, the State Councils should schedule a meeling at the University
Affiliated FaCIlity with which they are or should be working_
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Maximum Utilization
Of Transportation
Systems

W~liam J. Bean

INTRODUCTION

383

The "developmentally dISabled" obviously do not present a smgle constella­
tion of lirrutations, mental Or physical. However, in order to develop a perspec­
tive on the tOpiC of transporlation, we may l:onvenienlly address the questIOn by
assuming that the limitatjons may range on a continuum from severe mental
relardation with no physIcal limitation to gross physIcal limitation with no
mental retardation_ In the one slmplil1ed case, many Dr the transportation prub·
lem~ can be overcome by traming of the indjvLdual so that he can perform
regardless of any mental deficit; on the other hand, gross physLcal 11iTIltatiolls
may require specLal vehicle mod ificatlon and personal assistance.

In practice, of course, the problems arc not all that dichotomous. Further,
the age of the individual under consideration affects the nature of the problem,
so that very young children of any physical or mental condition are not gen­
erally held to be fully capable of independent travel.

TRANSPORTATION AND THE PHYSICALLY DISABLED

The problems faclllg the phySically dlsabled jn regard to transportation Ln

this paper generally have been identified as to the types of transportatIon avat..l·
able: use of the automobIle, anti use of mass transportation.

Judge Sherman Finesilver of the University of Denver Law School has been
among the persons who have bren studying the problems facmg the handicapped
driver; that interest beginning flIst with an mterest In the deaf dnver, then
extending mquiry into the more ,everely phySICally (orthopedically) disabled
person.

The must baSIC physical requirement for driVing seems to be VISIon; compen­
salion fur most other conditions can generally be achieved through specialized
equipment or specialized t1aining. Examples are extra mirrors to help the deaf
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person be more aware at olHonllllg allL! ,-'russ qred IrJ.ffIc, l r hand ((lTlllld" k,r
person~ whu have losl the use or their k'Wfl extlt'lllirics

A symposlUl1l helt.! III Denvel III 1\)6"-), undt'r the Ic,ldcl,JlIp l11 Jlldl?~ rlll~··

sliver, focused 011 IlCel1SJllg. rl' II ,lllling (1 olll)W, ng onse I or dISabL.!Jty,l, <Ill Idrlll
recolds, driver wedkne~s~~ illld "hprtCOIIlJllgS dnd ]lISUrallce cOn<ilderallllll\

Among the findings nr the ('\pelh ,lIld the slu,jJe5. reported <it the I)t'llver ~YIJI

posium were
• PhysIcally lllsabled drivers JTt' :.J1110ng 1h: must salety (()IlSl.lUU~ anl ha~e

safely Iccords as good or better than lIther drJve:: IS.
• Insurance cumpamcs r~pon IH1SIIIVl' attl \llJes tuward disabled <.ITlver,> anJ

no ChSCflillInatory treatment, ~t1thnllgh the JIsJhled themselves lepml lllslanu.'s
uf ddlicuJty In obtainmg J!lSUlance at stJndarJ rates

• There IS marked lleed fur drivu Iramlllg fucused 011 lhe Ilet'd~ l,1 the
disableJ.

• There IS J need lor umforrn tcslUlg anu evaludllon of speclClI eqllwrnellt
(hand controls, ell,;) needed by disabled drivers.

• SpecIal parking prlvtleges are J Inu;;t If the dlsahleJ Ul iver IS III make lull
use of the mdependenl,:e the autolTlohlie LJIl glvl·llLlll

• TIle lllsabled driver needs SOIlle Illeans uf SLlllllllOnLrl~ aSSlstam:t In thL:
evenl o[ an automublle br~akd()wn.

Increasmgly, attention IS bClng given hy thll~~ ctJlll:erned WIth reh..Jbdllatlllll
to (he llllportalli l'onlrlbulioll lln aulOlllUhllL: C,II1 lll"dke 10 tht" \UllllIJl'pl'lldL11l.~

of a severely iJIsabled person Several COJ1lplehcnsl1;e rehabllitatlOll lellkl~, as ,I

maLlcr of routme, evaluate prrsons for driver traming, dnd llIay evell offel slIlh
traIning as part of the overall program. t\hu, se\ eral states mclude 111 high s..:houl
dnvlng traimng courses special tralJllJlg for disi:lbled dnvers. A study dune III tlk~

Los Angeles schools lIldlcates lhat· (I) knuwledge of safe drlvmg lequllelnents
and i:Itlltude are the pTlmc requlsile Inl SLJl:ces:, as they are \'I1lh <III drivers en
the rate of SUl:cess amollg the dJsableJ sluuent group (YS or 182 or 82 I pc/cent)
more than Justifies the auded expemt' and erJort to provide driver lralnlng tIl

this group; anl! (3) the rale ufsuccess, <:IS detcfIllmel! by being ahle to quallly hn
hcensing, was Iughest In those qualJfyrng as 'orthopedlc," but I SlgllIllLJrlt

numbel of persons With Cerebli:d palsy Wert' <:Ilso 'iuccessful
A very slgnif1canl stuuy on the needs III the physically ul~;abled III the LIse 1)1

public transportation was conducted Ill! th~ Department 01 TranSpOllCltJon hy
Abt ASSOCIates of Cambridge, Massacllu:)efls. TIle report prouuced by lhl.~ study,
"Travel Barriers," exaJllmed all mude'S uf trJrlSllurlatlOn available III [ravel 110111
Boston to Washington, with a focus 011 the elem~llls of each mode 01 llansJ, thd 1
posed problems to those With mubili[y lllll,latic,lts. An InnovatIVe appru3ch u::.cd
m the Abt study was the filming of a llltitlon picture 1.-""11" eJlh mode, so thilt .1

person who lTIay 1101 have e;-.pelienced, SdY, the problems Df cmplal1l1lg Pil ,III

auJineJ cuuld have the VIC;HII)lI~ cxpcrIL'nc:e ur seeing a night uf steps requlled
for boardmg.

The Abt study H!cntlfJed the follOWing pr )blem~ foced by [he dJsdbleo In
use of public transpol talJOn, any ofle of whJ.:h could prevent the U'ie uf ,j

particular mode. As the number uf thesl: hurdlt,s accumulates, the posslbllrty nl
success becomes lTIore and more problerndlll:
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• Sudden movement
• ability to ride standing
• ability for rapid self locomotion
• ability to move in crowd:,
• ability to wait standing
• ability to change levels (I e., steps)
• escalators
• narrow aisles
• long walkmg distances
• baggage
[n additLon to the problems directly connected wLth the mechanics of trans·

portation are such related problems as lack of well defined signs for those who
are visually handicapped, or the lack of accessible restrooms.

Overcoming the problems mherent in present mass transit clearly calls for
redeSign of equipment and syskms. Problems stiJl remain, especially muvement
from the transit stops to the passenger's ulrimate destination. Of course, these
problems ex.ist for all users/systems, as seen in the term "kiss and ride" used by
transit designers to describe the person who is dropped off at the transH station
and [ater picked up by their sp.,use. However, for the physically disabled, even
short distances of a block or two may be enough to use of an accessible system
unless there are such design fealmes as curb cuts, dose parking, etc.

TRANSPORTATION AND THE MENTALLY RETARDED

A recent publication of the President's Committee on the Mentally Re­
tarded enlltled Transportation and The Mentally ReTarded provides the most
thorough examination of this tOpLC that is currently available. Though offered as
the anonymous wOIk of the (ontractol, 11 is chiefly the work of M~. Linda
Sadler, who was with Harold F. Wise AssocJates at the time of wnting. 1 AJ·
though the focus of Transportation and the Mentally Retarded 1S more narrow
than the developmentally disahled In total, many of the concepts discussed
therein have relevance, especially when addressing the problems of dependency
that may accrue to the indJvidual who IS dependent from birth.

Independent VS, Dependent Travel

Transportation and the Mentally Retarded makes a dislinction between in­
dependent travel performed by the person, and travel in whlch the individual is
highly dependent on others, or on a specially deSigned system. Drawing heavily
on the resuhs obtained by Arnold Cortazzo and Robert Sansone at the Sunland
Training Center in FlOrida, it is pointed out that most mentally retarded people
have the potential for developing independent travel capabilities; that is, trawl
using modes regularly used by "norma[" people: wa[kJllg, pllbltc buses, bicycles,
trains, even the automobile.

Transportation and the Mentally ReTarded makes the case for developing
independent travel in the indiVidual through several approaches interrelated to
the different modes of transportatjon. Firsl of all, the potential for success ICI

] Ms. Sadler has revie~d lht' portion of this paper dealmg with her earlier publlcatiun.
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lrainmg the bulk of lhc menially retarded IS l"lled. (urtazzo and Sansune lepnrl

that in work wIth traiIldbJe rel..Hded adllle'icenl'. :md young adults aged 17 LIl 40,
and with measured I.Q.'.;, from J7 1040, 1S>9 uf 378 lraine~s learned III tlClvd

independently. I.Q. W;JS 111.11 s~en as J partIcularly Important Ullerld lur d~h.'1

minmg independent SlH':CC'SS. rne IInpol tant chJraclerlsllcs were sOi,;Jal J1IdIUrll~l,

emohon<:ll 'itabUity, and parental l.:I.JOrerallon. It I::' reported that mdlvldu;Jh

labeled as boruer-Iine or mJldly rel:J.lded (.;dn be successfully tramed to 1Tave]

independently. Even for those IlH.Ht' retard~d, :,uccess can generally he obt<:lIned
The desIre to be as lIldepcnLienl as pos::'lbk motivates the ment<:lUy Jelardcd

as strongly as others, and thiS dTlve 15 cited a) one of the positive elements III
support of training mentally retarded In Indepelldent travel skills.

Another reason to encourage independen I travel whenever possible J5, tILt'
burden on parents. Keepmg mentally retarded youth and adults transportanoll­
dependent defeats the provIsIOn of Dthe1 services to encourage IIIdependence
One of the major problems facing any program I~ the expet:tatlun lhallrldtpend­
ent travel is impusslble for the mentally relarded. Many plograms, reportedly,
have never given consideration 10 this pusslblhly and are surprlscd at the lesul[s
obtamed by Cortazzo and Sansone.

The major bamer to independent travel IS lhe lack of suuable public [rans·
porli1tion, especially in IUlal areas. In many art as of the country, thele IS sImply
no public transportauun. (The extent 10 which sUllable publll: trallSpoltdlJOn IS
available [or speCIfic [<lCllllle,\, IS ..:llllllht'r qlleslHHl TIlls should be (ol1sidercd Ifl

planning when facuilles are luc:dled. Most Americans are dependent, psyd,ulogl·
cally as well as physlCaJl y , 011 the aUlolllobile. People who are mentally relarJc::d
are, again, no exception. TransportatIOn and the Mentally Rttarded (ltes dt ledsL
two programs wtuch have been successful III tl~aclllng ment:dlly relarJeJ peoplt:
to be sUl.:cessful dTlvCls. One concern cited IS tllat the retarded dTiver may lack a
capacity for makmg (orrect deciSIons when ar emergency arises. ThiS ha" been
countered by provldlllg VIsually orlenled IralTllng and more behind the wheel
traming.

In addition to buses and the self·t1Tlven a1ltomobue, other modes of trans­
portation are available to and used by the mentally retarded, and all of Ihe .•e
modes may require some special attentlUn and Irdinmg III thel'r lISC

Walking is likely to be the rna '" I frequently used mode of Iri:lll~p\}rIJtJOI1,

though seldom thought of In thIS manner. SpecIal "SlIfVlVal" slulls should be
taught. Systematic investigatlOn has begun III Ihe area of special needs III men­
tally retarded youths and ,dull' in wallung 'Irafflc hghts, jUdglllg speed and
distance of on-coming vehicles, ele.), though 1l11h.:h Icmams tll be done

In addlhon to Infrequent bu'i. selVlCe, thi: Illenlally retarded persoll Illay
become confused over change..; in ~chedules, tr.lIlsrt"rrJng, delermlllJng Whl'.:h bu..,
to take, where [0 get off, and [he like. llwse s~ Ills laD be (:dug.hl by agencles anJ
parents. In addition, bus drivers can help, If they reeognue the need, W~lIdl

suggests that training III these rllJltCIS should lIe PdTt of the regular lrallllng Illr

bus unvers.
RecommendatIOns uf the report III regard to Independent tli:!Vel <Ire (I)

provide suffiClent staff and tlmc fur Independent travel tralnmg In all dgency :dnd
school programs serving the JIlentall~' let:dH.leJ (2) provJde ~.peclal driver I~duca­

tion to mentaUy retarded mdlvlduals who are c.lpable and desuous of dnvlllg: (3)
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train public transportation personnel to recognIze mentally retarded individuals
(teach mentally retarded persons to seek help from transit personnel whenever in
doubt); and (4) require that all handicapped children be educated, especially in
"social survival skills" such as transportation.

Improvement of Dependent Travel

The second major focus of Tranrporration and the Mentally Retarded re­
lates 10 systems for dependent !ravel, that IS, travel services in addition to or in
lieu of (he travel modes used by "nonnal" indiViduals. Considerations cited
apply equally to special supplementary systems for the physically disabled.

Several concerns emerge .... henever a special program for transportation IS

launched, among which are funding, staff and volunteer resources, safety, insur­
ance, and scheduling, as well as whether to tIe up capital in purchase of equip­
ment or to lease. Further decisions must be made as fa mode of transportation:
automobiles, vans, taxis, buses.

There are perhaps as man~1 ways of paying for transportation services as
thert" are plOgrams. Among those reported hy Transportation and the Mentalfv
Retarded are state per dlem/sludent payment, stale opera led smaU buses, can·
tracted carriers, and full or partial assumptIOn of costs by parents. The very
diversity of payment sources makes it difficult to make itn estimate of the actual
costs incurred. One agency reports that 30% of its budget goes for transporta­
tion. Other programs limit costs to giving out bus tokens. California will allow
public funds for transportation for trainable or moderately retarded individuals,
but not for the educable retarded, feeling that educable persons do not have
transportation needs different from other students. The foUowing chart indicates
costs hy various modes of transF-0rtalion:

••••••

By car-$.IO a mile .
By bus-$.40 per tflP .
By contracted public transit
By small school buses
By vans-door to door .
By pnva te car

Per Person
Per Day

. $ 1.00
. 80

........ 1.60
. . . . . . . . 2.54

3.00
.......... 2.80

Staff and volunteers are snmetimes used by agencies to transport clients
Ihose agencies. Sometimes aides accompany a driver to assist in emergencies and
help maintam disciplIne. Volunteer groups such as civic clubs and fire depart­
menlS have been enlisted to provide transportation services and/or equipment.
Car pooJs organized by parents are frequently formed.

Jnsurance looms as a problem. State laws differ, as does the wiUingness of
dJfferent firms to insure volun!l~er or agency programs. Transportation and the
Mentally Retarded quotes a New York firm (IS determining from experIence that
msurance coverage is most needed lD "third party" situations-public liability,
auto liability, and malpractice Workmen's compen,atiotl, which covers em·
ployees, should be extended to volunteer workers.

Automobiles, vans, taxis, and buses are all used in one or another of the
programs. Parents and voluntecl s frequently use cars, while small agencles may



388 Synerghnl [or lhl' Se\ll~ntles

use vans. Sometimes taxIS ale lIsed 011 <l (ulll rJl:t basIs. Bust's, wIllIe 01 h-'J1ng
some- economy may requlIe lengthy Inps.

Among the recommendauom InJdt' III T'ransp0rlo/l,Jn and thi' Ml'nrol/l' R(··
larded <ife. (1) use uf t1anspuIlallOI1 lime In CC'lltlnue lnstru( tlOll thruu!!ll L-Ipt·J
lessons and the like; (2) J.~\Iel()rm~nl of SpCCIJllled sysl<:ms ~,uch a') dl(jl-a-hll~ "I

taxi-bus comblnatIOlls, (3) cOlllblnulg (If Ifdosrlortatlon servl.::es for the re(,Hd~d

WIth other speclahzed tranSpllltaliOrl Syst~IllS, 4) provIsIOn of bette! Iralllingn!
transportation personnel. (5) se~kJng legislatllJn, espe":lally fOl opelatlllg sub­
sidie~ for specialIzed systems; (6) centrJllzlng all services programs ~il "upl1catlve
systems with different destmations Jre nut nefded, and (7) mtegratJUIl 01 Iraw;­
portation mto other actiVItIes

(One participant at the Natronal CunJerence of the Natwnal AdVisory COUll
cil tuld of a simple adjuumt'llt made in buse\' used to transpon children the
seats were raised and turned to face fhe windows, rhus giving the children an
opportunity to observe City life as !he)' wellt 10 and from their respective de.\'ll
nation. Boredom [and resultant misbeltal'iorj decreased. and tht' long triP wa.\
trans/onned into a .'1timulatmg experience.}

COMMENTS

In providmg lramporlatioll for speCliJll/.ed SL'rvJCe~, transportation need; <11C'

somewhat simplIfied. The service ~elHel III ea..:h case IS sometlllng uh. ...• Llit: hllb ,II
a wheel, with spokes ladlating to pOInts a..... ay trom the hub. Howevt~r, a Il1Jjor
adult activity for many developlllentally dIsabled WIll be ..... ork. 11) the ex tellt
that the individual can enter Into the competitive labOl market the huh­
perimeter analogy does not hold. In OIlS case, Iravells more likely 10 bt; 11uIYI

one pomt to another somewhere 'Nlthln rhe ..... heel WJth few traveling the :>.allW
ruute. Even withm well defmedJob rIlalkets such as the Wa~hmgton, D.C. l11~tlu­

politan area, data shuws that 40 pel cent of th'Jse hvmg In the subur b') Jlu ..... ..ll~,o

work in the suburbs, and tlus ratio IS expected tu Ulcrease.
Time is another factor delmeatmg transportation needs for agency ~t'IVICC~

from those needed iur non-agency 11f~ actlVJtles. Many serVlce agclLcles begin
operations later IJI the mornlJlg than mosl employers, and end carllCr m the U<-i'y'
Some transportation actlvltie:), which are aueq,late for servICe programs, such as
use of volunteers and extended bus 1allIes, Will not meet tht~ tHne requlrement"
of employment. It is one thing 10 fInd it volullker abJe to gel a chLld 10 a servl(~e

program at 9.30 a.m., and qUIte another II> g.'1 illl adult to work ~[ 730 a,m.
Attendance presents simIlar plOblem~. Neither J servll;e pro~:ram 01 the Ir,dlvlLj·
ual client is damaged much by an oCl:aslOnitl ab~ence when lranspurtiltlull (ads.
An employer, on the other hand, Jeljuires a lllUI h bt>tler recold

The solution to lIlany of these plOblems Ite~ III the development ul Irh_k­
pendent travel for the IndiViduals Involved. rransportatiotl and the MOl!ail'~'

Retarded suggests that trarlsport.dtllJll problellls lould be s'Jlveu II the l.dmtly
would move near a bus stop. ThAt IS nm, perhaps, such a bad suggesttoll. The
Post Office reports that one 1I1 three aJdresses are changed eal:h yc.:Il. Very lew
people live in the same house while their duldrell ale growing up In lIght ul tltl,)
mobIlity, families of a developmentaU~ dIsabled chLld Illight be adVised tu COIl-
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sider the availability of transportation whenever they make a move. If the child
is only five at the time, this may seem Ifrelevant. However, If he IS abJe to begm
to use pubhc transportation from time to time as he grows up, there wilJ not be
a transportatIon crisis when he IS age 16 or so, when Jt would seem to be asklng
too much to move merely to :mlve the transportation problems of one family
member.

Service agencies, also, should keep the availability of pubhc transportation
m mind when locating programs. Even if these programs serve children of par­
ents who can dflve them in for serVlces, the availability of nearby public trans­
portation would facilitate training In mdependent travel.

(Discussion at the National Conference clearly showed that most attentiOn
has been given to transportation in the urban setting. Problems relating /0 mass
transit have little relevance to many states and areas. One participant pointed
out that the most ubiquitous publlc transportation mode was "the big orange
bus" that rolls down the rural I,ighways and roads bringing children to scl,ool
Makmg public education universally available to all would do much to solve the
transportation problems of the lUral area, tMs participant felt.

Participants from several of the developmentally disabled In rural states
indicated that a good portion of their DD funds are directed to development of
transportation in their states. One indicated that thelT DD Council would not
approve any proposed service program that did not clearly specify how they
would accommodate the transportatIOn needs of their prospective clients.)

Public Policy

Major questions are bemg posed regardmg the extent to whlch transporta­
twn systems built for the masses should be usable by those with mobility prob­
lems Tlus questIOn aTlses becawe of the funds, avaIlable through the Urban Mass
TranSit Admimstration, wtuch ,Ire bemg spent on helping communities develop
transit systems, and the laws that govern UMTA actiVIties

There WIll perhaps be some for whom specIalized sen'lces win be necessary.
Should that number be kept as small as possible, or should public policy be to
develop "separate but equal" systems for a substantial portion of the popula­
tIOn, such as the aged and handil:apped?

Representatives of the transportation Industry have made their position
rather clear. In testimony before the Senate SpeCIal CommJttee on Aging,
Herbert Scheuer, assistant to the executi"e VIce preSident of the American
Transit AssocIation, stated ... even if urban tranSIt bus systems couJd afford 10
make buses totally barrier-free, we would question the adVIsability of domg so.
The goal of mass transportatIOn IS to move great numbers of peopJe from POtTIt
A to pomt Bas quic.kJy and efficiently as possible.. . The problem of movmg
the handlcapred-a very small percentage of t,he total ndersh..ip-Is of speCial
concern, outsllle the realm of mass transportatIOn, and rather a commumty and
welfare responsibility."

A spokesman for the Depal tment of TransportatIon has been a bit ambigu­
ous on the question of speCial fystems In testImony before the Agmg Commit­
tee, mentioned above, John E. Hirten, Deputy Assistant Secretary for Environ­
ment and Urban Systems, respc>nded, "We believe, withm the Department, that
there is a need to serve the elderly and the handicapped through a variety of
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methods. One method that cerl<t1nly deserve: cun.sld~ratlon IS a SystCIT thd[
would enable eIther tJ;t(i service or millibus Sf rVlce III go III to areas whell' the
elderly live Jnd take them wbere th~y nt'f'd III ~o, 1hal IS h\}spltals, c!lnlC;, ;]\\,j

what have you." 1

One umque demonstrj)lioll proJecl Jevclu )cd through funding Irom burll
UMTA (DOT) and the HlW :)\)(101 dnd RehabllllalJon Service, IS III the ;',-IUg~l­

tuck Valley of ConnectIcut. The ('ollne-cllcul JHO]Cct IS In an area In whh:h [h)

public transportation now eXists. In Je\e]upmg the proJect, d'~slgn cOnSJdelatIun
has been, first, for the needs of the j]grd ilnd h:JIldicapp~d, and secunJly , lor <tIl
othels. Some twenty-slx local Jgenclcs Me Involved and SUppOTtlllg the proJCll
The HeggJ Tralnlllg Center In Derby IS, seJllIIg SIX of the se ....en huses It 1I0W

operates (one IS beIng kept for emergency) dnc funds equal to the cost of lhelr
ser....lce are bemg allocated to the proJecl for trarlsportatlOn ot clJel1t~

Smce the project WIll also pro.... HJe ~er .... J(.:es to the public at large, Il may be
able to a.... otd the problem or "separate hut eLIIlaJ " Already, the Conncdlcut
project IS providing useful IllfOrmJtlOn Iu orhe' agencies In areas ~Il..:h dS equlp­
ment design and fare colleCtlon and Ird.CKlrtg ~ys[ems

There is no question that rhere l~ C1 v..:ry IMge public cornnlltmenr to [rans­
portation throughout 1he country The /TlIIS[ ot'vLOUS e.... ldence IS the p[eserlce 'II
the IlJghway Trust Fund Jlld the dnlllUrlt ol lJ\ munles In ll, The real queitl'JIl,
then, is detcrnuning priorities wlthm this pUbliL Lommirmenr Many Pilr(IUpJn[S
al Lht: NatIOnal Confrrcnre fell thaI lIw HIghway Trus! Fund s.hould he l.'lI't'IIl"d
up lu provide fundmg dllectl:d towllrd J grCJle vllrJety l)f trcnspOrrJtlOJlI t'eLl~

By foclIsmg so closely on the JevelOp1l1enl of '1l<)rL' <1m] better hlghW.1y-', It ""IS

felt, many needs of partIculllr groups wele ~ubm~rgecl

Add.JtlOnal questions were poseLl reg,lrdlll! th~ rule uf the Depar1ment 111'
TranspnrtatlOn 111 meetmg the needs ul the hal1cllcappccl ane i aged D1SllPPOllll­
ment was exprt:sscd that the Blagg! al1lendlllell~ to the Urban Mass Tr,lIl~poltd­

lion Act merely provlded permlsslve l:IuthlllHY tl) direct one and one hill! percent
of available research and cllpltat gr<lnts funds to lransportatinll of tilt' eldrrl.,; and
the handicapped It was further pOinted out 'hal, retlecu .... e of I[S Ilame, tJl'~

Urban Mass TranSit Art dld not provlde t"or flllal transportatIOn and th,ll thell!
was, as <I cunsequence, no major public locus on the needs 01 the rIlral Hed~.

Any assumption thllt the automobile IS sutTlclcnt III these dIed:>; d'le" no1 lake
mto account the speclailled needs of parrkular inuI .... luuals and gr'lul's "Llch (J:\

the developmentally dJSabled.

SUMMARY

CIt'Jrly there are more (IUeS(loll<; Ihan Jn~wel'1 III It'gard to trJ.Il'plll[J(1t1l1
and the devclopmenrllJly dlsJbleJ. rht' k.nowledge thdl IS gc:neIJll ... J .... arl.lbl,_,
relales Lo the U1bllrl Sl!uatJvn, ledvlng (he furill a,eas [0 lhe CM ponl

Even so, there IS rnuL"h 1hiJl (",til he Jone In [trillS vi de ....elopJrlg Indepenuent
transportatIOn capabilities 1Il develt1pl1lenlally ,hs(lhleJ mdividuals. It there IS :i

problem that seems (() range ClCWSS all caLcgorlts of developmentally dlsc,bled,
the problem of dependency would seem LO be~,~~__~__~~ ~

I "A Barrier Free rllvnOllment lor tht' 1:.1derly and the HanlhcappeJ," t-!t>armgs before
the Spe~lal Comnuttee on Agln~, Unltt'd Slall's Senate October 20, 1<J71. Part ~
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On the other hand, the approaches to solving the transportation problems of
the developmentally disabled seem to share many commonalities, especially m
terms of the specialIzed system. Funding, eqUipment, personnel, scheduling,
services, use of time, all seem to pose similar problems, whether the presenting
disability is phySIcal or mental.

Finally, the chief polJcy Issue-transportation systems usable by all vs.
"separate but equal" seems to be relevant to all with special transportation
needs.
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DUring the decade uf rh.~ 60's one of the foremost jssues expressed by
per:-,ons with organiz(Jtions interested In the developmentally disabled person was
that of educational opportunJty. Wlule educational opportUnity IS still a prlITIe
objective, the most frequent!} discussed issue at tlus tIme is that of protective
services.

The deSire for a system of protective services f,)f Ihe developmentally dis­
abled person can best be stale:1 as a desire for a legal and SOCial system that wiJl
assjst those persons who do not have adequate menial and/or physical capacity
to direct and controJ their Own lives, to hve, grow, and develop to their fullest
po[entlalitIes through the gUldance and protection 01 another person or persons.

The goals for such a program can be illustrated by referTIng to the followlng
statement from the "Task Force Report of the Wisconsin Mental Retardation
Planning and Implementation Program"

A broad program of protet"tJVe servJces for the rt:tarded should serve the
goals of (L) secunng hIS C)'iiJ rights whether in an Inshtution or In the
l"olllmumty, (2) actmg on hiS behalf In securmg necessary or deSirable
servin·s. (3) repre"entmg him in SItuations of conflict with agencies provJd­
mg servIces or With Institulions 10 WhlCh he is committed, and (4) man­
agmg hIS estate. Every retarded person who needs guardlansh.Jp or pro tee­
live services '\hould have th~ m, no matter wha t his age, degree of handicap,
~)f ranancial resources."

The need for such a program IS pflmar~y a result of the success we have had
m mitigating some of the other problems connected with developmentally dis­
abled persons. As is frequellily the case, the solutjon of a specific problem
eventually leads to the creation of additional related problems.

In recent years, the com:ept of instHUtionalization and custodial care has
given way to the lmplemenlalion of communily-based programs of education
and rehabilitatIOn for developmentally disabled persons in order to achieve the
mdlvidual development of thet[ capabilitie,. With thrs newly placed emphasis on
keeping the developmentally disabled person within his own family unil and
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local ~omrnunity, he must be provIded with gUidance and .supervisIOn III th ..Jse
areas of living where he cannot care for himself.

While great improvement has been made III the educatIOn and Iri3IJlUlg 01

such persons dUrIng the lasT decade, our society has changed so rapidly Ihal d

person who may not have required guidance aIld supervisIOn in a mure simple
social system must rece1Vl~ such protectIOn if he IS to functwll III the sXlal
system of today.

More important, huwever, JS the fact that lhe longeVity ·Jf such persun;; l::i

being increased and frequently they are (lutllvlng their parents LInd the ~oc,a' anJ
t~conomlc support or gUIdance parents provIde. Thereforr, If' society" doe".llIJl
provide a system of protectlve servJces [0 replace the support and gUldanlc ot
the parent or family umt, the return uf the dewlopmentalJy dlsabl~d PCIS(-·Il III

the "community" may 1I0t be of long duration.
lhe purpose of trus paper is to discu:">s some 1)[ the reasons for thiS ch;mge III

t~mphasis. the role and relatIonship of case management, p~rsunal advocacy, JilL!

guardianshJp In a program of proteLtlve servjces dnd [hI? requirement" rf 511Ch ,I

program is to be effectl'r'e.
At the present time, the law of gualdiJnshlp JS the only ~vstem availablL' tn

provide protective services to the developmentally disahled person Howl'veT,
dissatisfaction IS being expressed that the law of guardianship as presently (.per­
ating does not provide the framework Ihat IS reqUired to develop Ihe de,,,ed
program. In order to under~iland the re,Hom. for these frequenL expresslolls ur
dissahsfaction we must conSider the form and hl·,tory of the Jaw of gualdlanship
in the United States.

TIuee plans of legal guardianship are generally prOVided by state laws. One
extends to the person of the Individual under guardIanship (guardian 01 the
person), another to tus property (guardian of th,' estate) and a thlId to both tho
individual and his property. A guardian of 'he l,erS{m IS \)ne apPolIllt>d by the
courl to have the care, custody imd ..:-ontrol oj the person l)[ a mmor 1',- an
incompetent. ]n general. the term refers to the person having the nght to Iliake
major decisions affecting a ward, mcJudll1g the right to cnnsent to malrlagt, t(,
enlistment in the armed forces, to major surgery. and to adoptIOn UI tn mak.mg
recommendations as to adoption. The legal clIstody 01 the ward IS given by the
court to the guardian of the person. A. guardia}/ of thf estate IS. ont> appoJnlct! by
a court to have the management of the {'stille 01 a mlllor I an Incompetent )1 a
spendthrift. A guardJanstup of the estate of any person, ollce granted, extenus. to
all his estate and excludes the Jurisdiction of every other court. Estate refel:'; to
the interest whIch one has In land and other prcperty, sudl a~, a bank aCCI)lllIt
bonds, mhentance, etc.

The underlyrng theory and ph~osophy 01 gl,ardlanship is denved Iroln twu
legal systems, the Roman and EnglJfJ1. Under Roman )<lW, guardianship wa~

viewed as a concept of blood relatlOnshlp- a cOlltJnuatlO11 of the power ~)r the
head of the family over tus descendants. The lav of guar~ianship,derived 1,0m
the Enghsh common-law rules, grew out 01 the '-eudal law of the land with Its
system of land tenure dnd was essentiaUy an instItutIOn eXIsting 111 regald to rhe
propertied classes. Early English law had many different type, of gua,dlanshtp
but on the death of the farher, the type of guardianshIp wluch re,ultl'd de·
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pended on the nature of the plopelty. Unproperlied children were substantially
ignored by Ihe law of guard,an,m,p.

In those slates that h:lYe it guardIanship law derived from English common
law, which 1S the maJonty of the slates, the specific provisions of that law are
concerned prmcJpaJly with property mallCrs. Therefore, the law of guardlanshJp
as applied by the courls In the,. slates has followed' fisc,1 approach rather than
a social approach. TIlls emphasIs on property values over human values is one of
the major reasons for the dissatisfactIon Wlth the law of guardianship as a deliv·
ery system for protective services.

Under the law, the courts have a twofold functIOn JI1 guardianship. The fust
is a judiCial one. It entails the detenmnal ion of the need for guardianship and
when there IS need, the apptlll1tment of a SUltable guardian over his person,
estate or both.

The second function of the court IS an administrative one. It entails the
maintenance of a proper record of the mdlvidual wardship and contmumg super­
vision over the guardian to make sure that the IIldlvidual's interest and welfare
are being served at all times The courls l:arry on thiS administrative responsi­
bility through the process of app0InLlng, ",upervising and discharging guardians.

In selecting a guardian. Lhe courts place reliance on the prinCiple of kmship
and in the device of bond and surety for holding him to hiS responslbilJty. SocIa)
standards and social-study pH.cedures are iJlmOsl never used by the courts m
discharging these respunsibLiltil's.

In addltion, the courts conduct practically no follow-up of the persun
placed under personal guardianship unless or until a petluon for the removal of
the guardIan is presented. EJo.cept fur lh~ requirement of bond, referred to
previously, the guardian of th(~ person is completely outSide the superviSIOn and
control of the court appomtmg hun. The guan.lJan of the person IS under no
requirement to ~ubmlt a periodiC accounting of hiS stewardship. The court gener­
ally mamtains no contact With him and for all practical mtents and purposes,
permits personal guardianship 10 be exerCised at the guardian's pleasure.

However, the guardian of Ihe estate IS subject to several legal controls by the
court. He must fIle a bond and periodIC accounts, usuaUy on an annual basis. He
must submit for l:ourt approval lus plans Lo lI1vest, selJ or disburse the assets of
his ward's estate.

It IS readily apparent th,JI the law "I guardianship, as developed in the
Umted States during the last two hundled years, IS pmnanly directed to the
protection of property rights. The interests of Ihe person are consldered only
infrequently and m those mstances It is prU11arLiy through the deSire to pruteci
1lurd partIes from the person under guardIanship.

As the disabling conditIOn' of Ihe developmentally disabled will vary In type
and degree, the needs of such IIldivlduals wlll also differ. Some IndIviduals will
require fuUtime superVISIOn while others will only reqUire occasional help WIth
minor problems and deCISions. Also the needs of anyone lI1divldual may change
dunng a hfetirne. Therefore, LI1 seekmg to prOVide a cont1l1uum of protectIVe
services tadored to the mdlvldual needs of the developmentaJ1y dlsabled client,
the delivery system for such a program must be Ilexible enough to respond to
these varied needs.
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The law uf guardlan~lllp doe:; lIot PILWldl fur thl" fle'<.lblltty becau~ d

guardian cannot be appointed f(Jf;1 perS~lr1 untt! ~uLh pelson has been declareu
IIlLompetent by a courl of lay,.. SUl'h a pelsun 'ut only <,;ufll~ls Irunl rhe stl~m,1

of beIng considered mCOll1pClelll, he ]{)")c<; Cl:rlam CJV11 Jlghls- 511ch as the rlglil II'
marry and the nght to C0nlr;lel

The pre:o.ent legal sranllaTds 101 L1elermInlng whether a pelson L~ "JnLornpe­
lent" do not recognize degret'~ Dr JlH.:LJnJpetellcy lIor do they IccognJl.C Ihe
different types of physJcdl anl! menta] UllpaJTlllenl:o.. ThereJore, we <Ire f Jced
with In "all or nothmg" situatIOn whrrrby we (dOnot obtaIn the plolcctlun ol
lhe guardlJnshlp system If a pelsun JS 1101 legally Incompetent.

It IS obvious that there Me many pe,son~ who could benefIt frolll a p]{)~~lam

of protective <;;erVlces. but are nut "IIlCOlllpetent" amI should nl1t sutler the loss
of their ":Ivil rlghts.

As a result of tins mflcxlbiluy III the guardla'l:-.hlp system and the prevlOLlsly
mentioned m<ldeyuacles, alternative systems hav ~ been proposed to provide the
deslfed lIIuJvlduallLatlOn. Propt)~als have heen mJde tl) estabh~.h a legal st.-1tus 01
"prolonged minority" fur persons who l\luld benefIt Irum a prutectlvt' 'ien'lce,,;;
program but are not IIlcumpetcnt by kgaJ ':>tJlldards. Such persons would be
consHlered a~ mlllors, and there/me ~ubJelt tu ,Ill the protectIOn of lmnClrL[Y
status, even after reaching maJority. No detefllllriatlOrl of IIlcompetellly W'llild
be required to Impose guarUlarl'5l11p. At tillS tLllle no 'iLdtes have enacted thl~ ypt·
l)f legJslallOn. however, :-ouch a sy:,-lelll I" uperalin! III Swt'uen dnd BelgJuJlI.

In addition to the po~slbJe changes III l)Ur legdl sy<;lem, several progrJlll.'­

ha\le been developed which pHI\'lt..Ie rllr ~yslcms _11 ad\loc<:Icy thaI are bJsed oJ,] It

non-legal rather Ihan a legal basl~

Under the concept 01 Cast' MiJnagement a SOCial worker relJnqlllshe<.; hl<.,
traditional role Wltll a direct ~ervlCC i.Igcllcy and:: ssumes the role of advoc:lIE lor
a chent. [t IS the soc1al worker's responslrlliity tl, ~eClJfe the apPlOpnare "iCr ... I(,t's

for hlS client Lhroughuut the chenfs l1fe cyde. Ttl be dfective the socia] workel
must have organizatIOnal au tonomy f rom a pal t1cular serVICf: agency and the
abihty to obtain the desned services on behalf of the developmentally disahleu
client. The Developmental Disablllllcs Act, PL [)1-517, ,efer~, to Ihl~ llCW role
of a socia] worker as the "Follow-along Service' The State of Rhodt hlimd has
already implemented ~lI(h a program bUI It h IS not been In opelalloll long
enough to determine jt~ level of suc(ess

A PersonaJ Advocacy System seeks tl) prOVide a developmentally disabled
person W1th a fflend (l.(~. advoc<Jtel who Wlll ass IlTIe the responsib,lHY for pro
teetlng the interests and rights of th:Jt persorl

In most cases the per~{)nal advocacy syslellls th:H have been lmplemen[~d

are Informal and volunldry Huwever, a Personal Advlx::acy Sy~.tem was recclHl y
crealed ]n the Slal~ uf OhIO 3S a supph~ment t·) lhc "Slate J'rotectlvf ServJ("t'
5yslern" through the cnorulIlatt>d ~tTprl ot the OhiO Associatlun for Kelalded
('luldren, the Epilepsy f'ounuaiJOn of AlllellCa, 1he United Cerebral Palsy Ass(l·
Clatiun of OhIO, and the OhiO [)evell)pmeIlLal Di."'JbdJlleS CouncIl ThlS system IS

umquc III that It IS formah7el.! anl.! has ht"~n Jmplf llIented un a 5,tatewlde baSI:; A
synopsIs of thi'\ program is attached dS AppentJLX '\ tu thIS paper.

TIle Case Management and Pelsollal AJ\lOGlcy Syslems d,.) have all lmpllr-
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tant future Iole in providing a program of protective services. However, it is thi~

writer's opinion, that their effectiveness is limIted because the supervision of the
"advocate" is conducted by an entity that derives its authority from the volun­
tary assumption of responsibility rather than a statutory responsibilIty. It is also
my opinion that without a "atutory responSIbility It will be difficult from an
"advocate" to discharge his responsibility to his client with any degree of
authority.

It IS my opinion that a rl~V1Slon In the legal concept of guardIanship holds
the best promise for an effective delivery syslem for a program of prolectlve
services. The required components of such a system were best expressed by the
participants In the "Symposium On Guardianship of the Mentally Retarded"
sponsored by the International League of Societies for the Mentally Handi­
capped In San Sebastian, Spain in 1969.

Some of the conclusions r,,.ched at the SymposIum are as follows:
.. that guardIanship should be viewed posItIVely as a means of un ple­

mentmg rights and opportunities. wlth as much partiCipation by the re­
tarded as is praclicalln aU decisions affeclmg him .

.. the participants also IJelieve that, In addition to the institutlOn of
formal guardianship, a pardUel service of person:..tl counseling IS reqUired,
avaJ..1able to mentally handkapped persons who. if they receive appropriate
guidance and adVice on a contmumg basIs from a counselor who has
earned their conhdence. may not require formal guardianship.

The fact that a retarded person IS receIVIng. or has received seTVlces from a
specializ.ed agency for the rdarded (school, workshop. residentIal facihties,
etl;;.) or has been diagnosed as retarded for medical, educational or other
treatment purposes. should nol be construed as necessanly mdLcatmg thai
he needs a guardian.

The retarded adult should be pennitted to act for hLmself in those matters
In which he has competenc 1

: ••• a person whose mental retardatIOn is char­
acterized by llTIpaLTmenls 'Jf sOl;;lal competem:e which are partJal should
enJoy a partIal guardIanship specifically adapted 10 his strength::. and weak­
nesses.

The partiCipants in the SymposIUm strongly recommend, therefore, that
the professional evaluatIon of an indiVIdual's competence and the extent
and character of his need for guardiamJlip not be entrusted, as in the past,
to a physician or psychiatrist alone, but that a multidIsciplinary team of
experts. with experience in mental retardation. be charged With thlS re­
sponsibility. Such a team would include-in additIon to a psychIatTlst-a
psycholOgIst. a social wor~.er, an educator and other trained observers of
social behaVIOr.

. .. that the need for guardianship be re-evaluated from tlme to time. it JS

recommended that the same or similar mUltidisciplinary team be convened
for thiS purpose.

As one of his most important functIOns, the guardian should select and
mobilize appropriate community resources, draWing on both the geneIlc
and specialized services for education, rehabLlitallOn, health care, recrea­
tion. employment, SOCIal services and specLahzed day or reSidential <.:are, as
needed.
As appropnate Ln each cas..:, he should encourage mitiative on the part of
the retarded adult, compkmenting thiS with action of his own, as neces­
sary, to assist the retard~d person to secure access to the program mosl
likely to benefIt him.
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The participants agreed that there musl be. adequ<lte mdchll1l;~IY Inl lilt
effective <;upervlsjon 01 the guardJ<ln. inul\lld lally and collE'ctlvely. ,Ind tDI
rClnforcmg the "yst~m \)£ gUi:lrdianshlp, throu·~h constructlve review .

. IL J$ unreasondble to exped the C{lurt" thEmselves to engage In the klJld
of constant mOrlltlHmg 01 the syslems whiell the pdrticlp,mts cnVI:-.l0n a<;
ne-cessary If thr beneflt:" nl" guardianship d~ llTelnlllll: OULlUll:d ,Jll t,) I)l'

[e.Jli"-f~d.

In k.eepIng wlth thClf SL'nsc LIt the prunJcy of personJI con'\lderJ.t1on ... tht
participants were of the ('pLnIOn that d report on the ward's pn'w!lcJ!
well-bemg and programrnJng for the yeal <;lIolild also bl' ex!-,ceteJ

HOWC\lCI, heller 1)f1('nb.JIIOli l)f Judge:- Will nl,t "'UfflLl' Jr1 Ilself rile Luurt~

or Iribundl wiJl need lhe ')upport of J weU ~taffed agenl~y, pllhltc dnd
permanent -WhiCh, among oLher thmgs, has the pawL:' and duty lil brl1lg
belol~ the court~ S(lmt~ of tll(~ lnformatlon ('11 wilich COllrt Jctlf)rl ,hlluld
be tdken.

II the p!lIlLlples ~laled ahuve are illcurpl1lated wlthJll J rrvl:-'cu lirA' 111
guardianship, the resulllllg legill structure shuuld supporl the systelll ld pi J1cc
live servIces that we <:Ill de:>.ue However, J IIlUSt ilojnl out that merely revlslllg pI
the law of guardianshIp without lmplcmcnttnl', the accompmymg :\\1(131 pru­
grams Will not enable us to rfach lJUI desl[(:d ~llaJS. Therefore, 11 l'i Ilnper<lllVr
that the severa] components llr Ihe dr-slJed s:'stCIl1 of prolectm.' ~trvICE'~ be
developed and Implemented at the same tune.

Attached a~ Appendix 8 to thlS papel are ;clected extracts IIOIll the I;om·

menb of the partlcip4lllts In the workshop seSSion 011 "Case Managelllelll, Pel·
sonal Advol:3CY and PflHecllve servh.:~s" al tile f\'dtiOIlJI Conference \)1) DL'\'I~\(lr­

mental Disabilities. held In WaSh1l1gtoll, D.C on NovclllbL'r 17, 1972, where thiS
paper was originally presented

PERSONAL AIJVOCACY SYSTEM FOR OHIO

Philosophy and Ralionale

The Personal Auvocacy System ot OhiO s undergirded hy eer tdlll bJ<;Il':
prinCiples We f(Oel that every <"Itllen regardll'ss Ilf the sC'Y~rlty or multlplluly 01
his handll:ap, has L.at,lt!\ lnal1~n<lhk Tlghls -hllman Jnd CIVIL Cerldlll ,)\ P\ll
handICapped CitIzens are nut ~apahle 01 exerl:Jsin~ these rlghts- d~pelHllng 011 [hI.'
situatIOn, the IJfe ('xpem:nces the Lndlvldual has had Includmg hiS opportuntll:s
10 make decLslons, the Impaument In Ill'; adaptIve behaVior, dnd Ill~ rhY~lc,d

and/or mental status.
510cc no Jgen,-'y or mJI'Yldual IS t',ndowcJ "11h Godlike Powers lu h:rww <If

aLL tImes and In all Sltll.Jtlons ··what IS besl'· for anolher mdLvlduJI. \o\.'e feellhal
all Judgments and deCIsions 01 agencies and 10l1lVIduals managmg hiJndlCapped
mdlvlduals should lle ;Julhtcd aTld levl~wed regularly by 'iomeune outside 01 lilt'
~ystem or servICe.

A per~onal advocu.:y .;y<;H·rn hJS a two fold 1t~sponsLbLlIty It rnll.,1 prt;VIJV

mdIvlduals In the sy~tL'm With a 120nl.:ernl:d f rreml on a p~r ... onaJ bd~I', dnd IL rnu~1

watchdog the delivery of scrvlreS sy<;tem III SCI' that Ihe mdlvldual get ... tllOse
services whH;h he needs

We feel that su(h 3 WrvIU" IS be~t provldcJ by J volunlary 01 IlonpllbllC
agency which ullderst'lIIds the 1l..1LIl need.;, ,)1 tlJrlJlcappt-lj Illdlvlduah .HId 111ell
famIlies,
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[)efinilion of Personal Advocate

A personal advocate IS an indlvidual who assumes a responsibility for look­
mg after, as if they were his own, the Interests and rights of a handicapped
mdlvidual.

Organization and Strategy Plan for the Personal Advocacy System

The proposed Personal Advocacy System operates as a supplement 10 the
Slate ProtectIve Service System which had a target date for initiation of July l,
1972. As proposed it was to bring the three main voluntary agencies together
Lnto a statewide plan for advocacy on a cooperative, comprehensive statewide
baSIS under the following guidelines:

I. The statewide system would be operated in a Consortium Board
appointed by the DDA Council. The Board would be composed of representa­
tJves from the Epilepsy Foundation of A merica. the OhIO ASsoclOtlOn for Re­
tarded Chzldren, and the United Cerebral Palsy Associollon of OhlO.

2. The State Orrjce was to be based in the Headquarters of one of
these three Agencies or office of OhIO Developmental Disabilities Council.

3. The office would be staffed with a Personal Advocacy Coordlnator.
Administrative ASSistant and a Clerk-Typist. Job descnptions for these positions
will be in conformance with recommendations of the Personnel Committee of
the DDA Council. Staff will be employed by the Consortium Board of Directors.

4. Each voluntary agency wishing to participate will be asked to
apPOInt a Standing Advocacy Committee and assign responSIbility for Advocacy
funchons to either a staff member or the Chairman of the Advocacy Committee

5. Each participatIng agency will be required to have the staff person
or the- Chairman attend fralOing sessions at regular Intervals.

6. It will be suggested that the University Mfdialed Facillty, under
contract with DDA Council, will conduct at least on a semi-annual basis. training
sessions for Supervisors of the Advocacy Programs and for Personal Advocates.

7. Advocates so trained will be designated as "Approved Advocates."
Participating Agencies will be designated as "Approved Participating Agencies."

8. District Offices will be required to inform applicants for either
Protectlve Servlces or Case Management Servlces of the Advocacy Service avail~

able to them.
9. Names of client:; wishing to participate In the Advocacy Service

will be forwarded to the DIstrict Coordinating Advocacy Committee.
10. Advisory COmmJllees will be Standing Committees in each of the

Dlslm:t CitIZens CouncLls which are to be r~actjvated Such District Coordmating
Advocacy Committees should have representatIVes from each or the partlcipatmg
agencies.

I L. In addition to clients referred to them by the District Offices, each
PartiCIpating Agency Will also be free to "case find" or seek out other mdividuals
Wllhin thell target area for whl)m Advocacy Services arc appropnate.

12. DDA Council Or] an ongoIng baSIS will hopefully fund both th~

Advocacy Coordinator at the state level and the training workshops.

Roles and Responsibilities of an Advocate

I. Be a concerned friend to a handicapped individual.
2. Mamtain promist'd commitments to this individuaL
3. Attend training sessions.
4. Know the personal and program needs of his protege.
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5. Be famI..!~.H wIth the prescTJptIvc I,rogram pLan lor thlS InJlVldudl
6. Sec that thIS plan IS followed.
7. Raise questions with the Staff I'crson or CommIttee Chdlrm31l

assigned responslbllity for the Advocacy Program when th,~ InUIVIUUJl's plan
does not seem to fit or IS not bemg followed

8. Keep In toul:h wIth prolesslonals ,ervlllg the hdndlcappcd mdlY1U
ual, in the manner that a far!111v would keep 1n tlillch wIth a chull's tCdcher

9. Be acquamted with the other !ndn IJuab In the t'IlVHonmcnt cl lht'
handicapped mdlvidual, tor example, landladIes, policemen, shopkeepcl s. d.:

10. Know resources In the area
11. Know procedure~ lor mterventlon

Responsibilities of the State Level Advocacy Coordinator

1. Be directly responsible to the EX~~utlve ('omJlllttel' of the- (011­

sortmm Board.
2. Coordinale of PersollJI Advocacy !'rogr:Jm dctlVJlle" helwl'cn ~adk

Regional and Local Agency levels.
3. Develop gUIdelln(~s for opclatlon 01 the program at all leVl~l ....
4. Drvelop uniform systems, procedllcs and form': lor bollt agerlCle:,

and advocates utcludmg certificatIon procedures
5. ASSist In developing and conductlllg a trallllng program tor Super·

visors and Advocates.
6. Be respollsjble for public relation::, and educ<ll1011 plOgrJm': Jncl

providing information servLces about the Per~om,l Advo(;dcy Program.
7. Consult with agenclcs, supervisors dIstrict Ulrcctors, and wOlker"
8. Assist In matters of litJgatlOTI and IJiterventlOn.
9. Prepare progress reports on the program.

10. Work with coorcllllator - Dlstrld ('lt12enS ('ornllllttCl: In coordln<..l­
ticn of progr<lms.

APPCllC,IX H

Participant Commellts

Workshop Session lin
CASE MANAGEMENT, PERSONAL ADVOCACY &

PROTECTIVE SERVICES

Norional Conference-Developmt'nral DiMlbi[jrkls

THE CHAIRMAN "'011 the panel we have Howard Rost'n, L:Jwlence Ki:lne.
who's a lawyer and member 01 the Pre'ildent's CommIttee 011 Mental ReUtrua­
1lOTI, Ardo Wrobel, who IS the D.irector of the DLvlslOn of Mental Ret,mJatllln III

Minnesota, and our topic wnter for today'.., c('nference, KeJth Yellllek I ,Jnl
your Chairman, DenniS Haggcrty "

MR. YELINEK: "There are several questlOJls 1 would lLke 10 poSt' tOT our
partlclpants and tor you m the audu:nce How Joe!> clhlen ddvocacy and pel­
wnal advocacy l._l1ffer; how are they ailke, what ,Ire the advanl.lge:- ,md dlsauv,ln-
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tage~ of each ot these systems? What Future rok wIll citizen advocal:y or
guardianship play In the development of a protectLve servIces system? Who
should have the responsibility f{lr the follow-up supervision? Should It be a courl
responsibility? Should II be an admlnistmtlve agency" Or, should Jt be strictly a
voluntary orgamzation's responsibility. such as the local ARC or other pUblJC
servIce agency? And lastly, when should elther or all of these programs be
.unplemenkd for the beneflt of I dt.>vt.>/opmt.>ntdlJy dIsabled Lndivldual?"

CHAIRMAN: "Given an actual commllment as stated by the PresJdent m
November of 1971, a reductIOn of tht.> complement m the state schools and
hospitals throughout thLs land of a significant percentage given that and gIVen
the tact that the heretofore re"Ldents are gUlng to be in communltjes, you can
see how timely the questlOns posed by Mr. Yehnek are

"Now, our resource personnel, Mr. Rosen, Mr. Kmg and Mr. Wrobel are not
necessanly the respondents to the paper that has been presented. They are Just
that, resource personnel, but they may respond as Ihey wish and m theu rc­
:o:ponse or In theIr comments, they may want 10 agree with or disagree with or
present addLhonal thought-provoking comments on how to manage and how to
deliver proteetjve seIYJCes In the communily. I'd like to start off with Mr.
Rosen. "

MR. ROSEN: "I would ILk,~ to respond to your thLrd questIOn In terms of
who wLlI have the ultunate-or who should have the ultunate responsibIlity. 1
chose thJS one because I frel II s Ihr t.><lslesl 1'01 me In my framework, because J
come from a state where a protective servlcc!-law was recently passed-and thars
Colorado. In Colorado, the responslbllJly for protectIVe services IS with the
Department of Social ServIces. By placmg protecllve servICes in the Department
of Soeml Servlces, the funds which the Stalt.: Legislature made available to begm
ttus smalJ experunental program can be matched WJth Federal Social Servl!.;e
Funds. lt's extremely advantageous to the state because ... out of $50,000 It
makes $200,000. In addition, the State of Colorado.. felt that most of the
people who require protective services are people who are eligIble for services
from the Department of SOCIal Services In terms of their mcome, whjch IS qUlte
lImited .... I could see the Do~partment ot SOCial Services in thiS state haVing
the ultimate responsJblLJty for protective services for mdlvlduals who need thlS
service

CHAIRMAN. "Mr. Kane would you commen!."

MR. KANE· " ... to have an effective guardianship on a Citizen advocacy
program, you've got to separate that entity, and I look upon Jt Ijke a little
agency of Itself, a new thing to he created: but It should be Lndependent of other
agencies In terms of It" lunding . they would pick up In guardianshIp those
that needed It and only to (he extent that they need It, the probate court
could Ihtn be, as It traditIOnally has bet."ll. Ihe enllty 10 which this agency reacls
III terms of periodic review and the sophistICatIOn of services that the guardJan­
shIp agency is to look for, and advocate for. and fmd for each retarded person.

"The retarded person ... should he walking around with nghts ... he needs
a SOCIal Seeunty system WhIch serves everyone that has a handicap up to a level
that they could lIve WIth and Live on, If necessary, and a national system of
health lnsuranee which would be avatLable to ~very handICapped person ... The
guardianship agency sees that those rights ale realized and Implemented; and, if
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you WIll, the probate court IS kmd of jj 5upl'r-slructurc that ...ee~ that Jl all Nork'i
oul. And you know, it may be ICIrlbly SUllpli;tll.; to put It thiS W,Ly, bUI \1 we:
have a sensible SOCIal Security syslem, and if Wl' hiJd J ~ensJble natloJ1lil heaHh
msuranl.:C program WhlL:h deall with [he handle apped. many 01 <JUI problems
would go away You ~ee, dS we talk Joout It J1'lW, we CJJ1 dream up and L(InJure
up .Jnd structure and dldgrJnl \.'ndles~ly .:Ill Ilnd~ of structures lor guallIL.JII­

ship

MR. WROBEL. "~I would like to examine several of Mr Kanr's "ommenls
beL:ause I thmk that he was lalkmg dbtlUl the bJlance for the polanzed wstern
of. , . guardLanship hom a legal framework, and [ think you are saYing It sllould
be outSIde of the agency system

"I would lIke to cover maybe a lIttle bJt about what y,)U said In lerms of
what tht:re 15 m thIS whole spectrum , It cOI'ers more than the legal guardIan­
shJp of a person. I thmk there JS the SOClaJ, . It the dgency JL,elf doe" not hdvt' d

commItment toward any syslem". tu lJeal '-"Ith matters or nghh of Iht 1I1(11+
vidual and dehvery of them, then I'm JUs! afraJd that, we could be setting up
an adversary kind of <;ltuatlOn J would IJke t J see some concentrdtlOn en the
Jdea that the agency Ltself and the people wbo work In thiS agencv hal1e the
abIlity to develop a sense of advocacy for lhL' Indlvldual.

"In Minnesota we JU'it eSlabli~ht'd a dt'parlrlL'nl polH.:y concerning adv(ll,aq ,
we're workIng on the procedures Ih<1I wouh1 b~ InvolnJ. ] would l1ke to ~trt:~.s

thaI. at least from my poml of View, I thlllk thai Ihe agency also is 8n dJV'JCdtl:,
in a sense. If we carl give su({ peuple 111 th,: Fa('uIIlcS a ~·ense Lit llso being
advocates of the mdlliu1ual, we m<lY hdp to ullrlg about some of the ~lforrs trolll
the outSide, and from [he publiC pOint of View. So, I would rather scc It lIot::"!u

much a polanzed sy'item bu[ rather the conc,~rtetl effort t(1 get the syskm 1,-,
respond.

"I think OhlO has set up a r.ither lesponsllJle way of handltng thL5. that I'"

on the regional basis there would be a ca5e m~ nager who would be pMt nt the
agency,

"It IS sel up so that when there IS contro'rersy and when there IS dtflc;fcnce
of opmton, It's resolved around the person rather than the traditIOnal v.ay of
domg II where the parent tnt'S to fight the tnSlltutlOn or tht~ sUpCtlntelldent or
the dgency "

MR, KANt. I loot 11 I see the rule of he dllvocate d" J ...epalate thing
Mayhe It does polanze a bit, but Ihat's how w·;'re m<lklng some progrt:s:-. have
more confidence 1Il the prubate COUri thall I would have had a lew yea]'" ago
because of the dynamiC things Ihat are happenmg m constltutJOnJJ law WhICh
affect the legal rjghts or conslltu(lonal rIghts of the mentally L11 and mcntdJly
retarded, Almost every month we get a ne", deLislon whIch IS even more SOphl~'­

heated and more clear ahoul the due process Ighfs 01 Ihe handll~apped. Whal­
ever our bad experience has been wilh courls " ... er the year .... It IS changing and
It'S r..:han~tng almost every week."

CHAIRMAN, "Could LJust pose d question dntl dsk someone In the aucllcnu::
to respond to It, other than [he resour>.:e people GIven a sltuatlOll where d

retarded mdlVldualls moVIng from dll lrl~tltutl(ln dnd needs some <;ervJces but he
is not yet to the pomt of competency so he would have 10 have a guardldn
appomted for him. Given that, huw Jo you se'; the role of a personal advocate
who IS nor al:cQuntabJe on a period II.: basLs, either tor whdt monies he 111gh[
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handle or for whatever personal attention he glves the retardee, how do you see
that working as drawn from your own experiences, you know, as volunteers."

MR. BECKETT: "Bob Beckdt, Ohio, BeUeville Di~abilities Council.
"I think you answered your own question. I'm a consumer, a volunteer, and

a volunteer lS a rather fickle person .... So, I think what you're saying here IS:

Do you think that an advocate sh.ould have some bindings as to his action? And I
would say "yes" because when an individual is looking after another individual I
think it should be a consistent a I1d a rather flexible thing as far as what his duties
are.

" ... I think that there have to be some ground rules and I trunk they have
to be legal, so that we are bound to really domg the job."

DR. POMEROY: "I'd like to comment. Jim Pomeroy from Oregon Bureau
of Mental Retardation.

"I think we have a responsibility to teach the retarded to be tus own
advocate and I think that many of them can become their own advocates with
our assistance; and they haven'l been pushed In this drrection very much and I
think many of them are capable of being theIr own advocate, standing up for
their rights.

"When you get around to it, I would I1ke to have some discussion on his
rights versus privileges. We talk about rights in general and I think maybe we
might be moving too fast sometimes-that we have a responsibility to teach them
their responsibility before we stress rights. And we have, as their advocates, a
responsibLlity to them to define for them what therr pnvileges are Just as we do
our own children. We don't giVI~ them their rights untL! we think that they have
learned to accept this as a respoJlsibLiity."

CHAIRMAN: "Well, could [ just pose a query to that. Don't you think 10

adopting that attitude, given the gradation~ of deficiencies of this group, that
some would opt for not giving rights unless the handicapped person met cnteria
which would be difficult to meet under most circumstances?"

DR. POMEROY: "For example, the right to vote. I think that they have to
know what It means to vote and that they have to be able to exercise sufficient
judgment in voting."

CHAIRMAN: "But are you not now talkmg about-in that example you
broUght up-the old-tim~, dishonored now, standards of literacy which were
used to keep people from voting?"

DR. POMEROY: "No, I dOll't beheve I am. I think that they can be taught
how to go down and register, they can be taught about the reading and under­
standing of what the candidates represent and what they are voting for.

"And dnving Isn't a fight. Driving IS a privilege. And you know that, and I
think many other things that W(~ talk about as rights are not fights but privileges.
They have to be earned."

CHAIRMAN: "You would agree, wouldn't you, that we wouldn't apply dif·
ferent standards to a handicapped person?"

DR. POMEROY: "No."
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CHAIRMAN "We w(luld apply the S.lIT\l' stJlldJrd tl..l JII"

DR. POMEROY "Th"·, "ghl ..

CHAIRMAN "Ok., ..

DR, POMEROY. 'But I'm IL~urflll th,lt Wl: mJght be trying to br,)aden lhdt
standard.

MR, ORWIG. 'Trn George OrY,.'1g dlld ['rll ChalIman (II the J'ennsylvanl<1
CouncIl and J hJppen to be an attorney And my majn Jntelest I .... qllleps~ Th."
dlSCUSSlOl1 has pretty much concentrated on the held of mental retardation and,
of course, we're talkmg about developmental dlsabLlLl1e:-o, whJo..:h JS 1ll1)IC Ih<ln JU~l

MR, You cannot have a common sLtnJdrd that you apply to aU DD\ If y)U art
gam/; to talk <tbaut cerebral palsy dnL! erLkp~y In addltlOn to mental rdardatwll

"The type of advocate program thill yuu ,1ced for the epileptic who 1<" nut
mentally retarded-and mo~t of them are not-Is entllely different th:ln th,~ lype
of advocacy program you have ro develop for those who an, mentally retuded
So, let's not be dlscu<; ....mg ... tandards th.lt yOLi feel you can apply ,Kross the
board bec<luse with cerebral pdl~y, alld cpikps.' -true, we hdve SOI1l\: thJ! arc Jil
rhre~--hut Jor those who arc lIol, the type of JJvocal:Y thai they need l~ (0111­

pletely differ~llt from whdt tht.' MR would n,~~'d We ('..Jrl'tlust lump th.~m JII
toge ther."

MR. THRONE' 'Till John Throm' from K In5a,. I shan.: Mr Kane s dUbJl)u:-,­
ness about leavll1g to an agency thL" rl'sponsildllty lor ddvoc~t1J1g wllelt It's r,!­
spon'>lhle for dOing; but r don't seL' Ihe POldTll<1110n between hiS pOSL[I()lI ,Hid Mr
Wrohel's that seems to he taken llll gldnlt:d. I::,ven In OhiO, <:l~ I unJerslJnu It.
where thiS op~ratlOn jnvolves threl' jJe(lpl~, tht personal advocate 1.'0 not a mem·
ber of the ~tate agency, as I recall. He Joe~n't work for the state He lS just a~

much a privdte citizen as you would h,l've 111m be, .'00 I re<llly thJllk that there IS

potential, al least, agreement betWt~ell you Iwo ~entlemell 011 wh;Jt yCILI <lIt'

talking aboLit. It remInds me ot d httle ~,rOlect vie "Ile unLlertdklllg In Kdns,h
What we have In mind \<; havJng a volunteer [r'lm the community, pr,)bably "dy
an ARC reprcsentatlve, who will volurl(l:er <I' a CJtlLcn to serve <1.., -wt' don'j
exactly know what the term 1"- comrllLllllty advocate, personal :-J.dV(l(tllC ur
whatever, in behalf oj an InstltutlOnJlll~d re ... ld( nt al the tmH:' ot InstltutlollahL<I­
han " He will serve on the p!annlllg ,ltlJ, IllS )f<tr a~ IS pos'>lbJe, Oil the trllnlllg
and ImplementatIOn commlttCL:S that wllrh.. .... Lth thiS patIenr Tight flom the
begInning and then follow hun nul Int(1 thl..' COI'llllUrllty dnd cOlltllllH' 10 ser\'e d~

tus advocate In the cumnlunlfy, hJVllIg prl:pdfl',J th", W,ly In the COl1l111Unlly w\'ll
in advance uf hiS dl:.chJrgc.·'

CHAIRMAN "Who JPPOllllS whnr"

MR, THRONE: "Well. we thoughl we Vvou,d hl:lve ,I pool 'Ind, uSing ccll.lIll
cntt'lla, we would CJll UpOIl volunteer ... For eX..1ll1pk, It we hal,.c a If:<;ldent tmlll
Dodge CJty, Kansas, we would looll 011 our III Lie m..Jp dnd oNe would cal] lip a
couple of people In that Jrea who h,lVt' JIldlCdlcd that they would he Lnterested
m scrvmg thl~ [unctIon Jnd ask lhelll Jl Lhey would vu!unterr to "l'l"'C In till"
cap<lclty.
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"Now, stnctly speaking, I belIeve that the person would have to be an
appointee of the institutIOn who has legal guardianship over the child.

"What we are mterested 1n aVOld1ng is breaking down the four of our institu­
tIOns into what amounts to regIonal institutions. I don't see that as much of a
gam. And I see a lot of state programs In dangt:r of domg Just thIS. I don't really
see tha t that will be progress."

CHAIRMAN. "Just a thought on thiS subject. Unless you have some way to
mOnItor the cntena for how decisions are made for an mdJV1duai who may be
handICapped, you may have some we1rd decisions .

.. .. in a lot of my conver~atjons wIth people, I fmd that mothers of boys
don't want their boy~ sterilized, but mothers of girls want their glIls stenhzed
and you mIght get a per"ional advocate who would be In one category or another
category gIvmg his decision or her decisIOn."

MR. THRONE: "Well, but you have these kinds of disagreements among
staffs in InstitutlOns or Ln agencies and all we're proposing IS that .added to thiS
mix wouLd be some personal advocates who presumably-sure, they have ideas of
theu own about just the very point you made-but are not behoJdin', I mean
they're independent pr~sumably. They come as close as you can get m pnnciple
to being surely interested m the resIdent anll h1... lIlterests rather than in serving
an mstJtutJOn's best mterests."

MS. KINDJNG: "Columbus, OhlO. But as we look at the dynam1cs of the
movement toward a personal advocacy program. J think that we're now going
to literally institutIOnalize thiS (it1zcn advocacy thmg, so I don't have to SIt out
here diane. I need help. [ need te, be abJe to call on a structured system that says,
'I've got the sanctIon and authority to put some pressure at certam pomts to get
<l job done.' NOI do we let th1S thing hi:lng oul in mid air. We have to have a point
of entry for the advocate, and m our case m OhJO, thaI point of entry lS gOIng to
be that CLl"iC management protective servIce module. No CItJzen advocacy pro­
gram can functIOn unless we caii get the pressure pojnl and get the job done and
get the change."

CHAIRMAN: "In Ohio, do'~s the case manager answer to the D1vIsIOn of
Mental Retardation? Does he react to that structure?"

MS. KINDlNG: "He does. 1\t thIS pomt in time. 1111S wlIl be decentrahzed
and the only hope we have hel e agaIn, you know that the guy that gets the
money IS monitoring himself which is not a good system. On the other hand, the
only counter·balance we can have today IS to develop the CItIZen i:ldvocacy
components strong enough so that the pressure Gust as the pressure of the
parents years ago JTIlhdted this whole movement) can be brought to bear on that
module. Now, on top of that we are also moving towards the re-establishment of
citizens' committees, and within these citizens' commIttees there hopefuUy w11l
be task forces WJlh special interl:sts on resldentl<ll servIces, cltizen advocacy, etc
You go for a very d1fferent group of people In a community to conSIder the
development of <l res1dentlal program than you do for a citizen advocacy pro­
gram. And we mJght not wear cut so quickly if we had a few successes with our
advocacy. In the past thiS has bel:n very dIfficult."

MR. ORWIG: "I wanted to comment. You ra1sed the questions earher about
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what kmd of bindIng arrJngement you h,td wnh tht cItizen <:Ind, LI ~l'erns 10 me
when L thUlk about this Idea. that the more bIndIng you try to make sam: kmd
of arrangement, the more dIffIcult Lt'S gOIng to be to get people III be (LUll'll

advocates. In any event, you're practlc..llly gOiIlg to have to Insulate Jt WJth ~olfle

kind at a good samarItan statute. I would neH~r be onc unless I Wi:!" IlIsu.lated.
Particularly til my po<;itlOn as an dttorney I Just wouldn't because the kLllds oj
people that you would want to be CItizen <Jdvclcdles, you kno\v, ,HI.; not r'~lfect,

noborly's perfect, so you're takLng th,it fiSk today. In this litIgation conSUOllS
society in WhH.:h we lIve today, you're gOing to have that ploblem wHh UllZtTl
advocates. They're gOIng to make mIstakes-not intentionally, but unmtentLon­
ally. And, families are gomg to cume forward at the urging of their cleparlmt'lll
0f welfare case workcr to seek. redrcss-and 1 can Just ~ee the problems II Oil,)
kind of an institutIOn. And those peopk ,-1ft': gOing to be Jnsulatcct by d goud
samantan statute, I'm Just absolutely certaIn of Lt. I would never rer~onally Wdllt
any part of a CItizen adVOCate program unle% n'dt were an Lnlegral fl.ll {o[ I "

CHAIRMAN. "GIven the fact that you'd '.VJnt thIS good <;amanl.:ln ~latutc,

which means if I act I Want 10 be protected frllm what I might do wrong, where
do you then draw lines bel,.;ause you do have people who are work Lng lJl l l~tltu­

tions now seekmg that kind of In,,ulatlOn them~elves""

MR. ORWIG:

CHAIRMAN:
accountabihty?
job. "

"WeU, ln many Lnstances the~ have It.''

"But where do you draw the hnes? Whel-e Lin you stop the
1 grant you have a problem of ftndlng the bodle~ and dOIng the

MR ORWIG: "WeU, J don't thInk any goc,d Samdrltan 'itatuk Insulak~ yCILl
from wanton and willful wrongdoIng."

MS. KINDING. "We don"t hi:lve the dnve (If the pJrents any mtHt, We don't
have the concern of the JndlVJdual or the fnend or the aunt (lr the uncle who hit
hard for a long tIme. And what we're [eally dC'llIg l~ coming up WIth ~ome oth'~J

system of brmgIng about the same pressule that we had wlth parenb BUI lust .IS

parent, we're satisfied with some levels of care, some <;ervlces. they bec.Jme
complacent and have moved ,lway and [challellge anyon~ 111 the UnItl d Cuebral
Palsy. Epilepsy or the ARC' .. to show me Hie kInd of membership, paJcntal
membership In theH agencies. that they had tt n 10 years ago. They'[e hdvmg J.

heck of a time SUIVIVlIIg and we're now gomg tl' lake federal money alld put It In

there and say, "Now, we'll sd up a kmd of a system to bflJ1g lt back, to bnng
the same motivatll1g pressure back."
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No publicly funded program exists In a vacuum; it is vulnerable to shifting
publIc attitudes and alterations In policies and priorities resulting [rom changes
in adlllinistiation d.nd in the composition of legislative bodies.

As a small, new, and thus far, underfunded federal program, DDSA IS palll­
cularly susceptible to the prog-ram and funcUng priorities established by the
current Admwlstration and the Congress. In addition, in recent years It has
become apparent that the attItudes of the judiciary-particularly the federal
courts·-are likely to have a rnajl)r bearing Orl future dIrections In programs for
the developmentally disabled.

Daniel M. Sprague explains the purposes and provlslOns of it piece of legisla­
tion which Incorporates the pflnclples of l)Jle of the Nixon AdministratIOn's
lughest priority efforts in the ,uea of human services reform. An integrated
approach to human services ane! del.:entralizJtJOn of iJeclsion making responsi­
bility are the keynotes of the AdmllllSlration's AJlied ServIces legislation. The
author compares the Intent of the Allied Services Bill and Developmental Disa­
blllties legislatjon and concludes rhat "in many lespeets the Developmental Dis·
abilities Act can be Viewed as a mlm·Allled Services Act for a particular group."
He outllllcs six major features uf the pendlllg Allied Services bIll and suggests
ways In whJch enactment of this legislation would serve the Interests of the
developmentally dIsabled.

In drafting the anginal Devt·lopmental Disabilities legislation, Congress rec­
ognized the need to reserve a small percentage of available funds to stImulate
needed changes in techniques and approaches to delivering services to the devel­
opmentally dIsabled. For this r',"son the Secrelary of Health, Education and
Welfare was authomed to sel aside up to 10 percent of Title I appropriations for
projects of "special national significance." George N BouthrJet describes the
manner in wh.Lch the prioruies (or use of Initial national sigmficance set aside
funds were reached and olltlme~ the purpose of proje(ts already approved and
those area$ In which granl applicahons are being sought. He also reviews present
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efforts on the pJn of the feut'lal ddlllLlIlS[enng JgCllCy tu eVdlu:][t' Ihe lfllp,h ( 1\[

the Developmental Dlsablllt1e~ prognlln
LitlgatlOn has emerged 11l Ihe pClst few ye irS as one ot :he 1l10st PIOl1l1S1ng

new avenues fur IcflHllllfl currenl prJcl!(;(!s and p<lllerm or de/l'lerrng "l-[Vr.:es lu
the developmentally dlsahled and other handJ(Jpped CLUzen:;;, Sr,Lnley Her I all,'I
Iyzes some of Ihe long range lmplJCatH.lllS of relent court deC1S1lJIl~ Illvolvll1~ the
nghls qf h..Jl1ulcappcd child/ell and Jdul1s Aller rcvlfwlI1£ tek'v,1Il1 I rcrlLl" II!
JUllJcIaI thmkllig and de'lcrlblllg the tf'Jcral (llurl'S deCision III the DI~Lrllt oj
Columbw "'right to educatillll" \lUll, the Jut:Wf rredH.t'i that lhe cOllr " wJlI
contInue to lake a more actIve rule III 5,1IegwHl!ing the LUJJstltuli'Jll.ij J~h(s or
developmenlally dlSi:lbled per~;(JllS
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The Allied Services Bill and
Its Implications for
Developmental Disabil Hies

Daniel M. Sprague

INTRODUCTION

409

On May 18,1972 President Nixon sent a "special message" legislative pro­
posal to the Congress. This biU--the Allied Services Act-was developed by the
Department of Health, Educatj(ln and Welfare as a vehicle to encourage states
and localities to develop partnership processes whereby human services programs
could be better integrated toward the attainment of certain antidependency
goals (see Appendix A for a summary of the provisions of the proposed billl_
The Act was referred to the Labor and Public Welfare Committee in the Senate
and Education and Labor Committee in the House. No action was taken on the
BiU in the last session of Congres,;.

The Administration did not expect any action on the Bill but sought to
submit it during this past session in order to stimulate a nationwide dialogue on
the problems inherent in the present categorical services configuration; and, as
part of this debate, to promote discussion of the merits of the Allied Services
approach as a way of adding a horizontal, Integrative dimension to vertical,
unconnected grant-in-aid service programs. The Allied Services Act will be re­
written by HEW and reintroduced by the Administration for early consideration
in the upcoming session of Congress.

PURPOSE

This paper has been prepared for discussion at the AUied Services Act work­
shops of the National Conference on Developmental Disabilities. The purposes
of the paper are:

(a) to explain briefly the contex [ m which the Allied Services Act is
offered and to outline its basic provisions: and

(b) to suggest the ways in which the Act would work to supplement
and strengthen the mission of the Developmental Disabilities program.
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HopefuUy, Itus paper and the workshop JISl:IISsioll 01 It will stImulate fUrlhl~r

awareness and analysIs of Allied Services Jcr41SS a r:H1ge 01 developmfnldl ell:'-­
ability interest groups and pJOfesslOllJls in older thai HEW may bt'ncfJi frllflJ
thelT ideas on how be~L 1(l unprovc Ihe Bill.

DISCUSSION

The Rationale for an Allied Se"'ices Approach

The AllIed Services Act I~ the oUlgrowth 'If J two-year analysIs of th~ ]BO
services programs of HEW as viewelJ from the federa] overview rerspeclJ'Je <JIIJ

the chent contact POllll of services delivery
When looked at either from the federal u, the 100;dl ends of the I.'olltmuuln,

the eXJstmg pattern 01 se~ices delivery IS mefflcient and meffectlve
For the past forty years, as the sOCIal cons·;iousnes:-. of the socIety 1IIL:leaseJ,

Congress passed particuJar program laws to re:,pond to partlcuhu human l,Ondl­
tions. The result of tms well-in tentlOlled governmental response IS the 280 socIal,
health and educational semce programs currently admimstered bv IIEW. each
program has a special target group and/or programmatJI: miSSion whIch IS

intended to be served through Lts uwn se[ of fughly prescllplivc 'i[dluto")l dlld

regulato!)' rules and delive!)' f(jU tes.
To give some Idea of the complex.ities of this network o( auth()lllIe~, [here

are j ,200 pages of the Cod~ of Federal RegJlaliuns devoled 10 lhese ')ervl'~t'

programs. And, for each page of regulations, lhere is all average of 10 pages ,)!
interpretative gUidelines. The regulallom of one program frequenlly cl)nfllCl It

not directly contradict those of olhers
In addition, certam statutory rcquiremenls result In hIghly reJlInddnl and

costly practices. The single state agency slatutc~ mean that the federal prolifera­
tion of admin..istratlvf umts must be rcplicatfd at the statl~ level Some slates
have as many as SiXty separate program administrations. In one commulllty In

the Mid-West seven differenl health grants fron seven different federal pwgraills
led to the creation of 'leven different governmg boards WIth overlapping ITIf·mber·
sltip and charters. (The funds awarded under these grants represented 750/c of the
federal discretionary "assistance" doUars sper t on health In this metropoiJl<ln
area.)

In short, trus lughJy preSCTlptlve .:Ind ~peclahzed sy:;tem of servll.:es IS
inherently fragmented and iJl (um:elved frum .... 1 admJnistratJve pUHlr of view

This problem IS compounded al the cllenl level. Surveys sho ...... that eight 'If
evelY ten HEW clients have multiple r:.Jlher Ihan slnglllar :;erV1CC needs -[lUI .1

wholly Liloglcal cm,;umsl<lm:e wh~n UI1~ l.:lJnslders the f.h.:t thaI the t}PILdl HI·W
client is a person fallmg. out')l(le of \h~ eCL)f\O lIll', LdUl"JlICllla\ .md '(1(1;:\\ I~"\\TI

stream of the soclety.
Unfortunately for aJl cUllcerned the e:,IStlng l.:Onflguratloll of serVI"':I;,'S

delivery is dl-adapted to tlIt> Illul1l-prohlem phen0menon. Thl~ followlIlg case will
make tlus pomt clear.

A SJck and discouraged mother of lour lhLidren from Arkansa~ was .... ban·
doned by her husband, she JS helsellllhic/:.Jtc. Two of her c1uldren are :-.Ick With
the flu, another cuts her hand on .1 rusty n.ail, an.d the muther hd~ d paInfully
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impacted tooth. So she goes to the public health cliniC, which refers her to a
umverslty medical center becau~;e the extraction in the center is not covered by
Medicaid. The daughter with Ihe injured hand is laken 10 a different clinic,
where (he diagnosis is covered by Medicaid, but not the prescribed penicillin.
The two sick children are referred to a private doctor who charitably treats them
with sample drugs. Then, for he. b..ic needs, food, shelter and clothing she deals
with the county welfare agency. To have any hope of improving her dependency
condItion, she must turn to the local educational system for assistance in over­
coming her illiteracy. The State employment agency is the source of job training
and placement, and still anothel agency may be necessary to secure day care for
her children if she gets a job.

This case is not an atypical example of the cUents who need HEW help; nor
was the service experience she had atypical of what happens every day in com­
munities across the country.

Only last week 1 came across a case which will be closer to your own
mterests. The case was brought to my attention by the Mayor of Chattanooga. It
has to do with a welfare mother of four children who had been served by nine
different community agencies C'ver the course of six years. The case was dis­
covered through a newly instalied computerized information system shared by
some 300 agencies. None of the .Igencies which had prOVided some service to this
woman had ever given her a physical exam. A physical examination was recently
ordered and the examining physician told the Mayor that the woman was par­
tially retarded as a result of slJght neurologu;aJ damage. He went on to say that
this patticular problem could be alleviated by the application of a drug antidote.

The obvious problem here was that there wasn't enough emphasis on funda­
mental preventative screening and problem diagnoSIS. As a result, different
agencies provided emergency selvices to lreat her symptoms but no one sought
to find the root causes of her condition. Jt would make little sense for every
agency to have its own diagnosIic service. This would be very expensive and if
each operated its own diagnostic service it pwbably would not be comprehensive
enough.

If this woman had had access to adequate screening and diagnostic proce­
dures she could have been restored to normal and productive functioning many
years earlJer instead of being a victim of welfare status and a drain on taxpayer
doliars through years of piecemeJI services prOVided by separate agencies.

I! is the above sort of problems at the federal, state and local level which the
Allied Services Act seeks to overcome. The Act is a first step toward the evolu­
tion of a state and local humall service system in which service agencies have
common geographic boundarie'i, a common set of goals and the necessary
tools-waiver authorities, start·up plannmg and administrative grants, the some
priority selling flexibility-to implement new integrated service systems. Such
service systems would be accountable to the eleclorate, to the client and to
performance standards.

Under the leadership of th,~ Governor and with increased involvement of
chief elected local officials or (ombinations thereof, the Allied Services Act is
intended to supplement rather than supplanl existing categorical programs. It is
an attempt to build upon the commonalities of service programs rather than feed
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on their categorical dlstlnLtIOns.

SynergIsm lor Iht" Sl.' ..... nllt·s

The Implications of Allied Services for Developmental Disabilities

1n many respects the Developmental Disabilities Act can be vIewed J~ it

miru-Allied Services Act for a particular target group. For I)xample, the rrmlt:
concepts of P.L. 91-5 J7 <tre "the development of comprehensive services IDf the
developmentaUy disabled rhrough the cOmbtnJl101l and Integl <:Ilion \J( rh~ l t"(or('i
of both speciabzed and generic selVices of Sf' vera! state agencies repres~lltlllg

diverse areas such as health, welfare, educ3lil.1n Jnd rehabilitatIOn, WtLhOllt
imposing a set pattern of services on anyone stLle."

TIus concept is totally consistent Wl1h what the Allied Servlces Ac t would
promote except that Allied Services is more hroiJdly l,;onl:erned wIth humiJn
development and dependency across a somewhat broader set of service areas

Allied Services hke Developmental DtsabLhtles does not IJrescrJbe any '>lngle
modeJ or pattern of !)eJVlce delivery across st.lles. 11 doe!) lequire thai human
services planning and delively proa..'sses be established but leave.\, rhe lmpk­
mentation of the Integrated services plans to tie stJtes and, through Iher·l. the
localities that participate in these proce~ses.

The nine specific programs which mllst bl' taken mto account 1/1 the state
plan under P.L. 91-517 are pnncipally those which wouid be embraced by the
Allied Services Act in any given state, Wlth tile pllbllc social servIces program
being a mandatory participanl.

In addition to the conceptuaJ sll1111antks belween AllIed Services dnd
P.L 91-517 there are several other HEW legi,.ialive aulhonties which conlaln
"comprehensive, mtegrallve

o

• languiige. The Ilew iJmendlllents to Ihe Oldn
Americans Act and to the JuvenUe Dehnquenc~ PreventIOn and (on(["ol Al r .ile
such examples.

Perhaps the most important sIngle feature of the Allied Services Act is the
emphasis it places on the dIrect involvement of ~hief eleded offiCIals, pari I'

cularly the Governor, in structunng and overseemg integrated servIces proCCSSt~s

at state and local levels. ThiS coupled Wlth the prerequIsite ~,teps of establlshil1~

coterminous sub-state servlce boundarIes and vf conductIng Ileed~ assessmen~s

and services inventories gJve~ Ihe Allied ServJ :es Act ,I basIc authOrIty which
logically should lead 10 substantive mtegrallOn itS opposed to tradltlllnJI lomls
of cuordination -- usually very limited In llJ[llte -- aCloss romplemcnury bur
usually competitive agendes. To understand preCisely what the featur~s elf the
A1Ued Services Act arc which would serve to strengthen substantlaily the ability
of programs, such as Developmental Disabili'lcs. to perfoml thclJ partIculal
missions the followmg pOInts are presented.

\. Involvement of Chief Elected Officials at Slate and Sub-State Levels. ­
Some single unit-"the huck stops here" dension·maker- must be given the
authority and responsibility necessary to make Integration work. In thl~ way,
peer agencies will not be left completely on tht·u own III coordinate only on llit'
basis of what they exclusively perceive in (he Ir best inlere',ts. (Forty years ll'­

experience suggests that rhis fonn of integration does not work very well) Wh.H
we are seeking is a participatory process in which different plOviders and elected
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officials sort out and agree upon more adaptive and cost beneficial ways to
organize human services resources. An addltionaJ rationaJe for designating the
state chief elected official as the lead decision-maker IS that he has the power to
lfTIplement prerequisIte steps for mtegration by executive order. Point #2 is such
an example.

2. Cotenninous Service Boundaries-It IS axiomatic that integration of pro­
grams take place across agenclt~s having common boundaries. (Those who have
attempted integration at the sub-state level with agencies having different service
Jurisdictions know how important this IS.) The Allied Services Act requires com­
mon boundaries as a prerequisit.~ to participation. The Governor, therefore, must
establish umform service areas across state agencies before any Allied Services
Act benefits can accrue. Programs-such as Developmental Disabilities-havmg
tried to tie together the resources of other programs for a particular target group
when the boundaries of those other proglams are tJemendously vaned, know
how difficult these coordinative missions can be under such conditions.

3. Goal Oriented Planning and Perfonnance.-Truly mtegrated processes
require common goals which can incorporate the lesources and mISSIOns of
diverse providers. Allied Services has four antidependency goals as Its focus.
Preventing and reducing inSI itu tionalization IS one of these key services goals. Jt
also IS a goal wluch If fulmled leads 10 gre"t cost-benefit ,elurns. The Develop­
mentaJ Disabilities thrus( is a Significant contributor to this goal. The mentally
retarded and other disabled groups r.:onslltute a large porllon of the institution­
alized population in most States. Inherem In the P.L 91-517 mission IS the
earliest possible diagnosis and treatmeIH of developmental disabilities. Consistent
with the Allied Services goals, it is clear Ihat Ihe Developmental DisabilitIes
program mission would be an essentiaJ area of emphaSIS.

4. Funding FlexibiJity.-lntegration will not work without "n abilIty to
transfer and commingle complementary service resources. The Allied Services
Act would allow up to 25% of one agency's funds to be shifted to any other
related program purposes within the plan. We are not seeking to allow transfers
from one program area to wholly different program purposes. The fund transfer
proviSIOn can be approved only when the transferred doUars go to a related
purpose. Therefore, in instances where fOUf or five agencies are aJlocating a
percentage of their resources to common activities and they wish to commingle
thelf resources into a new more comprehensive, integrated package of services,
under a lead agency auspice or a coalition program auspice, the fund transfer
provision would enable this to happen. 'MIen funds are so transferred they do
not lose their original idenlity in terms of subsequent agency budget requests.
They simply are administered for a year under a different mechanism as agreed
upon by the participating agendes. TIlis funding feature would selVe to give the
coordinative charter of the Developmental Disabilities program the necessary
leverage to move closer toward " fiscally inlegraled approach.

S. Waiver Authority.-Waiver aulhoriry is needed for two reasons. First,
there are genume instances whereby integrJted services efforts are impeded by
categorical statutoI)' and regulatory constraints. Secondly, there are instances
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whereby catcgoTh,:al COllstraints do nol Il~c~ss.lruy impede mtegrarlOll bl.t afc
rnisrepr~sented as prcventmg real movement. In either ~Jse, the waiver PIO\ 151011

of the BiU would work to allevillte conslrainls 3lgul1lcnts-substdnhH ;IIlU seapL"
goal :.dike-against Integralion.

6. Planning and Administrative Start Up Custs.-Finally, any agen..:y 01 rIll.

gram partIclpatmg In Allied Services ~lands 10 gain somethmg for nnthmg The
biIJ would provide both the illlllaJ starl-up pldllllmg and admjnlstratIve cost::;
associated With mtegratlOll efforts Frequently even where there IS a gellume
Interest in integration of staff, facihlJes, and information systcms aclOSS agencle:;
the reaJization of these efforts are slymie<..l by the lack of unfettered overhe(lc!
funds to support such effurts.

CONCLUSION

In these SIX important ways, the AllIed Services Act would strengthen the
ability of ea,h human servli':e agency 10 achieve it~ categurJcal ends Tht
Developmental DIsabilIties program would be une program whIch ~tands to
benefit signincantly within an Allied ServiLes approach.

The Allied SelVlces Act is nut deSigned to ...upplant categorlcaJ selVlce pro
grams. It does not contain any new services rn(,ney specIfically for thIS re.lson
Rather the Allied Services Act IS technIcal/means type of legislJtilll1 which
would add a new horizonlaJ dimenSIOn to the EXisting selV!CC"S network III wa\'~.

which are responsive to multiple needs and Interdisciplinary solutiollS.
Most signiflcant in OUI VIew IS thaL the Albed SelVlces Act IS deslgnt~d tL>

have teeth, through its various proviSions, to bl ing about mtegrated and un pic·
mentable approaches across a wide range (If he.llth, educatioll and soclal serVICE'
sectors witlun highJy particIpatory state ,mil local processes.

We hope you agree wlth our analysIs thdt 1he AJlIed Services Ad 1S Imper,J­
tive to the systematic Improvement of the state of the human services art. We
welcome your constmctlve cornmcnb ;tbout <:\lId criticIsm of the approach so
that we can Ullprove upon It prior Lo rellltrpduction In the next ~CSSI011 oj
Congress.

APPENDIX

SUMMARY OF THE PROPOSED "ALLIED SERVICES ACT OF 197;'"

The proposed "Allied Servlc:es Act (If 1972' IS ultcl1ded til em;ourage slate)
and localities to ,oordlnate the pruvislL)O uf human services 10 IIldivlduals and
families which will assist them in atlammg the gre,31est feasible degree of per­
sonal mdependence and" economic self-sufflClency, OJ whIch W1JI prevent IIldivld­
uals and families from becoming increasmgly deJ,endent upon public and pri"';J!l'
programs for both fmancial support and personal cale

The Ad would define valious key terms. .:'I)r instance, the tenTI "human
services" includes any servIce') provlded to aclileve or mamtam personal and
economic independence. The "coordmated pwvlsion of services," means the
proviSIOn of human services needed by llldivlduals and families, m such a way a~
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10 (I ) facilitate access to and use of the selVices, (2) improve the effectiveness of
the services, and (3) use servi(e resources more efficiently and with minimal
dup~cation. These definitions help to restate the goals of the Act in clear
terms-to lessen dependency through more effective selVice delivery.

Tille I of the bill provides "uthority for the Secretary to make vanous types
of project grants which may be needed by States and localities to plan and
develop the capacity for the coordinated provision of services. There is also
authority to provide technical assistance for planning or implementing a specific
coordinated services program. Also, the Secretary is given authority to evaluate,
directly or by grant or contract J the programs established under this Act. In
addition to any salary and exp,'nse money he may wish to devote to evaluation,
the Secretary may also use for this purpose amounts not in excess of 1% of the
amounts appropriated to carry out the Act.

Title II describes the state and local allied selVices programs contemplated
under this Act. Section 201(a) describes the steps which must be taken by the
Governor as conditions precedent to the submission of a state allied services
plan. First, he must divide th~ state into service areas (within which human
services programs will be coorliinated), after taking into consideration factors
such as the distribution throughout the state of selVice needs and selVice te·
sources, the boundaries of planning areas Or areas for the delivery of indIvidual
service programs, and the IOCalJOn of units of general purpose local government.
In the process of delineating service areas, he must inform units of general
purpose local government of hi~ plans and consider their comments and recom­
mendations. The service areas should conform, to the extent found practicable
by him, to any other areas within the Slate established for the planning or
administration of human services programs. Second, he must determine, after
consultation with the various public and pflvate service agencies, whether a local
allied services plan will be developed for any given service area. rn the event that
it is, then the Governor designates a local agency to take the lead in developing
and assuring implementation of the local plan. Third, the Governor must desig­
nate a State agency which is under his direction and which will have responsi­
bility for developing a state allied selVices plan incorporating local plans and
implementing the state plan.

Section 20l(b) provides that to be designated as described above, a local
agency must be an office or agency of a unit of general purpose local govern­
ment (or combination of such units) which has been chosen to act in this
capacity by the chief elected official (or officials) of the unit (or units), or of a
public or nonprofit private agency (which, for thIS purpose, is under the direc­
tion of the designated state agency), whicli can plan for and provide a broad
range of human services, and must give assurance, satisfactory to the Governor,
that it has the necessary ability to develop and carry out the local plan. The
governor may designate a public or nonprofit agency, other than an office or
agency chosen by a unit (or units) of general purpose local government, only if
he finds that there is no such office or agency which has the capacity to carry
out a local allied selVices plan.

The local allied semces plan must be approved by the state agency and
incorporated into the state plan before anv of the fonns of Federal assistance
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described below can a((Tlie. The local pl.tll musl specIfy the JgcnCJes and ():gCinl­

zations which have agreed to participate In the coordination I~rf(lrt, de~crlbc thl~

servke needs ant..l resources wHhlll lhl? servIce olrea, enumerii le the prugri-lI11'i tIl

be lIlchJded under the pli:ln, and proVIlJ~ redsonable Jssurancc that pn)gle~s will
be made in coordinating the proVISIOJl of servIces. Thl~ i:lssurallcc J5 10 bt pro­
vided by descnbmg the specifIc lunctllJn"i and services to be coordlllalecl, the
benefits to individuals, Jnd the admifllslratlve EJflCicncles fa be achIeved h~' the
coord InJ t ion.

It is lhe mien! of thIs bill to hiJVC Ihe ill,liv: <1110 (Onllnuuu, InVO\Vf'II1t'lll u\"
voluntary organizatIons, cllenl groups. service c()nsumCJ~. 3nulocal ~uclJI :-.t IVILt.'
provIders in the plannmg and adrnJnlslralJve processes of the pHl~IJm. There
fore, to ensure the program's responsiveness to the particular needs of each
community, each pJan must be aCCOl1lpanleU b) assur<tn(cs thal mterested JgCII'
cies, organizations, and mJlvlduaJs wefl' Jrronj,~c1 the upporrLlllity 10 (OllHllelll
upon the plan pnof to Its submlsslun tll the :.:.tale agenL'~- JI\J will IIJ\'~ .-IlI

effective channel through wluch thetT views can be kllllwn with re"pl'L'l I,) 11w
ongoing adminr5.tratlOn uf the plan

ScctlOn 202(a) pre~crJbes the requucments applicable to a s[atc dilled serv­
lces plan. An approvable plan mu~t, ( II through a bnel summ,:ITy of lhe Incor

poraled local plans, descflbe the curren! status of the cllorJlnatcd prnVISIOII (11

servil.:es, and the steps which wiJl be taken 10 Jl hieve a grearet Jegrcc 'If hlllll:lri

servi(;es coordination, (2) provide assur,lnce th,d under each lo(;aJ plan ,,('Jv,Cl'~,

under the assistance titles of the Social Secunly Ad wul he cOOldlnatco Wlttl

servi(.es under' any other thn~e human services program::., any ()[her HEW sup
ported programs wruch the Secletary may specdy, and any other such progIJrl1:>'
regardless of whether (hey are receiving Federd supporl, whKh the ~ta(c may
desire to mclude, ;md (3) provide that the ..,t3t\~ agency will plcwldc ,IllY \l(hel
reJeviJnt information winch the Seuelar)' may request.

SubsectIOn (b) directs that .tn 0PI)Ortumty to reVle\\- and COlilment u~'l)n d
state pl"n subrmlted for "Pprova! be aHorded to the head of "ny Federal dcparl
ment or agency which IS extending a:-'SJslanCe tc' .l progr<lTn m:';]udcd within thaI
plan.

SubsectlOn (c) utrects the Secretary [0 applove a ~late pl.ln If he lind'S thaI
(I) the Govelnor has L:nmplred Willi the prelll1l11lary orgalllZallunaJ rcquuelllenl(,
preSCribed In sectIOn 201, (2) (he pJan meers all the spel,,;lfied requllemelll~ lind

(3) the plan IS designed to accomplish the purpc'ses or the ACI to acllJe\ic e.\ p<:lll­
sion of Its coverage to other services and other servICe areas on a reasonable
basis.

SubsectIOn (d) prOVides certam penalties II· the SecretJly finds taLiurt: III
comply substantially WIth lhe provlslOn:-- 01 rill ;Ippwveo stale plan (01 lncludeJ
local plan). He may In his discretion apply lhcse penalrH.'5- 10 the enUre .,tJll' plan
or only those parh uf the stCllc or IOCJJ plan <Jr servlCL' are,:lS affected b\ the
noncompliance. In :-.uch Instances, the subsedlon would prOVide I1l1 Fc.]er<J1
plannrng funds may be L:onsolliJated or IntertnlJlgled wltll other :-.lich fund) tor
human 5efVH.:eS planning, no Federal lunJs may be transferred alllong progrJIII~,

no requirements may he waived, and no fllrl~er paYn1l'[\(S O! grant<, nlJ~· he
made (in the fiscal yriJf fOJ which 1he plan IS approved) for so long 3<; Ilw filtlurc
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to comply continues.
Section 103 describes the vartous types of Federal assistance which become

available upon approval of a state aUied services plan. Four types of assjstance
are available:

First, authority ",ould be given both lhe Secrelary and state and local
governments with allied services plans 10 consolidate planning funds extended by
the Department of Health, Education, and Welfare. Thus, the Secretary may
make a singJe, consolidated grant of HEW funds aVailable for planning for or
under any program included in the appwved State or local allied services plan.
As a corollary, a state or a unit of general purpose local government, with an
approved allied services plan, may use planning funds provided by the Depart­
ment of Health, Education, and Welfare and available for any program included
in trus plan, for planning in connectlOn with the provislOn of human services
under any induded program.

Second, a State or local agency with an approved plan may transfer up to
25% of the Federal assistance available for use under any HEW-assisted program
included in the plan to be expended in carrymg out any other included pro­
grams. Assistance transferred under this authority carries with it the matching
rate est;Jblished under the program for which it was originally appropriated. so
that no incentive to transfer will be created merely by disparities in matching
rates wruch exist :l1nong the Included programs. TIle transfer authority does not
appJy, however, to the open-endfd assistance programs under the Social Security
Act, or to assistance provided under litle I of the Elementary and Secondary
Education Act (consistent with the Administration's special education revenue
sharing bill).

Third, the Secretary IS authorized to waive requirements of statewideness,
singJe or specified state or local agency, or technical or administrative require­
ments innposed in connection with any included program which, at the Federal
level, is administered by the SI~cretary and which the state or Jocal agency
certifies impedes lll1plementation of its allied services plan. Thus, it would not
affect the basic protectIOns provided by the Civil Rights Act of 1964 or any
other generally applicable legislation; nor would it apply to programs admini­
stered by other Federal departments or agencies.

Finally, the Secretary may make discretionary grants to meet costs of plan­
nmg or preparing to carry out aUied services plans, or to meet the administrative
costs of coordination under a slate or local plan, wtuch cannot be met from
olher available funds_ The state Inust Indicate how It plans to allocate the funds
applied for among the various designated local agencies WIth approved phms.
TIlese grants are not to be used 10 meet the non-Federal share requirements of
any Federally-assisted program <llld Illay not be made to any state for more than
two yeaIs except where the Set.:r~tary finds il is necessary to enable the state to
carry out a significant expansion I)f its allied services plan.

Section 204 provides Joint funding authority. It is almost identical to that
contained in the juvenile delinquency law, the Economic Opportunity Act, the
Older Americans Act, and the Law Enforcement Assistance Act. It goes some­
what further than those statutes in two respeLlS: (I) it would permit joint fund­
rug of several grants made by the same agency, and (2) it would permit waiver of
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techmcal grant or contract requuements imp0'ied by statute as well as by regulJ­
lion.
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Objectives of" Projects
of National Significance"

George J. Bouthilet, Jr.

INTRODUCTION

419

This resource paper was prepared for the November 1972 National Confer­
ence of State Councils on Developmental DisabilitIes. The contents were pre­
sented and discussed at one of the workshops Illater was revised for application
In the present volume.

PlJRPOSE -- FOCUS & PRIORITIES

The Developmental Disabilities ServIces and Facilities CunslructlOn Amend­
ments of 1970 became Public La'" 91·517 on October 30, 1970_ The Act
authorizes grants for: (I) developmg and implementing a comprehensive and
continuing plan; (2) provldmg services to the developmentally disabled; (3) con­
structIOn of facilities for the hOUSing of services: (4) local planning, admlnlstra­
lion. Dr technll:ai ilsslslance; (5) lrallling of speclahzed personnel for seTVll:es and.
research; (b) developing or demonstrating new or improved techniques of service
(7) constructlon of "umverslty·afflliated faclllties" for the mterdisciplinary
traming of professional personnd; and (8) demonstratjon and training grants.
Title I, Part C, of the Act includes: (I) formula grants to the States for planning,
administration, selVlces. and con~;tructlunl am] (2) set-aside grants (discretionary
funds) for speCIal projects of natinnal significance. The lattel, provided for under
Section 132(e) of the Act, permits the Secretary to reserve up to 10 percent of
the amount appropriated for the formula grant program tur the support of
speCial projects of national significance which will dc:monstrate new or Improved
techniques in the delivery of se[\Jces, assist HI meellng the special needs of the
dtsadvantaged for semces and fadlities, and 10 carrying out the purposes of the
Act (e.g., program planmng, II1formalJOn, and evaluation).

The d!saetionary funds for specIal projects of national significance are
being used 10 provide general support to all Slales through granls of national
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significance In the areas ,)1 plannlllg, 11lfurmatlOn, and evaluatlOll III JJdlll'lfl [I)

these bdSk Jreas, specl~il plllJects of natIonal SI~n1flCanCe may be flln.jed In

support of certain DD-relatfd aleas of high n<ltlOnal priorily (e.g, socially dLs­
advantdged·handIGlpped child auvocacy). Thu:" the dlscrctlOnJ.ry tUlld~ fJI spe­
cIal projects are for the purpose of prnvldlng [he necessary i:lSSlstancc lor ('nC(­

tive lI11plement,ttlOn C1nd elTI(lenl Ini:lnagemelll 01 DD State plans and prllgralfls
for a Jl<ltJOnal frdmewulk Bt>cJUse of JllnllfJ funds fur IUllllula gran!\", lind
comequenlly, 11l111led lunds fur spel:lal pruJ"L! grams, sel·aslde JISLlt'tIUII,..try
funds ale used to '\UppUlt Stale leadershJp and prl)gralll management 11l11:lhln ... ,

provldmg effective planning strategies, Inform.lllol1 anu data systerns. eVdlu.llj(Jn
crltena for Stak plans Jli(J flfOJccts, techlllcal aSSlslance and cunslIJLitllJn tu lile
States, support for natIonal conferences ,:ll1d \Jorkshops fO! State Councils, and
other DD-relateunatlnnal PUO[]tICS

DemonstratlOn uf specific servICes, un tht uthel hand, may be slIppurteu In
pan by (1) the State thwug.h use of Its pwn t'JlmuliJ g.IJnts for serVICe5-, (~) allY
IIlcreased :JJTIounl WhlCh IS ,dlocated throllgh 10 the formula gr<:lnt I,y reducIllg
lhe 10lal amounl of ~et·dsIJ{: funds wIlhlle/d, Jnd (3) ulilIL.:ltIOfl (II \lU1e JVJI1·
able ploJed grJnl rC·'iOurces with otten l:Hgel .HllUunt~ uf dlscrcllOlLJI} Il1nds,
administered by the Dlvlslo[1 Jnd numerou:, olher lelaleu Federal prugr:':l.lll'i SlIV·
Lng the developmentdlly Jlsahled pOpUhttlOl1.

The effectIve ullllzation uf IJmlteu DJ) set-aslue ni:ltionll prnJecr funus Lilc­
tates that the monies be used on a ~elecleJ hlgh pllOflly and maXlnlum Illlp,Kt
basis. Thus, the provIsion llf techlllcal aSSlsti:lflCe tu State (,.)unclh and tht.' ~llP­

por1 of a natJOnal conferc]ll"l' 01 Stiile Coun.:lls receIved lugher lOllsldl'raIJI>n
than the demonstratIon llf J :;peclflC service 01 :XpJIISIQJl of ,111 eXisting "eIV1U' In
whIch olher Federal grant lunds ~re alrei:ldy :lVallable 10 ,ISSlst 1n lht" "pcLlI"ll
endeavor. Of cpurse, thl' ahove locw. may b ~ 1Tl11Ulficd 'ihouJd Idti::el ~Illn'i u(
JisuetiOnary funds hecume available, pellmt ling a wider range 01 tundlng In
terms of kmds of proJects. At the tune of lhl" wr Itmg, due to bnth the 1I'~Wllt'~S

of the OD Act and lImited '-'ppropnatwns, the focus must be on ~eJlelal Jlld
baslC support for natlllndl Impact through prolects which Mil Increase lht, efft-c­
tlvcness of State Councll:- and as"locl<Hed l)rganllallll]1s and agellde~

Lmutations on the Ilumber 01 DIV1SlOn sLtlf ,..mJ flnanCLal reSUUlces J~qllllt"

the utillzatlOn of tJlscrellondry tunds for speui:l1 plo.!ects In order [Il serve IIll-:'
Slales more effel,,;!l\'cly fllllll a Federaljmltwnallevel TillS ;J1",prol:lch pl<ll1 ~'t'rnliLs

the DI\lISIOn 10 lise Ihe besl lalenl avallLible ltHuughuut lh(~ nation ,lnd ,trel..:h
the (unIted Federal doll:HS available so that all or rnosl Stales wlli ben~llt Irurn
any smgle natlonal pWJect In the areas specillt'd above. If each State were til
expend its own lunJs fur speCIal proJecls JS III thiS manner many 11101e dollars
and other resources would be utIlized lor national benefit.

STRATEGY - DISTRIBUTION OF FUNllS

The strategy spel.:lflctl IrH tile USE' or the~,t: dlsL'retlon,uy fundf> I" lU ,IWi:WJ

grants for DD rbnnlllg, InIOrl1lallOn, and ('vaIUJ{lllll projecl~ qj Ildtl\ln.d ,lgrllt"l­
canl:e dnd Impact tu provide (he necessary suppurl fur the elfectlVi,' IInplemellla­
tlOIl and effiCient management oj the DD pro~rJIII. Ot the ~dl(lwable arnuLlnl ul
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10 percent which may be set-aSide for special projects, it was determined by the
Department to use 9 percent in FY 1972 and 1973; and of the allowable amount
of one percent which may be set-aside for evaluatIon, it was decided by the
Department to use the fuU ] percent. Thus, a total of 10 percent has been
set-aside in these two fiscal yea! s. Applications for special projects are received,
reviewed, and approved and funded directLy by the Federal government (i.e.,
RSAjDDD with aSSIstance from the DHEW regional oFfices). The NationaL Ad­
visory Councli on Developmental Disabilities considers and reviews areas of sup­
port and advises the Secretary, DHEW, on selecting priOrity areas for special
projects of national significance for the developmentally disabled. rn coUabora­
tion, both the National Advisory Councll and the Department arnve at an ap­
proved listing of areas for funding.

One-fourth of the 1 percent whlch is set-aSide for eValUi:ltlOn projects IS

retained by the DHEW Office of the Secretary, Assistant Secretary for Planning
and Evaluation, for Departmer,t-wide evaluation projects of high priority or
special significance. These evaluation funds may be used for DD evaluation or
DD-related evalualion projects. The funds are uhlized at the discretion of the
Secretary Wlth consideration given to special needs of the DD program (e.g., use
of the evaluation funds for a project to survey the number and kinds of projects
supported with State administered formula grant funds).

Evaluation plus five other :,pecial areas has been designated as having high
priority for support under the initial strategy for special projects of national
significance. LimIted resources prevent consideration of additIOnal areas at thlS
time, although new areas will be Identified as additional resources are made
available. rn addition to evaluation, the current priority areas include the follow­
ing: (I) advocacy, (2) techmcal assistance, (3) national data base, (4) natlOnal
conference of State plannmg and advisory counc,ls, and (5) deinstltutionaliza­
tion.

MANAGEMENT - PROPOSALS, APPLICATIONS AND GRANTS

Except as may be indicated otherwise ill mformatlon statements which are
issued from time to time, the folJowmg applies to the processing of proposals
and applications and the submission of reports. The Originating organizatIOn
forwards proposals and applications for project grants and reports on speCial
projects of national significanc,! for developmental disabiUties directly to the
Director, DivisIOn of Developmental Disabilities, RehahilitatlOn Services Admini­
stration, Sodal and RehabilitatJon Servke, U.S. Department of Health, Educa­
tion, and Welfare, Washington, D.C. 20201. Subsequently, copies of the above
documents are forwarded by the central oerke to all regional offices of the
Department of HEW for informatIOn, review, and comment.

The developmental disabilities program consultant in the region from which
the proposal or application origmates, prepares and provides additional relevant
and specific informatIOn and data on the appropriateness and adequacy of the
organization submitting the document. Regional office consultants in all regions,
especially one who has technical competence in the special subject area of the
document, provides additional information and data on the content of the docu­
ment (e.g., objectives, methodology, staffing, budget) Special problems will be
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pursued by the designated central otfice staff, with assistance t'lOm the re.<~lOn<J1

office staff, through review <Ind dLscusslOn witJ! the appropflate pelsllll(S) III the
organizatlOn(s) subnlll tlng the document(s) Monltormg ul all projects I'" <:I elll

laboratlve endeavor between the centraJ i:Ind nglonal office" f.,valllatlllil ot the
project IS the responSlblhty of fhe desLgnateu pruJect officer.

Proposals and appllcJttom received which do nO[ fall n (..Inc ul lhe JOin!

NatIOnal Advisory COLlnnl and Deparlmenl OJ Health, Edu\;allon, and Wel1.ue
(DHEW) deSignated pllOrIty areas for fundll1g will he returnl~d with an ex J]aTla
tion. A letter IS sent 10 the urlglnating U1gani2atl0n mfornllng thelll of Cllfrcnl
prioTlty a[ea~ for fundmg of 'SpeCIal proJect... O~ nauonal sIgTllflCanCc, Ind1L:dtlllg
the present status of their own proposal or arplJcatlO11 III reJatJonshJj1 ItJ the
approved pnollty are<l~, provldmg ChHlflc,ttlOn on spt~clfi( Item" <IS TIl l)' be
needed to assure an understanding or the ongIll of rr](lrltlcs allu nthel re,evarll
procedural matters.

ApplicatlOns Whll:h fall In olle of lhe JOIll priority areJ'S tor grJlll suppoll
are considered for review wIth other appllcatioJ's falllllg wlthlll the "arne pTlllrity
area Applicants are informed of tile results oj the review and subselJuell[ r'~COIll

mendatlOns made. Organllatioll resources, stan experience, speclflc,JiIIHI oj [HUJ­

eet objectives Jnd methodology, deSign lor e,aluatlon, and cost·output lprnd
uct) are among the cnteda conSIdered Jrl competItIve revIew oj ,111 ;lppllCdlll)n
for funding.

Imtlally, all proposals 3nd appl1c:.lLJons Jre "cree ned for': I) whetheJ ['I nol
they fall In one of the deSIgnated J0Jrlt priorI y areas, and (2) whether CI nu[
they are of natlOnal significance Generally, a rroJect willch IULH.:hcs l,n all (il Jl
least a SignifIcant lIumber of Stdtes and ternto ICS Simultaneously I~ l(mslit~rcd

national in scope (e.g., the project grant for a nJtlOnal ((Inference lIf State
CounCils). In contrast, a proposal for .::J proJet t whICh IS cunducteu In J lingle
Stak as a pOSSible model for othel State", IlldY ur Illay not b,' lOTlstJerc,]
"national" (e.g, "model project for J counseiJrg service") On the oLhcr h.mu, J

nationwide geographical dlstrlbutlun uf .l 5m;1I1 number uf closely assoCIated
mdivldual projects falltng wlthlll ;J slHgle pnllrtty are~1 IlIJy form 'I I1J lOll;; I
network of related projects 01 natlol1al slgnlfu <lnce (e.g., 10 State proJeci~ fur
preparing "demstJtut!onalizatLon" plans, Whld Me locJted un the b<l"I~ (If Ollt"

project in each of the 10 DHEW regwns, IIllght prOVIde n<lthHlal ge\)gldphlL",j
distribution of proJecl<;, SUPPOI lIng 3 pTlnflly areel I

Spee1fic prlurlty area:-. Will change from tlllle-to-tII1lC as ['f1lJrlly ploJecto; dl':
being funded. It L::. not possible to distribute a lI~t of current priority <Jrcas 10 ail
potentially Il1terested organizauons III the nation HO\l.'evel, lhe NdllOnal Ad­
VLSory CounCil, State Plannlllg and AdVIsory CounCIls, dnd the FeJerJJ cl~ntrJI

and reg.lOnal offices of DH£W ale mformed as tn [hr currenl <:Ind proposed
prlOllty areas, and serve as IIlfnrmatlon pombo

lnlormation statements and gUidelines are prepared anu made avatlarle hv
the Director, Dlvi~lon of Developmental Dlsabilitles These are lssued tronl tllllE'­
to-time depending upon changes 111 priOrities, grants management procedule<"
and other matters relevant to adllllnlstratlo!l of speCial projects of national <;Ign,­
ficance. A general mforrnatlOn statement on the program W3~: Issueu 111 the earl'll
part at ] 97 L followlIIg passage of the Devel,)pmcntal Dlsablltle~ Act III late
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1970. This statement Included a section on special projects of national signifi­
cance. Additional information statements and guidelines are prepared for distri­
bution as needed to ensure ordt~rly management of the grants and to respond to
special priority areas (e.g., State planning grants for "deinslitutionalization").

DESCRIPTION OF AREAS AND PROJECTS

The special projects of national significance may be divided into two major
categories: (I) planning and in formatIOn and (2) evaluation. The order of pre­
sentation does not reflect order of unportance. The initial five priority areas for
special projects are in the category of planning and infonnation and represent
strategy jOintly reviewed and approved by the NalionaJ AdvISOry Council (NAC)
and by DHEW through the Division of DevelopmemaJ Disabilities, Rehabilita­
tion Se"'ices Administration (DDD/RSA).

The SIXth area includes two evaluation projects; these projects are sum­
marized following the above fiv~ areas. The evaluation projects are also reviewed
and approved in a collaborative manner between the NAC and DHEW through
DDD/RSA. However, the N AC has a special responsibility for the area of evalua­
tion as specified in the DD Act and, as a consequence, an Evaluation Committee
has been designated to work with the planning and evaluallon staff of DHEW. A
DD Evaluation Plan, now in preparation, constitutes another coHaborative
endeavor between the two organizations. All project areas are considered in
terms of national needs and prioflties.

The Siale planning and adVisory councils may participate in setting priori­
ties for special projecrs o( naltonaJ significance rhroug.h either the NAC and/or
lhe DDD/RSA. A review of the priorities listed in Ihe State plans for DD, a State
councils "needs assessmen(" sUlvey, and State/Federal regional offke commum­
cations, all offer opportunities for State input into estabUshing national needs
and pnorihes. Other mechanJsrns may be explored and tested In order to pro­
mote an effective approach to priority setting for these proJects.

Implementation of the str.,tegy for using developmental disabilIty discre­
tIOnary funds for special pJoje.;ts of national significance are described below.
Some areas may mclude more than one project. The pflorily areas, project litles,
organizatIOns, goals and objectives, and amounls of each grant are given.

I. Advocacy Projects

A. Child Advocacy: $150.000

DDD/RSA has joined with BEH and NIMH In comingling funds to support
five nalional pnority child advocacy projects. The RSA contribution of
$J 50,000 is matched in similar <l110unts from each of the olher agencies.

TIle projects, approved by an independent review committee, meet our
DDD/RSA needs and are in concert with DDD/RSA OPS objectives and long­
range goals.

The projects approved are:
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Project,'

I. NARC
2, Peabody College
3. Kentucky CommJssJOn on C1uldtt'IL
4. NatIonal Ea'iter Sea] SO~lelj

5, V.C.P.A.

SynergIsm (01 the SeventIes

~ (,o,UUU

1Ll' ,LlLlU
lOb UUU
I U6.UOO
101,000

T.,tal new starts FY 1972 H80,UOO

I. National Association for Retarded ('hildren Inc. - Arlington. Texas.

The NARC project alms at cataJyzmg the d~vdopment of d natLolIWld~

volunteer child advocacy program LOla! and State ASSOciatIOns for ReLHded
Children will serve as the Implemenla110n agencies. Pnmary obJedlves cl th'~

project mcLude (1) developIng WTlltt:n .:lnd ,lUdlovlsual rnatellals to elJclt Ulldet·
standing of, and commitment to, Iht' Clllz{')1 advocacy model, en develorJLllg :.l

standardized trammg program to L.:nablc the e.;tilbllshment nf ChJld AdvtKaCV
Boarcts and local and state advocacy officl:s. llu? Identification of mentally rt'­
tarded children Ln need of advocacy servJ(l"~. and Ihr tramlng of ctttzerl 'folun­
teers to serve as ad\locaks lor mentally rdart1t>d children. and (3) pln\'lt.tlll~

direct program consultation to assist NARC mt mbl"r unIts III e'itablrc::hlng. r!11)dd
programs. It 15 antlcipJlc.'d that thl;' proJ ... ct WlII hdve d signtflclnt PO'H(JIJe unpa(t
upon the delivery of neetkd St:rvICt:S and pi ograuls to melltally retarded children.
as well as upon the overall envLconm ... nl Within which these program~ and ~er"­

Ices are proVided. The advol..·,Il:y services developed wul prOVIde a concre~t' na­
tional prototype which m<ty be dppiled In dtorl.';' to obt;t1n Improvc:d SI;.'f\lCi?~ for
other handicapped and/or disadvantaged childreil and youth

2. Peabody College - Nashville, Tetltlessee

ThiS Child Advocacy Re ...earch and DemollstratLOn Program ploposed jour
General Advocates til fOUf rural countIes, with roles madded dftt'l thaI of
County Agncultural Agents They will seek to Identify unfilled expre"sLve al1,J
instrumental needs of chIldren In the countIes and to prOCUrE' the ~ClllsfactlOn 01
those needs through lncr~ased knowledge Jnd understandm~ of chIld develop­
ment by parents, families, communJty clubs and organl7ations and three sets ut
systems descnbed In the proposal dS tht Key Integr<ltLng Systl~ms ot SUCIety, the
[n Trouble Systems ilnd the Institutional Can Endeavors. The County Agents
w.tll seek to promote understdndlng 01 Iht· findIngs of research In educalLon and
chiJd development by the fOJegoll1g agenrH.~"" In a milnneT slffiuar to that used by
County Agricultural Agents. These efforts WIll be iJugmented by develupmg
IndiVidual C'Jtilen Advocates for Indivldual child proteges where needed fO IIIl
unmet expressIve and Lnstrumenul neeLls or sue h children. D.ltd dna t:xpt:rlt'nL:L~

will be procured and evaluared relating to the 1)logram and Its objectives WIth J

view to replIcating th~ program elsewhele.

3. The Kentucky Commission on Children & Vouth - FranAfort. Kentucky

The Kentucky Commission un ChLldren Jnd Youth proposed III conduct
research and demonstrate the feaSlblllt~· of establishlng state ,lI1d rcglOn<t1 oft Ice>;
of Advocacy for Exceptional ChIldren Jnd YOlith. rt IS proposed that the Slate
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and regiOnal offices would develop mechamsms to insure the attainment of the
following goals and obJedlVes (1) formulation and advocacy of special legIsla­
tion vital to the needs of exceptJOnal children, (2) servmg as an appeals agency
or ombudsman In dealIng W1lh the grIevances of exceptional chI.1dren and therr
families; (3) SeTViTIg as a watchdog or guard1an 01 the rights of exceptLonaJ
children. (4) providing educatIOnal informatlOn and stati:-llcal data to state offi­
cjals. the legislature and the general pubUc concermng the needs and problems of
exceptIonal chLldren: (5) developing and estab!lshmg a unlf,~d polley framework
within which statewJde goals for exceptIonal children are formulated, sero'lce
pnortties established, eltlsting programs kept In b.... lance, and new progrJIllS
devdoped; (6) lnsunng that coordinatIOn mvolves the management of human
and fiscal resources to aVOId ",aste, duplicatIOn, confhding program obJectives,
and gaps Ln eXJshng servJces; and (7) evaluatIng agem;,y programs to assure maXI­
mum effectiveness for quahty control and accountabll1ly.

4. Th, Nationol Eas"r Seal Sucirty for Crippled Children and Adults ­
Chicago, Illinois

ThIs project proposed to establish and perfect a model of advocacy [or
physically handicapped children in Massachusetts thi.lt can be replicated by any
affiliate of the NatIOnal Ea<;ter Seal Soclety for Crippled Children and Adults.
Through the establishment o! a Child Advocacy Assoclahon and Board, it is
hoped to bring together parents and Interested persons from schools, public and
pnvate agencies and the connnunjty to achIeve change In legislatIOn, polIcIes,
practlces, and attitudes which prevent phYSically handicapped chI..ldren from
achieving basJc nghts related tJ home, community, schoolmg. medical care and
legal fights. It IS also hoped 10 fmd phys1caUy handIcapped children who are
deprived of these rIghts and all on theu behalf on an Illdlvldual baSIS The staff
Will consIst of a Project DUC'~·tor. ChIld Advocates and consultants In research
educatIOn and child development, law, medICine, mental health and SOCiology.
Expected benefIts to ctuld, fcunily and communIty agencIes and schools IJH.:lude
the removal of barrIers to the Improvement and extension of thelT servIces.

5. United Cerrbral Palsy As,,"cwtion

United Cerebral Palsy ASsoCiatlOns, (nc., Proposed to establish three models
of advocacy lor chI..ldren With developmental dlsablhtles and thelr famJhes (In
New York State; MIlwaukee, Wlsconsm; San Mateo and Santa Clara CountJes,
Caufornia). These three model:; wIll be coordmated:>y the nalional orgamzatlOn.
The purpose of the project 15 to provide an advocacy pro~ram to assist children
With developmental dlsabiJitle~, and thelT familIes to obtain needed services and
to make the best use of avaiJable resources. In add It Lon, data of varJOus kmds tn

regdrds to servIce needs of Children WIth developmental disabilities WIll be col­
lected and coUated at the State and local levels and orgamzed by the natlOnal
organizatJOn. These data WIll he used by the State, 10l:al and natlOnal orgamza­
hons to develop necessary leglslatlOn at all levels of government. Thl5 will make
It imperative for the vanous orgamzatJOns to work with I~glslative bodies and
governmental agencl~S. It Will also be eo.;senllal to work WIth consumers and
consumer groups to urge thrH partlclpatlOn In community orgamzatlOn, plan­
ning and legislatjve processes. It will also be eS'ielltlal that all organizatlOns work
toward Implem~ntlng already e",istlClg olllClal pro~rams. This Will be accom­
plished by employmg four qu,lllfled persons, one in the National Office and one
1n each. of the three affiliates. The three local advocJtes in this project will have
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th.e responslbtht}' ot developIng the three: Itlodel~ The four adVocdt~s WJIl orga­
nize necessary National, State anI..! Local AdvoC<h:Y AdvIsory Counc.LI::. to ~IVl:

unpetu~ 10 the program, provide guidance to till' J.Jvoc.Jtes Jnd evaluate lht'
functionjng and Jccomplishments of tht' models. II is proposed lh<lt j()~'al flll,m­
cial partJcipatJOn will lIKrl:ase bcgmnJng In 1he third Yl:iH SoD Ihat the models (";tl1

be tested in other areas 01 the C"ollntry during Ihe fIve year period State 1nd
IDeaJ affllIates have agreed to p'HtJ~Jpale financially In thiS manner and to (on­
tlnue the program aftl:f the five year prll]et:t peTiod has been completed.

DDD/RSA has made arrangements for pal ticJ;J<:ItlUn In the lI1omtoIlllg of lhe
five ctuld advocacy projects funded thiS yea] by tile Bureau of Education for the
Handicapped, the National Institute oJ Mental Health, and the RehabilitatIOn
Services Administration.

B. Legal Advocacy

The Counctl for tht' Retarded of Sf. Jose/Jh CounTY. Suuth Bend,
Indiana, and NoTre Dame UniVerSlfl'

This IS a Jomt project Involvmg DDD/RSA a,ld BEH/OE. H seeks 10 eSlab·
lish a nahonal c1eannghouse for law infonnatlon, (l) provide "Amlcus ('urae" fl)T
tile courts and to provide technICal assIstance 111 legal areas as It pertalfl~ LO

developmental disabilities.
n,e proposeil legal advocacy will include rhe 10lloWlng.

I. Mainlenance of an up-to-dLlk rderel,ce system for all nalJonal sliJle
legislation pertment to the well,He or potenlli:iJ ,,~elfare ol the developrnen\.lll)'
dISabled.

2. Maintenance of an up-to-date ~efelence system for aJl natIOnal,
state and local legal actIOn pertinent 10 Ihe weJf He or potentlaJ welfare of the
developmentally disabled.

3. ProVISion of an eicctrollll:' retneva] system for all data recurded to
a,;cess the system fOL short term feedback 10 any l~gltJmate requestmg party

4. To research questiunable Issues, pertment 10 the legal rights qf
developmentally dlsflbled persons, and lu prOVide empmcally ba~ed POSition
papers on such Issues.

5. Development and maintenance of C(lmmunication for spet:]flc hnes
of input and feedback flOm local and slate Bar As:,oclatJons.

6. Development of model legislatIon f,n laws dealing with the rights
of developmentaUy dIsabled persl1ns which retleet a national "qualJty uf III e."

7. Development of mudel pleaJillg and brtefs relatlflg to the Institu­
tion of legal proceedings to secure tht: righ ts uf Jev~lupmentany disahled for
concerned orgi:lnizatlOns or praclicing attorneys.

8. Servmg as Nml:US CUTae In (.:our( (as~'s Invo[vlIlg the fights of de'lel·
opmenlally disabled perSOIlS, to compllf' J roslo:r of experl \Wltnesse<; and 10

provide lechnicaJ aSSistance III (ourdmatmg expel t lesllmony WIth eXIstmg lind
proposed Htigatlon

9. Assistmg pracl!clIlg allorne-jS m prfparing bnefs en a legal course
of action for specific law SUits.

] O. Utihzmg law school students and students In the behavICoTal
SCIences lO research the law and oblain avpropnate empmcal data regarding
speCIfic relevant Issues.
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II. Developing a clinical education seminar dealing wIth the psycho­
logical, sociological and legal .)spects of the developmentaUy dISabled, and the
specific concerns for equal opportunJties thereof, to be offered to Notre Dame
Law School studen ts.

12. Developing shorl seminars or workshops dealing with the rights of
disabled persons for practIcing judges, attorneys and law enforcement agencies.

13. Developing a series of short term clinIcal educatIOn workshops
dealing with dis<:lbling condItions and the law, to be offered to any law school in
the nation.

14. Developing a legel! advocacy model anJ to assist m dlsseminahng
and implementing the model In any law school or other appropnate agency at
minimal cost.

15. Developing a legal advocacy educatIOn program for the handI­
capped and their families to assist them In obtaining appropriate services through
a knowledge of the SOCIal systems in WhlCh such selVices eXlsl.

First year Fedelal funding of this project ,s $1(,8,000, RSA and BEH will
each provIde $84,500.

ll. Technical Assistance Projecis

A. Technical Assistance to State Councils for the Developmentally
Disabled.

The University of North CaroUna proposes to es.tabllsh a Technical Assist­
ance and Consultation System.

Goal: The Technical ASSistance and ConsultatIOn System is to develop a strategy
and organizatIOn and deliver technical assistan(e and consultation to the slate
and territorial developmental disabilities councils, assisting them in their [ask,
especially in program planrun~, and evaluatIOn, program management, Informa­
tion and data dissemmation, ,md developmental disabIlities education and train­
109 <lctlvltles.

Objectives: The Technical ASSistance and Consultatlon System is to develop a
small central staff at the UmverSity of North Carolina, Chapel Hill and ten
regional lechnical asslstance teams which wiJl draw upon available techmcal
assis1ance from a "talent bank' consistmg of the best available personnel in the
rele'w'ant technjcal assistance arl!as who can be bruught together to assjst In lhis
national scope technical asslsta.llce program.

It is to develop and cond'Jc! a needs assessment of the developmental dIS­
abilities councils in order to bel~in individualized programs of technical assistance
and consultation to each of the developmental rnsabillties councLls.

Strategy: The organization of the Technical ASSistance and Consultation System
IS to consist of four basic elem'nts: (I) a central staIJ, (2) an advisory group, (3)
a lalent bank and (4) ten regior..allechnical assistance learns.

I. The central staff will include professional specialists In the area of devel,
opmental disabilities, program planning and evaluation, communicaljons and
information disseminahon, and research utIlization. Central staff wJlI be assisted
by a program coordinator and two research assistants.



428 SynergIsm for tIll' Sev~ntles

~. A ~malJ advisory group llive lIlelllber-,) v.'lll be Jr.-1wn together to J,>SIS(

the (enlral staff In Its planning dnd development. Tills :idVISOrl group wtll IHeet

twt..:e anl111aUy WIth (he rn.l.lect c!lrcc ((1 I Jnd IllS :,f.-Ift' Jlld othel relevallt aUlIlllll
slr<ttulo.;, including reprL' .... t?1l1Jll'h'S llf lhe ()l\'ISIOn lIf Dcvelupl1lelllallk,Jhill1lt?S
The purpose of the advlsor~ gJOup 1<; Iv plllvJde t(V nlghl d~sLstal1L:e, perspeLII'vc.
stlmulatjoll, evalui:ltJOn and avelill] slHwLllanLc ul the System's development i:Illd
operations.

3. A three-person regIOnal !n/l/lilal a~'Slsrallr..e {earn will be developed III

each of the HEW reglolls. Each teJIll wlll cun')lsl ot tWll specialists, one flurn

program planning Jnd evaluation, i:lnd 11ll' uther 1rom JeveloplllentJI Jlsdhtll1les
The third WlI] be a desIgnated staff mClllber III the developmental dl')ablI1l1e:-.
Si~ctlOn of the appropriate regional HEW olflce. Thl'> cOlllbtnatlon of regIOnal
office "taft' and specla]]> trJlned technical aSSlst3JH.:e personnel 111 developmenl ...J
dlsablJltks and prugram p]anmng ;md e.....lluatior WIll constitute the nUl..:leth 01
actlvlty' m each reglOn for the !leeds asse5s111ent, pilol lechnJC(l1 JS<;I.)lJnce deliV­
ery and eventual ruB scale technical asslstdllce <-)per<ltions lIf the TechnH:al AS,)lst­
anl..:e and Consultation Systel11

4 The Ta/ent Bank The lCgl\J11JI tt:"ChllILal JssIsl<Jnc(' tC<JITIS WIll l~qul"e <J

pool of technical dssistance talent Irulll wtllch [c draw III ordel 10 complete Ihe
needs assessment i:lnd tcchIlICdl dSSlslance J(tlllitl ~S" In urLler to provIde an ('(n·

fWlTliCJI but l:IlIatlable tJlenl b;lIlk made lip df ,he 1!l0$[ cumpetem plillllllng,
evaluatlol\, developmental ulsahllltles pn)gra1l111\J1lg, (OllljllUllh:<Itll)n~, .\TId <;\<.Jfl

development per~onneJ. J falou !Ja11k \VIII be pu logethf'l by the centld] olfh:e
that Will consIst or arproll.JJ1lJld~' 50 II) 75 prl)fer.;!.IOJlals trom all llvel lhe
country who \VIII agree 10 Illake rhelllsehes avail lhle for from 3 to 5 days each
year and who Wlli be deployed on request j IOIIl regltm<JJ tedUllcal d~slstJnCe

ttlarns as their own needs develop and ~s !)crvlce JCIIvlty needs d1lctate.
The total FY 1973 budget arnounl IS \364,6'19 for the firsl 9 months of the

project, begmmng October I, 1972 The total pr )Ject peflod runs from Ortc,ber
J, 1972 thJOugh June 30, 1975 fn" tol,1 project amount "f $1 ,201 ,587

H. Technical Assislance 011 Puhlic P"liq IT IPPj tor the Oevelopmelltally
Disabled.

A proposal to study and recommenu approal:hes ot provldmg plJnnmg and
pubhc pollcy techmcal assistance methodologies IS being revH~wed. A~ rec<)m­
mended by the Bureau of Deve!oplnental DlsJbLlI'les, Executive Office for Ad·
ministmtlOn and Finance, CunmlOnwealth l1f M Issachusetts, lhe pmposal :,ug­
g~sts Ihat J univerSity based cenler Wlth a IlJtlollal reputatIOn and experllsl~ m
government, public adnllll1straflon, dlld public pl)llcy unuertake the dev~lop­

menl lit" a Te-.:hnical ASSistance Unit In PubliC Poilly and Planning for {he lJevel­
opmentaUy Disabled. 111lS Uillt would be requiJeJ to develop )p~ufic prC'dulls
for Ihe Dlvlswn of Developmenlill DISJbllllle~, R"iA, lind Ihe National Advls0ry
Council for Developmental DISiJbtll'I~S"

Through a National Planning and PnlJ( y Df veJopmentaJ Task Force com­
prised of representatlves from DHEW and other F:ueraJ Departments Involved III
programs for the developmentally disabled, and the Nalional AdvISOry Cooncil
and Stat~ Planmng and AdvlSOIY Councils' repre"entatJves to be staffeu by the
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T APP uml and RSA staff, pohcy positIOn papers are to be generated with
respect 10 overcoming gaps and deficiencies In e'l.istmg Federalleglslalion. Once
determined, gaps and defIciencies in Federal law, regulations, and gUJdelines
would serve as baseline mfmmation fOI the National Planning and Pohcy
Development Task Force. Developing ~olutions and recommending pulicy
changes 10 achieve greater inclusion of the developmentaJJy disabled In the
Federal-State reSOurce allocatIOn streams would require the development of
options by the TAPP staff.

The products envisIOned here are specifIc policy reports to the National
Advisory Council for Developmental DIsabilities on the quality, extent, and
scope of all Federal programs Wlth high relevancy to the developmentally dIS­
abled.

To undertdke such an endeavor it is proposed that the selected "center"
operate under d five-year proJed whereby all generated products are reviewed as
implementation matenals for the National AdvIsory CounCLI for Developmental
Di<>abillties and the Division o~' Developmental DJsabilitles.

No applic;Jll0n has beer received and no project has been funded as 01
November J, J972. Approxllnately $500,000 was set-aside for technICal assist·
ance projects III the lnltlal ye,Hs for speCial projects of natIOnal signitlcance. This
amount may be modified pending an appILcatlOn fOi a project grant in the above
area.

III. National Information and Data Base for the Developmentally Disabled.'

The Pacific Slate Hospital) Pomona, California, plans to identify develop­
mentally dIsabled Individuals l·eceiVlng services and eSlablish a model data syslern
for tral:king developmentally dIsabled inJlvlduals through a contmuum of selv­
ices In various geographical areas of the country. Also, an evaluation will be
made of Ihe type ~nd range of services used including living arrangements, in
terms of subsequent changes In the individual's developmental status. Fmally, an
analysls Will be made of the relatLve cost for liVing arrangements and servlces
received which wJlI also be related to individual developmental outcome.

The proposed project ha~; a number of specIfic aims under each of I(S four
main objectives'

(I) To identify developmentally disabled Indlvlduals receiving services in
selected geograplucal areas of the Umted States.

(a) To assess their deveJopmental status in terms of ambulatlon, toilet­
ing, arm·hand lise, and other l haracteristics.

(b) To determme theu living arrangements, whether at home, m a tm­
dJtlonal residential instituLion, or in some type of community residenlial settmg.

(c) To ascertain what short-term and e.'<tendeJ services they receive.
(2) To track these same individuals through a continuum of servlces over a

period of time

IThl' prOject IS descnbed in more detail In a separ.lte paper by Dr. Richard Eyman. The
objective is presented here for purpose of having a complete paper on all DD special proJecto;
assembled In one document.
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(a) To assess changes In their JevelopmcntaJ status,
(b) To detclmjne changes In theH living arr<tngemems
te) To ascertain what changes take pla(,;f' In the servICes they lecelVC

(3) To correJat~ changes III the developmental status uf these mdLVlduab
with their living arrangements and the services thf'y receive.

(a) To evaluate the eflecllveness of dl'llercnl Ilvmg ,urangel1lt'Jlh ;WU
services In producing changes 111 their developmental status.

(b) To devLse and Implement prucrdure,; for the coHection 01 such data
from a large number and v<lriely of sources and :"or their proCt~SSlllg,e.... JUi:ltl0n,

and reportmg from a sIngle cenler.
This study IS i.ln attempt 10 lill the vOid tha[ eXlsls HI terms oj IllllHnlatJOIl

about services and those individuals receiving tht m. If the study's lIbJel tlve~ are
met, the result WIll be the development of model data systems which Iden1Jfy
the supply and demand of servl(es to the dcveLJpmentally disabled, :i~ well a~

their cost and efficacy.
The project penod fUns from 9/1/72 througll 8/31/75 fur ,1 rotal amount 01

$463,195, The FY 1973 budget amount is $185,~ 52

IV. National Conference of SllIte Council•.

The CouncLl tal Exceptjonal ChLldren Gond h:ted a natIOnal cunlerence 01
State planning and adVISOry councils on servlce~ and facIlitIes for ttlC Jeve:op­
mentally disabled on November 16,17, IX, 19 72, m Washmglon, DC (-'-hIS

paper was prepared for the conferenLe.)
TIle purposes of trus confewnce were as fol]oolls'
1. To encourage fuller undcrstamJing and el'fectlve IInplelllentalJOJl uf the

Developmental DisabilitIes Act L1f 1970 by tho~,e prmclpally charged wUh lis
execution.

2. To provide technical IIlfurmalltl!l rrlatjvl to the lunulons- 1'\ planning
and evaluation of services for the Developmenlall) Disabled.

3. To deveJop and ex tend l,..ommulllcation between the National AdVISOry
Council on Services and FacilitIes for the Developmentally Disabled Jnd the
respective State Plannlllg and AdVISOry Councils.

4. To provide a forum fOJ considellng the Issues related to extL'mron ,md
modification of the Act

Participants included members ot State C'}Unt:Jis Imcludmg terrItOries),
members of planmng staffs uf Slate CounclJs, representJ(lves of StJIC Admll\l­
st[atlve AgenCies, repr~sentati ... es of UllIvt"rsity Afhlli:lted LF.:t..llties. Ni:I[wnal
Advisory Counc~ members, RSA Regional OffICe staff related toJ Developmental
Disabilities, and representatIves of natlOnaJ olganizatilins Loncerneu wltll Devel­
opmental Disabilities,

There were five dIstinct workshop time periods, three haVing l~\ ~mILII­

laneous workshops, une havlIlg ) 7, dnd olle havlllg 10. There wert" il lotal of 'R
different tOpICS, With selected (lnes being repeated III dIfferent tllne perlcds.
Examples of topICS are as foUow, (aJ Topic 1 "<\Ihed SerVICe', Bill" (0) TopIC
3·-o0Data Gathering and AnalYSIS", (c) Topic 9 -"Priority Settmg m the Planning
Process."
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The project period runs lrom June 30,1972 through June 30,1973 for a
total amount of $138,090.

V. Community Alternatives and Institutional Refonn (CAIR) for the Develop­
mentaUy Disabled (Deinshtutionalization).

The failure of institutionalization as a public policy has been acknowledged
for oveT a decade, the President's panel in L972 questions the efficiency of
mUlti-purpose residential facIlities of more than SOD residents. More recently a
number of institutions ha'le been cited in the Federal Courts as unconstitutional
facIlities violating the resident~;' rights to due process and equal protection of the
laws. President Nixon has pro~ided additional impetus for de-institutIOnalization
by establishing a national goal of reducing the number of institutIonalized men­
tally retarded persons by one third. The National Advisory Council and the
Department of Health, Education, and Welfare are supportive of this Presidential
ini Iiative.

Developmental dLsabilities special project grants, including grants from other
related Federal programs, are to be awarded to assist the States to impro'le and
expand supportive community selVices, improve the quality of residential care
(imhtutlOnal reform), and pr('vide community based alternatives to institutional
care for the developmentally disabled, including.

A. Planning, developing, and implementing an SRS interagency Tole of com­
munity alternatives and institutional reform (CAlR) for the deveLopmentally
disabled;

B. Assisting all States to prepare statewide deinslitutlOnahzatjon plans.
r. Enabling 10 States to implement statewide programs for community

care and deinstltutionalizalion which will:
(I) StabilIze adnllSSlOns to public institutions for the mentally reo

tarded;
(2) Screen DD pers(.ns in lDstitutlOns or individuals at risk of JOstitu­

tionalizatlOn In terms of potential fOT community placement and need for com­
munity services.

(3) Place developmentally disabled iodLvlduals in community based sci·
lings.

(4) Provide deveJoprnenLaJly disabled individuals at risk with altOlna·
live supportive seIVices in the ,;ommunity.

Upon the deveJopment of an SRS plan and crltena, selected States wiU b~

assisted in planning, developing and implementing prototype programs to de­
monstrate measurable impact in turning from institutionalization to community
alt~rnatlves. Alternative care options and priority service areas wlil be deter­
mined by the needs of each State and will most likely differ from State to State.

At the time of the Writing of this paper, approximately $2,000,000 has been
set-aside out of DDD funds for special projects to support the above objective.
No plOjects have been funded as of November I, 1972. The exact amounl of
funds to be comingled with other Federa] programs in support of this objective
IS yet to be determined. Also. further specificatIOn ID use of these funds for this
area must be determined.
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VI. Evaluation Projects.

EvaluatIOn ploJect~ 111ay be supported wH11 set·aslde funds frlJrtI the DU
Act, Tille I, Part C, furmula granl prugranl tlnd ParI B, ullilJersilY-dlHhated
l"ac:lIties program. One percellt of the jHI)gram i:!ppropriatwl1 may be ullhi.ed fOt

purposes of evaluation of the progri:lm In order tc' <Issess Ib <Iccnl1lpllshments ,md
dfectJveness.

TIle Nalil)l1i1J Advisory ((Junell lor Develupmental DIsabIlities ha'" twu rt:·
sponslbililtes as descnbed In the DD Act, one 01 which IS to study, allu evaluate
pIOgram~ for the d~velopmentalJy disabled. The National AdvlSory Councu has
i>stabhshed a DD Evalu<:ItlOn ('ommlttee with tillee member~. The Evaluation
Committee met wllh the Planning i:lnd EvaluatlOJI Branch sial I 01 the DIvIsIon 01
DeveJopment<t! DJsabdltles, Reh<:lbilitatlOll Servlc,'s AdminlslratlUn, 011 Iwc, lJ(:ca·
sions to dale. 011 June 14, 1972, i:I prelimInary C lllsuJtatuJn 11l,~elHlg wJS held In
which DD evaluallon proposals, apph..:atll1IlS, 'Illd proJecls were rl::vlewed III
order to establish an eftecllve workmg lelatlOllsJlIp between the COUll":ll anu tilt"
Federal program. On August I J, 1972, the fusl official meetIng of the NAC
EvaJuatlon Conunltlee and (he DOD Evaluation Branch 101lk pJac~ At lhl~

meeting a specIal focus W;iS given 10 lkvt.'loplng ,III oulllne lor a long-range DO
EvaJuatwn Plan. The mitlal rough drafl of [he DD Evalualltm Plan ha~ been
completed and dJstributed fur review and COITIlnenl by NAC and DDD "llaff
Upon reVISion, the DD EvaluJ1Jun Plan will be slltlred Wllh the tot31 NAC mCI1l­
bersrup anu forwarded lip lhe orgamzallon JJn~ fllf further reVLew and comrneljl
l1Je Evaluation Plan has a llallonaJ focus, with i:I State and local ffall1ewurk tUI

assessing program impact and strategy The Evaillatioll Pbn WlII pftJ'o'lde a gUIde
for evaluation uf the progralll, setting rri()ritle~ for evaluallull pr0.lCL'tS tc' be
undertaken. StImulatIOn and fundIng l)f evaJuatll,n projects WIll follow Ihr [\lJI·

uatlOn Plan.
The two cvaluatlOn projel;ts which are ClIfH ntJy bemg supponeJ wnh DD

funds Include a pruJect a FhmuJ Stal~ Unlvcr:-:liy and ~\nt" J\ Brallun.; LOlver·
Slty.

I. /)eIJelopmenf oj Evaluotion Criteria 10 Asse.)s Stale Plans for {he IJt>J'e/op·
menially Disobled.

FlOrida State Ulllversity W<lS Jwarded <l 2~i year g[~mt for a ploJecl to
develop a framework for assesslIlg Slate plans In the areJ llt" devl'lupmenlaJ
disabi1llit'~. In "dcc(lll\phshmg thiS task, [he proJec IS concerned With est:Jblisblllg
the factors which are unportnnt 111 detcrrmnlllg the effectiveness of Sidle plans,
which includes settlllg down C'fJleTla by which State plans can be evalu~l1ed,

deternllnmg what information and ua(;J LS needet..l to knuw If these l:r 11erw are
being mel, as wrll as testing and I1J(1ulfying the evaluatlnll '\ystelll (lill e It has
been funned.

The projed IS in Its second year of nperat!nll. The efforts JIl the fJrsl year
have centered es~enllaUy on developing the bad.ground InfunnatlOn necessary
for establishing evaluation ulterl<l. It mcludes a review and anaJysJ~ ~,( all Siale
plans for the developmentally disabled, and all II -depth study of a small sample
of States [0 mOllltof planning Jnd program changes
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The project WIll develop crJteria for assessing State plans through a study ot
the following: (I) the relationship of the designated 16 services to the other nine
State plans as listed in the legislation from the program and financial aspects; (2)
the analysis of the sigmficance of variations in selected State usage of DD funds
for planning, administration, services, and construction; (3) the relationship of
proposed and existing projects to the overall plan; (4) the mechanisms for
compliance with the human rights regulations; (5) the accessibility to facililJes
and services especially with 'espect to poverty areas; (6) the analysis of
"statement of need" priorities, and objectives, in relationship to resources; (7)
the tie-in of unlversity-afmiated facilities and programs for the developmentally
disabled; (8) the tie-in of programs not included in the DD Act but directly
adnunistered by the Division of Developmentally Disabied, e_g_, V_R- Section
4(a)(1 )-"Rehabilitation ServIces for the Mentally Retarded"; and (9) other
factors identified in the review of State plans and in the survey of selected
States.

An interview schedule has been developed and utiUzed for revieWing and
analyzing the selected States in the survey In order to obtain more m-depth
Information and data on planning and programming. The selection of the States
themselves was based upon carefully considered cntena, includmg the nature
and scope of the State plannin~ and advisory councils and the State programs in
order to ensure heterogeneity. The States selected partiCIpate on a voluntary
basis following consideration of the State councils. The evaluation criteria for
assessing State plans will be shared with all States and territories partiCipating in
the formula grant program. It is recognized by the evaluation project staff that
each State is unique and will produce a different State plan, taking mto conSider­
ation the State's own needs, resources, and problems which result in different
objectives and priorities.

The project period runs from June 14,1971 through January 31,1974, for
a total amount of $232,000. The project IS In its second year of operation, WIth
a grant award of $89,777.

2. Evaluation of the Process of Periodic Rel'iew of the Developmentally
Disobled.

Brandeis University, Florence Heller School for Advanced Studies in Social
Welfare, plans to evaluate the [('suits by the newly enacted legislation m Massa­
chusetts requiring an annual review of persons In State Schools for the MentalJy
Retarded. Because of the leading nature of this legisJatlOn, the results of thiS
evaluation will have national Significance in determinmg the course of action In

other States.
The evaluation study will consist of three phases, each requinng roughly a

calendar year to complete. Thes(' are:
Phase I will provide for a) a systematic and in-depth testing and evaluatIOn

of a strallfied random sample ,'f all persons identified as having one or more
developmental disabilities, and b) a prelimInary search of statutes, regulations
and the available legal literature pertaining to periodic reviews of inslitullOn­
alized and non-institutIOnalized populations.

Phase II will be an evaluation of the legally reqUired review process with
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respect to whIch types of drvelopmenlally LJhahleu residents uf St"te 1I1$IJlu"

lions for the retarded secure III the plllcess or r~VI{'W, J change 111 lreJlment, liT
placement In any or the available JlkrnJUve program.;; wIlhm ur l.llIt'luC the
UlstilullOn.

Phase 111 will consist llj' a) a foll0w-up evaluation of subjects uSllIg Phase I
measures to determine changes III the resident's cconOlnJC, social, envIronmental,
health, educational and legal slalus by employ,ng social, psychological and bl0­
medkal standards and meaSUles, assad.lled with reVIew and/or trei1lmeJLt Intcl­

ventions, and b) prep;Jratlon of a model law cLHlcelmng annual revIews 01 reSl­
dents in institutIons for Jevelopmenlally dIsabled persons. The Justlficatlull 1'01
the above program lies pnmanJy in the weakness ot dvatlable mformatlon regard­
ing such persons wIth developmental disabllLttes and their parents or legal
guardIans and LtS scattered, Ln(;Onslstent, and gelicraJly LnJccesslble chara( Icr

The project perIod runs from July I, 19i1, through June 30.1974, lor a
total amount of $342,285. The projel.:\ 15 III Its second year llf operation, ''''Ith a
grant award of $Y2,262, $74,653 of thIs anwun1 IS from the developmental
disabilities program and the rcmallltJCI IS lrl>Jllthe vocallOnal rehabll11atioll pru·
gram.

3. Evaluation oJ Univenily-AffiliJJred Facilirin.

EvaluatIOn projects may be suppurlcd wilh lund' rrorn Pari B ul rhe DD
Act, univerSIty-affiliated t"i::lcl1ltle<; ploglalll, Ag,lIll, I percent of the bLlugcl IllJy
be used for evaluatJOn purposes. A.t this tllne, II') UAF evaluallon proJ~~d IS being
funded with these monies, The amuunt or runu; <1\'aLiable is small (L e ,$42,250)
Of thIs amount 25 percent IS Jcductcd by the Offll:e of the Secretary lor Il~e by
the Assistant Secretary for PlJnrllllg Jnd Evallj;jtlon, which leave:,; the DlVlslon
With about $31,875 for such purpns~

AppendiX A

fiSCAL STATUS REPORT - '10VEMBER 1972

Funds Reserved fOl Projects or NatlOnal SlgnIfl·
cance (9% of Title t, Pari C, Appl upnatJ(lns I

FY 72
9% 01 appropn3tJOn 01 TJtle I, Palt r fllnds can
be obligated until June 30, l'i74

Obligated as of January I, 19n
Legal AdvOC3l:Y Center at NOire D.lnle
Joinl AU\lOGH,;y Prujecrs wllh BEH NIMH

Unobligaled FY 72 lunds

FY 73
9% appropn3tJon for Tille l, Pdrl C lunJs c<ln
be ubligated unlil June 30,1'17.1_ Regulatiuns
reqUire lunds to be ohhgated by ApliJ J, J973
or returned to the States.

:34,5UO
I ,U,UOU

$1,954,350

-234,)00

t J,71 ",85lJ

S I ,95'-,350
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Obligated as of January I, 1973 -661,834
Technical Assistance to State CouncIls 364,699
National Conference of State Councils 130,114
National Data Base 167,021

Expected continuations and new projects -525,000
Ch~d Advocacy (IlEH·NIMH) 175,000
Legal Advoca<y 100,000
Technical Assistan(e for Pohcy & Plannmg 250,000

Unobligated FY 73 funds $ 767,516

Total Unobligated fund,; (FY 72, FY 73
Projects of NationaJ Significance) $2,487,366

II. Funds Reserved for Evaluation (I % of Title I, Part
C, Appropriations)

FY 72 $217,150
Obligations -217,150

State Plans AnalysJ<;Criteria 89,777
Periodic Review Process 74,653
Offi<e of the Seere' ary (\4 of ]%) 52,720

Unobligated funds 000

FY 73 $217,150
Expected continuatjons to be obJigated -217,150

State Plans Analysi~/Criteria 89,777

PeriodIc Review Process 74,653
Office of the Secrelary (\4 of 1%) 52,720

Unobligated funds 000
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On December 27, 197]. lhe General Assembly of the United Nations
adopted a resolution entilled "Declaration of the RJghls of the Mentally Re·
tarded:' Notwithstanding ilS ('ndorsemenl by an overwhelming majority of
nations, the resolutIOn, as well ,is the subs(ance of the humane and legal princI­
ples set forth therein, IS more commonly disregarded than observed. In many
respects, the time is especially appropriate to examine the steps which can be
taken to implement and enforce those rights. Of partkular importance is its
recognition that the retarded persall has a "nght to proper medjcal care and
physical therapy and to such education, traming, rehabilitation and guidance as
will enable him to develop his abiJity and maximum potentlal."

DevelopmentaUy disabled ,::Hizens, historically among the most silent of
Americans, are now demanding their right to the services of the public sector.
Through litigation and legJslative advocacy, their attorneys and advocate organi­
zations have served notice on the agencles uf government that access to public
educi:ltion and related developmt:ntal servIces IS a matter of right and not chanty.
For the 275,000 chtldren and adults In IhlS country who live in facilitIes for the
mentally retarded, the focus of advocacy is the "mstHutionalization, dehumani­
zation and neglect to which W~ have so lung relegated many of our mentally
retarded under the gUlse of cart' and com:ern:" And ror the nearly one miJllon
handicapped chtldren either excluded from public educallOn or otherWISe denied
a free and suitable education,2 recent federal court deL:islOns such as Mills v.
Board of Educari()n 3 are encouragingly ending such practices.

THE CHILDREN OF MILLS

Who are the school·excluded children·) They are the "slow" Gregorys, sus·
pected of bemg mentally retard'd, U1delinirely suspended for alleged dISciplinary
infractions, whose parent is told to wait for a call from the principal when "our
school has a small class for your child." And they are the seizure·stricken
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Michaels who .He Shunll'd from one cuslodlaJ Lnsillullon ((I anotJlcr willie Iht'
public school system refuses to create specl,,1 edUl.:atlOnal programs to selVC
them. And they are the Janlces who are so profoundly retarded that public
schools deny them admission to sUitable le<Jrni'lg programs (or to any progrJnl).
leaving harassed pJrents In th~ cruel dilemma of either mslltullOllahzmg their
child or beanng the hurdens ,11" 24 hours i:I day, 7 d<tys.1 week care, Wherl <.,u..:h
parents are unaided by ('(Immunity agencies or lack funds III llntaIll PrlV<lI€ lJrr.
the stale Imposes upon huth chiJd and parrill J virtual hume drre~[ Orlen the
only remaining "optiun·· lefl 10 these parents s commitment of thell cJuJJ Ip d

public mstitution. Yel, III loo many uf these 'llsIJluIIOns-surely oveluowded
starved for funds and staH, Improperly managed--hvmg conditions arc bart'ly
conducive to phySIcal survival, let alone habllJtaClon.

A Visit to custodJal InstitutIOns for the r ~lanJeJ reveals d harsh array ("I
Sights, sounds and smells. M<lny of the abuses have been chrUnIcled m the Wyall
1-'. Sllckney casc. 4 During dlscllvery proceedmg, at the Pdrtlllw State ~chcllll, tlJ[

example, I S<lW a teenage boy In J .... trlp-cell, mUle and naked, who had beer kept
in oeally c0ntinuolJs Isolallt)Jl fOT the prcl.:edmg !"lve year, he(all'St' neh<lYll:'[
modification progTam~ were unavailable. At P tr liow, I spoke (0 a mlddlf ·Jgl',j
man, dressed In overalls, who quietly, but clearly described to me a 11ft· 01 nearly
forty years of peonage in Lhat mstltulion's la lIldrles, dining halls, Jnd colll1n
fields. Yet, in recounling hjs personal history. he revealed enough mlelligence
and eVIdent capacity for self suffJclency to raIse questions a~, to the "rallonale"
behind his confinement In an mstltutlOn for the retarded.

Perhaps no SIght is more (ruel than thr unnl~cessary InflIction 01 pam upun.1
young child. In the oasemenl or one 01 Parllow\ donnitllnes, there wa ... ail

"experimental" program In which un1ralned Jltendanr'i administered electriC
Jolts from L:<lttle prods to rhe misbehaving The faces of the clllJdrcn cllnrln~d I,)
Ihal w;Hd WIll lIot be rorgotlen, nor the dally IllhlJlllanlly and angUIsh or rht'lr
confinement.

THE DEVELOPMENTALLY DISABLED PERSON'S
DAY IN COURT

Un August I, 1972, the United States District Court for the DIStrid ,d·
Columbia held that the handiLJpped child has :onstltlltlolldl TIghts to it speclitJ·
lzed publicly-supported edUC3110n:

The Dlstnct 01 ColumhJa shall provide to each LhI.ld ot ~chlJul

age a free and sUJlable pubJlcly-supporled educdtlon regardles'\
of the degree of 1he chud's mental, phySJcaJ or emouon<:ll diS­
abIlIty or JmpaIrment 5

The Court expressly ~nJomcd the practice lit exduumg school-<tgt' ch~drcil

from regular public school Jsslgnments WIthout providing them, at puhlIC e>..
pense, a SUitable Immediate educatIOnal alternative. It furrher declarcLi that each
child IS constitutionally entitled tu J hearing pnor to IllS JSSlglunenllo allY sueli
aJlernatlve program and [0 perlodic reviews of th~ approp,ia1ene&S OllhJI J~~Jgrt

menl. The Mills case IS thus the first declaratlOll l..,r Ihe conslitutioni:ll nght ,A ali
school-age chJldren to publiC educatIOn.
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Four months earlier anotht~r federal court, in Hryatt v. Stickney. had held
that an involuntary committed mentally retarded person is constitutionally en·
titled to adequate habilitation.6 In examining conditions at Partlow State
School, Alabama's major institution for the retarded, the court confronted a
"human warehouse" which denied to its 2,300 inmates even the most elemen­
tary care and training. Citing overcrowding, subcustodial staffing, and numerous
"atrocities,"; the Court found a continuing Violation of plaintiffs' rights and
ordered the prompt implementation of minimum professional and medical
standards. [n enunciating the nght to habilitation, the degree m WYatt recog­
nized the constitutional obligation of public authorities to proVIde adequate
care, treatment and training to lhe institutionalized retarded. Other recent fed­
eral court decisions in Pennsylvania8 and Massachusetts9 suggest that such judi­
cial scrutiny of public selVices for retarded and other handicapped persons may
become increasingly common.

An estimated 6 million Americans are classified as mentally retarded. 1o

Sixteen million others have mental, physical or behavioral impairments suffi­
ciently disabling as to require special educational and therapeutic services. I I

Yet, across the nation millions of retarded or otherwise handicapped children
continue to be denied admission to public schools or to be consigned to in­

appropriate services through mis'.-:lassification or the absence of educational alter­
natives.

Institutions still exist where a person, solely because of mental deficiency,
can be denied freedom, confint~d to unspeakably overcrowded living quarters,
and required to work without pay in virtual slavery. I 2 [ncarcerating the retarded
in institutions like Alabama's Partlow or New York's Willowbrook makes a sham
of the benevolent and humane considerations said to justify the state's interest
in the retarded. By recognized :itandards, these institutions barely provide ade­
quate custodial safekeeping for their charges, let alone habilitation. Notwith­
standing their deficiencies, custodial institutions stiU retam countless individuals
who could benefit from outright discharge or transfer to a more "normalized"
program of care and education in the community.13 Failure to create a suffi­
cient number of such programs perpetuates warehouse-like institutions and pm­
duces an incalculable waste of human and economic resources.

Expectations that retarded and other developmentally disabled persons can
live successfully in the community are displacing the self-fulfilling prophecies of
hopelessness and despair which institutionalization usually rellects. Recentjud.­
cia! decisions as well as similar cases now pending, embody this new sense of
optimism. This litigation articulates two basic refonns. Mandatory proVisions for
the soitable education and training of all handicapped children will reqoire that
opportunities for such education be offered largely in the schools in the child's
own community. Mills. and Pennsylvania Association for Retarded Children v.
Pennsylvania,14 represent succl~ssful challenges to cuntrary policies and prac­
tices. kryall and other right to habilitation cases question the necessity for and
desirability of commitments to impersonal institutions and focus on the availa­
bility ofless restnctive and mort: humane alternatives.
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MILLS V. lIOARD OF EDIJCA TlON: IMPLEMENTING
THE RIGHT TO EDUCATION

On September 24, 1')71, seven ~chool-cxcJuded children and their parent';,
and Congressman Ronald V. Dellums, i:I local clergyman, and the I) C. FdrmJy
Welfare RIghts OrgamLi:lt10n flJed the Mills dlss aC[Jol1. The nameu pJallltln~

were children merely laJcleJ as mentally retarded, behavioral problems, en1<l­
tionally dismrbed, hyperactive, or otherwl'"e IlTIp.mcd, whu were cX<..Jud('d ClI­
tlTeJy from educatIOnal programs. Numerous fornJi:ll or Inl'orllldl dCVlCCS and
practices, such as waltmg lists, IIldefInlte suspensions, refus<Jls to cnroJJ, IJ~e (tl
homebound InstructlOn, (ondHional, ullofflCli:ll suspensions, and dcl<ly In CV<l]u,J

lIOn procedures had made such exclusIons pos;lble Plamtlffs sought to IcqlJlrc
the Dlstnct of ColumbIa, the Board of EduCJtll 11l, the Suclal ,)ervlcr AdmlllJstrd
tlOn and Its publJc resLdentlal InstltUllOIlS to end their plac1lCe\ cd" denying
handicapped and "dlscipIInary problem" (;Jnd ,my other) children thell l'PP\)1
tUnity for publIcly-suppotted educatHJn.

On December 20, 1971, Judge Joseph I.: Waddy pft~llJmmmly ordered
Defendants to (I) provide named-plamuffs Wltl a publicly-supported cdULallon
suited to their needs; (2) prOVide plainllffs' cOl,nsel with a ltst of llames 01 every
school age child known not tn be attendlllg .L publicly-supported educdtlOn;d
program because of SUSpCllSlOll, expulsion, c"eluslon or any olllel JClll<lJ l\1

placement: (3) Initlak efforts to IdentIfy rem<lllling mernbels of the cli:l'iS [ll)l

known to them; and (4) con~lJcL, wLth plamtItfs, the ~e1ectlon and l ornren~<I·

t10n of a master who would determine the proper plJcement nf chddr':;>n III

contested cases.
In this fmal OplnlOn, granllng plaintiffs summary Judgement Judge ",udd~'

found that the staLUtc~ of the Dlstnct l)f Columbia, the regulatloll~ o! lis Bl)Urd
of Education, and the ConstltutlUn of the United States guarantee a publicly­
supported education to all clnldren, mcludIng all "exceptlOnal" chIldren The
Court held that defendants' conduct, m denyIng these child ren any accc~~, In ,1
pubhcly-supported educatIOn while providing s\lch education to othcr children,
vIOlated plaIntiffs' nghts to equal protection of the law. These children, the
Court further found, were suspended, expelled, or reaSSigned trom legukll sre­
claUzed mstruction without i:lny prIor hearrng ilnd Wlthout any perlOdlc rcvlcv/
thereafter. Due process of law, the Courl decl.:ired, requires a hearing prtnr 10

exclusion, termination or classlhcation Into a spl'clal program.
'Il1e Court rejected the Dcfel1dant~' contention that they were unable t(l

proVide publIcly-supported educatlun fur all "exceptional" chIldren bccausl: of
insufficient funds, stating that "The Inadequacies of the DIStrtCI ul Cnlumbl:t
Public School System, whether occasioned by insufficlent fundmg OJ i1dmIl1lstri1­
tive ineffiCiency, cerlalllly cannot be permitit'd lo bear more he.lvlly on the
'exceptional' or handIcapped child than on the nonnal chlid."

The Dlstnct ofCulumblil was ordered within 30 days, to evaluale the educa­
tional needs of aJl Identified plaintiff chIldren and to offer them appTOprtate
educational facliities. Such placements could bf to a regular pub1Jc sehoul or tn
an adequate alternatIve lllcludmg special educ'ltlOn or tultil.n grant-~urp'Jrtcd

private educatIOn. The school system was also Jirected to Implemrnl cnnstltll<
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tlOnal1y adequate heanng proel'dures Jor placement or transter at exceptionaJ
ch.i1dren. Furthermore. no child was thereafter to be suspended from school for
more than 2 days wllhou t a prior recorded hearing before an independent hear­
mg officer. At both the disciplinary and special education placement hearings,
the chjJd and his parents have the Tight to representation by counsel, to examine
fhe dllld's records, to compel the Jnendance of school offiCials who may have
relevant evidence to offer, to CJoss-examlne witnesses and to introduce evidence
of their own. Elaborate notice Jequuernenh Jre set forth for identifymg all c1i:1ss
members and informIng all resHlents of the District that all children have a right
to a publicly-supported educatlc,n sUIted to their needs and of the procedures for
enrolling 'hlldren in an appropriate educatIOnal program.

The Dlstnct was further ordered to produce J. wlitten, comprehensIVe plan
for providing special educatIOn facI.htles anJ compensatory educatIOn programs
Jnd JdentIfying those chjldren who need !ollch servIces WIthin 45 days. If the
:'lchoo! system faIled to comply with Ihese ('rders, a master would be appo1ll1ed
10 Implemellt the judgment and decree.

In the DislrJl::t of Columbi;::, the childwil affected by the decree Ulclude all
l~xcept1onal chLldren and all n(,rmal childr~n subject 10 possible suspension or
ll11sclilsslflCatlon. There are an e:,timated 22,(100 retarded, emotionally disturbed,
hlllltJ, deilf, and developmentJlIy diSo:lblcd (hiJdrcn III Ihe DIstrict, and yet, as
Illany JS 1R,OOO of Ihese etul.jren are nOI bClllg furnished with programs of
~peclallzed puhhc education. Furthermore, the exclUSionary practIces uted III

the Mills de(;lsion occur throughollt thl: lIati•.)n. 1 5

INEQUITIES IN TIlE DELIVERY OF SERVICES TO
THE DEVELOPMENTALLY IJISABLED

Ju~t as developmental dlsahllIty occurs In aU classes ofsocLety, inadequaCies
m development<:ll disabIlity ~ervlces affel:1 JIl classes, but with v<:lrymg degrees of
seventy" In mosl cOmmUnities, for example, the affluent can elect to pay the
lugh cos1 of qualJty privJte educatlOll for ;1 disabled child. Those of moder<:lte
mcome, who aTe not able to pay these costs, often fmd their children misplaced
In classes not sulled to their child's le<:lrnmg capacities. Those who are poor may
lmd their children wholly exch ded from pubilcly supported schoolmg. Because
thest: parents WlII la,k the resollfces·-finanl:lal Jill! infomlatlOnal-to place them
III the private schools, their chJldren uften remam at home and go unschooled as
puhlJC InstitutIOns default in their ubllgallon ...

Recent studies by the PresHlent's Cummlttee on MClllaJ RetardatIOn disclose
,1 l-ugher IIll"Jdence of mentdl dl:iJbllllies In areas in whIch Ihe rural and urban
poor reside than 111 other paris of the counlry.J b Sut:h ~ result IS, In pall,
J.ltnbutable 10 the CUlTlulatLve dlsabLllties iIllposed un lower IIlcome persons. For
~xanlple, one of the known ~Juses of Illental retaldauon IS malnutritIOn.! 7

LikeWise, the eatlllg of Jead pamt by eh~dren, a seriOIlS environmental hazard 111

.'"Ium tenements, ~an cause permanent brain damage and retardation.
Poor children also face mCI eased r1s",,"s llf educational misciassificatJOn. Too

many uf these students are thought to be orgamcally mentally unpaired by then
teachers and school psychologIsts when thl'y <Ire not, in fact, so handicapped.
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Standardized inteLligence te~lIng contributes to crruneous dlJgnosls when ~\JLh

tests are biased against the culture and expeTleJlce 1)1 mmonty group children I k
The overall result is a remarkably high percent Ige nf improp,~r edul-J[lonJi clQ~81

fications for the chLidrcn \)f the pOUf. Many arc deilled sUIDbie services bCCJLI"'-'

their Leal dlsabl.hues renlJin unidentIfied, .:Inc unITt'aled. n,.) Jes~ dl"'<ldvi:llHJgl~J

are the many who ,He nol In fad retarded, bl.t wilu arc rll11Iethelf'!\) as':llgneu III

inferior "special edcuatic)n" programs Whl<.:h t:lld (0 prt1pl'l ..:hildrcl1 low;wJ lilt'
self-fulhng prophec-ies of failwc_

LITIGATING THE RIGHTS OF THE MENTALL\' DISABLED

Reform based upon htlgatlOn all behalf 0 the l1lentaUy dJsahleo 11<:15 Jf{lVI:J

effective because, mIera/la, of carc In formulatIng Issues and IhllroUgh tr.1l

preparation. Unfortull::Jtely, Loday's mjt1al CO 'Htru(1rTl "'UCCI~sses mLL~1 be IIlV.l:>­
ured, in terms of w<lsled Ilve~" Jgalnst a backgrllllnd uC II~gisldtlVC cUld JUnIIIIISII.J­

tive intransigence
TIle goals of reccnlliJwSlIlIS19 hJ.ve long b ~t'll ,ollghl hy pdTcnl J:-~l'l-IJllllll\,

professilmal orgallllatioJ1s, all(J others cUllcerned with Ihe lives lOr Ihe Iflillde(1
Central to thf~ habilitatIOn process, according 10 Ihese advncatcs :llld prlllv,,­
slonJls, 15 the concept of normalizatIon, nfTllIr'lmiling uevlalluns from lht !lOrnl
m treating the retarded. WIUun thiS conceptu;:] framework, habllllatlun 'Y:rVICC~

should be made avaIlable to each person who is ccrtlfled Ln need \it them, III
prugrams avaIlable, where r1c.:eSS<lry, at public expense and locatelL when pl)""I·

ble, in the commumty In wtllch the family lesldes. The adCl.lu;:lcy (,f Ihc".:
programs, depends upon peritldlt..' evaJualiom which JI.:COt<J With OhICcll\(' pl,l­

fesslOnal standards. Fmthermure, the needs of l'l'rSllnS enl()IL~d J1l s(Jlh pl\l~riJl'b

must he constantly rl~VIf'Wcd so that meaning ul h:.Jhllllatl(Hl plan, 11IJ\ he I"l·

mulated and carried out. If the ret<Hded relS011 Teslde'\ III a state In,,tllu1ioll 1111';

review should include a periodiC, multl-c.lIscipllnary diagnostic evalu.-tllorl ~IJl;h

evaluations should describe the habl1itJtH.H] settmg uJ chOlec for tJch I11Ul'/ldu,d
On the ba'm of these indIVidual reviews a ~tatc',\ overall ment;d fctaIJdll"n
services plan may requul' reVISion to en~ure dC'lIvt:r~' of lhe mosr ,1ppr<lprl.ltc

services and faciHties to consumers.
These propoSltlollS raise J number or legal I'iSUes lit' LrlllCdl \.'UI1lCrll (\1 Ill':

retafded. ls a st<lle legally r,~qllLred t(l Illclud,~ all eligible JCr",\1m 111 devel1lp
mental assistance prugriJllls, and ,He such plUl',rJlll:-' 10 he ,) COrTIIllUllll}-Q.IS-L',j,

2) supported wholly al public expense, .:) perlodlcaUy Icev:IIIJateJ, ;11 d
4) operated jn conformity wl1h professlOnal stal1dard"?

Must placcmenl ill such programs be pre(edctJ by I) all apprUpJldte C(1111·
prehensive evaluatIOn, with 2) spel:lflC nollee (,f any pluposeu plJcerncnt 3)..:11
opportunity for further independent evaluations, and 4) J due procc~s hedllllg III
resolve any objection to a prop()sed pJacemerlt" Mt)re(wer, mu"t SLll"h i\ plal.-c­
ment reflect scientific knowledge as to lhc Ie;:]'.! rCSL(ldlve hablllLltlcHI ~ctLIII~

SUited [U the mdividual\ nreds, proceeding dong J -;rcclrum ul hJblll(<llli"1I
sellings which rangf' f[(')111 assIgnment to re~lIlaT educalwn with )upptlrll\('
services, to full tlme speCial cducatloll c13,)se~. 10 smJll cOllgregatl? rCSILCllll-l1

facilities offering comprehenSIve care and habllitallon plngrarls"
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The emerging case law is generally requuing thaI each of these questIons be
iillswer~d In the affirmative.

CONCLUSION: TOWARD EQUAL JUSTICE
FOR THE UNEQUAL

The movement for SOCial end legal Justice for the developmentally disabled
is approaching a new, perhaps more suhtle, phase. Constitutional rights which
have been formulated must now be mure widely applied. Cases have been won In

the courts; they must now be Implemented on the back wards and In the class­
roOln. Procedural safeguards and suhstan!lve requirements have been established
which wlll require an infusion of new personnel If they are to work. Perhaps
most Important, out of greatl~r awareness of lI1stitutional condjtjons, publIc
sympathy and interest may be developing. Can this sympathy be converted into
a base 01 support for the less spectacular concerns and problems of the mentally
ImpJired? And, can litigatIOn h,~lp to Jnstill In Ihe American public new i:lltltudes
towards and expectations for the mentalJy disabled and a belief that such per­
sons should remam In our communitIes?

CertaIn precondltlOns <Ire l~ssentlaJ to el fectively safeguard the human rights
of the developmentaUy disabled. The rights 10 which thrse citizens are entitled
musL be c1eilrly and specifjcall:{ set fonh ITI L'ohert>nl and hUlllilne laws, regLlla·
Clons, policies and procedures. l 0

Lillgallon alone cannot eradlL,He th~ effects 01 decades of neglect and com­
placency. Nor can iL offer filial answers Lo such Issues as the full range of
hablhtaLion services to be publicly pwvldcd, or the technIques by whLch the
individual's need for sLlch servICes CJn be accurately detenmned and appro­
priately dehvered. CivJi actions, however, offer disabled persuns and then allied
devices lor publiCIZing, legltimlzmg and orgamzmg aruund certam grievi:lnces.
Given the barriers to their partlcipatlun I n electoral processes, the mentaJly
disabled may need to seek. JudiCIal redress 10 challenge an intolerable and long­
Ignored status quo.

For the InCipIent pTOcess.~s uf remLegri:ltmg the retarded Into society to
flourish, severa] baSIC reforms are esscnliaL First, the federal role m this process
must be greatly augmented. The Secrelary of Health, Education and Welfare is
empowered to enact a variety of guidelines for programs admimstered by thl:lt
Department. Sorely needed, for example, ;He regulations III the educatIOnal aId
programs whjch would require school syslems acro~s the cuuntry to Initiate a
zero-reject system of educalilln and (0 otherwise protect the (.:onsll(utlOnal
rights uf the handlc<Ipped artLulatcd in Mills. 111e rederal government should
Jlsa set gultJelines, modeled afler Ihose ill Ihe h-)'Qll decree, 10 ensure, hoth
quality reSidentIal cart' fOI ttH' retJlded and the movement of persons now in
custodlaJ settings to appropriate comlllunity-based faclhties and servICt's.
.Second, if mandates of change are to be vIgorously (,;aTTled out, new profeSSional
roles must be articulated and perfonned. Unless more mental retardatiOn pro­
feSSIOnals are tramed to serve in consultant, special master, or other change-agent
capaCities, and more attorneys and lay advtlcates are recruited to prOVide repre­
sentation for the many devclo~mental1y dISabled persons in need of It, efforts to
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11'1

Implement the rights ·)1 Ihe 1I1cll1:illy c11:';~lbJcd wtll (ll' l'JnsuJcrdbly Ilnd(~rIIIJlII ,j

TllJld, some or llles~ l1lJnp,)wel ~I1{)11Jgc') C,1I1 be rartli:lll~' dtt",'1 h) ~lf'dll'l

nrgi:lJlIZ.lllqn:J1 JdlVlly III flllrnllJ:Jl1I1t', "nu puh lUIUI!?, pfilfessltJlldl '.1:1 IdJI,j, ,11',1
gUluc:lmcs lor the dellvcly llf ~peLlflc habllltallOll :'t.'fVICCS VIl<tII> II~e(kd, Ilil

cXJlllple, IS .1 11laIl1l<.tJ, (h.Slgllt:d for CdLlCi:ll<H\ ,mel pdft'ni:-. ,J! C\.l:;pll~11I.d (I, I

dr~rl. WhKh sel~t)ul·JiJrr'l\"ell JH.ILlJu:-; for lhc l·~.du ..JtIIIII Jill! f1C11(,(jII' r:\IV\N "I
such children. Fourlh, dnd rW1~1 ~1~l1lfh_ar1tlv, Ill..: gr<lwlll 1I1 1'1l11IJc,lll'IIl, h 111\

devf'lopmcn'ally dlsar.lcd "hlllild )..Hll.... (lke ,I rl" "lll't'pILl,dILdll(JIl (jl Il'e Jl-Jhkd
pelson's pl<tce 111 our su,ldy, Jild Ihe CIVIl all\~ IWlll<.lll r1ghh v..hl\!1 I!e 'I ,Ill

ought to more fully ell.!")' :~qcl1 d IcllJfllllilallun Ilol 1)llly rcqlJlrl', 1t'1'1""'I1

eXJstmg law"" and practice, II) 3LCnr(LlIllE' wIth I L:W ~Lltnllfll· klwwl('d r1c, hili ,ii".
entails greatel r'':spoll:lIbllllle~, II) ..:()llllllJllIl <.Itt SIH:11 kllowll'd\..'l' ,I' Ihe ~CII(" II

publlc, WIthout sUlIII:ollllIlUnlc<Jllull, !he slICLI')sful ICClllry )1 tfll.' "~'1.1rjl'd lilli'

the rnamSlr-.:dlnS or thClr lOrllll)Llllltle~: \11.. 111 b,~ C(tl'f>ll!cl .... tJly dell:l\'l'd

Perhaps, ,t~ I)()st"ycv~k! ,.tld wllh pll"l) It"" III 111LnJ Iht, 11I,>,I~Il'( (II

SI)CII~ty\' degree (If Clvdl/"ltlllil I, [(' he round III tht' urc I[ ,l!(()I-lh II ... Ill.),'

dIsabled ml'mh{'r~. lillfllllllll,'It:ly. L:IISlodl<J1 JI'Pf!l,hht'~ III IhL' lIClt\', III 11t~

tiHl.kJ whJch dl(J Illll llcy\lllP -'dilldclily III Ihl~": )llllll'r', UIHI(lt hI:' "~\I1l'l(l'd III 1'1·
eliminated IllStdl1tdne('lIslv nr ,.:1'1 III tlt:s~,ly Hut I Ill' 1'1<1 "I hUlndJl Vwdl' h()IJ~(,~ ,II

least 1111 the Ic1arded, I~ hllpelldly JI.JWlllg 1'1 <I ,--In"" u.gdl ,:I{ tIVI[V I~ 11';J.tr\'11l1\

hastEnIllg tklt end Too 111;Jni n.:IJrded jJl:IL.,OIl; hav~' [wedle~"I\ elldllle( III,I~" \11

~L1fferlJ1g, WdstC lind (lbhvlllll 1'111 Slllwt) [II lull' cite .illy uther Olll( (Jilli

Our pre~cJlt IJw:;, sClelLllllc knowledge a, d '('11St: lIf (1lIlS(:ICWc .:Illllpt': 1<',

to rl'examuu: a systen- wllldl II;-t~ orren chosen III Illl~1I1 t'rall~ Ltrhcr IllLHl Ikhdl

t3k. Tuward thaI UhJl'Cllvc' Ih, .hlv{)c,ile:; \If ! 1'- n:l,ulkd s.:'eL t,) :,,'J\C V')I'.f' II'

the pJiu<,; v( thl' slle'lt, JIlL! 1<1 dIJ!...L' \)(Is~lhk' 110('5(11 Jlg,nl(~ .ll·,d pl(ll1U,II'/(·!W',·,

for lht, hUllIble 011' 1)1 Ihell rJIt'M.'JII lILpcl1.1t·I1'"_\' lkvclopllH'1l131lv UI'"lhk(!

clllztn:-, dsk only tUI I o1P1'lIUlllLles lnl :;ell-heJp ,Hi/{\ ;..lfld Wval! <O;UI'/;t''\l lllJ: lill

CUUrl~ wlll Itot he 111Jll'~I)on:,JYc 1(1 l~lI.'; IWtltl'll II I" 11111\' t(lI r~l'l'Li lYe .JII.!

IcglslJtlW JcllOIl\ IlO les" 1l''''POIISIVC

'Prc"l(.Jent'" l'''lllllilllt::e <1/1 I\Ilvntdl Ilc!drddll'lr,. \11-';0 'he !k{'II/le I)'I'OJI
(-,')Vllmnel1ll'rlnhtlE()ffl u . 14'1).1! I

1 WClIltr,lUh, AtJe~"J1 H<d IJr,lJJl>\ '" Slall' I at-. ,11/.1 I Lhl' <if/I-JII 01 ..II/' 11,)1.'(/1, III)' d
ISSll~' alld Ht"IOrnm~f1dJII"n~(1'1" II .I[ 7

)J4~ I·. Supp. 6h(, (11.11.1' }1.ugll,ll, 1'-171)

'J44 [ ~upp ..,/'.7, 1".'.1). r\Jd. Apfll 1\,1 " - 2) l!<; I ~1I1)P ,\1 ) \4 I "-uri I hll
(1971),OIl'IPPt: ..J1,J~ll'111/11' 11/,-,1'(111 Np ·,22GI~

; "MiJlllv BO<LrU ", I dW•.dll'lI '-!k 1- ~,upp. ur M7:
., Jryafl I Sru kll('j!, l.ILl I ,uPI' It' 7, l':JO 11.11'1111,11),,11 I" ,1<;(111..:,1 1,1 III,:

OrLlcr, a\,
Tile proce~s t,y wInch til", 'l.-llf nl rIll' In,tlllIl!rJn l;~"I~ rIll re~ld,'nl r,t 01\ 'I "If __ ,11(..1
m,linlalll lh"s~ 11ft' ~,kIJl" whit I' cn:lbk him t(O c, pl' ff1vre "rrcctrvt I".. ""'lIh It.e __II
m,mds of hiS "wn P.oIMJII JlI,j (,t/ll".ol1vlr<,nmenIJI J Itl r,;lISC (hI' leVelld hl\ ph"~I' dl
mcntdl, Jnd ~')l:ldl clfll:ICllll fLlhll1l,i!'C1I' lI1dIH.h;, hill h rlld Illlute,j fl' 1'1I';:fdl1l' ,!
lorma! stlulIureJ edllt,llll,n ,llIe! Ir,~atl1l('nt,

'ld aI3')3-394,
,,\ Ie'" <If tile dlrOi,;101U', III< IJellt, (It,d al thl heJr II"': III lhl~ __ lSC 1)l(lude th, I'dl',~,'

III)~ (..I) a resld(·nl \"J' ,( JI(kd r., d(',lrh h'l IIYu Inl ,l,lkr (l\).1 ,hlu<'111 wa, I,

,;,lI;lIllell III <l slr.llJ;hl la, 1..,. l'Jr 1I111L: Y'~dr. III I.de, III pre·vI·1I1 IIJlld tlld IlIlll'f

~lIcklnl!.. (I.:) <l rC'ld~lll v.a~ Illdr·pr"IHhl!l'l} c"nlillcl In ~t"tlu~I(.n f, .. d pell',e! Ii \,,' I"
0'11111 (J) a fe<;iUCIlI died f'l'm Ih: 111<" r[lun by ano!h' r re'llklll Ilf:1 lunnlJlg w.,te< h,)~

11110 hi" rectum ·bH;h or Ih",c IllclL.lenls ,'nuld h<l\l h,'<r1 "v,'lued had aJ('qll,lr" ;1,<11
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and racUities been avaUable.
·Pennsylvania Asrodation for Retarded Children v Pennsylvania. 343 F. Supp. 279.

(£.0. Pa., May 5, 1972); 334 F. Supp 1257 (1971).

9 RlcCJ V. Greenblart. C.A. No. 72 469F, (D. Mass., February II. 1972).
I fI M-'yart v. Stickney. 344 F. Supp. at 389 note 2;

Mental retardation refers generaUy 10 subaverage mtelleclual functioning which is
associaled \.-'Ifith impairment in adaplive behavior. This de[initional approach to men­
Ial retardallOn is based upon dual crileria: reduced mlelleclual fum:lioning and im­
pairment in ildaptafion to Ihe requirements of social lI\'inS. The e\'idence presented
renecls scientific advances in undNslanding the de\'elopmental processes of the men­
tal retardale. The historic vi~w 'Jf menial retardation as an immutable defect of
inleliiSence has been supplanled lJy the recognition that a person may be mentally
relarded at one age level and not ilt another; that he may change stalus as a result of
changes In the level of his intellectual functioning: or thai he may move from re­
tarded to nonretarded as a result ,>f a training program which has increased his level
of adaplive behavior to a poinl where his behavior is no longer of concern 10 society.
See Uniled States PreSident's Panel on Mental Retardation, Report of the Task Force
on Law, 1963.

I I According to HEW. an eslimated 7 millIOn of these disahled persons are chIldren.
U.s. Department of Health, Education and Welfare, Programr for the HaruJicapped (Bureau
of Educalion for the Handicapped, Orrice of Education. 1970).

I1See, e.g., Townsend v. T'rt>Qth",ry, C.A. No. 6S00 (M.D. Tenn., filed February 16,
1912).

11 President's Committee on Menial Retardation. MR 69. TOWQrd Progrerr. u.s.
Government Prrnting Office, 1969) al 6·7. Hindermg the relea~ of such persons, accordmg
to Ihe PCMR, is the reaJity Ihal in mallY communities;

services for Ihe retarded are inadequate or .lImosl noneXlslent because agencies
wiU nol act, are unable to cooperate, or are prevented hom acting by poliCies,
procedures and lack of funds thai J estrict their development of services.

14 Supra. note 8.
I I For an informalive discu"I.Sloll of school I.!xclusion practices, see Regal, Elliott,

Gronrllan and Morse, "The Systemallc Exclusion of Children from School: The Unknown,
Unidentified, and Untreated" (1971) (U.S. Office of Education Grant 0-70-3126 (603),
InformaUy reprinted by The Council for Children with Behavioral Disorders.) These educa·
lIonal e,.perts concluded:

Through lela I, quasi. legal and elltra·legal deVices or through apalhy, schools caus~,

encouraxe and welcome the lack of attendance in school of miUlons of American
younsslers. Such activity by Ihe fducation system se...... es as a denial of civtl rlghls as
mas.si'te as the separate school sy sl~ms mam tained by law in prior years_
I' President's Committee on Mental Retardation. MR 69_· Toward Progress (U.S.

Governmenl Printing Office, 1969) at 8--9. ("No eslunate of mental retardation incidence m
Iurban and rural )ow-rncome I neighbllrhoods is less than twice the national average. ")

I' President's Commiitee on Mefltal Retardahon, MR 70 1'ht> Declrive Decade. (U.S.
Go\'ernment Printrng Office, 1971) at 4· 7.

I·See,e.g.. LarryP. v. Riter. C.A. No.C-71 2270 RFP (N.D. Cal., June 20, 1972),41
U.S.L.W. 2033, granling preliminary relief to black elemenury school chUdren placed In

Educable MenlaUy Retarded Classes. who claim that they are nlll menlaUy retarded and Ihal
such ellucational placement violates Iheir rilhts CO equal proleclion of Ihe laws.

I' "P-iShi [0 education" suits (01 various types of handicapped children have been fiI~d
in at least 14 stales. These mclude California, Delaware, DIS!flct of Columbia, IIbnols,
Louisillna, Maryland, Massachusetl'\, Michigan, New York, North Carolina, Pennsylvania,
Utah, Virgin.. , and Wisconsin. "Right to habilitatIOn" or "fight to treatment" suits have
been brought in Alabama, Georgia, Indiana, Massachusetts., Minnesota, Nebraska, New York,
Norlh Carolina, South Carolma and Tennessee.

~ flSee , for eumple, Senate Bill S.37S9, 92d Congress, 2d Session. introduced by
Senator Javits and 2 Lather Umted ~::iIales Senators which 5Ceks to provide, inter alia, for [he
humane care, treatment. habilitation and protection of the m~ntall)' retarded in residential
facililies through the establimmenl of strict quality operation and control standards and the
IUpport of the implemenulion of such standards by Federal assistance.

! 10csanizalions Invoi\'ed in /;£II:ahon and law reform ac£i\'ities in be-half of menlall)'
handicapped persons include NLAIJA National Law Orfice, Washmston, D.C., MenIal
Heallh Law Project, WashinlBcon, D.C.; National Center for Law and the Handicapped,
Soulh Bend, Indiana; Harvard C~nIH for Law and Educalion, Cambridge, MasS8chuseIU:
and Patient Advocacy Services, St. Lc'uis, Missouri.
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Part VIII
Delivery of Services

Editor's Notes
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The complexity of structlJrmg a comprehensive system for delivering serv­
ices to the developmentally disabled has long bafned social planners because of
the numerous ways in which the individuars handicap impacts on his daily life
and the jealously guarded prerogatJves of a Wide range of specialized and generic
agencies dealing wi th DD clien ts.

Edgar W. Pye describes severa] distinct models of delivering services to the
developmentally disabled includmg the hospital/instItutional approach and the
regiOnal center or commumty-based model. He discusses some of the hazards
mherent in any effort to deli'er services to the developmentally disabled and
closes by listing the essential elrlllents in an effecllve DO delivery system.

A different perspective art improvmg the delivery of residential and com­
mUnity services for the developmentally disabled is offered by Kenneth G.
Crosby. He reviews the prinCiples and purposes underlYing the organization uf
the AccreditatIOn Council fOl facilll'es for the Mentally Retarded and the proc·
ess of developing a set of st.mdards for the operation of public and private
residential facihties for the n~tarded. He outlmes how the new accreditation
process works, emphasizing the Council's corrunilment to measuring uutcome
ralher than program inputs. The author also mentions that the Council is pres­
ently actl ....ely engaged in developing standards for community agencies serving
the mentally retarded and developmentally dlsa~led.

Harold L McPheeters examines some t)f the emerging trends and problems
in the adrmnistration and operation of services for the developmentally disabJed
and explores theH implicatiOns for professionals in the field. He mentions the
impact of recent court deCisions, the move to community based programs, the
serious moral dilemma presented by new technologies, and the trend toward
integrated human service deli"ery systems. The author also notes the need to
improve consumer involvement, apply the techmques of management by ob­
jective and management informatlOn systems and make more effective use of
human resourc", in administering programs for the developmentally disabled.
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Cooperation between the public and pny,l[e sec(l1rs 111 iervlng the dt'velnp·
mentally dLsabled IS the tOpIC 01 a papt>r by F:lllf Will1..tms Notlllg the glowing

interaction bel ween goverrunent and voluntary agencIes, the authOl s\lgge51~ tWI)

primaIY roles p!i\late nrganilalJOIlS can play. ('Heel provider 01 serviLe and ·:;UII1­
munity advocate. He rredlCL~; that we wilJ see lIlore ,JJ1d mup: VOIUlHdry 4enLH~s

assuming primartly ..In advol~;'I(;Y role In the near IUlure WlIllilllli .-11:-(1 "fter"
practical adVice to pm/ale dgcncy volunlecrs Jild prOfeSSJl1luis 111 d('altn,~ wldr
gov(~rnment administr:ttols
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Models of Service Deliverv

Edgar W. Pye

INTRODUCTION

449

Mark Twain once said that il is righl to do good lnd il is nght 10 tell others
10 do good - and much easier! ThaI we intend to do both is ttpparent by lhe
~onveningof trus conference.

The example of this conference as as~mbled toddy and concerning Itself
with the many facets of essential services and facllJlics for the developmentally
disabled marks a milestone m our efforts 10 unite in achieving a higher level of
services. In my remarks, I would like to: (J) poslulate certam concepts that I see
essential as a sound basis for a ~,ervice delivery system; (2) describe and compare
several delivery systems now in current use; (3) elaborate on the hazards inher­
ent in any system that we may clevise; and (4) point up those elements that I feel
are necessary within any viable system, regardless of lIs auspices, sponsorship, or
location.

My assumptIon is that we agree that all persons, regardless of their needs or
special categoTlcal distinction, have a potenlial for achievement and have a right
to the services necessary to maximize their abLlities. Thus, if we are to talk about
models of service delIvery we must begin With [he envirnnment mto which the
indLvidual 1S born, namely, hIS community, and there (0 seek to remforce that
community With ideas and resources so that the delivery of human services can
he enriched and augmented. This effort WIll be Jlllled al all persons, including
persons with spet.:lal needs. Unfcrtunalely. Ihi~ Jpproach has not in the past been
our Lommunity organizational paltern. Tod:Jy we are beyond that period when
we sought bUl one soluhon to the problem of the developmentally dlsahled. We
have progressed to the point at which we see our pnmary responsib~ily for thIS
popuJalion (estimated conservatively to encompass more than 20,000,000 per­
sons) as that of determming ht)w best 10 apply the human resource systems,
which theoretICally are available to our entire population, and to then make
these increasmgly available to the developmentally disabled. These persons too
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long have found themselves In no ...ystems, or hdphiJLard suhstandard ~ystc,llS, or
In separate and segregated substandard systems.

We arc aware that the very nature of m311's se<ln:h fUf sOlutlClJh pIClmotl~s

fragmenti:ltion of effort i:lnd dIversity of stand:lrds rt has been eaSier tf' d..lSSlfy
indIViduals Into categorical groups and try t J make rhem fit the taxonomIc
grouping than to IndivIdualize program:, 10 [II tile needs nf people {)ur hlS:Ory IS
replete WIth C'xamplcs nf this mcchanlCal aj,proach to plannmg 101 hurnall
beings, wruch exemplify the heavy costs such LIt-planned systems (.<In Incur by
preventing U1Lhzation of the rOlcntlal for adilcvernenl III even severely handi­
capped persons. Our }Ilstnry lS a1'1o overburden<~d with cxample~ of hnw ddJvery
systems devised as ~oluthH1S have robhed the Individual of his ba,;1C nglLs a:-. a
free man as well i:l~ his dIgnIty to move .:lS an eq lalm hIS commulllty

It IS appropnal~. ] feel, that we i:lre c>;ammmg the composlic lkllVCly
system here III Washmgton. In examJnmg m Jdels of service delIver)' Wf are
continually remInded of the confusion that ha~ eXisted, amI I regret to :"d'y' sull
eXIsts, wilrun governmental bodIes as to Ju:..t where concerns relatIng \0 dcvt:!o:?­
mentaJ disabilitIes belong. Mental retardatIOn, cerebral palsy dnd L'pll~psy have
been tossed from ledernl bUleau, [Q dlVl:'lIOn tJ departmenl and bac~, and CIS ,J

result consistent planrllng efforts towaLd brmglng trus POpUl.ltlOn IIltn the nlllln­
stredm of governmental planning etforts for <Ill ils clllZen,; has suffered, The
same pattern has regrettllbly been seen at the )tate and local government211evel
partially as a result of thIS confusion. VlSlbililY of the needs of thIS group h,s
been possible only through the continued eFurts uf conslimer groups who:;;e
labors we must applaud most heartIly.

The result of thlS fragmented applOach III rlannmg for thc need:-. of ,1 large
segment of the population b still vI:-'lble at most Junsdlctlonal levels. lllCre
remams 1I lack of consistency, dlrectlOn, and ;ommllment .1S to wh.:It develop­
mental disability pJanning IS all about, and wrat posltlVe steps can be taken 10
move 1his pupulatlOn mto human resource seT\ Ices systems that arc avaIlable lnr
all persons In our SOLlcty. ThIS conference, w th ItS tle~ to lealiers III lhe St~llC

counCils, has for the fifS1 tIme the opportUnIty to set In motJOIl the bcgmr,mg qf
planllll1g for a new cIa tor those persons heretofore rt'legatl~d to d lesser and .J

morc segregated role III the communlry m whic,] they live.
In lookmg at servIce delivery systems pre~ently operative for the de"'elop

men1ally dlsahled, J am USlllg the word "meJdel" to represent a Illethc'd Itll

delivering services to the population cOllcernlllg us, as dI::tlllgulshtd hom J

standard of excellenct~. The day may come .... hen such a Illodel 'If perfection
emeLges, but I, as aile of the many strlvmg tl) perfect a better system, le;JilL!."
that dlly IS. still far ahead of us. [n the Ille,mtlme, we who arc tled to,] p,.HIICulal
model contlllue 10 work toward changIng It, p ~rfectmg It, and 10 work tuwards
Its ulumate replacement JS OUT clients' needs ale met wlthm the gcnenc delivery
system m the cornmumty.

Perhaps the most eVldenl and prominent end the most l:ontrovelsl,~ l1lodel
that is before us today take .. fOlm In what l~ deSCribed as the state hOipltaJ
Much has been wntten lIbout this system, and what IS both right and wrong wlth
it. Needless to sllY It IS easy for one to place all the blame for the lallure of thiS
system on partICular theones of those eras; on 'Imphstlc solutIOns. on (lnc~-held
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values of segregation now outmoded. Whatever the reason for the failures In the
past, efforts are being ex. tended in (he preSl'nt, looking toward a new day, when
the state hospital will hopefully be relooled and redefined as an integral pari of
the continuum of community services necessary to provide the Ingredients for
making a more complete and enriched life for the individual concerned.

In some areas of this country we are spending great effort in retooling and
repairing an old and archaic segregated system. Many persons question whether
such effort is worthwhile. As a Californian I am always alert to the architectural
soundness of a building in view of our susceptibility to earthquakes. Buildings
that are basically structurally sound can be repaired even after a good shake by
the gyrations of the renowned San Andreas fault. However, those whose founda­
tions are of questionable strength must be 10m down following the tremor. Jt IS

faulty to attempt to patch or j'Jry-rig these in expecting them to become func­
!lonal once again. Thus it is 1 reel Wlth state hosp.tals. We have had the earth­
quake! There are those systems which can be moved in the direction of being a
part of the mainstream of selvices for all the developmentally disabled and
which can be seen in their servIce outreach as participants With the commumty
in bettering the life of the individual. There are others, however, whose baSIC
structure is too frail to tolerate change; and planners and technicians must be
honest enough not to allow themselves to be distracted from their main responsI­
bility by trying to perpelUate those misconceived systems that should be abol­
ished. Name changes, decentralJzation, new intake pohcies, geographiC moves or
other such devices to effect change will not suffice unless there is a commitment
from leadership at aJl levels that the facilily must proVide a program geared
toward the client receiVing that help which W1II assist him in functionmg most
effectively in whatever community he lives.

The state hospital as a system has been a great teacher. We have learned
therefrom that isolation, segregation, and separation are not positive forces for
growth of an individual. This ,;ystem has also taught us that attention to and
support of an individualized plogram directed to the needs of a handIcapped
person can result in that person moving toward more independence and less
dependence. It has shown us that program needs can be provided by a variety of
resources not always located within institulLons. It would appear our task is now
to build on what is good within this model's experience, and to use the reservolf
of resources and experience that is residual to set £he stage for a new system
which speaks to the rights and dignity of the individual.

In several areas of the country there has emerged a new delivery system
which is built upon understanding the past problems of isolated campus living as
epitomized by the state hospital. This new system has projected the public role
in the provision of services to the developmentally disabled through a new model
based in the commumty. Both Conneclicu I and California have moved in thls
direction and have described their service model as a Regional Center. There are
common elements in both models which have assisted each program in enabling
persons with handicapping conditions 10 secure services heretofore denied them.
Perhaps the most obvious similarity is thc establishment of a fixed point of
referral, caUed the Regional Center, to which individuals and their families can
turn for referral to the resources or services within the community which are
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mosT approprIate to a<;Slsl them III rncl:tlllg IdrntlfJed needs, The phtlo:-,oph1C,i1
basIs of both models JS the light of any IndivIdual to have ',JpliOnS In :-.e( UTlllg

speeiahled help needed. The old concept that led families to collap,e belnee the
state Initiated some kind of prngram, namely, ,tate hmpltal 3dmls~lnn, I~ elll11l­
nated by the RegiOnal Center mudel. Both lilodeis elisa provIde an <Idv'Jcac,Y
system whereby the family and the indIvidual arr not only helped III (lHlSldcT1l1g
various alternatives, but they arc provIded a:,slslaorc In sf'curlng <ll1d nallmg
down the appropriate program In hoth Reglfllal Centers II l~ posslhle lor the
client to secure an essential SI~rVICC from Ihe lTost sUitable system tOI :.J defllll'd
need. We 1n Cahfornia try to ensure thi:lt the hl'alth care cume ... lrom Ihr private
physICian who is often the same one who provides health eJ.le 10 the rest ot thl"
family. Medu.:al staff of the Center then provldfS the bilek-up cnnsult,H1on whell
necessary. Another po~ItJVe a~pect 01 the Ccnlns systell1 IS I'S Jhllny In go Intu
the market pl<:l(;c and sc<.:ure a variety of scrVI< es related to agreed upon needs
rather than handicapping condlllOns. It IS not UII(OmmOn for a chent (If a (enter
to be the reclpIcnt of an assortment (If ~ervices hJvmg no Idelltilkaliun With
what have olten been thought of as tradltionJI handIcapped serviCE's. BOlh Cen­
ters pride themselves III ongomg counseling ser'f\ces heing m~lde av,IIIJble 10 the
indiVIdual and hIS famiJy for the IJfctune of the handicapped person Through
such close relationship, the Center staff becomes an mtegraJ part of the planlllllg
process, working very closely with Ihe family and the client lor his best welfare
Through guardIanship service which becomes effective UpIJ:l the de,ttlt IH 111­

capacitatIon of the parenl, the California Regll1nal Centers llIay, hy the wlll IJf
that parent, be able to contmue the "wIse pareni" role

There are vanatjons in the two Ctlnter models that need 10 be hlghllghlt.:d III
order to perceive thc lotal dllllcnslOn of the Center com"ept. In CorlntctlClLI tlh~

Center IS operated in varIOus parts of the State as a state 19cncy, and I)flcrs
serVIces such as resldentlal, day care, and suclal servIce programs In CaJdorllld
the 13 Regional Centers are operated by v<Jric,us pnvate he,llth <lgencies under
contract, renewed annuaJ]y, wlth the Stale of Callfurnla DepartmeTlt of Public
Health. Thus, the employees I)f the Center In ('(lnnectlcut ale State empl(lyee~.,

whereas in California all are hired under the rub· ICS, conditIOns, and sl,mda] ds tit
a private agency. CalifornJa established its Cenlers expressly in thiS fa'itllon thus
gIving the staff freedom and incentive to Jcl in an advocacy role which they telt
would have heen difficult to I~ffect had they bl'en constrained by their tIes to ;]
State system

A second dllferelH.:e hetween the two types of Cen ters lies in the manner III
which services are provided to the chent and f;lmily. Tn Connecticut Ihe Center
operates facilities Ln maIntaining beds, where IS In California we believe that
those who designate a service or prescribe a f'rogram 'ihould not he delivering
that program. We feel the fleXibility and freedo>n we have to monitor lhe servlC{~

prOVided the client IS greater III our having no direct tie to thl~ servlcc system In
fact our basic commitment to a community or~anization approach In lI11tilllng,
upgrading, evaluating and retooling servIces ,Ind programs would he glcatly
restricted were we tied functionally to the system that WJS provldmg the sen'lce.
In the Regional Centel WIth which I am affiJiared, the agency contracting with
the State for the opclation of the Center IS S,lII FranCISco l\ld Rf'lard~d Chll-
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dren, Inc., whose policy and philosophy of operation is the Center direction and
goal. Perhaps one final area of difference needs stressing. Although both type
Centers have funds to purchase services for clients from individual programs,
Connecticut, through its provision and operation of residential and day care
programs, uses its own services and funds. In the California Center, services are
purchased in the community from the private operator or provider when no
alternative sources for that funding are available. If the family can pay a part of
the cost of program, through an agreed upon plan, the California Cenler pays the
total cost and the family reimburses the Center. Such reimbursement augments
the Center resources for the purchase of more services. In the near future, the
California Regional Centers will also be required to purchase the services for
clients placed in State hospitaJs, thus, placing the State hospital in a competitive
position with the prjvate sector.

111e Regional Center concept is a new and exciting model of service deliv­
ery. There needs to be continued refinement, however, if it is to meet the total
need of the population to be ~TVed. Connecticut's and California's experience
will be used, I trust, by others who are conlempJating change, not as absolutes,
but as a base upon which they fJuild their own system tailored to the needs as
jdentlfied in thell particular area.

There are other delivery sy,tems which have merit and which have emerged
in several areas which need mencion here. The pattern m some of these is that in
which the State or local community establishes conglomerate units, often
residential, where resident clients live, work, recreate, and socialize. Some of
these functiun as steppingstone:. to a broader community participation, while
others totally ingrown, are known as life-time care living situations. The latter
type often is seen In the !.o-called private community-based residential
institution. The hazard here is that unless there is an advocacy component buiJt
ill, there is a great danger of clit~nt reversion to the loss of Identity and the loss
of rights as often seen in the old state hospital model. Wisconsin has developed
basic guidelines for what are caU\!d community living situations. These guidelines
are refreshing and crealive as they set forth philosophy, standards, staffing
patterns, environmental and legal considerations. Such guideJines will serve as
blueprints for commumtles and organizations concerned with community living
silualions for the developmenlally disabled and will reinforce many of the
principles heretofore expressed as essential jf we are to see this population being
served W1thin the mainstre:HTl of services. Such guidelines, J trust, will be
prepared for use in other areas of essential servic~s such as work activity
programs, recreation, and educ<:ltion.

I am happy to sayan expirl ng model of service delivery is that one tied to a
mental health system. Since mental retardation and other developmental
disabilities are not necessarily associated with problem' which faU within the
province of psychiatry, it 1S ITlappropriate to include them In a system not
related 10 their primary needs. The handicapped as well as the nonhandicapped
popUlation should have ready .ccess to the menial health system as the need
arises bUI need not be a pari IIf thaI system as the source for provision of all
o(her services to them.
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POSS) BLE HAZARDS IN ANY DELIVERY SYSTEM

The foUowlng ll~ting of (}bservatlons and YJJrrllngs may he con_~ldered III lhc
establishment of an effectl",e deJivery ~ystem lor the developmentJlIv dJ~ablrd

1. The creatlun of a "Developmental DisabilIty AU1hority" does nol III
itself r~sult in the delIvery ot better selVlces Of more effectIve (Omdlnatl(111.
Quite to the contrary. It may preserve tJw sam' old unsalisf3dory ';y:-tem Ilncki

a new <:lod aUrae live label
2. Public monies allotted to a new cOl1cept can go tJWalU re1petIJallC11l

of an agency rather than bemg applied to chent ~rvlCes.

3. The power Inherent many syslelll to prcll'ide ,)[ til plifchas..' IlldY
tend tu sustam the familial but outmodeci fash..IOn of service 11Lui, lhr
establishment of <Iny new system, must have ai Its baSIS a dear-cut ,lJ!t'menr HI
terms of policy and philosophy as to glJals (,nd dHeClioll With the nlt'arl~ Ip

conlrol, monHOT, and evaJlIillt· complJallce and )crJormance.
4. In any new system conllTlltled tt· mtegra1lon lhere l~ alway.., the

potential for the outgrowth of separate but equJI services bel;ause lli' rhr rl~3r hy
the consumer of being bUlIed once agJll1 111 a lalger system. Integralltll1, although
agreed upon, m;Jy result III ~l centralizatIOn 01" authority to the Pl)lllt th2l1 Iht'
value of mtegrallon WIll be lost Jnd the handicapped W1I1 ag,un be ..,egre,gated,
but withm a larger burcaucral,y. Alsu, withlll ar: Integrated system, there 1:- stili J

danger that some ha.ndicaps may be mUle \)r les:, pupular than other"
5. There JS tendency In the formuJ.ltion of a new delivery ~y'~lem

servjng as It does:l mjsunderstood or unpopular populatIOn, that other categorlts
of social problems wilJ be "dumped" within the scope of the "ystem ~\len though
there is little or no relatlonship betwe~n them.

6. The fundlllg agents' agenua and philosophy fur lhe sy~Lem mdsl he
clearly stated, and understood III beIng cOflpatlbJe wuh the go;J1s d' lhe
consumer groups.

7. In the first Jlush of creative z.eal there IS a fisk :hJI "111;;'\\'" I1I11lh.:l!'.
will be developed and tested whIch have alreau'" been tried and tossetl JSld~ Let
us not continually redevelop the wheel'

These hazards and olhers Lmaginable I11llsl be cunsidered If we iJl{' bJ IIJVC oJ

practicctl and vjable system that is directed to'¥\Jrd movmg the developmentally
disabled at any age, 01 handicap into the lllaJnst earn of commuruly 11k

ELEMENTS ESSENTIAL TO ANY DELIVERY SYSTEM FOR THE
DEVELOPMENTALLY DISABLED

In summary, let me sd tonh a stateillent of h:ey clements III (he
establishment of a delivery system III rt:cognitll'll 01 the dg.hls 01 ;HI1I1dlVldll;ll,
regardless of his handkap, to bve WithIn hl~ oy'n community, and [0 be ~erv..:d

and to partake of those resources av,:11lablc to 111 residents III that COlTIIlllirl II \ .
These are listed below 1101 nctc':isJn\y III pnorit)' order

J. The human rights of the persoll Identlfled <IS deVl'ILlplllL'lllJ!I~,

disabled must be contilluously observed and sef\ ed.
2. Means and 11lethods musr b(' pre~cJ1t wlthlll Ihe :'Iyslcrll to cn,lhk
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the chent and his family to effect continued mput into program directIOn.
3. The system mu:.t be located geographically to penmt casy

accessibIlIty to the clients and f.1miJies it serves.
4. The system must contlnually work toward guiding its clients mto

the mainstream of service resources available to all residents m the community.
5. Provision must eXist for the system to be free to seJect the highest

quahty of service from any service sector. Whatever services and programs are
selected must h<lve buIlt·in proVision for continuity of service.

6. A realistic level (If funding support is essential to I.:arry out the
overdll objectives of the program.

7. An appeals procedure withm the system must be available to the
client at all levels.

8. An ongOing particIpatIOn with I.:ommunity planmng bodies (such as
Comprehensive Health Planning) in order that Integration of the needs of the
developmentally disabled can he effected into the pnmary health and welfare
delivery systems.

9. A method of early case-finding must be present with provISIon for
entrance mto accessible and necessary programs.

10. An advocacy component must be an mtegral part of any system.
11. A state pobtlcal structure musl eXlst that is responsive to thc needs

of all Its cItIZens mcluding the developmentaUy disabled.
12. Mallpower training and development must be responsive to the

contInually changing needs identifJed hy the system.
13. A recordkeeping system must be adequate, and record material

easily retflevable and useable for plannmg and program dlfectiun, ii"; well as
bemg meamngful to the client's needs.

14. There must be a clearly defIned goal-related evaluation system.
15. An effective mel hod of educating the community as to the

problems and needs of the developmentally disabled and Its role and
responsibiJity In overcoming th.~ probJcms and provldmg for the needs must be
devised.

As a matter of basLc philosophy any system must pursue every opportunity
to participate WIth parents, prOViders of C<lre, and others in the enrichment of
the lives of the handlcapped. Moreover, It must continuously seek the ways and
means to acrueve its stated goals and toward that end inVite the vIews and
counsel of those who share m this unportant endeavor.

SUMMARY

The problems are many in the establishment of any servIce delivery system
where human bcmgs are concl:rned. We have struggled over the years in our
search for bettcr ways to do the job that needs to be done. Now the opportunity
presents itself to work m com:ert In thIS age of ecumenjsm With one another to
design and bUild that model thH we conceive. Let us agree that with our stllte
and national planning and advisory councils supporting this principle of
mnovation and lIItegrJ1ion, we as particlpanls also wJiJ sh<lre our Ideas to the end
that the new systems we seek 'Will emerge. The mechanism for commUJ1lcatlon IS
here. Let us use it!
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WORKSHOP D1SCU:;SION

The Items lls/ed herC' ,He;] SUlllnlary of genelJ! comment!. hy res·Jure':
persons and participanls.

(1) It must be rel.:ognJud that funds dictate the level 1)1 "113111­

stream'· servIces. Thus, persoIlS Whl) have probh ms In gelling any :-.ervlce'\ due [,I
thejr handicap may have ,tn evell greater prublt nI In securing necessary servICes
from the geneIlc systems.

(2) It JS a problem to plJl1 systeills of service delivery when th,e
dimensIOn of need IS unclear. We must know aU the parameters.

(3) In any system cost cfflCI~ncy factors must be ..:onslderrd versu:'l ,i

humanistic approach or system
(4) Early case ldentlficatlon Illust be seen as an all! In cost redudlun.

(5) Problems were described related to the development 01 l:I ~yste11l

that has a tutal cummitment to all the develc'pmentally dlSabled-nD' to only
one segment of the popubtlOn.

(6) An expresslOn was made Jboul I'le need fur any servIce systl:rn II)

first l;onslder mdlviduals <llld lheu needs and ucveJop the system ;..trouncl thal
r<.tthcr than around the needs of the delj"l?rer. IJlllll13tely, aflY model should he
evaluated by asking the questIon ",He pc-oplt" gelling service?"

(7) Pros and !.:ons af(~ dISCUS.seU i.JS III whether or IIOt adV()Cdl~ C;ln

best be offered frum wI{hln Ot without the delt ... ery system.
(8) The qu~slioll WJS raLsed as to whether QUI sOl:lety really tJCIICVc:;

In equality of service for Its hanJll'apped pupulatlun, doubts were rxpressl:u h\
some.

(9) An expressilln W.lS mJde ,IS 10 balTlersexIstenl 111 delivery sy~.tl.;m:.;

in the form of poor architectural deSIgn: nlJ~named orgalJl7alJOnS, such as,
National Assodatlon for Retarded CJlJldren etc.

(0) There was much "show and tell" hy vanous State revrescntiltlvc,
describing how they approached servile dellvny III their State From AldSkil
with Its ulllque problems, to OhIO With Its rlew statewide C,lSC management
protectIve service and personaJ adVOCJl y system, anL! then ,)n to the AtlantiC
Coastal States with their varied approiJches and problems, the group~ agreec th..J[
one model cannot serve iJlI S[ates. bll.:h Slate must to(11 its iystem to meet It~

partICular needs recnglllzll1g the hazards clled In the tOpiC paper ,JS wdl ,1)
considermg the elements descrlhed as ess.enllaJ 111 any delivery :;;ystem
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Let us begm by assuming that aIL persons responsible for providing servIces
to the developmentally disabled want to provide high-quality, effective services.
TIus assumption is justified, 1 think, be~ause, in the first place, if the new
concept of developmental di,.bilities is to be accepted and implemented, the
services provided under the dl~velopmental disabilities legislation must be effec­
tive In meeting the needs of disabled persons. And, in the second place, most
people, even as you and I, want, for a variety of reasons, to do a good job. Domg
a good job, however, requjres that we have some objectives agamst which we can
judge our performance. Such objectives are often informal and unwritten. But if
they are to be maximally helpful In assuring tugh performance, they must be
precise and expliCit, so that our atlamment of them can serve as a measure of
our achievement. Thus, in the performance of our day-ta-day jobs, each of us
actually requires a set of standards as a means of assuring quality performance,
for a standard IS nothing more than a practical objective, the attamment of
which can serve as a measure (If our progress or our success.

I need not, L am sure, belabor the point that the assurance of quality
services demands standards, and the evaluation of performance against stand­
ards: the setting of standards .md the measunng of performance against them are
essential functions Ln the management of any enterprise, and the Developmental
Disabilities Act already requlfes that each Stale Plan provide for the mainte­
nance of standards with respect to the scope, quality, and admimstration of
services under the Plan. I would hope, however. that the experience of the
Accreditation Council for Fa.;ilities for the Mentally Retarded would be helpful
in this regard, for (he Council was established thIee years for the express purpose
of establishing standards, and the means to assess compliance with s.tandards, In

order to improve the qua lit} of services provided thai portion of the develop­
mentally disabled called mentally retarded.

The Accreditation Council for Facilities for the Mentally Retarded-·
AC/FMR for short-is a component of the Joint CommissIOn on AccredItation
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of H(lspltals, which has provIded J natlunal vullJrltary accret.lJtatlOn pll)gram fill
hOspltahi since 1L)51. The COllnclllscorllpu~ed ·11 two rcpre~(,IlL::Itlvn(d"cJ-.h (II
Its fIve Member Orgall1/.dLlons the American A)SoCIJtJun on MeI1L~.d DeIJClcIlCY,
the Amcncall P'iycllJ<ltrlc As~oLlaLIoll, the ('uun(1! for Exceptional C111ld,er, tIle
National AS~OClalron for RelJJded CluJdlen, Jnd Ihe Unlleu C'~rebrJI PaJ"y ,\~S()

ciatlOlls. Several other Ilatlomd organizations Interested Itl progr,Hrl:-' r(lr the
developmentall} disabled die ClIIH>nlly .lpplh:anI:i. ft)f ((lulled Memherr"hlp. Onl:
of the great strengths llf the ('(lulled lS the fact lhat It l11c1ud\~s partll.:!paHUn by
both the protcssl,mal provIders dnd (he repreSerl(allVC~ nt O)llSUrneh pt \ervlCt'<
for persom wah menul letardatlOJl ilnd other developmenl.d dlsablJitle~ The
Councll\ whole reaSOJl for being l'i the JlllprOVe nell! uf ')erVI\'e<; t(l IIIf' ultimate
consumer.

UNDElllYING I\SSUMPTIONS

The Councll"s 'ltandards, like all othel .\<.tar darJs, Jre hJsed uplln (J):lllrnr·

lIOns that elthel arise florn cultural vdlLles, or cepend upon the VJltdlly ld the
lelatinnshlp between the aCC()ll1pll~hlllent 01 ar IIlteTllledl;.!tl' nbJCLlI\'l' III Ihe
~ubsequcnl dchJcvemenl o( an ultlJnate gOll] Slncc valul' i:l~SUmplloJl~, art' nol
~ubJect to pruof, but are either accepted ,)[ rejected hy the Jser ul slandiITd~,

i.\lld Since, ill most are.:l$ uf human ...eIVI\'t', HIt' valldlly 01 the reL.l.llOllslup"
between mtermedlate and ultlrTl<:Ite objccllvrs LS f cquentJy unproven, It IS ullpor­
tant that these assumpLlollS bl.' Identtfied JnJ uilder~tootl. Afllong the <:I~surnp·

tIOns underlylllg Ihe AccredllallOn (ounclJ"s stand~rds Jfe the lollowlng
(l) The person With rnent<J1 ret<.Jrdaljon (01 ailuther developmental dJS­

ability) lS first (If all iI person whl) hd'l thl~ saint baS1C nghls a~ tnhcr prr '>:J1l "0 ,

including the right tu adequate treatment and hat,i1ltatlOn
C~) The mosl useful way to view Hlen\al n:tardalloll IS Wlthm J '"de

veloprnental model," 1TI whIch each relarded per'lIn IS ,:ollsldcreu lo be c.lplbJc
of learning, growth, and development, and eadl person IS ht'ld tu have ...;nme
potenual for progress, JlO lTIJlter how severely IlandlcJpped he may be, (ObVI­
ously, the developmentJI model of mental retal dation IS bulh conS[st~nT WIth
and supportjve of lhe developmental disabilllles c<mcepl )

(3) ServIces can and must be provIde j to meet the developme'-Ital
needs of the disabled person throughuu! Ius IIf·: SpilO, :-0 3~ to maxImize hl~

human qualitIes, increase the cOlllpleXlty of hI'" bl navlor, <lnd enhance nIl, ability
to cope with Ius envlronlnen t.

(4) Progrdms Jnd servIces should be cOllductcd In 3LLordallcc with lhe
pnnuple or normaiJzatlllll, defllled JS the usc 01 meallS that are J", clilturJlIy
normal as possible lo ellCll <llld rnJIIlt<.l1n hchdVlOf thJI IS as culturally lhHJ1lal a~

possible.

lhese Jnd olher underlymg JS~Urnpllons are st~led In documents sllCh ,1!o; the
Declaration of Genefai and Special RJghls of the Mentally Retarded, dnd the
Policy St<nemenls on Kl'sldentldl Servlce5 (ll lhl National AS',oCl3t!un f0r Re·
tarded CJuldren and the Presldenl's Committee 0'1 Menlal ReUlfllatlon, and the
dependence of the standard:'> on these a~sllmptJOn, IS acknowledged In the .<;;tJlld­
aids documents,
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At this point in time we frequently lack data to show that compliance wah
standards is actually related to desired program outcomes (or the achievement of
ultimate objectives). Such standards, therefore, can be derived only from a con­
sensus of ex.perienced leaders In the field as 1O whal constitutes an adequate
program. There may, moreovel. be a number of means, or kinds of programs,
that can achieve the desired f(:sult, and since It is the result that is important,
standards should be applIcable to diverse kmds of endeavors. For both reasons,
particIpation in standard selling for human-service programs should be as broad
and varied as possible, in terms of such factors as professions, viewpoints. pro­
gram approaches, and levels of administrative responsibility.

In the case of the Council's standards, while the group of 10 people that
presently constitute the Council IS charged with adopting standards, it is obvious
that they cannot, by themselve:i, possess the expertise required to develop stand­
ards for every kind of servic" needed by rhe retarded and developmentally
disabled. Consequently, the ,.,1 role of the Council IS to enlist the help of many
mdividuals and groups In developmg standards, and from these efforts then (Q

assemble a workable whole for the gUldance and assessmenl of overall program
adequacy. The Council's Standards for Residenlial Facilities for the Mentally
Retarded, pubJJshed in September. 1<)7 I, renecls the participation of more than
200 indivlduals-admmlstrators, practitioners, researchers, and consumers­
includmg representatives of 42 national professional and consumer organizations
(in addition to the five Member OrganizatIOns of the Council). Thnty·five of
these organizatjons, with a m",nifesl major Inlerest In the provisjon of servic~s

for the mentally retarded and developmentally ritsabled, have been asked to
estabhsh continuing fatmal liaison with the Council, so as 10 keep It advised of
changing knowledge, needs, and practices relevant 10 standards setting and com­
pliance testing. For as value and validity assumptions change. as data relaUng
mtermedjate to ultjmate objectives becomes available, and as program ap­
proaches and emphases are modified, the standards must also be revised in order
to keep them eFfective tools fOl the improvement of services.

STANDARDS: ENVIRONMENT PROCESS OR OUTCOME?

Mosl assemblages of standalds emphaslze what may be called the "struc­
ture" of a program: the pos:.ession of an adequate physical plant, sufficIent
numbers of qualified personnel, and a sound admjnistrative organization. Essen­
tially, such standards, which have to do with intermediate objectives and are
sometimes called "effort standards," relale to the environment in whIch services
are rendered, rather than 10 the servu;es themselves or to the outcomes of the
services. The problem with such standards, of course, is that while environmental
factors may enable adequate iervices to be prOVIded, their presence does no1
guarantee that effective servICes WIll aClualJy be delivered 10 the clients who
need them. Stated another way, structural standards are necessary but not n:fJi'­
dent to assure an adequate program. If one wants to use standards as a means of
ensuring the delivery of effective services. It is necessary to look at more than
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the environment m which those service\) are rendered.
Smce an effective pJogram IS the ultimate obJectIve, II is deSirable, wherever

possible, to define program outcome In such a way that I t can he addressed
directly in standards. If It is agreed that, whatever else they may du, pr(lgrams
for the mentaUy retarded and developmentally disabled must produce Incre·
ments in the adaptive behaviors or developmeJltal skills of their chents; and It It
is further agreed that these behavIors and skilb (an be measured at some JCLe~H­

able level of reliabIlity; then there is, in prInciple, no reasun why standards
should not focus directly on outcome. The jI,C'/FMR standards do requ",' the
facilIty to provide each ,lient with services that enhance rus devel<,pment Tht'y
demand for each client an evaluation thaI Idenlifies hlS partJcular devcllpln~n[al

needs, implementation of an habilitation proglam specJflcalJy designed tc mel~t

those identified needs, regular review of (he dienl's rcspon'\e to Ih<.Jt prcogralll,
and appropriate revision of the program consequenl 10 the n·vlew I() cnSUH.' Ih.lt
program objectives are adueved. The specific objectives of each wdlviduall.le-d
habilitation program must be slated in behaVIOral terms, so that [1I~1f achieve­
ment can be assessed; general, hoped-for goals, however worlhy they may he, Ltlt-'

insufficient for progri:lm evaluation.
If It were feaSible or desLrable to Ignure the mei:lns by wruch outcome..; ,L:e

achieved, Il would be pOSSible 10 Ilimt slanuards for servIces to Ihe reraldrd alld
disabled to outcome me;,tsures alone. NOI all cf the possible mean'\ til eflective
results may be conSIstent With underlymg vaJu~ assumptions, however. The n(Jr­
malizatlOn prlllciple, for example, stipulates means a~ well as ends, artl the
achievement or elimination of behaviors thruugh the lise of aversive conditlomng
may not be acceptable when uther methods are available. fllere arc, mor,~over,

data that vahdale the relatlOnsrup of some plOgram provIsIons In the aChlCV(~

ment of desired program outcomes. There js, for exampJe, excellent eVlden<.e
that the development of mentally lelarded persons in a resldenllal ~etling I~

highly dependent upon the degree of posllll e interaL"t101l wllh nOOlelafded
adults, and there is good reason to beheve that certam aspeels of the phys"al ,IS

well as the socJal environment are really important In achieving deSired t1chav
ioral results. 111 the absenc~ ("If unlversal knowledge of the',e fJC10h, and Ihe
impJementatJOn of thIS "'nowledge In program ksign, It would be lmprud(~ll[ tu
ignore them ill standards_ Insofar as there is concern wIlh means, t!lereft)rc. 1t I~

necessary to mdude stanLlard:i lhat relate to pf\lgrilfll process-Ihe \.-lnJs 01 :-.el\.

ices thai are delivered to reCJplelll~ and the wa~'s In which lhey arc dehven:LI - as
well as standards that stipulate prugram outcom~

It IS also sometimes possihle to con~eplualL',e and deSign Intertn~d(Jte (lbJev
live st3Jldards as the uutcume8 or product~ of structure, lather than as ')tluc!uraJ
or formal components. Thus, rather than "tlpuLlling the form of the <H..InIl111~1ra­

tive organization of a facility, one may speCify end examine \l.hat Ihe produl.'t of
the organizatlOll lS to be: the dehvery of servict,s to the clienls. ThiS approach 15

desuable whenever there are a number of equally acceptahle means t(l a JO,lred
end.

The Accrerntation (ounCLI IS commJlted til developmg ,"Od uSlJIg oul':llnH'
and process standards wherever pOSSible. At c,ur present st.lge of knowledge,
however, some need for purely slructural standards rematns. Wah the limIted



Conference Proceedings 461

techniques for performance as~ssment thaI are currently available, for example,
It is frequently difficult to judge the quality of professional services. Requiring
that such servkes be rendered by professionally quaJified, certificated, and
licensed personnel does nol guarantee that they will be of high quality, but the
probability of securing acceptable services is greater under this condition than it
would be if iess-than-fully-quallfied personnel were used. Thus, the Council's
standards do make this structural requirement.

Because standards concerning structure and process may have to Include
considerable detaiJ, they may take up subslanlial space In a document such as
the Council's Standards for Rl'sidentiJIl Facilities. No one should believe, how­
ever, that the amount of space occupied by a standard, or by a sectIOn in Ihe
standards document, IS necessarily proportionaJ to its importance in determining
the adequacy of a program. A small number of outcome standards may be stated
sUCCinctly and require little space, yet be of crUCial importance in the assessment
of program effectiveness.

Whether they represent inlermediate or uhimate objectives, standards must
be expressed in such a way that their attainment can be objectively determine-d.
Standards may represent the implementallon of a philosophy, or they may
requtte a philosophy to be implemented, but if they are to be useful in assesSing
the adequacy of programs, tht·y must not be merely exhortations with which
compliance cannot be judged.

STANDARDS RELEVANT TO ALTERNATIVE MODELS OF CARE

The ~3 committees that wlote the CouncIl's Standards 0/ Residential Facili­
ties were asked to develop standards that do focus emphasIS on the delivery of
development-enhancing service~. to each individual resident, without stipulating
the organizational means 01 mandatIng any model of delivery. By focusmg on
the developmental services to be provided residents, whethel by the faCility Itself
or by other commumty agenci(~s and resources outside it, the committees found
It possible to wnte standards that are selectively applicable to the total range of
faCilities, from the large public to the smaIL pnvate. The Council's Standards are
Intended (Q be pertinent (Q unprovmg services In the tradItional institution, but
wilhuut encouraging the perpetuation of the mstituuon as the model for the
delivery of reSIdential services Whether any mentally retarded person really
needs the kInd of care that only such an institution can provide remains an open
question, and it is clear that Handards should also be relevant to alternative
models of residential care, and that exploration and innovatjon in thlS field
should be encouraged.

It is also clear that Ihe ··Iolal Institulion" descdbed by Goffman and others
must be avoided, and thaI such "total inslitutions" can be small as well as large,
and physically located in the heart of a L:ommunlty as well as remote from II.

Consistent WIth the principle of normalization, therefore, the Council's Stand·
ards emphasized affiJtation of each facility WIth other community resources, and
the use of commuruty rather Ihan only facUity semces wherever possible. Ily
focusing on outcome and pr·xess ralher than on struclure, the Council's
standards-writing committees realized lhal many services to residents may be
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provided as well or better by programs that aTe uut~lde the fact.llty l1:>.ell A5. a
result, many of the standards fur professIOnal and speCial serVices, and for or­
ganizatlOnal, aummJstlative, and programmmg policIes i:lnd plaC[lCe~, .He apph(;j­
ble to programs that do noL provide residential ',ervlces.

Some 9,600 copIes of the Srandards lor ResuJen/;ai Fadiuu'\' have het'll

distributed In thc year Sillce tllL'H publlCatloll, and thiS, I thmk, docs llldical..:' Iht'

hung~r lhat e),15ts fnr slandalds th;lt can help t(l ilssure Ihe devellJpment L ,f
qUiJlity services.

The standards tur [csldenllal facllilles havf ser\led ,IS a b.:lse for the u~'It'liJp'

ment of standards for u..lmprehenslve conuTIllniry programs for tht' merll...Illy
retalded, specllkally applicable to agencies pW\lldlllg Icss-than-24-hullr :-.eJVICI.:·"
The~c standards are brmg developed by a 26-nlembeI adVISOry cumnllltee, with
the aSsIstance of some 30 (,;onsultants, and they ,He expet:ted rn he publlsJ1t'd
next year. They W1.II, of ('l)ur~e, reflect the sa ne emphasIs on the Plovlslon rd
individuahzed developmclIli11 servlce~ for each dienl 111 response to hiS Ider'lIfieu
needs. To promote conlJlluiLy ~l1ll mtegrdlJOn uf ~ervlces. standJrd ....... 111 hl;'
provIded for "agency service eumpuncllt~" -sllch as dlagno';lll': JnJ ('vllll.Ulun
service~, services to promote learnmg devt'lupn't.'nl, Jnd services to SUppUl1 L'IlI
rluyrnent ur work --rather th~1I1 for specIfIC pre grams thill m;:IY be categurLleu In
terms of age group 01 settIng. The standards wlll not n1Jndate any aJlTlmlslrdll\'e
or orgalllzatlOnal model, but they WIll requlIe ,~ach agency tl) seek partlcipatllill
III a comprehensIve network of serVlCes, or S~rv1Cl' dellver:1 ~ystcm. lhat wlll
ensule the delIvery to each client of those servH cs 'hat he needs, Eventu<lIl:I, II I~

Jloped that lhe Councd will publish <I single, (1)1Ilprehenslve "et of standard ... 1(1]

all fJcilitles and prngram!o. servlJ1g lhe mentally rCI,Hded, JIll"urporalmg re,\.JenlI.11
servICe,,, as only une e:.;senll;J! LlmlponCnll11 lhe _ornplelc COllllnuum (Ii d(I·. The
Council also mlends to explore, durmg the LOrtllng year the t"caslhllilV ur
accredItmg i1 (;oordmateJ, cunlprchenslve, cordlllulll!y-wide system uf :'Il'IVlu'~

rather than merely act:redlltng Indiv..Idual elemellts In ~uLh a system_
Although the Counc.LI IS entltled "for lhe memdlly retJrucu," II IS Ifl tUllf'

WIth the developmental dlsabLlI[lcs con~cpt ThroughOUI the developmenl of 11lr
Council' .. standards there ha<; been a dellbcralc effort to Ifclude parlIcllHllHlll
that would make the ~t,lI1L1arJs appllcable to per:>.llns With cerebl,tl palsy and
oLhe-f developmcntal dlsahllJtles, as well as 10 p,'rsons WIth Inl~ntal rct,JrdalJDn II
IS likely Lhal the Council's. n~xl publJCatlon will bt: tilled ","t,mdarl.h for ( (1m­
rnunlty Agencies SelVlrtg Inlllviduah wllh Mt llt.:d RCLJrJatlon and Orht'( D,>
velopmental Disahililll:s," and (hat persons Jntert'sted III proglcams for Inulvlduah
with dlSabJlJtles other than mental retardation \A,olll also fmJ the ('nunc 11'" reSl
denual standard~ to be useful

THE ROLE OF STANDARDS IN IMPROVING SERVICES

A well-JeveJopeJ sel of r('levant standard~ Co..Ill be usee III seWld] W..I~'S III
help 10 lInplOve services.. The sl~nd'-lIJ:-l Ci;ln pll1\lldc gUldellllt·s useful Iu Jgell(.lt'~

respon<jlble lor develuping servKcs and s~rvlL'O:: Jcllvcry sY'i[,~ms_ llley -':.1,1 plll­

Vide the concrde lIlfUrrll.ltloll needed 10 enlist the support of legl<;!ators ,1I1d the
gennal publIC .Ill maklllg Ilel:essary rC'iources 'IV IlL..Ible. They (all serve to edll~.llt'
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members of the various professions as to the kmds of services they should
provide. They can guide the administrators and staffs of facilities and agencies in
upgrading services, and encourage them to appraise the programs that they offer.
They can assist consumers and consumer representatives in evaJuating and mOnl·
toring the services that are madt" available to meet their needs and in initiating
change where necessary. As a lasl resort, they can seIVe as a resource in the event
that a court of law is asked to judge the adequacy of treatmenr received In

relation to the treatment to which a recipient is legally entitled. And, of course,
they can be employed In a formaJ accredilation program.

While standards may be usetl as a sort of checklist against which services are
compared, their usefulness can be increased by defining systematic procedures
for measuring the performance (If programs relative to the specified objectives.
The nature of these procedures is (or should be) dictated by the standards with
which compliance is to be assessed, as weU as by the particular purpose for
which the assessment is made. Thus, the National Associarion for Retarded
Children's project for Parenl Traming in ReSidential Programmmg (supported by
the Division of DeveJopmental DisabilitIes) has developed excellent materials to
help parents judge the extent to which residential facilities comply with the
Council's Standards. Highly systematic and standardized procedures are needed
for accreditation, in which the dt:gree of complJ3nce must be detennined. In any
case, experience indicates that maximal benefit accrues when performance IS

evaluated bOlh continuously by the plOgram operators and at regular intervals
by independent, impartlaJ, outSIde obseIVers. It is a truism that when we are
involved in our own programs, we often cannot see the forest because of the
trees, and we frequently lose sight of indiVidual trees as weU.

THE ACCREDITATION PROCESS

Self-Survey by Facility

For accreditation purposes the procedures to assess compliance With the
Council's Standards begin with a complete ""If·survey, which IS to be done by
the facility's own staff prior to a site visit by Council surveyors. Since each ltern
in the Standards has some degree ofimponan..:e in a fully adequate program, the
Survey Questionnaire used for the seJf-survey requires the faCUlty 10 assess its
compliance with every item In the Standards that is relevant 10 its particular
operation. The facility IS required to report whether it 1S 10 full compliance,
partial compliance, or noncompliance With each item, or if an item is not
applicable, and to explain each instance of partial compliance or nonapplica­
bility. The facility is also asked to prOVide documentary evidence or expert
certification of complIance with some items, iJnd to answer questions concerning
the implementation of certaJn items, or to gJve examples of their implementiJ­
tlDn. Like the required explanations of partial compliance and nonapplicability,
these supplementary questions serve several functions. An answer may indicate
whether or not the respondent has understood the statement of the standards,
md it may permit an independent judgement to be made regarding the facility's
compliance. Perhaps more imponant, il is easier 10 simply say, yes, we ate doing
what we are reqUired to do, than it is to slate what it is we are dOing or how we
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are doing it, In relatlo]l to J specified ob.lectlv:. Havmg 10 do the latter (<JlIse~ us
10 Hunk, and often to evaluate the LJllOnale of what we Illay he d,)lJlg llU'wly
from custum, or habit, or rouunt:.

Council Prepares for Visit

PrJor to conducting thi: on-site :->urvey, Ihe C'OUl1ctl's surveyor:-. re .... lew lhe
facllity's Survey Qucstjonnaue, which constitutes the mfo:matlOn hasE' tllr lhe
survey. Inquiries may be made of pubiJc hcensing agencies. or alhcl It"lcvilllt

eX:Jmi.mng or reviewing bodies, concerning the facility's cO'.11ph,mL~ wilh itand­
ards. At the beginnmg of the site visit, an opportunity IS provided Illr ,my
representatIves of consumers or the general public to offer any \.)lher IIlforrna­
lioll relevant to the determmallOn of Ihe facility's complianGe.

ComplJance with structural standards call usually be detcffillned by reV1ew
of the Survey Que~llOnnaire, leo:tvIllg Ihe CounctJ's oll-sitl~ survey Iree III l'JIl­
cenlrale on lJbserv.::Itlons of proce'ls and ourcornc. Whell standJrd:; ernphJSllt'
pnJduct or OU1cOtllf, as du the (oun('il's, the on,slle survey must In..:m 011
confirming the actual delivery of services to ,;ltents, and 011 the cffrctiv('ness of
those serVlces. One sImply can nut Judge clJmplJance WIth such sralld,uds by
exammmg a t1:lble at orgaOllJllon. computIng aJloted sp,lce, ()I cQUnll1lg the
number of personnel. nu matter huw Ullport wt these enahhng fador.; rJlJY be
The lime requIred to Jssess the de)lv~f)' of s~rvices to every chent l)f a r:lCl.l!ly
may prohibIt lh.ll approach, but J( least a repTesentJtl ... e s;mlple of ([lelll';, rllu~t

be Investigated

Sile Visit

In conducting the lm-slte survey of a re~,IJentllll 11lCLllly, the C,uncl!') ~:1l1­

veyols concentrJte nn perforllling ;1 "program ;H1dll'· or;1 _~lra(JlltJ s:Jfrrpk' 0/
re:-'Idcnts, of vallous lIges and levels of rctaIdatHlIl, hath .unbulalory Jild Ilon­
ambulatory, In ordcl to assess compliance WIth those Items In the StalldJrds that
most directly pertaul tu the delIvery uf adeqLlate programs and servlces tv leSI­
deTlts. The SlZe of Ihe sllmple needed dcpelll.Js, of !.:OIHSt, upon rhe size and
homogeneity of the faCLllty'<; popuJalioll, the consIstency found ;.IS the sample IS
examined, and Ihe Jeslred level of cOl1fidence for Ihe Clllll·]uS](,m (WhIle l-ulJ
compliance can ncv~r be proven by d sampll' of Jny "ilZe, only OI1C IIlSlance 01
less lhan fuU compliance IS requir~d 10 dlspove fuU complJancc fur J popula­
tion.) The surveyor's assessment IS derived j rom revlewmg the recoid of e,lCh
resident In the sample: from observmg the resident, In the lIvmg Ullll ,IIlU In

program areas; from lalkmg to hIm (when that IS feaSIble), ,mct from laJkJIIg ~"lh

lhe direct-care pers.onnel who are responslblt for the resident's call' III respect
to profeSSIOnal ,tIld speCial service",. tht~ sunceyors J~sess buth whether or not
such servtces appear to be reachmg the lesldent, lJl ,lCcordance WIth hli needs,
and whether or nor such servlces app~ar to bl' reaching the dHect·care, front-I me
staff, in accordance with then needs for tralllmg and consultatIon, so that they
may morc adequately meet the needs ('If the reSldenl. The surveyors also as,:iCSS
the degree to which ~ervlces geem 10 be rendeled in l coordindled. Illter­
d.1sclphnary fashion, rather than III ,\ fragm,'nted, diSCipline-Oriented ..... <1.", ,:iIld
tht, extent to whJch the prmclple of nom13lJzatioll, J~ delined 1Il the St;lnuards,
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IS Lmplemented in the daJ..ly lives of the resIdents. Finally, the surveyors assess
the ultimate measure of the facility's effectiveness: the trend in the resident's
development during his stay there, as judged from the recorded assessments of
his behavior and status.

You will note that rather than beginning, in a more traditional way, with
the top administration and stafr of the facility, the Council's surveyors begin
Wlth the resident, go to the direct-care statf who ordinarily spend most time
Wlth the resident, and then go to professional staff and administratlOn, primarily
to try to ascertain the reason for those Instances jn which needed services do not
seem to be being delivered. As the last step In the sunrey process, the surveyors
meet with the facility's administration and staff and review their self-assessment
of compliance wnh the Standards, pointing out and dLscussing each instance m
which the surveyors' assessment-derived from observahons of individual resI­
dents and individual programs-differs from the facility's assessment relative to
aU lis residents and aU its programs. Thjs exercise, which has required up to five
hours, truly reveals the value of combining and self-appraisal of facility programs
by facility staff with an appraisal by outside, objective, third-party observers.

Evalualion and Feedback

An accreditation survey by the CounciJ requires from two to fifteen man·
days, depending all the size of tlte faCility. 11lc survey is not an inspection. Il IS,

rather, an evaluatIOn, designed 10 provide the facility with impartial educatIOnal
and consultatlve services that its own staff, no matter how welJ qualified, simply
cannot offer. Each Council surveyor IS an experienced and fully qualified mem­
ber of one of the professions relevant to evaluation of and program planning for
persons with mental retardation and other developmental disabilities. Each sur­
veyor IS, of course, tramed in thl~ Counell's slandards i:tnd in the procedures used
to assess compJiance with them, before undertak:mg a survey. The survey proce­
dures are thoroughJy tested pdol to use, and feedback from the survey process is
used to improve and refine th~ survey techniques, as well as the standards
themselves.

At a recent nalionaJ confertnce, one fal.:lIlty admmistrator, who had experi­
enced bOlh more traditional kmds of survey, and a survey by AC/FMR, stated
his conviction that the latter was "Jnflllitely more meJ.ningful" to the facUity's
staff. A survey that focuses on process and outcome rather than on structure has
another advantage, too, in that dala concernlllg program effectiveness, compiled
over time, can serve to validate standards Loncerning program structure. Once
programs successful in acrueving desired outcomes are Identlfled, it may be
possihle to speCify what inputs .He really necessary fOJ successful programs and,
accordingly, to supply empLricaJ justificatIon for {he effort requirements Slated
in the standards. The validity assumptions that necessarLly underlie standards
must be subject to continuous scrutiny and test, anu the standards modified
accordmgly. Standards must, in olher words. be continuously subject to review
and reVision on the basJs of SUf\oey experience. Standard setting and compliance
assessment are, therefore, really dual, complt.rrientary aspects of a single process
of accreditation.
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LEVEL OF STANDARDS Ar,D DEGREE OF
COMPLIANCE REQUIRED

A dual-aspect problem 111 thlS process conL:erm the level at whICh standards
are to be set and the degree of complIance th.Jt is to be requHed for accredll.1­
lion. Two chokes are possIble concerning :'>tardarJs they lllay he 'iel ,\1 ale\lel
representatIve of some level of current pl3ctlV, 01 they may be set at the It.'vel
repr~sentative of current knowledge and belwf as to what good and efT'cctlvc
practice should he. It IS generaJly agreed that III most are~s of hUlllan :-.ervlce­
and cenainly thIS IS trul~ Df servlce~ for the developml?lltdlly Llisablt:d -CUfJl:nt

practice lags far behmd 3vauable k-nowledgl' Smce published standards in­

evitably serve as guidelines tor the Jeveloprnent of future programs, as Ivell a~

measures of the adequacy of existing (lnes, It was the (OUIll Il's decisloll thai Its

stanuard!i should represent what the best avaLl thle cUrlcnt knowlrdge and prdc­
tice hold to be necessary or deSIrable for prc,vldlng a fuUy adequiJtc program.
The partlcipatlOn of practitioners III standard, developmenl assured that every
standard is currently hemg met In at least one faCLllly. and SlJ long. (is ~H1Y facLll1 Y
can L:omply with a desirable ~t::lndartJ (here LS nl) reason, In prlllclpll~, why others
should not do so, or why consumers shoulu n'll expel:! them to dll '10, or why
consumers should be satisfied With less. Con~ldeflng the varJabJe level (If ccr­
tamly with which l:Ompllancl~ with mtennedi;He-objecllVe slandanJ:-. lHay be reo
lated to aduevement of u!Lunate goals, howevl'r, the standards are dlvlded lJll0
those believed mandatory or essential and those thought de~Hable 01 recom­
mended, in order to proVide J fully adequate program,

Once the level of stannalds has been eslabbilled, the degree of lomplJ<Jnn.'
that is required ror accreditatlOn may be set at the leveJ of L:ompJJance ex.hlblted
by the least-complying member of the group, (,r numbel, of lacllitH's one Wlsttl~S

to accredit; or It may be sel accnn..ling La so ne ueslred lev'el of adequ3cy lll'
program Wlthoul referclll:e 10 the number of faL:iJities tll<J( achIeve it. The degrf"c
of compliance may be established, in other we rds, so that allY given prop'JrtlllTl
of existing facdltles may qualJfy, or so that Oldy those that proVIUl' iJ pr<1gr<:lln
defined as adequate may do so. The number of accredltahle lacHillcs, tJbVl(lIlSI~!,

is a function of both the level of the standards and the level 01 L:ompllall(t
required for accreditation: and the determlnatllll1s of these two level~, therefufi.',
are inseparable interrelated.

The fundamental purpose of aCl:fl.'dltalloll, as the COUllCU VI~W" It, l~ lhe
Improvement of services to the consumer, and the leveJ of requlreJ compltdlll"e
must be set so as to best accomplish thIS resulr AccrethlatlOn IS also mtended,
however, to proted the consumer by identIfying high-quallly fi:lCllltil'"" ane hoth
the required level of compllanl,;e for iiccredltallon and [he wQ'y III which acut>dl
tatlOn js presented to the public must also realize thiS goal.

It may be argued that 11" accreditatlOn IS Ilmiled to the lew facilities thell
provide the highest level of servk:e, other fa<:Llities Will Ilut be rllll[ivateu [ll

improve their servIces so as to achieve Ihe distant goa] of acuedHi.lllLlIl, iJJI,j thed
the most effective approach 10 unprovmg services through a,:credilatlOlI, there­
fore, is to establish Q level at whjch 1ll<lny fac.llltlt:s can quaJify, and thelllalse the
level so as to lead these I,KUI!ICS to Illiprove tht: II SC\V\CCS HI Ilruer td rctalll tht'I,1
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accredltatlon. On the other hand, most leaders In the field would probably agree
with a recent public statemenl of the Ex~cutlVe Director of the President's
Committee on Mental Retardation thar "very few" residential facilities for the
retarded presently mamtain "adequate standards of heaJth and treatment," and
it may be questioned thiJt Jess-than-adequate facilitLes should he awarded the seal
of approval that accreditation mevltably impJies. If accreditation means to the
consumer (or his representative) that he can feel some assurance of obtaIning
adequate services from an accredited facillty, can accredHatlOn of a less-than­
"dequate facility be countenanced? Fmally, accredited facilities are likely to be
taken as models for others to e'TIulate, and should anything less than what the
best current knowledge and practice allow be pennitted to serve as such a
model?

WhUe dIScussion of this Issue will undoubtedly contmue, for the present the
CounCil has taken the posltion lhiJt the bestowal of accreditation must attest to
the demonstrated delivery of adequate, effectIve serVIces to the reSIdents of a
facihty. The fact that a facility .lpplies for accreditation "nd voluntarily subjects
itself to survey, however, lS obvious evidence of its striving for excellencc,
whether or not accreditatIOn IS achieved, and every facility that opens Itself to
the Council's scrutmy deserves public recogmtlOn of this fact. The award of a
certificate of accreditation is nl)t, and should not be thought to be, the sole
reason or motivatIOn for applying for a survey. The councLl is studying, however,
the possible advantages of proVIding for levels of accreditation, rather than only
accreditatIOn or nonaccreditatlC'n. It might be possible, for example, to recog­
nize a less-than-fuU-accreditatlOn status that would acknowledge the demon­
strated effort and Intent of <J facility to offer adequate servIces, without
implyIng to the consumer that adequate servIces :lre presently avaUable from the
facility, or inferting that the facihty should be taken as a model that others may
emulate. It should be noted, IT, this connection that all accredltfltlon IS condi­
tIOnal, In the sense that its retention is dependent upnn continuance of compli­
ance With the standards and upon annual or biannual resurvey; and during eiJch
resurvey, attentIOn centers on Improvements accomplished sjnce the previous
assessment

INDEPENDENT, NATIONAL, VOLUNTARY ACCREDITING BODY

It should be apparent from the preceding that if standards are to be effec­
tive III ensuring quality serVices, the body that sets standards and reqUIred com­
pliance leveJs nlU'it have the f1exlbilJty to change standards and levels m response
to changing knowledge, cundItlons, and needs, and especially m response to
experience WIth the applicatIOn iJnd use of the standards. The standard-setting
body must also have the Oexlbillty to assure appropriate participation in stand­
ards developmen1, review, and revision. Gmernmental licenSIng, primarily con­
cerned with the avaIlability of fssential environmental factors, and mtended to
assure minimum capability to offer services to the public, IS surely relevant to
consumer protection. The flexibility necessary for setttng and maintaming effec­
Hve, detaIled, programmatIc standards, however, IS more lIkely to be possessed
by a voluntary than by a governmental agellcy. The Council therefore believes
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that such standards arc best set by an indepcndilllf, tl(J{f(/llal. voluntaryaccredll'
illg body, composed of representatives .j{ both the providers and the consumer:;
of the services covered. Through thIs unified approach, also, the IllerfJClenl

proliferation of stand;Hd~ can be' avoided. TIle accredItation i:lwdTded bj' all
mdependent body, atteslmg that il faciliTY rnt'cLs relevant ~;tandards, may, of
course, be recogmzed by gavel nment. 35, for eX;lmple, In certifYing eligIbilIty fOl
particIpation In public fmanclal proglams. Ever If accredItatIOn IS not achleved,
a survey may provide eVIdence that supports (he efforts of publicly-operated
facilitles to secure ne~ded changes or Illeccas-cd resources fromlegIsJatlve bodles
Consumers can assist facllltIes In this regard by encouragmg their partICipatiOn III

the accreditation process. FacIlitation nf coopnattve relationships with Uillver­
sIty and other profeSSIOnal traming programs, which are themselves IlrIki'd ((I

voluntary accredltatlOrJ, is yet another W::lY III which accredItation ot a fac1lily
may help to upgrade Its services.

SUPPORT FOR THE AC/FMR

All these approaches are antH..:ipated in Ihe prugri:lITI of the AccrcdllatlOll
Councd, which represents a parlnershJp 1)1' pr wlders and C'Jnsumers, ,lcllvely
supported by governmenl, i:lIIJ working together to llI1prOVe services tIl tltt~

menL..dl~,.. retardeu i:lnd developmenfally disabled Since liS formatIOn the CounCIl
has been Hni:lncially supported by the Social i:llld Rehabllitallon ServH:e 01 11ll'
Department of Health, EducatlOll. ilild Welfart (wlIh current grants from tht,
DIvision of Developmental DIsabilIties), by cOlllribuLlOns from each 0f It:; flvl~

Member OrganizatIons, and by contributIOns f!(lm the Jomt CommiSSion (whose
Corporate Members are the AmericJn College of Physlclans, AmeTlcan ColJegc o~"

Surgeons, Amencan HospItal ASsoclillj~ln, and Amencan Medical ASS(ICLallonj
Fees paLd by faCilities and agencies pillliclpat ng In the accredllatlon prxe~',

parthdly defray the co<>ts of the survey. All rdevanl sector~, thu<> share 11\ tht·
Council's commHment to develop and Jmplern~nt standards and survey proce­
dures that Will en&ure the delivery of qU;Jhty "ervlces to perso1l'> with ment..J1
retarda110n and other developmental dIS<lbl1l[le~.

USlIlg these techmques, accredltallon ..::m p11ltcct the cunsumer hy Identify
IIlg hJgh-quallty taci.l11ies, encourage proViders to mallltam hlj~ levels of servlu'
for the consumer's benefIt, and furlll~h the facrllty or agency W1lh eVldell':c- (II

i:IccountabIlity to those orgalllldlions and InJlvIUU<lls who support II, and whum
it serves.
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In the past few years, seveJal new concepts and problems have emerged in
the administration and delivery of services for the developmentally disabled. It is
no longer possible for planners and admiDistrators to be concerned with only a
single traditional kind of program; they must also be aware of the wide field of
social forces in which they operate, and they must have the skills to deal with
many aspects of that broader Held of forces in greater depth than previously.
Before ldentifying some of the new skills required, it may be well to first explore
some of the new trends in the d~hvery of services and in administration. First let
us look at some of the new trends in services, for example, court decisions on
"Right to Treatment or Education."

A notable recent (rend has been the affirmation by many courts of the right
to treatment or education of handicapped persons (Alabama and Pennsylvania
especially). Some of these COUI t decisions have been directed to single institu­
tions around single individuals, while others have been the result of class action
suits against entire agencies requiring them to show that they are producing
adequate treatment or education for all handicapped persons for whom they are
responsible. Most of these decisions have required evidence of a specific plan of
services (treatment or education) for each handicapped person. In addition,
some courts have spelled out ~taffing ratios and certain operating procedures
that must be demonstrated as evidence of adequate service. Persons are no longer
to be held in institutions without evidence that such treatment plans are being
implemented.

Aside from the skills for responding to class action law suits of this kind,
these trends require skills in developing and implementing treatment plans for
individuals. Now we must have the skills for planning individualized programs
with time schedules and with outcomes that can be monitored to assure that the
plans are being implemented. No longer is It sufficient to have only general care
for all handicapped residents lD institutional programs or simply to include
retarded youngsters in the regular public school programs. New planning, record
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keepLng systcm~, and nlUnilurlllg "kills Illllst be dt'v~l{jpl:u 10 meel th~"l' Je
Il1Jnds.

Another aspt.>L:l 1)1" lhe HUI1l<JJ1 RJglll~. III0 \t: me 11 I I" the re~ftlrnlJlllJ]I 1)1 lhe
righl of the hJndJCappcd 10 jHlVJCy, peIS(Jnd: Jlgnlly ...lnU <1 bette' 411~llly III

life -especially In lIlstllulJons. We CiJll 1l0lollge, 1Olcr;llC gang balhr\)om", U"!l\1 'I·

slup of residents' m._IlI, Lirah UJlIflJflll·llk,? c101hing, Jnd rcgJnlcnted dally living
schedules. Program bIders musL bt' ;Iblc 10 i.Jr!:L:ulale the elelllents th,JI nl,lke lip
a Jughcr qualJty of life; tfley IlJUSI Jlsl\ e:-.l:Jbll:J1 procedure:-- til """lIfl' LlIdl Ihc..,l'
elements are present despite IlInltJllOns nl fCSOlllces

COMMUNITY BASED PROGRAMS

CJoscly related to the '''flght to trc',ltmcnt ' t1CCI'iIOIlS IS d new In()venwnr I(I

IOl:3te progrJms for the hanulcappeu Irl the Cl'lllmunities. Despite lhe (:w[ th,lt
there lS an incrcaslng number of sevnely ar,d multiply h.mdll3ppcd rl'l~(JIl~

survIving past lrIfancy, lhere IS il trend r'J 11311 the dcvelopl~lenl of ,Iny tUltlt,~r

Inshtutional facihtlcs and <l ~On(OIlIl!Jnt ~(rllrr to encourage and .ISSIS! I;Orll­

mUnities to provIde a wide range of ~(:rvIC~S so Lhdt lhe handicapped II laY rCI1l,lllI
in then own homes and CUninlUnltlC'5 Jnd live J", nurm,,!1 a I1fe as pOSSible There
has been a great acceptance llf the C{llh.:~pl lot helping the person with ~()Illl'

residual disablhty 10 t"undlun al his besl pusslble level al h0rllC S~h()ol<j. hll~,l­

nesses. mdustnes, churches. and sOL:lal organil_<lllollS ale milch Inurt: wlllillg. III

serve the h,mdll.:apped who Illst J few ye~Hs igll well' excluded he'::lIl'>v lilt y
"were of below average 1IIIellJgeIH:e" or "f10[ fully <llllbulatorv .

These trends require a ....... HJe r<Jngc of new I umpelendes lor the agencle~ JTIlI
professlOns that work pfllmmly with the handH uppcd. They ,Ire leal nmg tl' WOI k
Wlth Jay groups, conimulllty agencies and the public at large rhl~ requIJc",

commumty planning sktlls, (onsultalJPn ~k.uls and edul:atlonul skdls Iht: skills
directed to helpmg the staff persons ul vanous agenclCs to know how to Wlil k
with the handIcapped III their legular programs and the ahlll!y hi help the
general publIc to understand and accept the h.lfldlCappcd In the c(lllllllunlty. It
requires skills In commumty development and advocacy tn get ne .... rE'S( IlILes,
faclhties, and services for the handlcJpped III the commullity and [0 change
rules, regul"t1ons, and poJlci~s that forrllerly blocked the developmcnlally dis­
abled. It also requires sktlls in the use of th~ m"dia, m worklllg WIth tile political
and l.:lvic leadersrup or the comrllunlty, III lISLI g consumer groups, Jlld 111 work·
ing with courts and uther rarts of lhe c{,mrnunlty WI, h whlcll we hJvt~

custumanly had httle to do.
Furthermore, as :-.erVlCCS Illove ILl the LLlll1rllunilY k ....el , we see the <1l1ldlg.1

matJon of i.I varIety lll" publIC ,mt.J voluntary ag"llcIC:'. Ilnked 111 pruvH,"hng Sl;rvlll':-'
fOI the handicapped. ThiS requires <J v<Irlety 01 lnLemgency ("onlracrs Jlld (l~rL"_'

menrs for funds, servICes, ;tIld records The owraJl program admllll'>trator JrW',[

have the sklJls to develop ant..! mOllltor Lhese ourchase·of·servJce ({llltrJC',S and
agreements. It IS no longer sufliL:iclll for hIm to he concerned only wllh the leg,d
and finanCial aspects of Jus own program. For the voluntary agency there rnu·,t
be new skills of cuntractlllg lor cerlilJll service:: ,Hid assurmg that those selvlCts
are deh ....ered and linked accordlllg 10 lhe tenns of the contrdct TIll'S kind nf
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accountability to an overall program admimstrator has not been characteristic of
most voluntary agencies.

MANAGING MORAL DILEMMAS

The presence of larger numbers of severely and multiply-handicapped per­
~ons in our SOCJcty requires e"en greater development of lughly sophisticated
professional skills for working with these persons. In fact, our technology's
fabulous success In mamtaming life In some of the very severely disabled persons
has raIsed serious moral dilemmas abou t whether we should apply these tech­
nologjes to maintain life at all costs. While this kind of moral dilemma is not
unique to the developmentally dlsabled, it does have specific nnport for workers
in this field. This requires deftness in workmg with f'milies of the disabled 'nd
with staff persons when these Issues anse. The lssues are legal, moral, reli·
gious, cultural 'nd psychological. Closely allIed is the need for genetic
counselmg-skilis wluch have generally been reserved to only a few specialists,
but which now are bemg expected of more and more workers.

UMBRELLA HUM,\N RESOURCES PROGRAMMING

These new concepts and trends 10 services reqUire new trends in program­
ming and administration, and we fmd that another host of new skills is neces­
sary Perhaps the most overwhdming problem here js the movement to plan and
program a Wlde range of pubJ lC human servlces programs together at both the
~tate and Jocal levels. Until very recently most human service programs were
planned and structured according to narrow categorical programs-mental
health, mental retardatIOn, crippled children, tuberculosIs, etc. While there are
some exceptions, there lS now a trend to plan, finance, and structure publlc
programs under much broadel groupmgs. The concept of the developmental
disahilities is one mamfestation of that trend. However, wlth the Allied Services
Act before the u.s. Congress arid with new Deparlments of Human Resources or
slfililar composite agencjes in nearly half of the states, there is an even stronger
need to incorporate developml~nta1 disabilities within a broad human services
framework that includes healtll, rehabIlHatJOn, welfare, and correctlons as weU
as mental health, alcoholism, drug abuse, and aging. At Ihe same lime, there is a
Jrive to locate the initiative for statewlde plannmg and development of programs
at the state level-in commlssl0ns and counclls as well as m the state depart­
ments. This IS somewhat different from the usual establishment of a state plan to
which local proposals must conform. Rather, It requires an actIve reachmg oul to
help local communities to develop and carry out theu plans and programs. In
addItIOn, there is a strong cxpectatJOn that both state and JocaJ plannmg and
programming will include substantial consumer mvolvement.

HUMAN RESOURCES PLANNING

These trends requlfe many new skills. Chief among them are skills for plan­
ning, but especially in relatmg to a broad range of human service agencies, JocaJ
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governments, citizen groups, voluntary agenLie:., consumers i:lnd tundlllg sources
More precisely, we musl develop skJlIs of advocacy L11 tht broadest sense qf
encouraging these agencies and gruups lO get together and IIlHl.HC planllUig Jnd
programming on behaJf of the handicapped. B-Il we must also have the tllnalkr
skills and knowledge to parLiclpaLc ill planning ami programming for nthcl dfta:-.

of the humiJll services for which we have not lradillonally had much concern
the poor, the aged, the offender, etc.

CONSUMER INVOLVEMENT

We need also to develop sensitIvIty and ability to work IN1th c()nsumer~ and
citizen groups--especially those from minorlt!es-so that we truly encourage
their contributions and participation m plannillg and operatlng SeIYIL't.~S F'lofes­
sionals and adnunistrator~ have traditionaJly been the experts who "knew It a1l '"
and who prescnbed and gave orders fur c!lent:" but most at them have had 110

trairung for the role of eliciting and allOWing consumer participation In defmmg
problems and setHng plans. This IS the age ot the consumer, and these skills must
be learned by the professlOnaJs who wIll wurk L.I1 programs fOl the handICapped
so that consumer participation works al more (han the token level.

MANAGEMENT BY OBJECTIVES

At a more specilic level l)f program planning and admlnlstratlOLI, we lmd
severaJ new trends. One of these is Ihe trend t) some kmd of "managcnu"nl hy
objectives." There are many iJpproaches-Plogram Budgeting, Program FinanCial
Planning, Key Factor AnalySis-but aU have III common the nut Ion of s['elhng
out some kind of program objectives 10 be acc(lmplJshed with the conespondmg
budget costs. Most public agencies are movmg SI rongly <lway from the rraditJOll,tl
lump sum or line Item budgets to some form oj program budget. Admlnlstrat(H~

and staff must learn the techmques of developing and e>:ecutlng J. pwgram
budget. In the most sophisticated of these te,:hmques, the objeclives mllst be
stated in measureablc terms of outcomes to h~ atlamed for the clients--llot In

terms of services proVided. TIns is often extrcrlely difficult to do 1Il Iht~ human
services and especiaHy for the handicapped It IS partJcularly difficult for mo:,t
professionals who are accustomed to thinking and beIng p:lld In terms of the
services they proVide rather than in temlS of olltcomes <Jttamed by then Client:,
These new management techniques lol..:uS on ,·ost effectiveness rather than on
professional perfection. 1ltis often requires profeSSionals to think mOle m terms
of offering consultation and education (0 Lumly members and to lesser l1alned
workers rather than sperldmg all of lhelr (illle In direcl dlen! 'iCrVICes The
administrator will also need to be abll! to pel~uade the plllfesslonill" 10 lllake
these changes In thelf roles 3nd melhod~

MANAGEMENT INFORMATION SYSTEMS

CloseJy related 10 these new frlnns of nlanagement hy objectives IS the
matter of newly developmg Management Jnfomlation Systems. The record keep­
mg and data systems in most human st'T\'lce plograms, and espeCially tho~e for
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the handicapped, have been almost useless. They ha~e given us little more than
just gross totals of the numbers of persons served with only the crudest data
about the indi~iduaJs or of the services, costs, results, etc. Sophisticated record
and data systems closely related to objectives are being de~e]oped In many
places. Most are computerized Jnd require a fair degree of technical skill, espe­
ciaUy in their usc for management and evaluation purposes. SelectIng key man·
agement information items and. the analysis, correlation, and interpretation of all
of these data will require sophisticated sk..iUs on the part of program planners and
managers. Skills of data management for program evaluation and admmistration
are almost universally excluded from the profeSSIOnal training of all workers In

the human services today.

NEW MANPOWER TRENDS

New Levels of Workers

Besides the important functIOns of data management and budgeting, the
other major function of adminislTation is deployment and use of human re­
sources-the personnel function. In the area of manpower there are several new
trends. One of these is the dewlopment and use of new levels of workers in the
human services.

In institutions we tradilionally hi:tVe employed only a few full professionals
and a large number of aides or attendants who had no formal training for ~heir

work nor any status m the syslem. Now we are developing a more coordinated
manpower system for the human services, including. (1) New Careerists,
(2) technical level workers wilh cerllficates or associate of arts degrees from
two-year colleges, (3) associate level workers Wlth bachelor's degrees as well as
(4) the professionals. Commumty programs as well as institutions are begmning
to train and use these workers. Some programs have been very successful while
others have failed badly in introducing and using new workers.

The Generalist Human Services Worker

In some places the new w,)rkers are used only as aides or assistants to the
professionals, or they are given only limiLeu or menial tasks and responsibilities.
Some places have weJl·developed career ladders for these workers: others have
only dead end jobs. Many of the more successful programs are training and usmg
the new workers as "human service generalists.'· These workers are aSSigned to
work with a small group of clients and their familIes 10 get to know them and to
help them in the /Oraliry of their problem-whether the needs are medical,
educaliolJal, nn~ncial. occupallonal or whatever. The worker plays whatever
roles he can to help his client; he calls on consultation from specialists In rhe
~arious agencies when he ne~ds iI, and he refers to specialists when it is required.
But even then he retains a close contact and relationship with the client which
enables the client and family to feel that they have a personal agent workmg on
their behalf in the maze of agencies and profeSSions, to listen to their problems
and to represent their specjal concerns in the overall planning. ThiS is often the
best way to dell~er the professjonal expertise of the various speciahsts rather
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than having each speCIalist spl~rH..I hJS limited prufessJClflClJ ILme with the dll~1l1 111
somewhat disjomted one-to-one seSSIOns In the I,sua] prolessl\Jnal pallun

All of thIs use or new levels <lnd klnd~ of human servIce workers wL11 wqUlrC
skills !II staff supervlslun, COnlll1UnlCallOn and :onsultatJon (If new 'll unproved
kmd:-. In addlllDn, ;JdmlnlSlralurs will neN! specIal skills h)l \nlff',d\Il.'\1l~ the~('

new manpower patterns IIlto lheir prngraills.

STAFF DEVELOPMENT

Another majOr need of i.ldrnintstlallOll III Ihe arCJ or personnel I" rhe wJwle
maUL'] vI' stJff development. The newer skills ;tnU ll'lhnlques th;l! have hccll
IisteJ above must be laught to prufCSSI')l1a]s and other wlJrkcr:-. ('OlltInUlllg

educ<ltion plograms must be Jeveloped III sf arpen and Upd3tC !tl!' ~k111) \It
eXisting slaff New wnrkcls will h;Jve Iu be tldm'd (sI1meLLIT1c~ IIlln~rvll'" CdUl'l­

tlOll plOgrams) lor theu Jobs. O,her~ will reqlllre ()rH~lllatlun ttl Ilew Jlwgra11l
directions and agency prucedures.

The skiUs 01 pJanning and carryIng out cOlltinumg educatIOn tor tt.:chlllc<J1
competence III clilll~aJ work arc complex enllugh, but they an~ only J p:Ht ur th~

needed staff develuplnent skIlls. l-'erl1aps {al IllllfC 1m PO! tanl art' ll\l~ skJ!:, InJI

mus1 be dcvclopt'tJ fOI overall program plaflJlmg dlld dUll1lnlstratJOJl. Must IHganl­
zatlOn experts feel that the 3utocratic manageflal style in whJCh everythmg IS
decided and hantleJ down frulll the tllP IS III It til(: most Jpprnpflate style tor ttll:
human serVI\;es RJther SOlnc ['orm of par liLlpatlvc planning, rrogralll de\eJop­
menl, anJ man.Jgemenl IS morc lJkely (0 lHeel lUnJilll needs Hl)We .... er, ver'''' fev,
human servIce pmfcsslonals have the tramlng to be ilbk lu lead ur function
effectIVely III this kind of organiZaliun. In fae, there are even subtle bldses JI1

many of our profe~siondl schouls Jgallisl seledmg person:-. mtu baSIC rllufe"~I(Jnal

edUl.:Jtiull who rnight hJve inclUlJtlOllS to use Ilartl(lpatlve l1Ianagernenl style;:.,.
Thus a major skill III stJff development which '1,1111 he rc~uHf'd of e.... ery level 1)'­
manager JS that of urgalllZJtlOll dcvelopmenl-h:lpmg all levels ur admmlstra[OI-~

and supervisors lei be able to partIclpJte In :.ettmg uhJectlves and PrlOJ lllt~S,

plJnnlng goals and program'), <':l)(.)fdillatlng errol ts and reIDapmg prugr.lms h<lscd
on sound data about IhcH effecliv~lless. n,ell we shall hav~ trut' lllJllJgelllrll[

teams with partlclpat1vl: management.
Several lllllVCIsitie') offer l\}U1se" Ir1 aumiTlstrilt1un thaI cover l1lallll~1 the

mechalllcs of JdmlnistrJtJOIl (budgets, Illvcntollcs, pcrsllllnel pruceJures, de)
and ignore some or the more lmpurtant aspeds such d~ SeltliLg polley, deflllln~:

the philosophy and ubJectives of the orgalllzatl')Il, personal slyJe" 1'1 ICJdershlp
and hringing aboul chdnges ill organi.zdtlulI~_ T,) some extent the c:xpertlse l"UI
many of these broader aspects of admlnJstratlon IS gained ill the fIeld rCither thall
in the university. P~rhaps lhere should he a mudl closer tie betwecil the ufljver
slties and the field Inr traUllng In aJminislrallon especially in staff d{'vclupllleni
for persons already in leadership pOSitIOns In the dgencles

The newer trends III services :.Jnd admlnJstr;ltlon of progr.lIl1S for [he lundl­
capped have been discussed, <lod some of the lew ....kiJls needed to meet Ihesc
trend~ have been IdentifIed



Conference Proceedings

REFERENCES

475

(l) "Wyatt vs. Stickney," DecisJOn of Judge Frank Johnson. U.S. District of AJabama,
Northern Division, April, ]972. Civil Action No. 3195·N.

(2) Roles and Functions for Mental Health Workers, Southern RegIOnal Education
BOiUd. Atlanta, GeOJgJa. Dec( mbe.. 1969.

(3) McPheeters, Harold l. n,l' Office of Staff Dl'IIc1opme'lt In a State Mental Health
Agency. Southern Regional Educallon Board, Atlanta. Georgia, March, 1972.

(4) P.E.P. (Program Evaluation Project Reports). Funded by National Institute of Mental
Health, MenIal Health Suvlces Rese3Jch and Development Branch. Grant
No. 5·ROI·MHI678902. 501 Park Avenue South, Minneapolis, Mmnesota.

(5) MultI-State /,,!onnation Systlm Ove1l'leWS, State of New York Department of Mental
Hygiene, Rockland State Hospital, Research Cenler. Orangeburg, New York, 1970.

(6) Program and FJfJonciJ11 Plan Jr','anum and GUldelinef, SOCial and Rehabilitation Service,
Community Services Branch, Washmglon, D.C.. 1972.

(7) Ia.relt, Irwin M., Raden, Daniel W., and Longhurst, Philip. Key FaclQr Analysi~,

Jarett, Rader and Longhurst, Managers of OrganizatJOnaJ Systems, P.O. Box 2731l,
Raleigh, North Carolina, 1970.

(8) Allied Services Act, U.S. Congress, May 18, 1970.



Conference Proceedings

Developing Cooperative Efforts
Among Public and Private Agencies

Rolf R. Williams

477

The subject under dIScussion is probably the very root of the whole new
planning mechanism created by the Developmental Disab~ity Act (DDA). It is a
further continuation of the interrelationship that has been occurring during the
past 15 years between public and private agencies serving and planning for the
handicapped. It IS vital that we begin to clarify these relationsltips and look at
them in the light of the period ill which we are hYing.

During the past ten years we have been working in very foggy areas in these
relationships and have parlicipated in what I refer to as "personal diplomacy."
Personal dlplomacy IS one in which a particuJar personality from a voluntary
agency, usually un the local lewl, creates a relationship with a public agency to
further advance funding for programs which the voluntary agency is operating.
This created a situation where we found good cooperation between certain
voluntary and public agencies III one community and programs supported by a
combinatIOn of public and private funds in that community. It is impossible to
duplicate the same situation in another community due to personalities and
variations in the public and private agencies. TIus type of diplomacy can no
longer be lolerated. Both the public and private agencies will have to have a
lhorough understanding of their own goals, policies, direction and funding. They
will have to develop the same understanding regarding aU of the agencies in the
I.:ommunity which make up (he lotal service system for (he handicapped.

In this light I would like te. go into some specific methods and philosoph,es
In whIch this cooperation can occur. Due to my background and particular
interest I will focus mainly on 1he responsibIlities of the voluntary health agen­
cies on the local level. However. the concepts w~1 hold 'rue to a great extent for
the public agencies and state anel federal levels as weU.

The private agency must have a thorough knowledge of what role and
direction it will play in the community. It will have 10 emphasize one of three
distinct roles and clarify its policies in each role as they relate to public agencies.
The roles are different and they require different types of relationships with the
public agency.
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PROVIDERS OF SERVICES

In trus country the mosl popular role uf the prlVJIe agertCles mvoJ"ed III Ihe
DDA mechanism would be the role (If provider of direct SI~rVLces III a speClllC
clienlele. These services ran be workshops, da~.' care centers, rehabilltatJOn cell­
leis, diagnostic cenlers, ctc. These ~erVlces pJ ll::e the volunlary organization III
the role of a vendor 01 contractor 10 a publJe a~~ency In most cases. A~ such, th€'Y
are under the mandates of the agency 10 whJch they are :ieUing services. The
agency could be a department uf vocatIOnal [t·habLlitatlOn, legjonal MR (enter,
social welfare department, public school, or others. In thIs roJe they It.lve all
ancUlary position 10 the public agency 10 whIch they are providing selVJee. III

this role they are partIcularly obligated to know the function and the purpose of
the public agenl,,;y with which they are workIng and be forthflght ill the mll)fma­
tion they supply the agency, the result of lhe program ,md the requesr tor
ongoing growth and expansion of the s~rvlCe. They must be aware of the ,;hang­
ing nature of the public agencies. They cannot ~xped one public agenl:Y to rned
every need of a particular developmeutaUy d Siibled population. for lnstance,
day programs for adults cannot he provideJ only by VocatlonaJ Rehabilitatioll
but must Involve Adult Education, Social \\elfare, and Park and Recreatwll
Departments. Much cnticlsm of DVR III the pJst has come because thiS agency
dedicated to vocationaJ training was expectt:d (0 Involve Itself WIth J non­
vocationally oriented populallon. We all have :lIuddled the water In the past t·y
forcing particuJar agencies into providmg serv'ces, mto buymg services, or Inlo
supporting services which they were nDt legall:; nor phl1osophlcally eqUipped 10

handle. Remember, I am speaking oj the voluillary agency playing the role a~ J

provlder of services at thi~ pomt.

ADVOCACY ROLE

The voluntary agency may take the primary role of an advocate 01 a catJly·it
in the community. As such, they will not be seiling services to a public agency
and in such a role the Situation becomes aJmost the oppo';ite uf the previolls
role. They will have an obligation to criticize, to IIlvestig.lte, and [0 IIl1tlale
changes in the public agency. They will also take on the obhgation of looking <It

the programs which are supported by the pUb)lC agency Th"y wl1! also look at
the philosophy and legal foundation of the publiC agency and work for change,
in them. They will be ~onstructive III their crili( Isms but will not be m a pOSitIOn
to be fearful that someone might disagree with their Lflticism of the agency and
cut off their funds. This LS a very dynamic rolt' and one in which the National
Association for Retarded ChLidren, United l~crehraJ Pals~', and others ha .. e
cJaimed as a part of the natlonaJ, stale, and local policies. but have nol leally
taken it on as a dynamic challenge al this poinl. I think the change In <upport "I
programs to more of <.I tax supported system ( f services will demand that molt'
voluntary agencies take on this role than has. bt"en (he case m the past However,
this will require a great deal of change of thinlung on the part of the voluntary
agencies in the way they view their own roles, the way they seU themselves III

the community, in the staffing, and In their entire purpose of being.
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The third type of voluntary organization is one which I will refer to as a
transitional type. This will be rhe type whIch most groups will become during
the next few years. It will allow them to maintain their image as provIders of
direct services in their communities and will also gradually make them more
viable in the advocacy role and in total community planning. This will be a very
trying period for all voluntary and public agencies in that the switching of roles
will be very traumatic on both sides. It is likely to lead to confusion, hard
feelings, changing bases of support, changing leadership, and other factors. The
private agency will take on direct services only as a demonstration project with a
definite goal and plan for the absorptIOn of the program by the public agency.
The private agency will possibly supply funding and the local share of grants for
public agencies to enter a new program area. It will insIst that when fh.is IS done,
staff and volunteers must be 11 a policy-making positIOn as it relates to the
program they are funding.

The voluntary agency is going to see the growth of permanent pubhc serv­
ices to the handicapped. They will have to begin to insist on permanent fundIng
and much less reliance upon grants for demonstration programs. I feel in the
tranSItional phase this will occur very rapidly.

Volunteers and staff of all voluntary health agencies concerned for the
handicapped must in the next year discuss the type of agency they want to be
and clarify In theu own minds their philosophies and long-range goals In relation
to these three roles. At that time they must begin to communicate to the public
agencies and other private agencies what role they intend to play in the develop­
ment of services in their community. They can receive help in determining this
role from other agencies, through coordinating councils, through personal con­
tacts and through a study of the developing service systems in the area. Through
this process they will gain more understandIng from SIster agencies both public
and private and build better relatIOnships. I must state here that goals should
never be so solidified that they ,;annot be changed with the times. Only through
this basic understanding and coordmatlon can agencies, both public and private,
begin to relate to each other in a trusting straightforward manner. Unless thIS

basic role is understood, there will always be the wOTlY of hidden agenda when
the private agency speaks. We cannot eliminate thiS factor but we can begIn to
modify it.

There are cel tain factors that aU private agencIes must understand as they
enter agreements or relations With public agenCIeS no matter which of the three
roles they take on.

They must understand the legal, political and ph~osophical base of the
public agency with which the} are working. This includes the influence of
federal, state and local legislation, as well as administrative policy, philosophy
and internal conflIcts that go on WIthin the agency. By internal conflicts J do not
mean personality conflicts but legitimate swings in basic philosophy of which we
are apt to be seeing more of in the future. For example, what wUl the change in
the VocatIOnal Rehabilitation Act mean to the philosophy of the lme worker in
your local vocational rehabilitatwn agency? A voluntary agency planning to use
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the Ilew Vocational Rehabtlitatloll Act verbiagE rnlJ~1 understand this tactor
The voJulltary agencies traditIOnally havf not been involved ill long-range

budgeting or planning. Most of them budget 'md plan for a year at the most. In
the deveJopmg interrelationship between public and private agencies, the private
agency will have to understand the budgetmg ,lTocesses of public agencies whkh
range from 18 months or 2 yeaTs to as much as 5 years In some cases. This means
that input from a voluntary agen,y, whether il be program liT budget, to the 1:IX

suppoIled agency will have 10 occur long beh're the effecti ..e date or thl~ fiscaJ
year. This IS the only way thaI the consumer input can be ,~ffectlve. whelher it
be <IS an advocate agency OJ as an organizatic1n providing direct services to the
handicapped and the public agency. It Will be ,me 01 Ihe mon difficult Items fDI

us as Developmental Disability Council members and others Involved In any
DDA mechanism to get used to. Planning will have to be done two to threl: years
in advance. Most of us are su used 10 puttlJlg oul day-to-day fire" lhot it IS

difficult to look that far ahead.
Long-range planning also implIes that we might well rf·fuse cerlain money

for momentary gain. We iH. planners must not use money for programs lllllJl nur
pJannjng is advanced enough La give us good prJolifles for spendjngjust muney.
For instance, constmctioll money and DDA grant money spent too early could
perhaps continue a system of servICes that is aJready twenty-five years Ilut-llf­
date. In such a case we might do well not to spt~nd the money until we can find a
new system of servlces that is more applicable to the communJty and currcrlt
thinking.

With the changing relarionship between public and pmate agencies, II will
become more and more vilal that the public agenLles, whl~ther on a nation,d,
state, or local level, proVide their members with up-la-dale, correel lnfonntllHlIl
as TO how legislative and administrative polines will affel:t Ihe legaJ-finannal
status of aU public age noes. h IS very frustr::,tmg to wurk WIth a local I)llIwLl
Cerebral Palsy afWiate that has heard that something could be done under Ihe
Social RehabilitatIOn Service Title XVI funding m another state or county, but It
is illegal or against regulations or policy In ihelr state or county. They !nay
accuse a local welfare chief of draggmg his fef't when il is completely out of hIS

hands. I feel tlus factor should have more influence on the way we as vollinlalY
agencies distribute information from national and state otfices. This requires
thaI we n1ust develop volul\(~ers and staff 'vlth a great <leal more lechnKaJ
knowledge of go...ernment anti public agencies' f.JroceLlulcs.

Related to this has beell our almost complete failure to give constructive
input into the development of gUidelines and policies to implement new legisla­
lion on all levels. We have strenuously worked to have certain leglslatlon passed,
but we have forgotten about it dUflng the perIod of developing gUldelin~s and
admimstrative procedure and have ended up '" Ith the Opposlte effect than th,lt
for whIch we worked.

Voluntary agencies in the new partnership will have tu become more aware
of lheir relationships with <lther such agencies on the cOlilmumty, stale alld
natIOnal level. ]f ltus awareness is reached, II wUl bring about coupelatJOIl 111

services, legjslatlVe aclivilJcs, public education <Ind other area:; which will provide
betler services to the handIcapped. However, e'/cryune working in these agencies
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is aware of the underlying need to certify ihe existence of iheir agency to the
public and to the government. I am sure all of the voluntary agencies have a very
important role to play and will be more vital in ihe future with the demands of
such acts as Developmental Disabilities. The voluntary agency always has and
must continue to be the lead"r in new dynamic programs and philosophies.
However, we must talk about the financiaJ support, the pUblic image, and the
role of ihe voluntary agency. We must talk about ihe basic structure as a volun·
tary agency in a factual way and not keep burying it under cliches. We need 10
develop true cooperation wilh oilier voluntary agencies In !.he field through
complete self-understanding. This cooperation often is stymied at a very delicate
point because we have neglected to discuss some of ihe basic needs of the
organization.

We need to clarify the funclions of various members of our local voluntary
agency as 10 what roles they play. Here I am speaking of the roles of the
volunteer and the staff that might be played in the new relationship between
public and private agenCies. What is ihe legitimate role of ihe paid staff and what
is the functional role of the volunteer? At this point I am not simply talking
about policy versus administration but rather I am speaking of the active role of
each in this new relationship. 11 has always been my basic philosophy ihat staff
should primarily work with staff of oiher agencies and be concerned with plan­
ning or the implementation of plans. The staff should be ihe backup to the
volunteers. They should limit their committee work to staffing commiuees and
interagency staff committees and task forces. The volunteer, board member,
etc., shOUld be encouraged and trained to participate as an infonned community
or conSUmer representative on boards, committees, task forces or other bodies.
He should mainly relate to othl~r volunteers taking leadership roles in the devel­
opment of community programs. He should be the spokesman in front of
elected officials such as school boards, legislative committees, boards of county
commiSSions, etc. In this role he should have the backup knowledge of the staff
members and his agency and rely on them for more detailed infonnation and for
foUow-up work on the staff level as they work with the staff of the public
agency. The timing and judicious use of these two elements (staff and volun­
teers) in the voluntary agency can be the most effective 1001 we have In creating
true cooperation between agencIes.

The new relationship between public and private agencies will require a
much more sophisticated professional working for the private agencies. He must
be able to relate to his counterpart in the public agencies in a professional
manner. He must have a full knowledge of his agency's goals, purposes, reason
for being, and must be a techmcal expeu in developing his agency's relationship
with public agencies. He must be a neutraJ resource to the public agency with
mfonnation relating to the particular diagnostic category his agency is dedicaced
to. For example, if he is an executive of an Associated for Retarded Children
unit, he must be infonned of the entire problem of mental retardation and be a
community resource for mental retardation. He must not limit himself to Just
knowledge of vocational rehabilitation and mental retardation simply because
his unil operates a workshop. He must be viewed by the public agency as a
trustworthy person with. whom they can share confidences and look for help in
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silua110ns where they Jrc stymleLi by .lgency I,ollcles or agency COnlII1Unll'J1IOn

problems. [ have founJ rllJny tllnes that a Lhrc'<.:lor of special cdu..:atlnn (} "~)lllC

other public agency has C01ll~ In me wilh a problem Jnt..l ';;tdles. "1 (Cl1l1\1I1 till

Jnyltung adminIstrallvely hut your group d5 a private agency could help Dill" 'In
trus (;ase It IS our oblJgatlon III verify lhe infonnatlon, to bUild the lads Wllhollt
usmg the source and then brmg It 10 the ,([entlon of the prIvale age-illY'S
policy-making board and pursue It through hIgher levels of the publlc Jgerll':y lin
trus way we are abl~ to use OUT consunler clout to help (,ut stafr In J publiC
agellc~' setrlng. This l~ a very good way III builL! lip good P(lSLtlve sLJff w.Jrklllg
relationships. However. the voluntary agency 5hould Ilt'ver Jllow tht::1l1sclws. I()
become a part of [he bureaucratic ur politlLaJ game We can unJy h,JrlIl OlJI
positIOn m the commumty by dOing tillS and 11,0 become very confllsed In ollr
own role and goals.

CONCLUSION

I would hke to m,lke the pomt thai In the lIext few year<; we arc gOlIlg 10 Sf'C

a very dramatlc and lraumalll.: changmg of [(lIes, shiftmg of roles, sJ-lIftmg nf
Jegislatlve bases, Shlfltng of attitudes In the vuluntary agencies, and changing of
the whole role of voluntary-Ism In America. If 'Ne are to see growth ,HId devdnp·
menL in seJVices IClr Ihe handicapped on i.l mCi-Inmgful conlnJumty, slall~. and
national level, both Ihe \'01untary and (he publIC agencIes Will have 10 ,",-CI?I' pace
with these changes. Each one will have 10 deVt'lop new strengths and new roles
Each one will have to release ~ome of Hs former responsibilities ThIS Joh Will nol
be easy to do, but we must make a starl now as indiViduals concelned WIth the
developmentaUy disabled, whether we represent puhllC 01 private Jg~IICle'i lill

local, regional, slale or ndllollLlJ levels. We mu: 1 flTsl undersland Olll own agell·
cies dnd goals and IhL'n understand olher dgellues If 'We art 10 ::.ucccetl In litiS
tremendous task.

WORKSHOP DISCUSSION

The followmg is d review of cert~m f;.lct(lrS that were brought ou! ,II lhe
DDA cunference wod·,shop In which the foregOIng paper W,IS presented. These
comments are being added to the paper m the hope thaI It wlll pnwoke Ihmkmg
in thl: area.

The major comment~ regarding the p;rper could be dlvl,kd mW [W(l dl'i1in.:t
areas. One IS the nature 01 (he voluntary agendl's involved III DDA plannlll~, and
the othet is the future role 01 these agencIes advocates. These two Pl)1l11~ will he
trealed separately.

Several times durmg the workshop 11 was pomted out that the voluntary
agencies Involved In DDA are parent gTfJUps. Trey have a background and rnJke­
up that has pJaced them In the direct servLce role. Their baSIC strengths lie In the
partIcipation of parents who needed J servlcl' for lhelr own child. Whal lh,~

papel is unpJying IS a change in the tradItIOnal wle whIch wt.IJ be very Jilli( Jil Il)
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sustain without destroying the basic forces which caused these groups to be so
dynamic durmg the past 20 years. Thus, il was felt thallhe role in direct services
will need to continue, but there was general acceptance that direct services could
be more of the demonstration and exemplary program type if they continue
basic direct services such as education and others. II was hoped by many that the
agencies such as NARC, UCP Jnd the Epilepsy Foundation would retain Iheir
parent input and not become Jike many of the other health agencies which have
mainly staff WIth a community board of well-known individuaJs mainJy for fund
raising purposes. This concept I support but I do have some doubt about
whether we can maintain the organizations such as we have known them in the
past.

The Advocacy role was seen by many as a rather passive noncommittal role
which would involve only a few professional staff. The wriler feels thaI this may
be due to a lack of knowledge Ifgarding the advocacy roles and a general lack of
knowledge in our overall membership. The volunlary agency has 10 know how 10

be a true advocate and know what parameters may be involved. Several sugges­
tions were brought forth jn the conversation in the workshop regarding this
topic. State and national unit:, of our private agencies may have to begin to
proVide expertise in training boards and volunteers in community organization,
community planning, the advocacy role, funding without direct services, and
other areas in which we have very little expertIse on the local level. This in turn
would encourage these agencie~. to hire professional staff with talent that would
aid them in the move to the nt~W role. It may be that for an executive director
they would look for a profeSSIOnal community org3flization specialist or a COm­
munity planner rather than a man with iI traditional fund raising or direct
program background.

Regarding advocacy roles, it was emphasized that one of lhe first tunes a
voluntary agency took the adv'Jcacy role on a large scale and won some ground
was during a Pennsylvania law suit regarding the right to education. Jl WdS

further pointed out that WIth the suit, even If they won the case, the problem
would not be solved. There would be a great need for advocacy to see thaI Ihe
schools and slate follow the suit and provide this quality programing.

Of great interest to me was the concept brought OUL by one reactOT who
represented the Department o( Vocational Rehabilitalion. He pointed out thal
departments such as his department, welf<lre and education all have their own
advocacy roles 10 help the clients get services from other departments and public
agencies to nn Ihe gaps they cannot legaUy provide. TIlis would indIca Ie thaI the
voluntary agencies would have the help of a public agency in one area, yet they
might be cliticizmg that agency in another alea. This is a very important fact to
remember Ihal both public and private agencies may have different altitudes and
philosophies in different situal ions, so we must not look at any agency as "aU
good" or "all bad."

Another very interesting point was made: If a private agency does become
active in public education and in creating public awareness, it then gains the
entire communily as co-advocales and will have support of the general popUla­
tion when it comes to impwving service~ and programs 10 the handicapped
population with which it is concerned. II's when the pUblic in general becomes
concerned that we can expect truly dynarTIlI.:: movements in services for the DDA
population.
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Any new orgamzational entity-be it pubUc or private-faces a whole series
of problems in definmg Its rolt and functions, its internal and external relatIOn­
ships and Its operating procedures and pohcles. State advisory councJ.ls for the
developmentally disabled are no exception.

The membership of each council was selected by Ihe Governors of the
respective states under general guidelines set down in P,L. 9J·517. Despite the
wide variation in size and makeup of individual state councils, each shaled a
common set of problems including: (I) how LO resolve the internal differences in
perspective and outlook among the membership; (2) how to have a meaningful
Impact on the policies and practices of well established service delivery
systems-both public and private; (3) how to establJsh and maintain a viable
workmg relationstup WIth other state agencies responsible for delivering services
to lhe developmentally dISabled; (4) bow to organize itself to carry out its
mission; (5) how to determine service priority, utilize its limited grant resources
for maximum effect and evaluate the ll11pact of its effor1s.

George H. Bown analyzes the problems inherent m organizmg state DDSA
councLls from his perspectilr'e as a council chairman. Be points to tlIe notable
absence of directions on council organization in P.L. 91-517 and subsequent
federal regulations and gUIdelines concluding that this omlssjon is WIse gIven the
irnpussibilJty of developing a blueprint which would fit the peculiar social, politi­
cal and historical consideration In all 56 jurisdictions. He sees the need for the
stat~ council to function as a true policy making body but warns that existing
state agencies may be threalem d by such a development and attempt to turn the
councIl mto just another advi:mry body. Bown argtles In favor of a clear legal
mandate fOf the counc~ (eithof by state law Or execullve order). He al'o dis­
cusses the vaTlety of ves1ed Interests that are represented on the couneLi includ­
ing the three major consumer IHganizatlOnal systems, the state bureaucracy, the
agency to which the council IS administratively assigned, and consumer repre­
sentatives.



Syn~rgisITI {or HIe Sevenlles

One of the major opeJJtlunaJ questions WhHh immediately taced many stale
DDSA councIls was: flow do you dlstribUle th, slate's DDSA .Uotment among
the vanous competmg mterests In an equi1able and effective manner Gdbert L
Woodside aHempts to respond to part of this lluestlofl in hIs paper concernmg
the grant review process. He suggesls that thl~ Widely accl,umed peer reVle\'.
system estabJlshed by the National InstItutes of Health may otfer some guidance
for slale DDSA councils. After desnibmg the t'IIH system, the author dISClI!lst'<

several built-In conniels of Jnkrest In DDSA c'HJncil deCision makIng. He- prll
ceeds to suggest several strategies a statr councllllllghl follow-adapted from the
NIH project reVIew syslem-In urder tu avoid connlcrs of mteresl and provIde an
effectIve grant review process.
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Noticeably absent in the Developmental Disabilihes Services and Facilities
Construction Act is specific direction in the organization of State Developmental
Disabilities Planning and Advisory Councils. This IS also true of the subsequent
regulations and guidelines emanating from the federal government. In spite of
some of the frustrations encountered in attempting to make a Counctl functional
without such specific direction, there would seem to be considerable wisdom in
such an omission.

The wisdom of an omiSSIOn such as tlus becomes lfilmediately apparent if
anyone attempts to evolve a bJueprint that could be followed exactly by every
jurisdiction identified in the Act and regulations by the word "state." In theory,
for example, as Chairman of a State Council, the easiest thing for me to do in
attempting to write a background paper on the "Organization of State Advisory
Councils" would be to take the organization of the Council that I represent and
present it to you as the ideal modeL Upon reflection, however, the uniqueness of
the Commonwealth of Massachusetts begins to creep into almost every aspect of
the organizational construct. We have had a number of years of experience with
a coordinative bureau located In the Governor's office which was tailor made to
undertake the administrative and staff functions of the Act. This Bureau, which
was formerly the Bureau of Mental Retardation, had a reasonably large staff
uniquely endowed with exceptional plannmg skills and who had had the same
extraordinary leadership for all of the years of its existence. By simply a name
change to the Bureau of Developmental DisabiliIJes, Massachusetts was immedi·
ately prepared to begin the business of irnplementlOg the Act. Smce the old
Bureau of Mental Retardation had an interdepartmental advisory committee) we
had only to add consumers and representatives from the local service delivery
systems in order to have an acceptable ad hoc council. The adequacy of this
Ad Hoc Developmental Disabilities Council, in turn, permitted us to provide an
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urganlzational base fOl the permanent (UIlIlLlI, dT ahead of lTIost :-otates. H<lVlng
(h..is clInning starl dnu be'-duse of the ulilque ~t I uf (;JTClIrIl<;jtlnces \llrTOunJlng
[he inItial Implementatlun LJr lhe Acl III M~s.sachuselLs, I have every It'aSllll 1\)

belle,,!: the organizatlon.11 ~ystt'lll st'l up In the Cummonwealth of MJ~s,lchul:,('ll"

10 be enough different from all O[hL~r sUit's III suggest thal II Lould nol be
(onsldered a typIcal siale. I would idsu believe thaI Ihe CITL'umqi:lnces Jluund the
development uf eJl:h Councl! III CiKh cdhl~r slale me ulllque enough tl' rlake
1hem also nontypical.

11115 paper, then, wi.ll not attempl 10 spell cut concrete suggestions for how
a Council should be orgamzed. It WIll Illstead be developed (in [he assumptlon
lhat State Coum:t.Is, as wah any enllty wlthm ,I social system, JI(" ''illble{ t [n
forces whIch shape and molt! theu mternal urganIZatlon, exlerndJ relallonshlps,
operationaJ methodologIes, and c.:ertainly their effectiveness Tills paper pre­
sume~ that although these forces are In the Illam generic and unlversaJ, lhc
extent of influence and Lmpacl they hayl..' tHI ea,:h separate JUIIsdKtlOJl IS hIghly
mdivlduahzed and upon being mdlYlduJJlleJ c In be utlJizeLl hy the st<JtE~ to
modify thelf eXIsting organIzational struclLlll~.

We will look at historical Influences, l~gaJ Illtluences, polHlc.u IIlnuences,
intluellces of vested Hlrercst and InnuelH.:es of ..:nnSIlIllCllsm. ThC\e dIe not Ill·
tended to be an all ltlcluslye reCltatlun of llle I'orces s1lJplng and llloldltl~ thl'
Planning and Advlsury Councils for the Developmentally DI~,abled Thl~ Illler
polallDn of forces inl0 organinllional 5trJlcgy for Slate Developrn~nlaJ DIS·
abiJilies Council:; wiJl hopefuUy become lhe b:JS1~ for diSCUSSIon III lhls se(;11l'J1 01
lhe conference.

HISTORICAL INFLlJENCES

HrstorJcally the bureaucratIC system ha"i become enamoured, al IncreaMng
rates, WIth all sorts of advisory c.:ouncus and p IftlcuJarly those lllvolving (.:on­
sumer~. They have, however, pnmarlly seen such Councus as auvis(lIy bodies and
110t policy bodies. Under Ihese Clfcumstan~cs, Ccuncils bccomt' a problem lc, [he
hureaucracy as well as 10 the Individuals the Councils are mtended to serve Thr
problemsanse for both--nol only because ul lhe 11Icreasmg numbers ot C'ounuJs­
but also because the Councils haye begun to clamor for a polley role The
proltferation of adVISOry coum:t.Is and theIr IIISI~lence on a pc,hcy vOIce hJ:; led
l1lany state governments and now the federal gL)'.'crrullent to beglll tu reducl' the
number. delimit thejr terms severely, and Lrl rllJny cases lIholish them aJtogerher
llie seernmg paradox ut government enLOUrJgll1~ I!lcreased cillzen P,:lI1lClpallol1
wh.ile al the same llm~ seeming 10 chdllenge Lhl' eXI~lence of advlsury lllUIlClh

canno! help but raise questioJl:i In the minds of persons constdenng membelshlp
l)n any Council, IIldudmg the Slille Developmen dl DisabtlItles Cuun(ll. Many 01
Ihese peopJe also have had expnience on otheI Councils and ,~tJlI have the Idsle
of nonaccomplishment brought about by [he "Window dreSSing'· definition ot
1heir IOJe and functIOn. I There caUJlot help bUI he questIOns raised dS to whal
effect any new council mlght have on Ihe destmy of the population al risk

As a rather interestmg aside, and III keepmg with the rise and fall JIl favc'r oj
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councLis In general, is the most habitual presumptil.ln that the State Develop·
mental DisabiJjties Council is ..in "advisory council" rather than a planning and
advisory Council. It should be noted, however, that although this diminished
role has been accepted m far too many quarters, particularly within the state
government, it does not seem to have been intended by the Congress. It would
seem the mtention of the Congress was that the Council should, in fact, be a
planning and advisory council since aU references to the State Council in the ACl

use bolh words, "planning" and "advisory."' Parallel ro the question about effec­
tiveness or lack of effectivene~sof councils in the past IS the increasing suspicion
with w.tuch both state governments and proposed recipients look at any new
federally energiLed program. Without beiabollng the point, there would seem to
be some justification of [his suspicion In view of the number of programs that
have been introduced to state:; with great fanfare but with less than an optllTIum
level of long range continuity.

Still another historical inlluence to be reckoned with is due to the fact that
eXIsting councils have equal or sometimes even broader mandates within the
states for some or all of the programs for the same population. Very often these
other existing state Councils have far more definitive mandates and in many
cases also have larger amounts of money and/or mfluence to maintam their
viability independent of a Slale Developmental Disabilities Council. This is par·
ticularly true of those Mental Retardation Councils brought into being as a result
of the zeal so much in evidenc", during the early 1960's.

LJ,GAL INFLUENCES

Each state, in order to have access to the funds avaLlable under the Develop­
mental Disabilities Act, has had to establish a state Council and submit a plan.
Depending on the state, this IS undertaken either through an act of the legisla·
ture or through an executive order. The extent of authority given to the Council
docs not seem to be dependellt upon whether it was an act of the legislature or
an executIVe order. It is, h(lwever, CruCIal to the organizatIOn of the state
Council as (0 the degree to which the language of the authorization is restrictIve.
For example, in a large western state the language of the assembly bill authoriz­
ing the establishment of the Developmental DisabiJilles Council is very careful tCI

use the words "shall advise" when referring to any functions of the State Devel­
opmental DisabLlitIes Council. This advice giVIng restriction even extends to the
development of a state plan, not by the Council for submission to the federal
government, but development for the submission to [he state's own Secretary of
Human Relations. The presumption being, then, that the plan is a plan for the
state government and not of lhe Council. Further, this state's legislation is even
careful to insert the phrase "10 the extent feasible" in the section that relates 10

I Ad~ice by a governmenl off'Cial 10 an IId\'i~ory board regarding t1Jeir "proper role and
function." "members ... 'need nc·t feel th~y have 10 do 'ioomethini: or nol do somelhing ..
bUI (to use) Ihe tenure of their olfice 10 bt:come well·lnformed, 10 educate themselves.
to IIslen to what the professionals ·Ire thinking aboul.' "



490 Synergism tor tile Seventle"

the responsibility of the Departments of State Government to cooperate Wlth

the state Council.
In direct contrast to the tone of the above legIslation IS the e>.ecutlve prdel

of the governor of a popuJous eastern state. This order establJshes con,.-:rele
responsibilitIes to the State Developmental Disabditles Council amI allo\\os Ihem
reasonably autonomous operatIOnal opportunities. These opportunities mclude
reporting directly to [he Secretary 01 Health, r.ducation and WelLHe as IS un­
plied in the DeveJopmentaJ Act and irs regulahms. The tone of this ExeclJlIve
Ordel is best exemplified by the folloWIng qUOI<, "Council ~lall be entitled tel
l.:alJ upon any department, agen~y, or office of the StJte Ilf

for such documents, materials, and informalion dS It JlIay
deem necessary, and shaU be entWed to the cooperation of every departmenl,
agency, and office of the State of__~ .'·

Anuther one of th~ legal mf1uences that one must addre~is1fl attempting III
look at the organization of s.tate councils is Hie legal mand.lte of agencies C'>J

councils which deal directly or indirectly with tiLe developmentally dLSabled and
are currently in ex.istence. Although the Developmental OisabLlitles A('t C<:IUS fOf

the Developmental Dlsabl.hties. State CouncUs to undertake celtam beha .... lor~ llnu
unplies certain mandates in working with other councils wllhm the state, the
mandate does not take into account the legal responsibilities of the eXlstlflg
agencies or councils. We canllot ignore the fact that fiscal accountJhlJlty as
aUuded 10 within the Act belongs solely to the 'ilate government, except 111 Ih~

unique circumstances wlueh have established State Planning and AdVISOry'

Councils as a separate legal entity. Therefore, C)uncil members mu .... t recor,mze
that state governments have a specific legal responsiblJity With regard to (he
expenditure of money no mailer how their revlew commlltees are set up or whiJ[
they think they are going to do with the expenditure of money A conseLJuence
of such conflicting legal authorizatIOn may weU proVide a rnatenal lfitcrferellc~

in the functioning of the C,)unci.! itself

POLITICAL INFLUENCES

To deny the reality of havmg the state Councils opeLate wlthm a politLcal
environment is pure folly. The Council~ are appointed by th,~ governor and 111

almost aU cases have their tenure controUed by the governor. The overtone~ ot
such a relationship were clearJy articulated at a lecent meeting involvmg several
State Developmental Disabilities Councils and their staff. One partICIpant al the
meeting, in discussing the politics related to the Councils, wa~, quick tn remind
everyone in attendance that given cause, reasonable or olherwise, the (IlWe r nOl
would accept their reSIgnatIOn before It was submitted!

Since the State Plan and any subsequent ev:~uationsof the State Plan etf of
the state program is a refleerion on the ')tate go.;ernment, the possihle mlphca­
tions of a negative renecllon on the slate would have 10 be llllefpreted J~ .J

negative statement upon the reigning political power. (Need we be rennnded thai
the developmentally disabled are usually not corlsldered to be a powerful voting
block?) With this In mind, some fasdnatmg dLlemmas can he imagined For
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example, if in its role as an advocate, the Council found probable interference
with the constitutional rights of the developmentally disabled could they join in
a class action suit against the political system of their own state? If they join a
class action, it is doubtful that they could remain a politically viable body. On
the other hand, if they did not join the class action it is doubtful that they could
remain viable as representatives of the developmentally disabled.

INFLUENCES OF VESTED INTEREST

The Developmental Disabilities Act brings together the three major con­
sumer organizational systems that have had for many years a need for individ­
ualized recognition. In practice the thrust of their organizational system has
been geared, by their own judgements, towaId relatively independent behaviors.
Even though there has been some coalescence of these divergent activities on a
national basis, the probability of immediate ecumenism on a local or individual
constituent level seems to be a great deal to ask. In effect, the organizations for
the retaIded are to give up their preeminence established numerically, organiza­
tionaUy, and fiscally; this seems almost contrary to human nature.

The consumer organizational system is not alone in this conflict of vested
interest because the same circumstance can be described for local deliverers of
service. Each of the agencies. particularly those under private auspices, have
waged a gentle (and sometime'i not so gentle) war for a larger proportion of the
available resources. The action of bringing these diverse agencies together into
one Council would seem to be an extremely smaU step on the long road toward
haVIng them eventually divorce themselves from the competitiveness nurtured by
the need of self-perpetuatIon.

Not to be ignored is the vested interest of the bureaucracy. Bureaucratic
representatives on the Council are not only legally obligated toward the mainte·
nance of their own agency, but they are also obligated by virtue of their own
needs 10 insure the continuation of their jobs. Although the question of self­
evaluation is risky for the consumer segment of the Council, it would seem even
more dangerous to the bureaucratic section of the Council. Also many state
agencies have further legaJ constraints with regard to the manner in which they
can evaluate another agency within their own system. Beyond the legal can·
straints, it would seem difficult to imagine any bureaucratic system functioning
without closing of the ranks against those outside the bureaucracy. In effect, if
one is 3ltacked, all are attacked-if one is vulnerable, all are vulnerable.

While considering the vested interest of the bureaucracy, it becomes appro·
priate to raise issues about the placement of the staff of the Council as weU as
about how the Council is administratively linked to the stale government. The
problems of evaluatIOn inherent in the Council's placement in an agency whose
level in state government is equal to or below other agencies on the Council
would seem fairly obvious. Under the circumstances, if the Council must be
linked to a state agency, and indeed it must in most states, that Imkage should
be at a high enough level to wmmand the :rttention and cooperation of thost
agencies represented on the Council. This linkage, in any event, should be can·
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side-red "In but not of' the govelnmentaJ system and the aJleg1i:Jncc of thl; staff
must be to the Council and nol to the agency.

INFLUENCES OF "CONSUMERISM"

AJthough the L:oncept of the ··consumer' does not III Itsell become <111

lIldependenL influence in the organization of CounCIls, "cunsumellsm ,. when
taken in conjunction with other influences does. There IS J ~,elf-eviderH paraUel
between consumerism and v~sted interest as descTlbed earlJeJ relalmg (u th,~

consumer organizational system. The nature of 1he devel()pment of consumensm
has been due to (he recurring reality of dis:'lppointing service delivery. ThIS

would tend 10 encourage the consumer elcmenr of any Council to lallk toward
the Developmental Disabilities Act for irnmedlate gratificalion of service ddl·
deneles. In effect, this establishes a contfiJdlction to the efficient utihzation of
monies available to any CouncJ.! and also to th(' Interstitial nature of the legisJa·
lion itself, The delicate balance necessary to maIntain the' com:umer on a Councjl
as a viable decision maker has to be maintained by attempting to define;: a new
role fOJ and wilh the consumer (representatl'Je) as OJ stralcgisr fi.lther than a
seeker. Consistent with this new role, the consumer IS squarely confronted wi1h
the various bureaucratic or quasI-bureaucratic systems that have always confused
and confounded him in the p::rst. The very nature of the jargon and the sureness
of the public and pflvate providers of service In explaining their mISSion would
tend to deny the consumer any comfort as an ..:qual partner in J discussion III
this case, the influence of the consume, becomes a null influence, by omisslon,
that can be rectified only through concerted siJpportive behaviors toward that
consumer.

The same nuU inOuence of consumer unef.isiness l:an be carried lunher by
attempting to look at the question of true consumer replesenlalion Oil tht·
Council. Before one looks a1 the absolute numbers of consumer~ to be rep·
resented on the Council or their assignment to committees or the like, th(~

queslion as to what is to be expected of the consumer must fIrst be resolved
Does "consumer representi.ltion·' mean (beyond the deflllition In the regulallOmd
that he should be truly representative of a rn.ljonty of consumers ,tnd bemg
"representative" be incapable of competing as In equaJ III the strategIes of the
planning process? Does it mean that we c,tOn:)t have mentally retarded IIIdJ

viduals or severely physically handicapped IndIVIduals on the Cuuncil because;
the ebb and flow of Council drclsion is beyond I heu comprehension lH the plaer­
of meeting is jnconvement for the handicapped" Does It mean that the Counl:ll
cannol use the input of the heads of marginal income households becausc~ the
meetings are held dunng the work day? Beyond the loss of mcome, do the tUlle
and energy demands made of a Councu member· in prepJring for and Jltendin~

numerOus meetings suggest Council consumer membership must be drawn from
the "elite"?

The final pomt to be raised relatmg to consumer mfluence IS the need for
recognition of the fact that sanctIons for the organizatIon of Stole Councils
come nol only from a poillical side (If slate governmcnl but <llso mu:-.l br
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obtained from the consumer side of the stale. Therefore, nol only is the repre­
sentation question germane to our discussion but also the question of how
effective does the consumer feel the Council is or should be. The history of
promise and subsequent disappointments weighs heavily on the consumer; and
his continuing interest, therefore, becomes extraordinarily tenuous. It does not
now take very long for the consumer to recognize the limitations of "consumer
influence" and the time for such realization will become even shorter as each
promise is held out without fulfillment.

CONCLUSION

As promised in the lfitroduction of this paper, "ttle has been done to offer
concrete examples of how a Council shouJd be organIzed If. in fact, there is an
ideal way of organizing Councils. The questions and issues raised would hope­
fully provide for a sharing of ideas allowing for the Councils represented at this
conference to apply their own organizationaJ strategies withm the constraints or
advantages of their individual States. In conclusion, however, it would seem
appropriate to offer some geneJai suggestions directed toward "Organization of
Slate Advisory Councils" which are as follows'

(I) Organizational eml,hasis of Councils should be placed on planning
and not on delivery of selVices or construction.

(2) Councils should be mainly consumers or possibly totally consumer
in their makeup.

(3) State Planning and Advisory Cuunclls should be as independent of
the bureaucratic system as possible. A concepl of "in but not of' should he built
into any orgaOlzational system developed.

(4) The State Councils should be affLliated, if affiliation is necessary, to
the highest level of authority Wlthin the States, preferohly the Governor's office.

(5) The Planning and Advisory Council should through its by-laws,
membership, and behaviors balance both informed and uninformed consumer
representation.

(6) Vested interest representation should give way to interest which
emhraces the broader concept of the developmentally disabled as opposed to the
integrity of a category.

(7) State Council staff selection should be geared to the needs of the
Council, he truly adequate, and be under Ihe explicit direetton of the Councll
only.

(8) There should be built into Council acuvities a continuous "in­
service" training program for all members of the Council with particular allen­
tion to the needs of the consumer representatives

(9) Inputs to the State Council should be broadened to the fuUest
extent possible through all possible mechanisms including public hearings,
ad hoc membership, and committee appointments.

(10) There should be a continuous now of public information from the
Council regarding actIvities of the Council to allow for the hroadesl commuDlty
response to the Council.
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ADDENDUM

Synergl-,m tor Ill, St'\'enll~~

The nature nf the di:-,cusslon foJluwlng the prC'iCnr3110n "f the p.liJcr elilltlccl
"Organization of SLJte Advlsury Councils" was Illolded rlllt lmly by tILe l:l)llkllh

of the paper IJul also by the diverSity vi the: audience Thl:>. JIV(';[~lly, whdt,
encouragmg lIltcr;tCtlull, also leu the dISI:lJ,SlL,n tllW;:lIJ Indlvldual needs (0 )'\'
heald. A bd alsn to be considered III review Jf the JJSCU~SIUIl IS rlw prnhlcnl"

mherent In connlcr resolutloll when lull diSCUSSion IS pruhlblled by the COil­
strainlS of time Jnd the Ilet'd to hear frolll :IS mallY people as PI)"~LbJt rile
diSCUSSIon '\eerncd to center 310und four maj(:l area:. ll\duumg. nall11llJl [c<ldel
stup, the question uf consumer Icpresenllliion on CllUflciJs, ,taft r'lk .Jlld din>_'
lion, JIlU mdivl<Ju •.1l sl,lte Lmplcmcllti:ltl(,n.

National Leadership

The- questIOn of n<ltJonal kadershlp wa~ brllughl up 1..IIrectly Js. ,I nlaJor tOplL
of conversation as well as mdlCectly on seveLtl OCCi:lSJons. One m~nlber nt the
group vOIced the opinIOn that a great deal less contusion would aTlse owr the
ImplcmentatJOIl of the Act If [he federal govefllment and Its staff well' to take a
more deflnltlve rIlle in laYln~ out the expectatIons of :md frllrl1 lht' mdll1ldu;11
Stale CounCIls. The response 10 thiS COnL:ern 1(lok the form of IraL.:lIlg lhe I~volli

tlOn of the Act which placed p~rtlcular emphasIs on the conc(~pt of }I~tes' light:)

Inherent m the concept of states' TIghts was the respon;;lblllty for each ..;talc III

evolve Its State Plan and strategies aCC(lrdLnf to the 'it~lte;' panlcul;.H need:,
Guitlelmes were III tended to gillen gellcr:::I1 dllecllun rJl!lcl th,1n spellllL PI~~LrJJl'

tlOn. The feellllg was expressed that wlllk JllOTc speed-Ie central dlrccliun \"ouhJ
be helpful In wme areas, It would In the lon~ run deprive the Sld[CS JIlL! the
Councils of lhelr local autonomy and re5ponslV~ ness

Consumer Representation

Consldcrable discusslOn wa"i eV0kcL! by the suggestlOn 111 thL' pap~1 th<Jl
heaVier empha~js he placed wllhm the CouncIl:, on ·'consum~flsm". possIbly 10

the pOint of having [he Councils made up wt<llly (If (;ol\SUlllerS The pin S JII,J
cun'~ of such all ;:}pprl)dCh were dlscu!"osed wilh pHlIcular liltelesl heing e>,ple5~(,,j

on the need for n>nllnulllg lnservlce trainmg If we were LO have acllve con~:umeJ

partiCipation. Support was gJven to the parllclp,lnt who felt that the m/clltlon ot
the Act was bemg met by Iwvmg a nux uf ~aate agency lepresenrdlllle;,; and
private service delivery represenlJtlVCs, a~ well JS consumer:; ltve clllJ Wilt k I( ,.
gelhrr loward a (ommon gOiJl. The quesllLJn 01 true "consumer" was rdl~ed J~

was rhe question of the evolullon of the sophJsticaled COllsumel who Illight
overpower the unsoph..istlcated consumer InclUSIOn or exclUSion u! particular
types and kmds of representation on the COL nCl] wert.' inJlvlduaJly dcffndcd
without any particular consensus e"Xcepl rerh<ll's in the area of redll(lTlg \le'lted
ITltercsl.

Staff Role and Direction

The group found Ihe que:-.Iloll uf start [pie HId dHe(llOll to he J p,lrllClllJrly
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diverse problem aJthough there sl~emed to be J vast difference between the states
in the management of this queslion. rn some states the question, "To whom is
the staff responsible?" does not seem to have arisen SInce the Council Chairman
automaticaUy assumed compJett' responsibility for the direction of staff. Yet,
persons from other states expressed frustration in that they felt that they had
absolutely no control over selection nor duection of the stafr. The feeling was
expressed lhat In these states the person controlling the paycheck controls the
employee; and since the adminiitering agency pays the staff, it gives the duec­
tlOn. Some emphasIs in the di;cussion was placed upon that section of the
regulauons which refers [0 adequate staffing for the CounciJ, with the implica­
tIOn belllg that the phrasing of Ihat section of the regulation couid and should
invest In the CouncLl responsibilil y for the direction of staff.

Individual 5lJlle Implementalion

Although IndlvJdual "show :!nd teU" was seemingly avoided by the partici­
pants and not encouraged by the Chairman! some time was spent on using
particular state activities to demonstrate particular points. Several states used the
regionalization concept to remforce their description of statewide participation
and training. It was also felt that coalescence of regIonal planning activit.es made
for a stronger "grass roots" State Plan which was much more rellective of both
consumers and generahzed State needs.

Another reference [Q coalitIOn was coupled Wlth the need to reduce vested
interest by the various consume i groups. It was suggested that by joining forces
the various consumer fal:tors might efficiently direct their energies toward
mutually supportive behavlOrs such as legislative change.

One additional area was clarified both ltuough interpretation and discus­
sJOn. In the presentation of thf paper there seemed to be the impression con­
veyed that pLannmg was interpreted to be in opposition to the provision of
services. This was not Intended and the group found that concept of planning jor
services much more acceptable. They did, however, seem to emphasize the need
for a planning strategy rather than havmg Councils move toward an exclusIVe
service delivery type of activity.
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The Developmental Disablliues Services and Facilities Construction Act
(P.L. 91-517) offers a multipurpose and multifaceted Federal grant-in-aid
approach to the strengthening and expansion of servjces for developmentally
disabled persons. The variable grant formula to states can be used for planning,
adnunistralion, delivery of servIces, training or personnel, demonstratlOn. and
construction of faCilities. The diversity of use, while highly advantageous in the
scope of Jctivities covered and In the potentIally flexible use of allocated funds,
poses difficult problems of quahly control in project grant review.

NIH PEER REVIEW SYSTEM

The Wldely acclaimed peer review system of the National Institutes of
Health may offer some guideHnes in this regard, but the underlymg processes
and modes of funding are vastly different. Some programs Within the NIH such
as the now terminated construction grants for Ment.al Retardation Research
Centers, bear striking similaritie" to the University AffLliated Facilities construc­
tion program. In such mstances, or in the special projects sectIOn of the Develop­
mental Disabilities formula grant programs, the procedures and principles of the
NIH review system arc clearly applIcable. However, the distribution or rormula
grants through State Planning alld Advisory Counc~s and designated slate agen­
cies to a variety of elIgible participants, IS another marter. Here, prioritles,
special Interests and political pressures may inOuence the review system and
hamper lis effectiveness. Because of these dIfferences, each dimension of the
problem Wlil be considered independently.

The NIH research program, despite its heavy accent on basic research jn the
biologicaJ and behavioral sciences IS nevertheless, a mission-oriented program.
Everything we fund must be health-related. The Instilu les are charged with
finding solutions to speCific diseases (arthritis. mfection, allergy, cancer) or
organ syslem problems (hearl, lungs, eye, denlal)_ More recently established
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Inslllutes have Illore broadlv defined 11llSSIOni, '\llch ,j~ child heallh dnd hUlllan

devdopment, <:Inti envHonmenlaJ health.
Establishing new ITl~t1tu[CS or incTca:-.mg Ihe budgets 01 eXI<.:t1l1g ol1es .Ht'

tWI) vIsible w<lys of setting flJlIon<J1 PTlofltie) Many 1'.1l'toro;, lUlllrlhu[C II) this

pr()cess--conc~rn legdTlhng <l IlldJlH nallo/l.J\ health rHllblen-:, the IllkTts! (If Ita>

scientific COnlI1lUflHY, the pressure or comumer gruups Con~It'~Slullal dlld

adnunJstratlOTI resplllIslveness DIverse con"eq 1t'IlCeS tlllW from [hi' COllllrlllT1€'111
of fIscal re<;ource~ tu new plilgrarn prJUntics :\llhe J-eJeral level, nperl 'I1<:1tl 1-,
recruited, peer review glOups are formed, Jnd IlatH)lIal aJvlsol) (Olllll.::ds .:ITe ',el
up 10 promote gU:.Jls ,mu i.ldVISe on policy WHhm UIIIVt'rSJlles, JepiHlmen1:-'1lIil\

assign laboratory ~pace to till' new pdorlly anj sClcntJ')[s !TIlly shlfl 1he dIre-eltOn
of IhclJ resellrch. How extenslVely sClentlfk Interests may shin, IH at kast ap·
pear to, IS partly a functIOn lIt' the iWJllabillty lIf other sour,.:es of gLmt support
The large number Llf rcsearlll f.JClJlry 'iupptlrted hy Federal fund..; <.Jlctat~~, .-l

survIval philosophy by gomg where the money IS, but II aho servc~ the r,OSltlVC

function of dlawmg manpower resource~: III ~r10T1ty prnhlelll SOlvlllg Til stech
mquc, as WlII be nOled later, Illay be aprlieu III Ihe ,\tate', dl<;;tnputJon ur the
formula grant.

AI the NiH Instltule level uf oprrallon, the Ll>lltlJct rnel.:halllSlIl 1:-. (lnt' 1,1
the primary tools for JrnpJemt'nting p"orl(Jes. WIthm Ihe regular grant piogram
of a broad research miSSion" such as child he,llth lind hum,1Il developmertl, the
range of posslbk projects IS almost infinite, The Instltu1t~ musl accept whal
comes [0 it for review and has little mtluenee over speCific dtrectlorh, ex...:ept as
stllll, through consullatlon and programmatic dforl. Ciln cncoUI~ge CCftdIn prIll'
ect~ By contrast, the contrdcL-·m the IllDst ~Imphsllc tenns-IS iJn <Igrt'emen1
Wltn an Investigator to cdrry out a resealeh study rhe LnstltlJte wanh dorze The
level (If mvulvement 01" IlIstltule 'itaff may range from lrue cl)UJborallon 1,) mere
superVISion of contrllctual term", but the lrnr,ortanl ptH!lL IS (h<:H r"lInus ..:an be
dm'cled toward specific pfltlrltJes The"e priorIties may also hi' ;Iffec:cd hv
outSIde concerns, but staff Input bears more heavily on tht· uutCI)me Another
obvious means for sllmulating aCllvlly In a spel:ific area IS thlough t:.HIllMh:lng ot
funds.

PRIORITY SETTING

The. very comprehenSIveness of the Developmental Disabilities prugram anJ
the variety of mteresl grours II serves, gr~atly complh.:ate the plllHlty :;ettlllg
task. CompcLilion between POups IS Inevilabl~ when illl must shlJrc :.J ..,;nrmllllll
resollrt:e poul 'lIld when the pool JS Insufficiellt to the total Heed The require·
ment that consumers be represented on aJvu,ory councils does nnt guarantee
imp,JrtiaJlty in pllDnty determinatiOns. PeckJng orders an' huunJ to emerge
when well organl/ed, politICally Intlllential grclups such as those conLerned Wllh
meJltaJ retardallOn JnJ cerebral palsy, are paJrl'd wIlh other dhabJllty groups 1111
Hus alliance, there is the danger that the con"ept of developmenlaJ d"alllhtles
may be subordmated 10 the specific ca1egones :,ubsllmeJ under its umbrcUd,

Th~ InclUSion of state and klCal agencies and nongoYernlflental'HgJnlldtluns
on lhe Slate ('Cluncl! fliliher L()mpI1L;,le~ IHlc,nly srllmg, The ('.IUIlCll I~ Jnd
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should be responsible for program direction, development and growth. Smce the
grant program bu.LIds on existing services operated by these agencies, they are
clearly the best informed on what is aVaIlable and whal IS lacking. Yel, a
dilemma exists in that these agencies which contribute to planning and direction
are also the beneficiaries of the granting process. In essence, they are advIsory to
themselves, and the balance of power within the State Council, rather than
demonslrating need, may dictate priorities.

Despite the potential connlcts this slructure presents, the concept that plan·
ning must be a continuous procl~ss involving agencies and consumers at all levels
is a sound one. The review and approval of Stale plans by the SecretaI)' through
the Regional HEW Office adds an objective dimension to the process, but offers
only partial qualily control. To properly evaluate such plans for merit caUs fOJ a
broad range of professIOnal skills, up·to-date knowledge on research, soclal-Iegal
trends and innovative programs and delivery system know-how. Few regional
offices have suffident manpower to effectively carry our this role. Furthermore,
as staff members for the granting agency, they may be vulnerable to conflicts of
interest and subtle political pressures. One pOSSible way of assessing the merH of
the stale plan and the validity of the priorities identified, is to establish program
review groups at the regional kvel composed of professionals of multidiscipll·
nary backgrounds who are not members of the State Council and a proportion
of whom reside outside this region. Member~, of couese, would be excllsed from
eeviewing the plan from their own state. In thiS way, the review system can be
strengthened, made more objective, and by virtue of the "outside experts" brtng
in fresh ideas.

Modification of Council composition at the state level would also be helpful
m avoiding the internecine conflicts that may occur. Professional members flOm
outside the state could become "arbllrators·· when necessary and pOSSIbly mmi·
mize (he perpetuation of programs by vested interests of agencies or depart­
ments. These suggestions are not foolproof ways of obJecufyUlg the planning
and pflonty setting processes, but they should help to externalize the evaluation
process and reduce conflicts of interest and political influence. They approxI­
mate, in pnnc,ple at leasl, the dual review system of the NIH, separating the
assessment of program merit (by the program regionaJ review group) from that
of planning and policy makin!: (State Council) and adding reView personnel
outside of the system under review.

The determination of priOJities demands in the lirst instance, of course, a
solid factual base of information concerning what kind and how many disabled
persons are being served, the nature uf services they recelve and who provides
them, as weU as what facilities and resources are available. Client data are rarely
available, since few reporting systems designate their clientele by disabihty cale­
gories. Especially is this true for generic agencies to which disabled persons come
for reasons other than their disability. Some states have considered using their
planning funds to conduct epidemiological studies tll assess the prevalence of
various types of disability. It would be clearly wasteful for 50 states to replicate
one anothers efforts. The special projects funds reserved by the SecretaI)' under
this Act, may be a better mechlmsm for UlIS purpose. Sufficien1ly precise data
for planning are already available on urban-rural and social class prevalence and
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Incldence in menIal retardatIOn. Through carefully designed :.tudl{'s Jlld sampJmg
pcol.:edures, similar data could be obtaIned on other disabl..hl1es. EpldemiL'llIgH;al
studies of this type clearly satisfy natIonal slgmficance crltcna and could provide
i:I reasonable basIs for each slale to detennlne need, prc'gram Ullectllm Jnd
dislnbution 01" tunds.

Other baseJmc InformatIon regarding agt'ncy Invulvement and fJcliltle~ IS
already avauahlc In many stales hecause of ealller legislation relative to planning
and constructIOn of facilities for work In menial retardation ThiS mfonnatltm
needs to be updated <lnd expanded to lni lude other clJsab[litl~", alld the
machJncry for Its collectIOn I~ m some sliJles :,u!l 't'lable. Th,~ dala l"Quld plOvlde
a useful starting pOUlt for planning and adVISOry (;ounclls In e..... dluatmg the
growth and quality of serVices, program mnovalJOns and unmer needs

At the Federal level, the ~pecial projects g,ants offer excellent opportunJrles
for Implementmg prlOTitles and developIng delivery sysrem model.;; on new serv­
Ices lhaL states could emulalc. The National AdVISOry Council, h~Lause oj Ills

charge to evaluate the effecllveness of prograills on a national level In carrylllg
out the purposes of the legIslatIOn, IS JrI a unique posulon 10 identify the nec~d

for promiSing and new approaches and where they mIght be developed, tfled ;;Iud
tesled. In buef, they ~ould est;;Iblish priorities and InVIle grant j]ppllcJllons ,)r
contract proposah responsive to thelT 1IlIeresl::,. The NIH, as nOled earber has
used the contract mechamsITl WIth consiiJerable success to stimul<:lte research
activity In speclfk areas. Often, It advertls~s IlS mterests In the C()mmerc~ BU31­
nes:s D:'lIly and Issues a Requesl for ProposJh, (RFP) which sets lorlh In talrly
precise terms the alms and scope of the siudy proposed. Not uncommonly, ;tn

RFP generates a nUTlY of Il:search grant appllcatlons dS well as (antra, t prll.
posals. It is an excelJent way uf publicizing the mterests of the fundmg agency.

PROJECT APPLICATION APPRO<\CH

The state plan must satlsfy certain requirements of effectJvenes~ m lts distri­
butIOn of funds to Slates and local agencIes. Assurances <:Ifo~ aJso reqUIred th<lt
some of the funds will be allocated to local groups, that standards Wlll IH..'
main tained, records and reports kept, and pov ~l t)' areas afforded special conslJ·
eration. The project application approach, as discussed Jbove, can be utilized at
the state level as well. Clearly, a major part 01 Developmental Disahihties funds
will be used by the major stale agencies for planning, adrnHllstratlOn and dircd
delivery of services. The cont:epl of public responsibility for dIsabled children is
well established and in probably all slaLes, the states are the pnmal)' provlders l)f

service. Nevertheless, there is .m Important rol~ for the voluntary agency in the
areas of family counseling, homemaker servIC'.!'S, foster family and group car.~,

adoptiun and Similar services. More important, the valunlary agency can be
highly flexible \lnhk~ the public agency WhOSf polIcies and regulatIons ale dlL:­
tated, and somelJme~ conslrained, by legisl<1tJve authority. These volunt<:lry
agencies have a capacIty for experimentatlOn ,>orely needed jn uncharted areas
concerning the- developmentaUy dIsabled. Tht'lf resources should bt' fully ex·
ploited.
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One way to achieve this goal is to set aside a certain proportion of the state
allocation for special project funding-not to be confused with the Federal proj­
ects discussed earlier. Here too, the State Council can set priorities and solicit
applications through media advertising, contact with professional organizations
and societies in the states, and RFP type approaches. At a later point in this
application process, the Slate Council may choose among meritorious projects
those proposals which best satisfy priorities and the goals of this State plan.

CONSULTATIVE HELP

Potential grantees under this system may need l:onsultative help in con·
ceptualizing their programs, specifying their technologies and strategies and pro­
viding the data for program evaluation. Technical assistance of this kind is likely
to be most needed in the least developed service areas of the community. Such
help could come from a variety of sources-private consultation, academia, state
personnel, or the staff of the granting agency. The important consideration is
that individuals involved in the .Jpplication development process do not review
Ihe proposal once it is submitted.

The NIH project review syslem does nol prOVide a perfect model for state
review of Developmental Disabilities proposals, but the underlying rationale is
clearly applicable. The philosophy of NIH staff is to support the best research
possible and to the extent that preliminary consultation can facilitate this goal,
it IS freely proVIded. Where such contact is made with the mvestigator, he is even
invited, jf he wants to, to send in a draft propo~aJ for staff review before
officiaily submitting it to the NIH Division of Research Grants. There are self­
evident hazards in Hus places!> for applications that fail to pass scientific
scrutiny. but scientists are awan: that consultation, whatever its SOUlce, carries
no funding guarantees. With few exceptions, they greatly welcome this assistance
and there is a fairly positive correlation between staff input and project out·
come.

GRANT REVIEW PROCESS

The grant review process is scrupuJously separale from the technical assist·
ance to the grantee outlined abC've. Once the application is fonnaJly submitted,
iI is assigned to a Study Section for primacy review. There are many Study
Sections, each composed of members expert In a given area of research and
selected for their demonstrated competence and esteem in the scientific com­
munity. Many of these investigators are NIH grantees. Should their own applica­
tions or projects In which they participate be assigned to the Study Section of
which they are a member, an ad hoc panel is constituted to avoid conflict of
interest. If the applicant is from the same university as the Study Section mem­
ber, Ihe latter is excused from the review of the project. On site visit teams,
geographic considerations are also applied, and consultants are not selected from
areas ploximal to the applicant. These zealous protedions agamst connict of
interest are the hallmark of the NIH peer revIew system and an important factor
in its success.
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When a judgment on scientific merit h,JS been rendered by the primary
Study Section, its conclusions and recommen,jatlOns are presented to the [mtl­
tute's National Advisory Council for further leview. This [("VIew Include:. SClt'll­

tifte merit but is concerned primarily with Issues of polley, relevance to the
InstItute missIOn, and to some extent, progr~m priontles Council also has the
option of questioning the reconunendations cof the pnmary group and the ade­
quacy of the review, but this option is judicIously, and thus infrequently, ex,,;'r­
cised. The recommendatLons of the Counl.:il me advisory to the ])1JCC(fli. NlH,
except that no grant apphcatlOn can be funded without Counc]] approval.

Some of the proposaJs are i:lpproved and funded, others are Jpprov~d but
cannot be funded, and many are dIsapproved. In all of these Slluation:" st~ft

contact and responsibility may be reinstated. I 'unded grants are aSSIgned to sta tf
for management and for evaluation of progless as evidenced through legular
reportmg procedures. More intensive p<ntidpatlOn may take place at this tlllle
for project renewaJ. For the grants that are not funded, staff. upon reLJ.uesl or hy
its own initiative, may share with the investigator the crltlque of Ill~ sludy and
otherwise help him to formulate a revIsed proposal, thus fllrther enhanCing the
qualIty of the scientific enterprise.

This capsule version of staff-Study Sectlon--and Council responsibIlitIes
indicates the interrelated and complementary Ilature of the grant reVIew system.
While staff is by design not d part of the evaluative process per se, lIs lole III

preliminary consultatLOn, admimstratIve management and followup, IS obvlOlisly
essential In carrying out InstItute goals. By lhe same token, sClcn11f1c review
alone, without reference to policy, mi'ision or prJOfltle~ is les.., likely t(l achlcve
agency objectives.

All of these elements, WIth modificatIOn, would appear clpplicahle til project
grant review at the state Jevel It IS eCllnomlcally unfeaSible for stdtes to set up
an elaborate structUle of Study Sections and plobably unnecessary to do w. BUI
some kind of primary review mechanism, mcependent of the de~lgndtcd state
agency or AdVISory Council, would appear e"sentlal. Conflicts of Intert'st are
likely to anse when a single body IS responSible for planning, prugram dllectlnn
and growth, review of projects and evaluating lIs own state plan. Such potential
conflicts would probably be most apparent aHlong consumn membcrs 3,1(1 the
state agency beneficiaries of the program. Tt,e use of a subcommittee of lhc
Council, supplemented hy ad hoc members does not fuUy ~.at1sfy thiS COllccrn,
nor does the review by staff of the admmisterir,g agency_

It would seem adVIsable to establish a project grant reVIew group whose
members represented different disciplines and \ aflOUS aspects of delivery systems
and who were drawn from university settings ,wd public and voJulltary agenCIes
at all levels of government. The sue of the grollp should probably not exceed J"
and should rely on ad hoc persons to supplement group expertlsL Meetings
could be held 2 - 3 times per year dependmg on workload and should be coordl'
nated with Advisory Council meetings. Fmancial support flJr such a group, In.

c1udmg site visits where needed, could probably be charged to adllllnl::.trallve
costs under provisions of the Act.

The independent review system has certain bUllt·lJl 3lhantages. It plOleets
the Councll and adnunistenng agency from undue pressure:-- by poll11(':::I1 and
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consumer groups and alleviates adverse criticism. It provides for more expert
evaluation because members can be selected for their special knowledge and
competence. LilTIJted terms of membership could be established. This would
help in preventmg the developm~nt of an entrenched "in group." Many projects
WIll be of fauly long duration; for these, interim short-term review can provide
an ongoing mechanism for quallly control. Projects that fail to progress satisfac­
torily could, under this system, be phased out more readily than is possible when
activIties are both solicited and Jevlewed by Council or staff. Conflicts of inter­
est, potentially very damaging to programs of this kind, can be greatly mini·
ffilzed.

The Developmental Disabilities legislatlon offers an unparalleled oppor­
tunHy to strengthen and extend existmg programs and to expand services Into
new and promising areas on bl~half of many groups of heretofore relatively
neglected groups of children. To fuDy exploit this opportunity, however, an
administrative structure is needed to insure efficiency of operation, program
effectiveness, mission-oriented a,::tivity and the assessment and implementation
of program priorities.

A system fat project grant review, designed to safeguard the quahty of the
program, is an essential part of this structure. The suggestJOns outlined above
could contribute to this goal.

DISCUSSION OF TIlE PRECEDING PRESENTATION

Most of the discusslOn centered about the practicality of the above sugges­
tIOns, especially in View of the fJct that the Developmental Disabilities Program
is so new. Concern was express~d over whether in some states there would be
enough quaJified people to serve on the recommended Initial review groups.
Some state representatives felt that with the little money ava~able at the present
time, it would not be feasible to set up initiaJ review groups which would send
recommendations to the State Council. Short deadlines were also cited as rea­
sons for not providing mltial review by experts at the present time. Many mdi­
cated, however, that the idea should be given seflous consideration when budgets
became sizable.

A staff member of one State CounCLI indJcated that the review of apphca­
tions was conducted exclUSIvely by the State Counc~. This took the form of an
mltial revIew by a subcommittee of CounCLI whIch then presented recommenda­
tions to the fuU Council. If a subcommittee member felt that the discussIOn of a
gIven project represented a con'"11ct of mterest, he- could remove himself from
the room dunng the deliveration. No deciSIOns were rcached without consensus
of all members of the subcommittee. Each apphcatlon was read by a pnmary
and a secondary subcommittee member who were chosen at random. Final
budget negotiations were delegated to staff with instructions that If after such
negotIations uncommitted money remamed, they should search out new projects
for funding wluch reflected agwed upon prionHes: geographic distribution of
DDA funds and services; state p"onty Hstings as determined in their state plan:
needs of clients and the regions for additional projects and the possib~lty that 0
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project submltted and nl)l funded had the pOlenrial til be reworked to a pOInt

where It could be approved and had tht.: ..::apabiJlty 01 delivermg the .~'Vll:t' If
2pplOV-ed.

Thjs same State (ouncu ilrrlved al two Imp0rlant dfclslOns (I) the Jd­
VOCdCY role should properly be funded through the volunteer agencIes, and (211 a
'"grants writing semjnar" should be conducted prlol to the next grants appilla­
hon tlme. The major 201m of the griJnls wnllng seminar is tu help the less
sophIsticated potential reClplents of funds to learn how to wrIte a guod apphca­
tlon

A CounciJ member from another slate agIl'ed with the advisability of h.JvlIlg
the jnitial review done by experts who arc not members of the State CouncIl but
Indicated that at the present time such a meclJanJsm IS not m uperatlon. Imtlal
summaries are now prep<lred by staff and forwarded to all commIttee members.
At the same time, applications and sUlllrTlarie~ are sent to fCIUT groups who have
the right to comment on them but do 1I0t have the nght of velo. The)e are.
(a) the appropriate state agency (specIal lechl11cal assistance may bt~ requested
and/or proVIded by these state servi(e agent les), (b) regjonaJ plan rung group
review (the regIOn selects priorities and rnJke~, re(:ommendations), (e) telhmcal
assistance (by staff 01 based on agency respon~el, (d) outsid( profeSSional reader
help (to get objective reactiun to proposals this IS uptlOnal and IS used for
appropriate selected rroposals). In additlun til review by the four group~ Ils{t~d

above, staH of thlS Council meet personally With applJcants who Wlsh 10 dISCUSS
(heil proposal. Finally I 11 sUlllmary is pre paled by staff. Proposals and final
summaries are then presented to a s.ubcommillee of the Councd known as. Ihe
Proposal, Procedure and Review Committee. Members who may have a \le'stt~d

interest m a specific proposaJ(s) are excused from commltlee dcllbcratJOn and
discuSSlOn of that proposal(s), OptJ(lnJ..l use 01' outSIde readers on selected pro­
posals is posslbJe. 111e l,;omnultee uses a rallllg schedule and disl usses each
proposal. Finally, it prepares recommendations fOJ the State CouncI.l.

Ensuing discusslOn brought out the fact that a numbE'f uf Stare Counc~s

operate m substantially the manner outhnec above. Many CounCil mEmbers
expressed con{;ern over the problem of how ttl prevent the "nch gellIng nchf'[,
and the poor getting poorer," as a rewh of the dJstribution of Developmental
DisabilitIes funds. Sugge~tions included (a) having staff meetmgs In TUlal areas,
(b) sending program informatlOn Lo a velY lar~c list of pOSSible appllcanls, and
(c) holding grants wnting seminars.

A ~taff membeJ from a Hurd State COUilCiJ mdH.:ated that the revIew I)f
applications was substantially [he same JS th<lt of the first State CounCil men­
tioned in precedIng paragraphs.

An overaJi summary of the important putms brough[ out mall )1 Lh~

dlScussions included the foUowlIlg poinLs made by (he Chaimlan.
I. All progritms ami plans fOI distflbuLing funds are very new .md ,til

State Councils were faced Wlth 'Hl almosl impOSSIble task of deVISing wa:/s ;,j/ld
means with very short deadliJles.

2. It IS very unportanl 10 prOVide 1Il111a] review of all i:lppllcatlOlls by
experts who are not members of the Slate COU1IO!.

3. Thjs mitial review group should report to the CouncI.l anu the COLln-
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cil must make the final decisiom.
4. Siaff should discuss each disapproved appUcalion with the applicant

in an efforl to find other possible sources of funds.
5. It is important for State Councils to develop policies separatIng

service grants from planning grants.
6. State Councils should establish policies which will make II possible

to serve all areas included under Developmental Disabilities. The chauman
granted that establishing a proper balance is extremely difficult but cautioned
State Councils not to aUow their individual self-interests [0 make them provin­
cial.

7. The chairman conduded the discussion by stating his conviction
that he has seen lots of evidence that slate groups are developing real sophistica­
lion. He is optimistic about the future of the Developmental Disabilities Pro­
gram.
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Part X
Innovative Programs and
Sources of Fu ods

Editor', Notes
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In additIOn to serving as a general forum for learning about the philosophy
and operation of the Developmental Disabilities program, the planner of the
NatJOnal Conference viewed it as a marvelous opportunity for members and staff
of state councus to share experiences and viewpoints. This objective clearly was
achleved through the many Informal contacts which look place among the
nearly 800 conference particlpants.

Besides these informal mterchanges, W,Uiam Allen Ziegler, Jr. presented a
paper summarizing some of the more Interesting and innovative ways states were
using DDSA funds to accomphsh their objectives. Among the specific projects he
reviewed were (I) the development of a statewide syslem of protective services
for DO clients In Ohw; (2) th,~ establlslunent of a statewide infonnation and
refenaJ system in LouiSiana, (3) the creation of aDD coaJitlon in New Jersey;
(4) the Jaunchmg of community alternatives to institutional care In Washington
State, Georgla and Montana, and (5) reaching out to the Amencan Indian popu­
lation In Colorado.

GIven the lunited funds thus far available through the DDSA program, the
age ulJ question of where to fjnd adequate resources to meet the needs of the
developmentally disabled was a constant source of conversation at the November
conference. Tadasru Mayeda's paper on ··Little Used Funding OptIOns" IS

addressed to thiS question. He dlSCUSseS a number of possible avenues for sup­
portmg DDSA activitieS through the U.S. Departments of Housing and Urban
Developmenl, HEW, Agriculture, Defense, lnlerior, Labor, Justice, Commerce
and Transportation as well as the Veterans Adminjstratiun, the Civil ServLl.:e
CommiSSIon, the General Services Adnuruslration, the UnHed Slates Postal Servo
ice, the Appalachian Regional Commission, the National Science Foundation
and ACTION. Numerous examples are included of how these various programs
have been llsed by mnovalive and imaginative administrators to aid the develop­
mentally disabled. Tbe author also suggests 12 guidelines to follow in seeking
funds from departments or agencies not usually JssoLlated W1th developrnenlal
disabilities programs.
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New and Successful
Programs and Projects

William Allen Ziegler, Jr.

INTRODUCTION
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In the last ten years significant progress has been made in lmproving and
expanding services for the mentally relarded. Many states have begun to develop
an array of community·based services to dlminish the need for long-term institu­
tional care. In addition, alternatIves to residential living (group homes, hotels,
apartments, half-way houses, etc.) have been designed to incorporate the
retarded child and adult into the t~veryday activities of commumty life.

One lesson of the past decade is that in order for the concepts of com­
munity services and alternate living modules to become a viable reality, effective
liaisons between federal, state and local governments and also the pTlvate sector
have to be cultivated. The recommendations of the President's Panel on Mental
RetardatIon provided the framework for such progress in the early 1960's. One
of direct outcomes of the Panel's efforts was the enactment of the Community
Mental Retardation Facilities Act of 1963 (P.L. 88-164). This legislation was an
important imlial step in developing a federal, state, local partnership in improved
services to the retarded. However, it was not until the signing of the Develop­
mental Disabilities Semces and Construction Act of 1970 (P.L. 91-517) that the
groundwork for a fuU partnership relationship was completed. P.L. 91-517
broadened previous legislation (P L. 88-164) by: (I) expanding the definition of
the target group to be served; (2) authorizing support for a continuum of serv­
Ices in addition to construction of facilities; and (3) providing states wHh greater
responsibility fer planning and lmplementing the program through a formula
grant program.

Despite the frustration surrounding the inadequate level of initial funding
and the difficulties encountered in operationalizing the unique concept under­
lying the Developmental Disabilities Program, a number of excellent examples
are already available of effective utilization of DDSP funds. The purpose of this
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paper IS to provide a few illustratlOlls of mno'lative uses of lDevelopmentai Di~­
bililles funds.

FILLING GAPS IN SERVICES

One of the basIC premises underlymg the legislation IS that DOSA funds
should be used to pJug up existing gaps in a state system of delivering services to
the developmentally disabled rather than sllTIply supplant ongoing ,·fforts.
Several jUrisdictions have demonstrated the viability of thli approach by uSLng
federal dollars to demonstrate new and sucl:essful modeh of the delJ\lery of
services to developmentally dIsabled clIents.

Ohio IS a good illustration of this approadi. Soon after il s estahhshment, the
state ODSA planning and advISOry council de,;rgnated prote':lIve service for sub­
stantIally dIsabled adults as Its highest priority area of mterl~st. About thiS same
time Governor Gilligan signed mto law a bill which authoril.ed the developmenr
of a statewide system of protective services. TIle DlVislOll of Mental RetardatIOn,
working with the State DevelopmentaJ DisabilItIes Council, deSIgned a case man­
agement module which encompassed case management, prutective selVlCes and
personal advocar.:y -- plus auxiliary services of mfonnatlon and referral and
follow-along.

OOSA funds are now being used as leverage money to get tillS innovatIve
new system off the ground. The state agency IS admirusteTLl1g the case mijnage­
ment and protectIve services programs while a coahtion of voluntary groups is
carrying out the advocacy portion of the plan.

The delivery of servIces WIU emanate front the stat~'s [(Inal centers Each of
these 12 regional centers will have a trained protective semce speclahst who will
be directly responsible to the protedive selVJce admInistrator In the central
office. Therefore, the monitonng system will be divorced from the delivery
fum:tions of the DivJsion of Mental RetardalIon. These workers w111 aSSist the
developmentally disabled indIviduals to manage themselves and theu affairs. To
accomplish tJus gargantuan task, an aJray uf s~rvices wJ.11 be provldeu outreach,
counseling, case auditIng, guardianship, legal UlterventlOn, [oUow-aJong, and case
management. A computerized tracking system wtli be utilized to provide efffc­
tlve information and referral and follow-along :-ervlces.

• For several year~, the consumer-oriented orgamzatlOns have played an un­
porI ant role in develop1l1g Ohio's protective :;ervices and CitIZen advocacy pro­
grams. In 1967, the Oluo CitIzens' COn1Jmtlel' for Mental Retard.tron Planning
launched a protective services project in three locatIOns which has since been
admmistered by the Division of Mental RetardatIOn. The monumental protective
services and public guardianship bill was spearheaded by the OhiO UCPA and

ARC with support from the DlVlSlon.
Representatives from the Ohio Associa"lon for Ret::lrded Children, the

Epilepsy Foundation and the Umted Cerebral Palsy Associalron will be entirely
responsible for the advocacy function of thIS module. GlJidehnes havt~ been
developed and i:I pilot project has met with initial success. ThJS year the con­
sumer Interest groups will be supportmg a limited number of personal advocaey



Conference Proceedings 51 J

projects and employing a director to assist in the statewide development of the
advocacy system.

The spirit of cooperation between the state agency and consumer interest
groups throughout the design and development of the case management system
typifies the partnership approach which must underlie successful efforts on
behalf of the developmentally di..bled.

ACCESSING THE SERVICE SYSTEM

There has been a growing national awareness of the need for improved
access to infonnation on generk and special services available to mentally re­
tarded children and adults. The Importance of timely, accurate information on
service resources is not restricted to parents and interested community groups
but also includes state agency officials. Louisiana is now in the process of devel­
oping such a statewide information and referral system through the use of
developmental disabilities funds.

The central element in this new system WIll be the designated staff members
in a variety of generic health, social and educational agencies throughout the
state. These staff members will be trained to serve as their agency's specialist in
infonnation and referral service:, for the developmentally disabled and their
families.

Besides the instruction and development of the staff, the DDSA funds will
be used for: (I) the preparatioll and publishing of a statewide directory of
services available to the developmentally disabled; (:l) the development of a
standardized referral and followup process; (3) the design and implementation of
a computerized registry of cases; and (4) the utilization of collected data to
evaluate management, to provide feedback (0 individual workers and to assure
that clients receive better access to services.

The Louisiana Division of Mental Retardation, the state agency which is
responsible for administering DDSA funds, has contracted with a private man·
agement consulting fum to design and implement thIS computerized mfonnation
and referral system. In instituting this program, the firm will be responsible for
the initial training and development activities.

The consulting group will aho prepare the directory of services available to
the developmentally disabled. This directory will include, as a minimum, the
following data: (I) the identity and location of services; (2) the description of
the available services; (3) the referral processes that must be followed; and
(4) the financial policy for each service provided.

The concept of an effective information and referral system in LouiSIana is
not novel to the state. Several years ago a state directory of services for the
mentally retarded was prepared as a result of the imtial federal comprehensive
mental retardation planning legislation (p.L. 88·156). In addition, two local
information and referral centers were institu ted under the aegis of this ac t. The
results of these activities have demonstrated the feasibility of creating a state·
wide information and referral netwotk.

A project in Georgia provides another excellent example of how DDSA
funds can be used for impact on c'ther potentIal generic service systems. Through
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a nDSA granl a therdpeutH: recreatIOn consullant has been .ldded to the ~.tdn of
the GeorgIa Department of Natural Resource ,. The prograrn has been des1gned
to: (I) evaluate the recreational needs 01 the developmentally dlSabkd
(2) develop local recre<ltlon programs fur this iegment of socJety' (3) recruit and
tram recreational specialists for the developmentally dl'iabled (4) establish
recreation<ll standards for this group, and (51 work towards ellmmatlng archl'
tectural barriers in public facUlties.

FORMING NEW DEVELOPMENTAL DISABILITIES COALITIONS

As outlined In Ihe repolt of President Kennedy's Panel on MenrdJ Retarda­
tion, coordlniJtion and planning are essential elements of the orgamzalion of
services ill any system. Coordination can only be accomplIsheJ thlOUgh com­
munication, cooperation and clear lines of authority

The New .Ieney Commll tee for the Develc'pmentaJly Oi~:abled, ;J coalition of
voluntary agencles representing andlol serving the developmentally dIsabled, has
capitalized on this concept and is operating a:, an efleclive adjunct 10 the stele
DDSA Planning and Advisory Counctl. 'The CommIttee is composed of repre·
sentatives from the New Jersey ASSOCiation for Retarded Children, the United
Cerebral Palsy Association of New Jelsey, the New Jersey Chapte, oi the March
of Dimes, the New J~rscy Epilepsy Foundatlc>n, the New Jersey ASSOcIation for
Children with Learning DIsabilities, and the t»ew Jersey Ea:;!er Seal SOCloty lor
Crippled Children and Adults.

Pnmanly, the gJOup coordln<ltes pJannUlg and progr~lm actiVities of the
member voluntary agencies to best serve the mterests uf the state's dt'velop­
mentaUy disabled. The Committee's project courdlnator, who was employed
through a DDSA staffing grant, works closelv with local organrzat1l>ns 10 help
deSign the most comprehensjve program, to I'md new funding SOUlees, and to
avoid duplIcatIOn of servIces.

A second DnSA grant has heen awarded 10 the Comnllltee for the dt~veJop­

ment of a statewIde, computeflzed informatIOn and referr,i1 system whJCh ha'i
stlmulated the mterest of other voluntary groulJs to JOin In the enUC<lyor

Although the CommHtee IS only represented by groups from the private
sector, staff members of the state OOSA COUIH.:I..I do participate In the Commit­
tee's meetmgs <lnd vice versa. ThiS liaison has fostered an el fectlvc CUJlllTlunll'a­
tion hnkage. The state agency has become aware of the consumels' needs <lnd
priorities and, in turn, has been able to transfIIlt Its goals and obJecllves tn the
representatives of the developmentaUy dlsab led.

The creation of the Committee stemmed from early pJanmng br [he
unplementation of P.L 91-517 in New Jersey. The Mental Retardat1l>n PIJnnlJ1g
Board, the predecessor to the New Jersey DDSA Planning and AdVISory ('ouncll,
felt the need for infonning the publrc of the "DO concept." Therefore, repre­
sentatlves of the Board and consumer agencks held <I seflt~S of fonnal and m·
formal meetings. At the conclUSion of these sessions. the voluntary agencies
detemllned that they had a need tu contlflue tbl~ UlteractlOn in a formaJ manner.
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STIMULATING COMMUNITY BASED SERVICES
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As indicated above, one of Ihe basic concepts underlying Ihe Developmental
DisabUilies Act was that servic" should be delivered to relarded clients just as
near as possible to their home communities. California is an example of a state
which has been pursuing the goal of communily-based services since the early
1960's.

Two regional centers were established as an outgrowth of comprehensive
statewide planning in 1963-64. In 1968, Ihe California legislature directed a
study of the program and servIces available to the state's retarded population.
The Lantennan Mental Retardarion Services Act of 1969 grew out of this study.

This Act provided for filling gaps in services, joining fragmented services and
tailoring services to the needs of mentally relarded individuals. The Lantennan
Act, among other things, called for the completion of a statewide network of 13
regional centers. Each center serves as a fixed point of referraJ in the community
to coordinate the continuum of services to the retarded person.

A major portion of Calif01 nia's DDSA allotment is being used to supple­
men! state funds in order to complete the development of regional centers. The
four newest centers will serve n,)t only lhe retarded bUI also all developmentally
disabled individuals. All of the ,;enlers ale operaled by private, non-profit,local
organizations with a full professional staff. The services are provided without
charge and include: diagnosis, counseling, case registry, guardianship, case man·
agemenl, and follow-along.

California's regional center:; are beginning to provide retarded persons and
their families with an alternative (0 institutional living.

CREAT1NG NEW MODELS OF SERVICE

The developmental disabilities program emphasizes the need to develop and
test out new models for delivering services to clients. One such model, which has
gamed popularity over the past few years, is the group home or hostel. Rather
than carting off retarded persons in need of residentiaJ service to some distant
custodiaJ institu hon, the group home concept stresses the importance of mam­
taining the individual in a small, community-based residence where he will have
an opportunity to participate m school, vocational training, employment,
sheltered work or developmental activities.

The State of Washington has been a forerunner in the development of group
homes. For example, three smalJ apartment-type houses have been in operation
for Ihe lasl three years at Fircrest School Jusl outside Seattle. This a1ternatrve
living siluation was deSigned (0 train retarded clients in the basic skills of com­
mUnity living.

The Office of Developmental Disabililles, the slale agency responsible for
community and residential programs for the developmentally disabled as weU as
deaf-blmd programs, now has broadened the halfway house concept. One aparl­
ment complex has been converted to serve relarded deaf and hard-of-hearing
persons (18 years or older) who are in need of guidance in urban living skills.
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The project IS being supported through a fed,oral gran! under Section 4a( II "I
the Vocational Rehabililalion Act, under funding authorIty administered by
HEW's Division of Developmental DisabiliIies.

The program will serve two populations of deaf or hard-of-hearing llIdivl,]'
uals: the mildly and moderately retarded and those persons from culturally O[

service deprived environmen(~. Primary consideration WlJI be given to InstItution­

alized, deaf retarded persons.
The participants will actively engage In tht Iramlng program for a 12·monlh

period with major emphasis being placed on the converSlOn of bas1I: ~n·care,

vocational and practicaJ academic skills mto methods for sUIVlvmg In an urban
community setting. Role playmg, group discussions, private counseling and spe­
cial classes will help prepare the clients for independent iJvmg. A local COIll­

mumty college also will offer adult edul:atlOn classes m "Survival Behavlo[" ttl

the group.
Only in isolated instance~ will the facilities and servi..:es al Fm;rest Sch·Jol be

Jtili1.ed. Every effort will be made to have tlleSl: handicapped persons perturm In
the communit)-recreation, shoppmg, bankmg, and health servIces.

Community services have reL:eived formal c?Jldorsement in Georgw With Ihe
recent enactment of mandatory community services legislatIOn S.B. 347) The
purpose of the law is to authoTize the developrrent of l;ommunlty alternatIves 1(1

total institutional care.
To begIn implementmg this legislation, thl' DiviSion of Mental Health III the

Gemgia Department of Human Resources has designed a plan for a nelw,,,k "I'
group homes throughout th~ state. ImtIally only thLIteen resldem;es will r,e
rented or leased; however, the diVISion ultimately plam. [0 expand the pr'Jgralll
to 300 group home s.

The fIrst phase has been parIially funded t1HOUgh a DDSA grant. all. glOIIp
home will be opened in each of the state's 13 hl~aJth district and wtll be operated
under the supervision of the distrIct mental Ilealth chief. Each pro)ecl wIll he
established in a locality with suitable recreatjonal, work, educatlonaJ, and tralll
ing activities.

The target population for the initial homt·s wtI1 be mildly and moderately
retarded children and adults who are presentl) instItutionalIzed. Every ae tlVIIY

in the program will be dire..:ted towards simulatmg a typical family cnvirunmell[
Each client will participate onJy in his or her work, educatIon or tratnLn~ pnl­
gram outSide of the home and return 111 the aflernoon for recreatIOn, household
chores, or other group aC1Jvlties.

Montana has utilized three different HEW funding mechanISms to Imph-·
ment a preschool program for children who exhibll learning disabtiities ,md/cl!
phYSIcal handicaps. The HEW Division of Developmental Disabilities admlfllSlelS
two of the funding programs used 10 the program-DDSA forlOula grants and the
Hospital Improvement Program (HIP).

The program is designed for children, 3 to 7 years of age: (1) to detemllne
each child's full potential: (2) to help the child develop to hiS fullest pot,·ntla!:
and (3) to prepare the child for appropriate school progranu in his cummunlll/
when he reaches school age. The preschool curriculum consists of moLor skiJJs
de\lelopment, speech and language development, and SOCIalization anu ~el··-Ilt·lp
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activities.
Since some of the childre n must travel great distances to attend the pre­

school, arrangements have been made to provide conununity-based housing for
them. TIlls housing project is funded through a HIP grant. living accommoda­
tions are provided on a five days a week basis. On weekends parents must
arrange to have their children at home.

The developmental disabilities grant covers the ancillary services to the pre­
school program. These supplementary services include consultations, transporta­
tion, and physical and speech therapists.

Services are provided on a regional basis in order to reduce the need for
institutionalization. Many of the children reside at home and are transported
daily to the program by their p"rents.

The third funding source i' Title III of the Elementary and Secondary Edu­
cation Act. Through this grant the academic preschool program is funded~that

is, staff, supplies, equipment, etc. The project staff consists of two teachers and
one teacher aide.

The Regional Interagency Council, a community voluntary organization,
coordinates and oversees the t:ntire project. The Montana Division of Mental
Retardation sees this triple-funded preschool program as a prototype of a much
more comprehensive community-based serVlce delivery system.

SERVING SPECIAL TARGET POPULAnONS

Due to the clear linkage between poverty and cultural-familial relardatlOn
among poor, deprived subgroups in our society, the Developmental Disabilities
Act places special emphasis on reaching au t to the poverty stricken. This is one
of the purposes for which funds for projects of national significance may be
used; in addition, a higher matching ratio is provided for poverty area projects
and states are required to spell out In the state plans what steps are being ta~n

to serve the developmentally di,.bled from poor families.
A project for the Ute Mountam Jndian Tribe, which IS located in an eco­

nomically depressed area of Colorado is a unique example of how one state is
attempting to make services available to a group that was unse.rved in the past.
The project's primary purpose is the implementation of an early intervention
program for the Ute Mountam (hildren under three years of age m order to deter
cultural retardation. Parent training and involvement are basic to the child stimu­
lation project.

As the project progresses, participation of the entire tribe is expected. The
project director has been selected from the Ute Mountain Tribe_ He and his staff
are designing their program til fit the surrounding culture. In order for the
educatIOnal system to be effective the new pattern must be adapted to the
youths' everyday culture.

InitiaUy, interaction with outside agencies was slow; however, a rapport has
now been established between the two cultures. The ex ternal groups are asslstmg
in developing new funding sources, legislation and other resources essential to
the project. [n cooperation with the tribal council and local community, the
Colorado Division of Mental Retardation, the Bureau of Indian Affairs, and
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several other slate and federal ageneles and cor sumer groups are partl~lpating Ln

the project,
The program IS aptly titled, "A ReluflI to Cultural Dignity.'" As the program

develops, the tribe wiU be able to understand more fuUy Iht· other cullures, to
resolve community problems, to deter e~onomlc depressIOIl and to stimulate
cultural respect and learning within their own children.

For the continuation of the projecl, the HEW Office of Child Development,
VISTA volunteers f,om ACTION, the John F. Kennedy o."elopment Center
outreach program, and mher tribal, comrnunl!~ and stale agt"n~ies iire proje'h~d

as [ulure funding and manpower resources. It IS hoped that the Ute MountaIn
project wJ.lI be not just another early mterventlon program but also a demonstrCi­
tion of an acculturation process WIth national illipact.

CONCLUSION

During the past decade all levels 01 gov,:rnmenl, along with the pflvate
sector, have joined in orchestratmg crfectlVe ~nd cooperative programs In the
community for mentally retaTded children and ddults. Concerted effort has been
concentrated on developing new federal, state and prjvate funding sources. AJ·
though the DOSA formula grants ha\le been limited, [hen~ are a number of
examples of how these monies have been used to fiji gaps III seLVlces, to launch
innovative, new programs and to atlTacl other dollars and m.lnpower and ,nate­
riel resources necessary fOT continued program expansion.

For a program for the developmentally disabled to be labeled a SUCCI'SS, lt
must not only be initiated but also must contUlue. TherefoH~, Ill-depth prdum­
nary and subsequent planning must be fully comdinated with all related govern·
mental Jnd private agencies and must take int·} account primary and aJterna(,~

funding sources.
If more detailed information IS desired, conlact
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Little Used
Funding Options

Tadashi A. Mayeda

INTRODUCTION

519

Two workshops were held on "Little Used Options (for funding programs to
serve developmentally dlSabied persons)" at the November 1972 National Con·
ference of State PlannIng and AdvIsory Councils in Washington, D.C. The work·
shops were aimed at identifying infrequently used sources of funding whIch
could provide flexibility in program development.

The notion that seemingly unrelated sources of funds are avaIlable to
developmental disability orgamzatlOns was supported by scattered examples of

,fundmg such as the constructic·n assistance of the National Children's Center In

Washington, D.C > by the El:onomic Development Administration of the United
States Department of Commelce; assistance In the movement of Institutional
residents in Tennessee to community facilllies through rent subsidies provided
by the Department of Housing Jnd Urban Development; the employment of
dIscharged institutional residents in newly established InstitutIOnal jobs through
Emergency Employment Act funds of the Department of Labor; the support of
clinical and sheltered workshop programs in OhJO and Georgia by the Appala­
chian RegIOnal Commission; and food preparatlOn subsldies to various day pro­
grams through the UnIted States Department of Agflcuiture. In facr. with the
exceptIOn of the Treasury Department, examples of developmental disabllily
program support could be found 111 aJl FederaJ deparlments and many executive
agencies of the Federal Government.

Although optional sources of Federal funding were the focus of the work­
shops, it became abundantiy clear as the workshops progressed that these
options should include unusual ways to serve the developmentally disabled
through traditional channels nf fundrng such as the use of Title IV·A for summer
residential camping programs and (he use of general state funds for programs
such as the training and rehabilitation of retarded delinquent youth in the State
of North Carolina.
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In the workshops, the author stalled wItt, a Federal outlook. on unu~ual

sources of funding. This included the child development progr.'ms of the Appala·
ehian Regional ComrnlsslOn, the gene-lIcs resedlch programs of the Vel~rans

Adnunistration, and other Federal programs such a::. the manpuwer outlook 01
the Department of Labor. To llus, Dr. ErWIn Fnedman, the DlrCl.:tor l)f thf
NatIonal Childnm's Center, added the unusuaJ slluallOn of constrUCllon ~ul'Purl

by the Economic Development Adrrunistratioll and, particularJy, the cIrCum

stances surrounding the negotiations wh..ich led tIl finanCial assistance
John Horn, representing Robert Denny, the Exei.:uuve DiT,~ctor (If Ihe NlHth

Carolina Coordinating Council, and staff members of the (ouneiJ dc~cribe(1 one
of the few organizatlOns in the United State~. funded thJl,ugh lhe Stijlt tu
implemenl the recommendations which were fe,jcrctlly seeded In the early ~/('ar~

of planning on b~ha]f of the mentally relarded. The effect 'Jf plannmg In the
early '60's TIppled through many of the dep;:, rtments m the State of I\orth
Carolina so that ventures such as specialJzed COl rectlOnal programs tor mentaJJy
retarded youth and career opportunities for IlIgh school and undergraduate
students, Just now being discll~sed In nJany staLes, ;ae established prugrams III

that state.
Alvm SheetL and colleagUt~s of Cahlorma, (la., descflbed 'Jne of the fe,lJ, II

not the only, program lH the United States in which carpenL'rs, plumbers, and
other members of the buildIng trades ~ollaborcltc wlIh a volllntary ..tSSOCI<H1oll

and the Departments oj Special and Vu<.:atlOnal Education to mount an aggres­
sive building/traming program for youth In speci:u education classes In this (ase,
an unusual coalition, rather than unusual source of funding, led t(l a proglam
wttich serves low income homehuyers as well as youth with spe,:ial needs.

Fmally, Vernon Lindsay, the Executiw Diffclor uf the North Dakota Asso·
ciation fDr Retarded Children, descnbed numerous programs being supported by
Federal departments other than the Department of Health, Education, and Wei
fare. These included partIal reimbursement for costs of food provided tl) non·
residential clients of daytime programs, an imaglJlative use of The Dep<trlmerd ot
Agriculture's commodJty distributIon program, food eqUIpment and fnod hi:ln­

dling reimbursement, and housing development through thl~ DcpJrtmcn' of
Iloosing and Urban Developme",.

The author and alJ of the resource peoplt·, WIthout contradh.:tlOn, both
warned against the pitfalls and encouraged the sl:arch for and use of illlernatlve
sources of funding for developmental dJsahililles programs The pro<.:ess IS

tedious; and, more oftell than not, applicants an' turned away by local progri:lJn
offices. Nonetheless, the rewaClJs suggest thai thl' eHort IS worthwhIle Jnd {hat
many program alternatlves, which might otherWhe not come Into hemg, <.:al1 be
realized.

OBJECTIVES AND LIMITATIONS

The need for workshops on "u.ttle Used Options" was, lo a greaL ex Lent,
caused by the inability of the Department of Health, Education, and Welfare to
fLnance programs authorized by Congress. In fis(a! year 1971 the congre~sjl)na.l

authonzation to DHEW exceeded that department's actual appropnatioll by
$6 biUlOn' ~a fiscal gap reflected in the budget of the Developmental Dis·
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abilities Division of the Social and Rehabilil ation Service, the prime supporler of
programs for the developmentally disabled in Ihe Federal government.

The inabilily of the Federal government to finance authorized programs,
coupled with the trend to embrace larger numbers of "developmentaJJy dis·
abled" persons in program authorizations, have led many organizations to seek
support from sources other than DHEW. Financial necessity and, in some cases,
program alternatives not otherwise possible were the prmcipal reasons for seek·
ing other funding options.

Plain as the reasons might be (or seeking other sources of SUpp0rl, it must
be remembered that, despite the number of cases cited, Lhe total expenditures of
the Department of Labor, Department of Commerce, Justice Department, De·
partment of Agriculture, Appalachian RegIOnal Commission, Civil Servlce Com­
mission, and all other Federal departments and agencies probably do not exceed
the expenditures of Ihe Department of Health, Educalion, and WeLfare for Ihe
developmentally disabled' It IS likely that slate and local contributions on
behalf of the developmentally disabled are proportionately insignificant.

Nonetheless. readers are t:ncouraged to seek little used sources of suppurt.
This is said with the hope that succeeding awards from the same department or
agency might become easier to obtain as local representatives are persuaded to
include the developmentally disabLed in therr future program plans.

Apologies are offered by the author for rus Washington, D.C., viewpoint of
little used funding options. The author has only a vicaflous appreciation ior the
many pitfalls and hurdles of approaching regional representatives of Federal
programs, The comments and suggestions of the resource people, all of whom
have had the experience of qualifying for program funds, were particularly heLp­
ful from the "field" Viewpoint

WORKSHOP SUGGESnONS

Suggestions on how to go about obtaining funds from departments of
agencies not usually associated with developmental disabilities programs were
made 10 workshop participants by the author and the resource people. The
partiCipants undoubtedJy sens~d that some were germane only to a given locale
or situation, that others were timely only during the early years of a program,
and that only a few were generally applicable to all service organizations regard­
less of location. With these limitations in mind, some of the more commonly
suggested actions were as follows:

J. lltUlgilUltion. Dr. Friedman convmced the Economic Development
Administration to fund the Natronal ChiLdren's Cenler on the basis that il was an
"economic enterprise" in an econonucally depleted area.

2, Persistence. Vernon Undsay's housing developments started in
North Dakota and were pursued from there through local housing authOrities,
regIOnal offices, and the Department of Housing and Urban Development before
the matter of subsid.1es was resolved in favor of the dependent adults in question.

I Rlchilrdson. Eillotl: "Reosponsibility and RlO':>ponsiveness. the HEW Potential for tht>
Se'Venlies,'· DHEW PublicallOn No. (OS) 72 19. ):.mualY 1972.

1The PreSident's Commillee on Mental Retardation: "Federal Programs for rhe
Retarded." June 1972.
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3. Reillted Sources. SolicitatIOns should starl Wlth sources of support
most related to the problems of the developmentally disabled. Mmimally, these
should include the food service, offered througl, the Department of Agriculture
and the child care and development programs of the Appalachian Reg'unal Com·
mission.

4. Phraseology. Soliciting organJzatiof's must obtain applicable pro­
gram gUidelines and he familIar Wlth these pnor to solJcitmg assistance. The
language of solicitation must be phrased in tnms familiar to the awardmg
agency. For example, chIldren in foster homes while loosely reterred tn JS "famJ­
lies" tJy social service agencie:- are not legally ,'amtlies from the viewpoint uf
HUD.

5. Eligibility. Sohcitmg orgamzations must determine wluch groups are
eligible for support under different programs. Under the HUD Mudel Cilies
program, for example, eligible redpients are "any mUnicipality, county ,or other
public body having general governmental powers. '

6. Find a Liaison. Having determined what groups are eligible, SOliCIt­
ing orgamzations must find a "brother" (10 the words of Lindsay) 10 that
organization. Together they can find ways 10 meet the needs of the Jevelop­
mentally disabled.

7_ Cnmmunicarion. Soliciting organIZations musl establish ..:hilnnels 01

communication with regional (lr local progran: administratll)n offH..es Thest'
shouJd include Jucal houSUlg 3uthoTlties, reg..lOnal offJces of Federal departments
many of which are not co-located,3 and vartOUS ~;tate departments wtudl recelvt;'
formula funds through congressiLmal leglslation.

30 ffice of Management and Budto:H "Catalo@. of I eJeraJ DomestIc ASSISI.tn,e" 19'72

8. Seek A// Possible Sources. Each orf,anJzation should assign a per­
son(s) La seek and foUuw up on all prospective funding clurs. That persull should
obtain and reVIew monographs such as tJle "Calalog of Federal DomestJt.: AS)lst·
ance" (published annually by lhe Off,ce of Man.•gement and Budget, now ",ut­
or-print but usually available In DHEW regional l}ffices) .. nd "Federal Prognms
for the Retarded," publJshed by the Presidenr's l:ommlllee on Mental Retarda­
hon. They should subscribe to "New DlreClion'i," published by the National
AsSOCiation of C"oordJn3tors of State Programs for the Mentally ReTarded in
Arlington, Va., "Programs for the Handicapped," publIShed by the Orrice of MR
Coordination in DHEW, and the pubilcations o! the National ASSOCIatIOn for
Retarded Children, the UlI1ted Cerebral Palsy -\ssocl<ltions 'Illd the Epllepsy
Foundation of America. Clues w new sources of funds can also be found In the
pubhcalions of the Day Care and Child Development ASSOCJatlOJl 01 J\merH.:a
and various rehabilitation associatIons.

9. Requ~sl Guid~/ines. Program mform-llion and gUldelmes should he
requested from regIOnal offices hased on clues found In these publll.::i:ltlOns.

10. MalCh Need to Guidelines. Examples of unusual Jundlllg shuuld
not be copied literally but adapted to 'he pJoble'n on hand. Local need' should
be matched 10 guidelines and mlerpretatlOn (If gUldelmes by local oHiees
Soliciting organIZations should be mlfldful of the fact thaI there are loc::tJ varia·
tlons and ..:hanges in L:onlract or grant awards.
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JJ. Submit a Project Synopsis. Solicitmg organizations should take
advantage of the common plactice of allowing (or sometimes encouraging)
solicitors to submit a synopsis of a proposed project before investing in a de­
tailed proposal.

J2. Watch Trends. Soliciting organizations must be mindful of new
trends developing in Washington, D.C. and must guage their actions on these
trends. For example, signs that Federal programs were decentralizing appeared
four years ago. Relations with state and regional personnel should have started
early based on those signs.

FEDERAL PROGRAMS

]n recent years, there has been a growmg awareness that developmentally
disabled person qualify for the benefits of programs not necessarily aimed in
their specific direction. The developmentany disabled are often members of the
same priority groups and live in target areas that are the focus of many Federal
programs.

The developmentally disabled can qualify as members of low income
groups, residents of economkally depressed areas, as unemployed or under­
employed individuals, or othetwise dependent persons. As anyone of these target
populations they are sometimes eligible for housing, food, or employmenl
assistance from the Federal government.

The potential of programs, which are unrelated to the specific health,
development, and social needs of the developmentally disabled, is considered to
be good if for no other reason than they have been under-utilized by service
organizations. Many serious barriers, however. do exist and these will have to be
removed before a fun range of services can be provided to the developmentally
disabled. As national service organizations, congressional leaders, and advocates
in 'he Ex~cutive Branch of th" government identify these barriers and find ways
to resolve inequities, the situation will undoubtedly improve. It is the purpose of
this section of the paper to plOvide clues on what now can be provided to the
developmentally disabled. Readers are cautioned that the developmentally dis­
abled are not automaticany eligible for these programs and that the conditions
for award, as prescribed by earh of the program offices or as interpreted by each
of the field offices, should be examined carefuny.

Housing

Options:
Department ofHousing and Urban Development (HUD)
Department ofAgriculture (USDA)

Where both HUD and USDA are concerned with housing for the low mcome
family, HUD focuses on the urban problem while USDA emphasizes the needs of
the rural family.

HUD programs often require local support, i.e., recommendation of
approval by a local governmental unit Or community 'action group. This is a
requirement of Model Cities and the Neighborhood Facilities programs. Rent
Supplement payments are made on behalf of tenants to owners of rental projects
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which are a pari of an approved, workable program for community Improve
ment.

Some relief in provl(]ing community housing for the dependent develop­
mentally disabled nught be expected due to the tecent mo,lifJcalion of HUIJ
eligibility requirements. Certain provisions of the National Housmg Act had
previously been limited to the phySically handl<apped only. lrhlS inle[pretatJon
was hroadened to mclude the organically damaged, handicapped mdlvldual i\
legislative modltkalion 10 the NatIonal Housing Act IS seen as th~ only ...:Iear
route to qualifying all developmenlaJly disabled persons for these hl1usmg bene­
fits.

The i!'.sue of houslIIg support for developrnt'ntally dIsabled 1l11llurs In fnsle,
homes is not deal. Under l:ertain CHcumstances, groups of mmors under the care
of foster parents do not qualify as a "family" ,md are sometImes inehgiblf' for
housing assistance.

The USDA, through Ihe Farmers Home AdmmlStralion and Its field offl<Os
In 39 states, administrates rural housing loans, nHal rental housing loans, hOUSing
lepaiI loans, and self-help housing technical assistance. In g,~neral, these pro­
grams are deSigned to aSSist rural famihes to obtain decent, safe, and sanil<lry
dwelhng and facilities. Direct loans, guaranteed/Insured Joans, and direct redam­
cal assistance are included as types of ass~tance available through these
programs. Of the 20 rural credn programs admmislered by the Fanners Home
Administration,S are reported to be directly applicable to th,' developmenrally
'tisabled.

Food and Living Assistance

Options:
Departm,nr oj Health, Education. and WeiJare (DHEW)
Department ofAgriculture (USDA)
Department of Defense (DoD)
Department of Inferior
Veterans Administratiun (VA)

Assistance avadable thruugh DHEW and USDA IS broader than thJ[ avaIlable
through DoD, Interior, and the V A. The lattel three agenCJi~S are concerned
primarily with nuJitary personnel, military dependents, or Indian tubes.

Food assistance and food preparation subsidies are avatlablf through the five
regional offices of the USDA Food and Nutrition Service. Many of the day lime
programs of non-profit organIzatIOns servu1g tht' developmenlally disabled ,He
eligible for assistance through affiliations wah pUblit.: schools ur as Independent
non-profit organizations.

Distinction should be made between commodity disl rihutJOn and food
assistance programs. The former, aimed at the cultivation of farm markets, must
be used selectIvely.

Undsay reported that the costs of obtaming reimbursement under foud
assistance programs (partial repayment for actual meals served) can be high If
handled by each day program. Cennal accounting services 3Ce used Ul North
Dakota to handle reImbursement requests for all eligIbJe Association programs m
the State.
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Work and Economic Security

Options:
Department of Health, Education. and Welfare (DHEW)
Department ofLabor
AppalachilIn Regional Commission IARC)
Civil Service Commission (CSC)
General Services Administration (GSA)
United States Postal Service (USPS)

Work and economic security programs in DHEW are located in the Socia)
and Rehabilitation Service or the Social Security Administration. These are com­
monly known options and will not be discussed further.

The Department of Labor'> activity on behalf of the developmentally dis­
abled is carried on chielly through the Manpower Administration and the Em­
ployment Standards Administration. Under the authority of the Manpower
Training and Development Act, the Economic Opportunity Act, and various
Social Security Amendments, the Manpower AdminIStration administers pro­
grams such as On·rhe·Job Training, Neighborhood Youth Corps, Operation Main·
stream, Work Incentives, Public Service Careers, Public Employment, and
Emergency Employment. AJI of these programs have, in some way, provided
traming or job opportunities for the developmentally disabled. The Employment
Standards Admirustration is responsible for wage and hour·and·wage compliance
programs which are used to prevent curtailment of Job opportunities for the
developmentally disabled.

The ARC administers vocational education facilities and operations and
vocational and technical education grants programs which, depending upon local
initiative, can be used to help persons to obtain employment at their best capa­
bility. Various workshop assistance programs for the handicapped have been
reporred by the ARC.

GSA programs for the develupmentaUy disabled fall primarily in the areas of
contract opportumties for sheltered workshops and the provision of loan or
surplus equipment to organizalions serving the developmentally disabled. Con­
tract opportunities available ttuough the Wagner-a' Day Act since the Act was
amended in ]97] to expand preferential treatment in bidding on government
contracts to sheltered workshops despite the initial, high priority for the blind.
(The program benefits were preViously limited to the blind.)

The CSC and USPS are involved mostly in provIding jobs for the develop­
mentally disabled. A Federal program of employment (for the handicapped) is
administered through the CSc. The Conunission, thlough various agencies of the
Federal government in aU state" employs 3,800 mentally retarded individuals.
How many other developmentally disabled individuals are employed through
CSC is not known. Over a third of the above are employed in the District of
Columbia, Maryland, and Virginia. The balance are scattered in civil service jobs
throughoul lhe United States.
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Family Development and Assistance

Options.
Department "I Health, Lducation, and Welfarc (DHFW)
Department "I Agriculture (USDA)
Department ullnten"or
Appalachian Regional CommISSion (AJiC)
Veterans AdnlimstratlOn (VA)

Gen~ral assistance in family devcl(lpm~llt 15 avaiJable to Indian" [hr{lu~h the
Department of Interior, 10 Iesldenls of the Appalachian States through the
AppaJachian ReglOnal ConumsslOn, and ItJ oth'~r select groups through orgamz,l­
11005 such as the Velerans AdnumsuaLJon. PJOgrams of the USDA apP'~<lr to
offer the greatest potential In trus aced.

EducatJOnal programs based on 101..:31 need:-- in the areas of home c(.;vnlllllKS

and youth development are administered through deSignated land-gran! llisritu
lions by the USDA EXlensioll Service. Through these programs, JTI;JIlY 1.~;o;,iJmpln

have been found or disabled youth bemg peepal ed for community ltvmg through
extension programs of housekeeping, budgetmg, all aspects of personal and
family management, "and work prepar~tion ExtenSion programs uf mterest to
organizations serving I he developmentally disahled include the Expanded Food
and Nutntion Program, Family Life Program, Falmly Resllurces MdnJgcJ1Ient
Program, 4-H, and Community Resource Develuprnenl.

Nurture and Protection

Options'
Department 0/ Healrh, Educalion, and Weljare IDHt'W)
Department of thi' Interior
Justice Depor/menl
Veterans Administrorion (VA)

The programs of Intenor and the VA are a1Jned at speCial mterest groups,
The InstitutIOns and Facihtles Office of Justlce\ Civli RIghts DIVlSIOII,

estahlished In Septemher, 1971, IS charged with and has reci:ntly been dcll\'e In

protecting the rights of persons conunitted to institutions. Allhough Al)1 dHc((l~

Involved in providing services to the developmenlally dJsabled, thell 11lIp.JLI In

the area of C(vi] fJghts wiJJ be slgmficant
The Law Enforcement Assistance Adrrunlstration IS the second org,1nJZil­

tional unit In the Justice Department C{lncerned With the problems and T1efds of
the developmentaUy disabled. AuthoTlzed undel the Onullbus (TIme Contrc,[ and
Safe Streets Act of !<J6R, requests f"0I discretionary giant iupport have heell

submiued by organizations servmg the developmentally dJsablcd only arlt'r lhe
LEAA was well underway and probably 100 lale to be l:onsldered III the IIIIHill
seJections. With the exception of North CarolIna, Slate plans have not mdicated
that block grant funds will be used to s<tve the developmentally disabled.
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Research and Prevention

Options:
Department of Health. Education. and Welfare (DHEWI
Department ofAgriculn.re (USDA I
Department of Housing dnd Urban Development (HUDI
Appalachian Regional Commission (ARC)
National Science Foundation (NSFI
Veterans Administration (VAl

The involvement of USDA in nutrition has been long and deep. National
Science Foundation programs are more recent. The Veterans Administration
claims to have a broad spectrum of interest in research topics related to the field
of developmental disabilities. HUD interests are confined primarily to effects of
lead poisoning on children. Child development and the many forces that tend to
affect the ch.ild are subjects of inlerest to many departments and agencies.
Other Areas of Interest

Options.
Department of Comme'l~e
Department of Transponation (DDT)
ACTION

Commerce's Economic Development Administration is charged with the
responsibility of assisting communities which suffer from substantial and per­
sistent unemployment. Authorized under the Public Works and Economic
Development Act of 1965, as subsequently amended, the program is admini·
stered through six regional offices. Only one case is known in which an organiza­
tIOn serving the developmentally wsabled has been able to qualify for construe·
lion funds. (See the foUowing sec lion).

In the Deparlment of Transportation Ihere are no categorical programs for
the developmentally dlSabied, h"wever, the Department feels that many of the
public carner design and regulatiOn programs have some bearing on the needs of
this group. Recommendations have been made to DoT to ensure the safety of
the developmentaJly disabled in public carriers, to use safety training towns to
(each the developmentaUy disat>led how [Q become more moblle in communi·
ties, and to subsidize these individuals for transportation not otherwise a'r'ailable.

ACTION is mvoJved in volunteer programs whlch benefit the develop­
mentally disabled. Among these are the Foster Grandparents program, Volun·
teers in Service to America (VISTA), Service Corps of Retired Executives
(SCORE), and Active Corps ot Executives (ACE). Many cases are known in
which volunteers ditectly help with developmentally disabled persons or the
organizations servmg them.

A SAMPLING OF LITTLE USED OPTIONS

Community Residential Living in North Dakota

Five reSidential units with 6 - 8 children in each umt are being developed
under HUD 221(d)(3) mortgage insurance and HUD rent supplement funds in
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North Dakota. Loans are guaranteed by the government and up to ~'Oq;n rent
subsidies to tenants will be allowed. For loan authorization purposes, e3(h beo·
fOom (not the entire huildlng) IS I.:onsidercd to be a Unit.

(N.B. 22Hd)(3) IS J NatIOnal liousing Act program ~dmll11­

sleted by HOUSing Produclion and M.)flgage CredIt at FHA to
Insure lenders agamst loss on mortgages. ]n thIS case It was tied
together with the rent supplement pogram admlllistered by
the same agency. The progIclm I,> admlrustered through H~­

gional or local Insunng offKes of HU[I.)

Clover Bottom Hospital and School Normalization Progl1lm

In early 1972, thirty Clover Bottom residents were moved 10 newl~- con­
structed apartments In the Nashville, Tennessee community With the FinanCial
assistance of the Federal Housing AdministratIon rent subSidy program, the
former residents) paymg less than $25 per month, are able to manage on mudest
Old Age or Disability benefits. The tranSllLon was smoothed by donations and
assistance from the Clover Boltom staff and co nmunlty volunteers.

Model Cities

In variOUS areas deSignated as model cllles, the governing resldent:-; have
chosen programs for the developmentally dlsahled as lugh priority Ite,m. Classes
for mentally retarded cluJdren are sponsored by rhe Albuquerque, N.M., Model
City; home health aides fOl the mentally relatded are being trained 111 New
Orleans; and a special education kindergarlen IS sponsored III Texarkana, Texas.
Depending upon local interest, projects range from speclill recreation, home
services, and vocational traimng, to independent livmg assistance programs for
developmentally disabled adults.

(N.B. Model CJtles Supplement Granrs admJnJstered by Com·
munity Development of HUD will b~ replaced by the Urban
Community Development Re\'enue Sharing program Jf enacted
by Congress. Municlpaltties, countIe~ OJ other pUbhc bodies
havmg general governmental powers ale eligible. Nell~borhood
resIdents playa role In governing and admmistenn,g, local pro­
grams and determining, to a great degrel::, local priofl ties.)

Neighborhood Facilities

HUD reports that the Neighborhood FaLllitles program, adminIStered by
Community Development, is a potential resource for orgamzatlOn!> serving the
developmentally disabled. Although no examples have been cited, service agell·
cies are eligible for asslstance in the construl:tic,n or rehabilit'ltion of commumty
servIce centers through local pUbJit: bodies, p,-ovided these faClhties are ~hared

with other commuruty based orgaruzalJons and are accesslbJe to a slgmliralll
proportion of the area's low or moderale income residents.
Iowa Foster Homes

Two commumties, each involvmg J 5 to 21) [oster placements for mentaJly
retarded adults, will be selected In Iowa as part of a pro~~rarn utihzmg cash
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assistance payments to adults under Aid to the Disabled, county funds, and
special demonstration funds from Section II J5 of the Social Security Act.

Emergency Employment in Pennsylvania Institutions

Department of Labor Emergency Employment Act funds have been used in
Pennsylvania institutions to establish 300 positions for unemployed residents on
discharge status. Placement priority IS given to fully employable, discharged
residents who have worked in the- facility.

(N.B. In early fiscal year 1972, $1 billion was appropriated to
provide unemployed and underemployed persons with transi­
tional jobs in needed public services. Administered by the
Manpower Administration of the Department of Labor
through a state designated official, aU states and 650 cities and
counties with more than 75,000 population have been desig­
nated responsible program agents. Apportionment of funds
range from $1.5 million to 1100 million per state. 90:10 fed­
eral matching is authoriled with local share in cash or in kind.)

North Dakota Job Training

The NDARC has been involved in the Department of Labor On·the·Job
Training program-most recently througb the NARC-for six years. Clients, start·
ing with no income now have a combined income of $304,000 in jobs srarted
througb the OJT program. Afte' six years 58% of all clients are still in the same
jobs for which they were trained.

(N.B. Funded at the level of $20 million per year, the National
On-the-Job Training program is administered through Man­
power Administration of the Department of Labor Under the
Manpower Training and Development Act, as amended.
National organizations representing unemployed or under­
employed persons who cannor reasonably be expected to
obtain full time employment are eligible for cross regional or
national programs. The National Association for Retarded
Children (NARC), longtime recipients of OJT funds, have been
contacting local units with invitations to participate.)

Neighborhood Youth Corps

Mentally retarded youth have been included in Neighborhood Youth Corps
programs in the state and public schools. Administered by the Manpower
Administration of the Department of Labor, the program is authorized under
the Economic Opportunity Act and is designed to proVide job opportunities to
students of low income families. As in the case of the mentaUy retarded youth
working on projects while attending classes, the program is designed to prOVide
work experience while aUowing youth to remain in school.

Public Service Careers

The Green Valley Hospital and School, Greenville, Tennessee, is a work site
for training disadvantaged enrollees under the Department of Labor Manpower
Administration Public Service Careers program. Authorized under the Economic



,30

Opportunity Act of ] 964, 3!) amended, the proglam, allow ... occupational tram·
ing and related services pnmarily Lo low income and dlsadvant<Jgcd persons. 1 he
program is managed through the eleven ofllces \)f the Regwnal Manpow,~r

Adrrumslratlon.

Employment of Older Adulls

Older residents al the Bowen CIILJdren's (entel In Harrisburg, mlllor:,. hdve
been employed on grounds Improvement under Operallon Mainstream ,-)1 rhe
Department 01 Labm The $83 million program, aumlnlstered through Ref-mll.)l
Manpower offices of the Department of Labor, seeks to pr,)vlde work traJnlllg
and employment activities for chronicaUy unemployed, poor adults. (-iunds ,1[1:

used primarIly for the betterment and beautIAcalIon of communities III <i't~,l<;

served by the project.

Area Manpower Planning for Retarded Youth

All state governors and mayors of cities ov'~r 100,000 ptlpulatH1ll .11(' ellg.lhle
for manpower planning funds [rum the Coope alivl? Manpower Planmng Sysl~m

(CAMPS) of the DepaTlmeni of Labor. In New Orle;Jos, becallse 01 the Pdr11l':UIaI

interest ofa member of CAMPS. a SIX month survey of the needs of the mentoUy
retarded was conducted, As :J result of that survey iHtempt~, are being made III

mobilize support for a center for vocatIOnal traming of men Lilly retarded you til,
a sheltered workshop, and an extenslOn of .:ommunlty evaluiJtiun and WUII<.

adjustment facilities.
Child Development in the Appalachian State,

Seventeen hundred learning dIsabled <.hd,llen Jrc servt·d by I\l'pillrtchLl l l
Reglonal Comnlls~lOn (ARC) funds m the New YOlk ~0uthern tler fund") IlJ\'C'

also heen provided to Ihe Schuyler (New York) COllnlY Early Chtldhood Ldll,J­
lion Program for Handlcappell Children, the l'>..cerllonal Children's Day LlIl'
Center III Kingston, Tenn~s.see, and the Jeff~rstln Cl)Unty (Oluo) ChLid [Iewlor'·
ment and FamiJy Advoca<.:y (enter for home VISIt, to famJlIl~s With IllelllJllv
retarded children,

(N,B. ChLld developmcn1 tunds are autnofl/t:d l,) th~ 13 APPd­
lachlan StiJtC5 through SectIon 202 of thl: Arpal;..I~hlan Rv
gIonal Development ,\-:t of 1965, as amended. The $1 H mLllloll
appropriated by Congre,,, Jll fIsCJI YtiH 11)72 Cdll be used III

combmatlOn wllh TItle VI-A funds fOI 10O'j F.:dcral fundLlli:',
ARC representatives dre located In cacl. of the 13 A~lpa1achJaJ1

states (Alabami:l, Gt'"orgJa, Kentucky, Maryland, MlSSJS~lppl,

New York, North Carolina, OhiO, Penn::.ylvalll:l, South
Carolina, Tennesse~, VIrginIa. and West Vlrg1ll1a) )

Health Programs in the Appalachian States

To the extent thai d~vel()pm~ntal dlSdbL.lltlCS Jle IJ~ntlfled as pflOrllle~ h'i

local cuuncils funded under lite Appalachian Hegiulldl Development A, I, rrot­
eels have been developed and lunded for drJnomlrdtJOIl health progrJllls III lil'~

Appalachian stiJtes. Pwjells f'XISt In 1 ~ of lht Sf sLalc~ and mclude fund' 10.1
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3·county mental retardation project in Alabama, a sheltered workshop program
in Georgia, an evaluation clinic in Ohio, and varlous regional mental health/
menial retardation programs.

Camping for Mentally Retarded and Developmentally Disabled ChUdren

Day care (Title IV-A) fund,. are used in the Slate of North Dakota to pro­
vide reSLdential camping for bOO mentally retarded and developmentally disabled
persons of all ages. Funds are available through regional HEW offices on a 70: 30
matching basis.

Construction of a National Children's Cente,

In lhe fiscal years 1971 and 1972, the Economic Development Administra­
tion of the Department of Commerce provIded $3 million in funds toward the
construction of a new residentlal and trainmg facility for handicapped chlldren
m Washington, D.C. The facihly will be used for an IntensIVe and comprehenSIve
traming program for 250 mildly to profoundly retarded adults and children and
training lOa high school graduates pel year in vanous phases of work with the
handicapped and 10 the field of child care.

(N.B. The Ecunoffil-: Development AdmJnlstratlOn (EDA)
authoflzed through the PublJc Works and f,conomlc Develop­
ment Act of 1965. a'j amended by various public laws, aims to
assist In the construction of publ1c [acuities needed to lmtlate
and encourage long-term eConomIC growth in geographlc areas
where economic growth is lagging behInd the rest of the Na­
tIOn. ThiS project described above IS partlcularly umque in that
it is the only known instance in which human services to the
handicapped was proposed from the vieWpOint of economic
lffipact on an area.)

OUTLOOK

The very long lead times needed to arrange contract and grant awards
demand that soliciting organizations anticipate program trends as far in advance
as pOSSIble. Some trends or signs of trends which might affect organizations
serving the developmentally disabled are listed below·

The Revenue Sharing bill, recently signed into Jaw, will provlde states
with "no strings attached" momes. The extent to which revenue sharing will be
used to supplement health, educational, or social services funds will be deter­
I11Ined at the state and local levels.

HR-l. recently Slglled inlo law, does nol include AFDC welfare rofonn
proviSIOns but does Include extended Medicare benefits to d;sabled recipients of
social security and other assistance provisions that will affect Ihe disabled.

Vocarional Rehabllitarion Amendments, vetoed after the closing of the
session, will probably come up again in the first session of the 93rd Congress.

Social Security Tirle XIX requiremenls for screening chtldren and
youth for oilments, the implementahon of which has been long delayed, is
gradually heing clarified.

Veterans AdminiHrorion program of assistance for medical educanon,
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signed into law on October 24, 1972, will provide assistance to educational
instilutions fOI the training of allied health personnel.

If enacted, the Allied Services Bill, in Congressional committees, will
encourage coordination and consolidation of human service programs at the
slale and local levels and will have authority to lransfer funds between specified
Federal programs including vocalional rehabililallon and developmental dis­
abilities.

The J9 72 Economic OpporTUnity Amendments mandaled that 10% of
Headstart enrollment opportunities will be made available to handicapped chiJ·
dren. Guidelines to implement this new statutory provision are expected to be
issued soon by the Office of Child Development.

Transportation provisions are being drafted that we allow payments for
transportation of children or for transportation subsidies within certain mileage
to schools, for payments of I ransporlation 10 and from lhe hospilal and other
necessary services, for payments to and from rehabilitation centers, and to cer­
tain categories of people receiving public assistance.




