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PREFACE

The enactment ol new, groundbreaking national legislation, like the birth of
3 new child, always engenders the establishment of a2 whole series of new rela-
ttonships and modes of operation. Such changes inevitably create confusion,
doubts and nusunderstanding among the thousands of professional and con-
sumer group representatives involved directly or indirectly in the program.

The National Adwvisory Council on Services and Facilities for the Develop-
mentally Disabled wisely recogmized this tact and determuned at one of its early
meetings that there was a pressng need for a national conference to describe the
purposes and philosoplues underlying the newly enacted Developmental Dis-
abilities legislation. After careful advanced planming, such a conference was held
in Washunglon, D.C. on November 16-18, 1972.

The specific objectwves of the conference were as follows:

® iy encourage a better understanding and effective implementation of the
Developmental Disabilities Act of 1970 by those charged with its execution;

® {0 provide technical assistance in planning and evaluating services for the
developmentally disabled;

® 1o develop and extend communications among the National Advisory
Councd on Services and Facilities for the Developmentally Disabled, the Federal
staff and respective state planning and advisory council members and staff;

® 10 provide a forum for considering the 1ssues related to extension and
modification of the Act.

The Conference featured prominent general session speakers who synthe-
sized broad trends and explored new directions in the provision of services to the
developmentally disabled. In addition, an open forum mvolving key legislators
and representatives ol special interest groups and governmental agencies was held
to exchange 1deas and positions regarding the Act. However, the real work of the
conference took place in the nearly 100 simultaneous workshops which were
scheduled over the X-day penod. In all, over 250 professional and citizen leaders
participated 111 these workshops as speakers, moderators, discussants and topic
wrilers.

To sumulate and direct liscussions at the various workshops, the Confer-
ence planners commussioned 37 topic writers to prepare position papers. These
topic writers were nstructed to explore relevant facts, issues and implications
within the scope ol thewr assigned topic. Their papers were Lo serve as spring-
boards {or wotkshop discussions

kach of the topic wrniters was selected on the basis of his knowledge of the
topic al hand. Many were well known Fgures 1n the developmential disabilities
movement. Others, however, claimed no special expertise o the field but pos-
sessed insights from related areas of endeavor which had a distinct bearing on the
development and delivery of scrvices to DD clients

Subsequent to the conference, each of the topic writers was asked to review
tus paper in hight of the discusstons which took place at the workshops and make
any tevisions or addendums which he felt were indicated. Tape recorded pro-
ceedings of each workshop weie furnished 10 the relevant topic wniter Although
a few general guidelines were offered and specific suggestions on points tn need
of clanfication were forwarded to topic writers, decisions on how to vrganize



and present matenal growing out of the workshops were left to the discrebion ol
the individual topic wniter As 4 result there is 4 small degree of overlap in the
factual matters covered i some papers.

The pages wtuch follow contaimn the revised and edited papers presented at
the November conference by the 37 topic writers plus Lhe texts of addiesses
given by the twa peneral session speakeis. A transcupt ol an open forum discus-
sion on the development and tmplementation of the Act has been distributed
separately by the Division of Developmental Disabilities, RSA, SRS, and HEW
In addition, because it has been published separately, a document on federal/
state plan review, which was prepared by the staff ol the Massachuset1s Buieau
of Developmental Disabilities, is not reproduced here *

While each position paper is largely the product of the individual thoughts
of the particular topic writer, an ¢tfort has beeri made to place each paper i an
appropriate context by organizing the proceedings into 10 disunct sections, each
of which is proceeded by briel mtroductory notes prepared by 1he conlent
editor. These naotes attempt to set the stage for the reader and provide a brief
synopsis of the ground covered by each topic writer,

With these few brief words of explanation as a backdrop, the reader may
now furn to the procecdings ol the conlerence. We think you will find many
valuable thoughts and provocative insights into the process of ptanming and
delivering services for developmentally disabled imdividuals. We alsu trust thar
you will find the document hetpful as you proceed with your personal efforrs o
open up new vistas of opportunity for handicapped snd disabled aitizens

Robert M Gettingy
Content Ediror

*A Gusde to Federal/Siate Plan Review Under the Provistons of the Developmenial
Disabalitses Services and Construction Act. Council for - xceptional Chiidren, 1972 Copies
may be obtained by writing the Developmental Diszbilities Technical Assistance System.
625 West Cameron Avenue, Chapel Hill, North {Zarchina 27514
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Conference Proceedings |

Part I
Principal 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 concerming the future role and
responsibilities of the Department. Among the symptoms of the maladies facing
HEW, he said, are “exaggerated promuses, ill-conceived programs, over-advertised
‘cures’ for intractable ailmentis, cynical exploitution of vahd grievances, en-
trenched resistance to necessary change, the cold ngidity of centralized
authonty 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 1t reaches out to embrace disabled individuals with similar needs
regardless of traditional categorical labels.” He went on to review the major
provision of the Act concludirg that these provisions are “in keeping with the
social consciousness of the day and our efforts at programming toward human
betterment ™

Quoting Secretary Richardson, Mastrangelo ended by challenging the paru-
cipants to join in the enormous task of melding the resources of federal, state
and local povernment, as well as the private sector, into a unified force for
change on behalf of developmentally disabled children and adults.

Paul H O’Neill, Assistanit Cnrector of the Office of Management and Budget,
offered the conferees an illuminating guided tour through the labyinth 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
in 1921, has had three major functions: (1) bringing agency budget estimates
mnto harmony with each other; (2) eliminating duplication in organization and
activities. and (3) assuning that agency spending estimates conform to revenue
estimates.
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O'Nelll reviewed for the group the mtricacies of the federal budget cycle
and also pointed out some of OMB’s less publicized activities i the area on
management review and analysts. In addiion, he explained how OMB ap-
proaches the tasks of determining the appropristeness of federal involvement in
a particular activity and how societal goals can be achieved in an etficient and
balariced manner

O'Neill concluded his remarks by noting the tremendous growth which his
taken place in federal human service programs over the past few years and the
great challenge which the enactment of general revenue sharning legislabion pre-
sents to those interested in the welfare of the developmentally disabled
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Disability Originating in Childhood:
Challenge to Joint Action

R. E. Mastrangelo

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

Incidentally, as part of your conference materials you have been given a
copy of the Secretary’s speech (v departmental employees called *“Responsibility
and Responsiveness.”” | urge each of you to read Mr. Richardson’s remarks which
are a call by the Secretary to joint action—responsible action on the part of each
of hiy department’s mare than [30,000 employees.

He categorized that speech as “an overview of departmental undertakings
designed to make HEW a more responsible and responsive instrument for serving
all the American people!” The questions Mr. Richardson raises here and the
conciusions he draws are pertinent for you who are involved with the
developmentally disabled, as well 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 1o solve problems like those which concern you not only in that speech,
bui also 1 the Landon lecture delivered at Kansas Stale University. In his

Richard E. Mastrangelo was appointed in 1969 to his present position as
special assistant to the Honorable Elliort L. Richardson, Secretary of Health,
Fducation, 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 1962 — followed by admission to the Massachusetts
Bar. Prior to his present position, Mr. Mastrangelo engaged in private law prac-
rice: served as Special Assistant fo the Lieutenant Governor. as Assistant Attor-
ney General of Massachuseits, and as Executive Assistant o the Sargent Com-
mittve. His professional affiliations and honorary memberships are numerous. In
1970, he won the distinction of being named one of the Outstanding Young Men
in America, He is listed in Who's Who in American Politics.
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Landon lecture, the Secretary said “Our natronal discontent, 1n the face of such
positive measuies of our progress, was in effect predicted for us many years ago
by Alexis de Tocqueville, when he wrote.
*The evl which w.is suffered pauently as mnevitable seems unendurable
a3 soon as the idea of escapmg from 1t crosses men’'s minds All the abuses
then removed call attention te those that remawn, ¢nd they now appear
more palling, The evd, il 15 true, has become less, but sensitbidity to it has
become more acute

de Tocqueville expressed an nsight thal has been true tor ¢l socienes in
every age. In our sociely, however, a revolution of nsing expectations has been
gathering ever-increasing monentum. Instead of finding satisfaction 1n ihe
achievernent of long sought goals, we wonder why even grander goals elude our
grasp. In such a framework, our successes--compared with our ever-escalating
expectations- appear as faulures,

There 1s, besides, much actual faillure. Exaggerated promuses, ill-conceved
programs, over advertised “cutes” for intractable ailments, cynical exploititiun
of valid grievances, entrenched resistance to necessary change, the cold rnigidity
of centralized authorily, inelficient use ol scarce resources—all these add 1o
frustration and foster disillusionment.”

The Secretary wenl on to say “‘One major cause of the growing gap
between promise and performance 15 the difference between the amount the
Congress authcnzes w the way of expenditures, and the amount 1t actually
approprates to do the job.

“For the Departmen of Health, Education, and Welfare alone, this gap has
reached enormous proportions. In 1964, the difference between authonzilions
and appropnations fur HEW programs was $200 imdhon. In the current year,
authonzations for HEW exceed appropriations by $6 biliion. Pendug legistition
is hikely 1o add another 39 bilhon to our spending authonty —and this at & 11me
when our budget deficit will 1o1al $38 billion 1n the current year.

"Authonzations to spend are nighttully viewed by the public a5 promissury
notes, signed by Congress and made payable to the people. Failure to make good
these promissory notes cannot help but breed disillusionment and discontent

The Secretary concludes his point by saying “Whether 1t 13 a4 gaping chasm
between authonzations aund appiopriations; or passage of lepislation (hat
provides far ton few iools to atiack the problem it purportedly addresses: ar
legislation that promuwses something new and different, yer merely duphuates
what already is on the stutute bouks--such legslative over-promise starts vut by
building hopes, but ultimately undernines contidence 1n government.”

What do we do? How do we escape from a sttuahion which seemungly 1s so
hopeless? To rteview completely the recommendations which Secretarv
Richardson makes in his paper would take a great deal of tune There aie 2
couple of points, however, | would like to highlhight because [ feel they can and
will directly affect you

The Secretary perceives HEW's role as being two-fold, direct and indirect.
Our direct role is one of adnunistering a program 1n which shacing the
responsibility would not be admumstratively feasible, such as the social securpiv
system. More umportant 1c you, however, 1= our indirect role—the roe ol
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providing logistical support for, as the Secretary 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 ugencies.
1t follows that the success with which HEW carries out its indirect, supporting
role depends on our effectiveness in backing up those who teach and heal and
serve. They are the fruntline troops. HEW’s mission 1s to provide planning and
logistical support. Our job is to help by 1dentifying the needs to be met, to help
by making sure that people who can make good use of better methods of
providing services are made aware of them; by supplying financial support of
such services; by increasing the supply of service providers where there are
shortages; and by mmproving communications within the whole service system.”
This 1s basically how Secretary Richardson feels HEW can be most effective n
responding to the needs of those whom we seek to serve, the American people.

He has already initiated several steps to achieve the goals described in his
address. These initiatives include cutting away *“that most ubiguitous outgrowth
of program proliferation—the strangulating vine called ‘red tape.” ” Also included
are grant consolidations, services integration und decentralization.

How does all of this alfect you? Let’s look for a moment at the
Developmentat Disabilities Services and Facililies Construction Act of 1970

At the federal level, we have waiched the weed-like growth of programs
promoted by vested interest groups and patierned to meet the needs of members
of a particular category, all the while failing 10 meet similar needs of indwiduals
excluded lrom the program.

Hence, the Developmental Disabilities Services and Facdities Construction
Act of 1970, tepresents a progressive step in programming because it reaches out
to embrace disabled individuals with simlar needs regardless of traditional
categorical labels.

The D.D. Act 1s an amendment fo the old mental retardalion law
(P.L. 88-164) and has basically strengthened the old law. However, before going
nto detail, let us review the situation from a hustorical perspective,

The mental 1etardation law was passed by Congress in 1963. [n 1970 the
developmental disatbility amendments (Pubhc Law 91-517) became law. In the
brief period since the passage of the D.D. Act, we have seen a natural progression
in Lhe expansion and, where necessary, a supplantims ol the supplant in the
1963 law.

Not the least of the forces which led to the D D. Act, was the impact made
by the wurk of the President’s Commuttee vn Mental Rerardation, federal grants
programs, and the increased strength of voluniary agencies. The D.D. Act was an
outgrowth of the studies made by the President’s Committee on Mental
Retardation, which revealed that conditions 1n some nstitutions were utterly
deplorable. The problems addressed by the President’s committee were size,
oveircrowding, understaffing, high staff turnover, low siafl morale, high rates of
absenteeism, and substandard basic mantenance care for the patients.

The mental retardation act of 1963 was aimed at Institutions where care
was lantamount to warehousing of human beings. It provided for construction
and remodeling of facdities and lor improvement 1t care of the residents through
denonsiration projects and trawning of personnel.
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Buildings were constiucted demonstiation programs did improve cate in
institutions, and trained inunpower proved more efficient.

The law had made some impact, but nowhere near enough progress had
been made. Theie were significant problems wtih the law,

State planners complained that the old law was inflexible and that (abels
assigned to the funcrionmg levels of retardales were proving transient With
increased atiention given mentally retarded individuals, it was found that they
could progress 1o a lhigher functiomng level—even from the nstilution to (he
community. The focus for services was changing from institution to comnuniy,
and the community demonsirated a greater willingness to accept the retaidate
There were islands of success demonstrating what could be done with trained
personnel, impioved staft/patient ratto, improved services, and with more
humane treatment ol the retarded individuals. However, it soon became
apparent  that  those people who were not mentatlly retarded, but
developmentally disabled were net eligible for help under existing law. It was
quite clear that a new law, or an amendment to the old faw was necessdiy.

Thus, all of these impacting lorces, together with a recognmtion ol I1he
inadequacies of the old law led 1o enactment ol the developmental disabihiry act.

The purpose of the D.D. Act is to bring more and better services 41 a
quicker pace to those individuals substantially handicupped by a disability ol
neurological ongin, beginmng m childhood and expected to continue
indefinitely Mental retasdation, epuepsy, and cerebral paisy, are specifically
mentionied 10 the law, togethet wath “other neurological conditions still ra ke
named.”

The thrust now 1s not at bullding bigger and better institutions, but rather
preparing  the developmentally disabled individual for independent
semi-dependent lite ;n the community through habihitaton prograins This isn
the dmection ot strengthening the generw  services and  employmen
opporturuties 1n the community Hopefully, this new thrust can prepare these
handicapped peisons for the community and at the same lime prepare the
communuty lor the handicapped.

The actual provision~ of the D.D. Act are wholly in keeping with the socal
consciousness of the day und ow efforts at programing towards hunwn
betterment.

The actual bul itself 15 intended to provide 1or the tollowiny

A. Meeung the special needs of 1he disadvantaged, muking un
adjustment for poverty.

B. Setting aside money for use on special projects of nanonal
significance.

C. Special projects to demonstrale new or improved tlechmques in
service delvery.

D. Strengtheriny, university-attdiated faciliies programs by adding
suppart of new mterdisciplinaty programs n institutions of higher learning.

E. The law allows a co-tungling of federal developmenital disability
funds with those ol other ungoing slate programs.

F. And finally n provides loi a state planning and advisory councit
responsible, as vou all are well aware, for submitiing revisions of the state plan
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and reports to the Secretary of 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 designated
agencies which allocate the alloiments to projects, whose pnorities are
determined by key people wilhin the state. In essence, federal money becomes
state money 10 be spent by the residents in pursuing 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.D. Act has in effect shifted the focal point of our
efforts to the local level where the handicapped individual should have his needs
met, and to where the strength of the program should be. This new direction
comcides directly with one of Secrelary Richardson’s key initiatives, tmproving
the quality of services disseminated by HEW.

That initiative is decentralization, one which I have already alluded to. The
Secretary has said: “If HEW is to be of maximum use 1o the frontline forces
engaged in health and education and welfare services, we must not unly make
our support of those forces us adaptable as possible to community needs, but
also to see to 1t that our support is as accessible as possible. It follows that our
support functions must be moved up as close (o the front as we can get them.
This 1n turn requires that we place increasing reliance on our regional offices.”

“Under the polite but persistent prodding of the Assistant Secretary for
Community and Field Services, a number of concrete steps have been taken to
strengthen the regional offices and accelerate the process of decentralization.
For example, the newly established project grant review and control system gives
the regional directors an opportunity to review and concur in selected
centralized granis before awards are decided.”

[ 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 combinaticn, make federal support less hampering and more
useful. They will help to bring about more comprehensive, less categorical
service-delivery systems. But the f{ragmentation oc services is by no means a
consequence solely of federal policies and procedures, and it cannot be
overcome by federal action alone.” This is our challenge to joint action.

We 10 HEW need your help as much, if not more, than you need ours. Our
charge 15 to create a lasting coalition to effectlively improve the lives of the
developmentally disabled. We now have significant, progressive legislation. We
also have a department whicl is adjusting to meet the needs of the day. But we
cannot do the job alone. Making our parinership work is a formidable task. As
the Secretary has said, “We know how enotmously difficult a task this 15. We
know how much remains to be done—how great are the needs of our fellow
citizens and the demands for more money, more manpower, new ideas, new
technology, beiter management, more efficient depioyment of resources, and
more responsive institutions.”

“But we also know that in performing this task, we are bringing closer the
fulfilment of the promise of America. It is still an inspiring promise. And if at
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times our progress towaid il seems ltustralimgly, even agomzingly slow, there can
be nu greater reward for any of us than the satisfaction of plaympg u part n
bringing it closer.”

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

Paul H. O Neill

1 am pleased to be here this morming because of the special opportunily
your meeting aftfords to convey an undeistanding of the role of the Office ol
Management and Budget (OMB). Hopelully, in 2 way that will prove useful to
yOu ds you pursue your impartant goals.

A quick review of our history will help to illuminate our role, so let me
begin there. The roots of the Office of Munagement and Budget go back to the
passage of the Budget and Accounting Act of 1921. Before the passage of that
Act, there was no execuhive budget as we know it today. The process was simple
and chaotic. Each Department and Agency head prepared his own “‘wish hst”
and submutted 1t to the Secretary of the Treasury. The Treasury Secretary’s
function was hmited to recewving, mmdexing, printing and transmitting the
cstimates to the Congress. This business occupled the time of one Treasury
employee. [n the course of debating the need for change in 1921, Congressinan
Good of lowa enumerated the basic defects of this system. He said;

. “the estimates of expenditure nveds now submitted to Congress

represent only the desres of the individual departments . . . these requests
have been subjected to no superior revision with a view to bringing them

Mr. Paul H O'Nell, a Federal Career Fxecutive, was appomnted as Assistant
Director of the Office of Management and Budget with specific responsibiltties
for Human Resources programs and certan government programs in 1972 Prior
to his appointment, Mr. (' Neill was Chief of OMB’s Human Resources Programy
Division He was graduated from Fresno State College with an AB in Economics
He received an MPA degree from Indiana Umversity on completion of study asa
Fellow of the National institure of Public Affairs. He was awarded the William
A. Jump award “for his exceprional abiltty in analyzing programs and issues”
and for his “outstanding performance in carrying out very complex and demand-
ing tasks mvolving the formulation and admunistraiion of Federal Human Re-
source Programs.”’
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into harmony with each other, to eluminating duphcanon o1 ciganization
or activities, or of making them, as a whole, confomn to the needs ol the
Nation as represenled by the condition of the lreasury and prospective
revenues

There are three toundation sranes fur the OM.B. 1n the Congressman «

comments. The idea that some institution needed to be concerned with

. bringing agency estimates into haimony with each other.

2. chminating duplication of organization o1 activities:

3. makig sure the agency spending estimates conformed to revenue
estimaies.

These foundation stones were put into place on June [0, 1921, when the
Congress passed the Budget and Accournting Act establishing the Buredu of the
Budget in the Treasury Department. In 1939 the Bureau was ruoved to the
newly credted Executive Office ol the President and on July |, 1970, The
Budget Bureau was replaced by the Oftice of Management and Budger

S much for orgamization history Lel me turn now [0 process, using the
calendar as a framework.

The law requires that rhe President submut his budget to the Congress within
15 days after the Congress convenes. This year the budget was submitted on
January 24. Followmng trunsmilttal of the annual budget document, the OMB
staff 1ypically has a heavy involvement in the preparation of the legislative
program. This OMB funcuon 1s perhaps less well known than our budget
activity, but 1t 15 no less important. OMB plays 4 convener role for the President
i thus process. We have a staff ot people who are 1esponsible Tor assuting that all
interested agencics have an opportunity 1o state thewr views on potential
legislation through the compiete cycle of the legslative process. There are several
key paints in the process where this activity takes place

I when the Administration 18 develuping 1ts own legistative proposals.

2 when the Congress asks lor the Administration’s views on a bul
introduced by a member ol Congress.

3. when Admnstration spokesmen ure usked 1o testity before .
legislative committee; and

4. when the bill i before the President [or action.

During the last pait of January, through rhe muddle of March, 1his activity
consumes significant amounts of OMB staff tme.

While the legislative clearance process 1s at 11s peak i the early monthe ol
each year, OME staff i1s also engaged n the execution phase of the hudget
program.

Dunog the months of February, March and Apnl, field visits are made to see
programs 1n operation, to talk to commurity leaders, to scholars and nterest
groups about problems and prospects for conducting the Federal busimess in a
more productive way.

Overlapping this peniod and reaching into the months of June and early
July, we begin our preparation work tor the next presidential budget. This
activily is centered around a process we call Spring Preview.

This process has two intermediate objectives.

& development of a senes o©f budget projections, thai indicate
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prospective revenues and expenditures, by agency and activity, over the next tive
yedrs;

¢ identification of problem areas that will require Presidentiul
attention in the Fall.

The ultimate objective of the Spring Preview is {o obtain Presidential
decisions on planning figures to be used by the Depariments and the Agencies as
they prepare their budget requests and to assign responsibility for siaffing out
optional ways of dealing with potential problems.

Presidential planning figures for the forthcoming budget year are
communicated to the Agencies in mid-July. During the last half of July and the
month of August, OMB staff again focuses attention on budget execution
acuvilies and the legislative process.

On the first of September, agency budget requests begin to arrive. Ideally,
from that point until the budget is sent to the Congress, our work is dominated
by budget preparation. 1 siy ‘‘ideally” because over Lhe last several years
Congress has remained in se:sion [ar into the Winter, sometimes taking only a
Christmas recess between the end of one session and the beginning of the next.
Uunder these conditions our attention 1s necessartly divided between the budget
and legislative processes.

When the agency budget requests and supporting justification materials aie
in hand, we begin our fall budget review.

The fall review has several major stages. The first step involves a detaded
examination of the agency request which produces an agenda of questions [or
discussion with the agency.

The second stage ol the review consists ol a series of meetings with agency
officials, usually starting with program managers and ending i a meeting with
the Secretary or Agency head. These meetings are designed to gather all ot the
supporting justifications for the agency proposals.

Following these meetings, OMB staff prepares a series of books; one tor
each major agency and several that cut across agency lines. These books contain
basic budget trend-line inforration, classified by program function and activity
The budget information 1s supported by 1ssue papers, setting forth for example.

® alternative fundiny levels,

B the potential impact of alternative funding levels;

® information on program accomplishments since the incepuion of the
program and during the most recent program year,

m the target population for the program;

m the size of the taiget population bewng reached by the program, etc.

The books provide the basis for the next stage 1n the process; Director’s Review.

Beginning in mid-October and continuing through mid-November, sessions
are held with the OMB Director, his Deputy, and Assistant Directors to review
and discuss wath the examining staff all of the information collected and
analyses prepared.

Following these session:, summary books are prepared for the Diector’s
discussions with the President. These discussions overlap the Dnector’'s Review
schedule and produce presidential program and budget decisions. These decisions



12 Synergism for the Seventies

are communicated to the Department and Apency heads and the nexrt and final
step of the OMB's wark hegins - preparing matenials for printing
Typically, the pnnling presses bepim to 1ol m late November Durning the

six-wezk period ending i mid-Januay we produce

. The Budget; a 60)-page compilatton ol the budget plan.

2. The Rudget-In-#Brief, a Y0-page sumnuiry ol the budeet plan.

3. The Appendix. an |100-page document contaimmg  detatled
information for every budget action proposed 1o Congress

4. The Special Analyses, a 300-page book containing 0 30-page
summanes of major progran: areas, e p. health, education, housing, et

In mid-January the President transmits hus budget to the Congress anid the cvele
begins again.

Throughout the budgel cycle, OMB 15 also performing 11s ““Management
functions. These lunctions lake many lorms. Perhaps the most formidable task
undertaken by the Office 1 1ts management capucity has been our work on the
President’s proposals to reorganice the Execunve Branch of the Federal
Government. As vou may know, these praoposals would consohidate the domestic
executive departments and o number of independent agencies into four new
major purpose depariments

Management  activities that  have recewed less public notie include
preparntion and follow through on proposals {o create the Environmental
Protecrion Agency. the Specidl Action Otfice for Drug Abuse Progiams, and tlie
consolidation of the Peace Corps, Vista Volunteers and several other agenciey
into the Action Agenuy.,

Our day-to-day management acuvities include clearance ol torme proposed
for use by Government Apgencies, theu contraclors and granlees  and,
Government-wide policy guidance for automatic data processing activities.

Implementation of policy and special management assignments hrom the
President have alsp become minor aclivines of the OfTice over the past lew veuwrs

Examples include working with a task lorce of agencies 1o insuie yob und
traming opporturtes {or veterans, and temporary assignmem of the Deputy
Director of OMB and several staft members to coordinate Federal disaster reliet
activities in Pennsylvamia i the wake of Hurricane Agnes.

You may be interested 1o know how many people perform our mandgement
and budget work and whal types of backgrounds they have

In Fiscal Yew 1973 we requested fundimg For 555 permanent postions DI
this total approxiniately 325 are professional stall The remamder aie suppon
personnel.

The education and experience backgrounds ol the professional siaft e
tuite vared. For example, we have people with degrees and experence m low,
economics, pohtical science, sociology, hustory, mtemationat  relations,
mathematics, chemistry, il enginecring,  bro-physics—practically  every
acadenmic discipling

Having covered briefly, «rganization history, Jhe budger cycle, ninagement
functions and persunnel aspects of the OMB. 1 would [ike (o turn 10 OMB's
substantive 10le, using the budget as 4 contex|
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As you probably know, our spending target for Fiscal Year 1973 15 $250
billion. From a fiscal policy point of view, that $250 billion number represents
our best estimate of the number of dollars that would be produced by our tax
system with full employment.

From a program point of view, the $250 billion number represents the
dollars available for financing all Federal activities.

In my experience, there 1s one certaimty; ideas for spending always exceed
avuilable revenues. That may sound unbelievable when coupled with a $250
bilion number, but when you begin to lowk at the parts that make up the total,
1t becomes more understandable. When we began our planning for the Fiscal
Year 1973 Budget, slightly more than 70 percent of the $250 billion total was,
for all practical purposes, already spent. Items such as, benefit entitlements to
Social Secuniy, Veterans paviments, and Medicare: coupled with payments lor
conlracis already let and interest on the public debt predetermined $175 billion
of spending.

Under these conditions it 1s clear that there must be a decision process for
allocating resources and that 1s where the OMB’s substantive work begins.

We approuch our task fiom several different perspectives. First, from the
perspective of the Federal Role. When sumeone has a new program proposal for
Federal funding or when we are going through our annual reviews, we e
constantly asking; why should the Federal Government be doing this. The
obvious reason for this question—to keep Federal spending down—1s not in my
view the only reason. Nur 1511 the most important.

Over the last several years we have begun to learn something very
significant, That 1s, Federal spending muy not pioduce the deswed objechive
because of adjustments by other insulutions 1n our society or because of
capactty limitations.

In other words, the simple addition of program dollars 10 the Federal
budget may not lead to a net addition to the Society’s total effort. If we increase
Federal spending, and State and local governments and private institutions
decrease their own, our only success has been to tunnel more of the GNP
through the Federal budget process. The capacity limitation problem 15 also an
important constramt. An example highhights the problem. In the mid-1960%s, the
Congress enacted and we began to fund u series of scholarship and fellowshtup
programs for medical students. The poal was simple and straghtforward to
increase the number of doctors 1n the country. Unfortunately the analysis of the
problem was not complete. The premise of the program was that there were
spaces available in medical schools which could be lilled if only there were funds
available 1o help needy students attend. In fact, something close to 50 peicent of
the qualified medical school applicants were being turned down simply because
there was no room for them.

A second OMB perspective deals with how a goal can be best achieved.
From this perspective we examine alternative intervention mechanisms,
mcluding. (a) cash granis, (b) contracts, (c} tax subsidies, and (d) regulatory
aclions.

From a tlurd perspective we examine questions of balance. This perspective
cun be best demonstrated by reference to a specific program area. For example,
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the health area. In Fascal Ycar 1973, the Federal Government comummitied $25 5
tullion 10 health programs. These funds were distibated 1o s1x major categones
{1} health reseaich, (2} tiainmyg and education, (3) construction, (4) direcl
Federal care, (5) health care finanaing programns, such as Medicare and Medicard,
and, (6) prevention and conbiol schivities.

While we examine eacl of these areas in delail, we also consider ther
interretationships  For exanmiple, we look at the relationship between lunding o
health research and funding {or training health reszarchers.

A Tourth perspective 15 the efticiency dimension We are constan(ly laokinyg
for new ways 1o mncrease the amount of the product that can be prodoced with
the same or fewer dollars Associated with our efforts 1n this arca 18 ow
continuing push to stop dotng things thar no longer make sense su we can nake
room lur thungs that do need to be done. For example, we continue 1o push (o
modification of the so-called mmpacted area .d program a progiam that
provides Federal [unds to riy school district beciuse | hippen te be ciploved
by the Federal Government

Hopefully, these perspechives will give yau o general idea of the way we
approach our work.

I would hike to turn now 1o Two fimal fopiecy the role ol your Couneils and
prospects for the fulure.

First, on your role—m iny judgment, the work ot your Councis, and groups
like yours is destined to become increasingly important. | make that statement
with two thoughts tn mind  Fiest, 101s apparent that we cannot aftard the waste
and madequacy associaled with fragmented services, nor can we i Washiigion
overcome the problem ol fragmentation alone We can make 1t 2asier 1o you (o
pull things rogether at the delvery fevel by broadenng the fonns of assistance,
hut we cannot make tt happen. II this premuise 15 correct, then 1here must be an
integrating mecharusin at the state and local levels.

The second thought 1s really a statemen! ol experence Over the lusi seveial
years, as [ have worked with human resources programs, | have observed an
interesung phenomenon. Each Department und agency 1s continually trymg to
define 1ts mission in a broad enough way 1o encompass the needs of people as
individuals. Housing progrum officials urge health services and cducation
Educaton program officials urge leeding progiams and tncome assistanve Health
program officials urge education and housing. They aie all saying the same
thing—the problems of people do not hit into neat categorical boxes

With the combined pressures, what are the prospects for the tuture? The
experience of the last few vears s worth noing. While the last few years may
have bzen perceived as “tight budget times,” n fact, spending {1 human
resources programs has increased dramatwcally Noi only in absolute terms, but
In relative share of the budget (ot I Fiscal Year 1970, spendimng tor these
programs was 372 tllion The budge( for 1973 contained 11 bullon tor these
same programs. A $3Y bilhon increase 1in fow Nscal years.

The change 1 relative shares 1s equally laige In Fiscal Year 1970, human
resources programs compnsed 32 percent ol the budget. In 1973, these same
programs accounted for 45 percent ol (he budget.

These figures do nor include the amounis budgeted lor revenue sharnng In
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my estimation, the $32 billion in revenue sharng funds that are going to be
distnbuted 1o your state and local governmenis over the next five years (over 38
billion in the next eight months alone) represents the biggest opportunity and
challenge you will face in the near future—an opportunity because at last there
will be a large pool of funds available that can be used to deal with the problems
of developmental disability—a challenge because you will have to work with
your state and local governments to convince them of the high poiority of your
efforts.

ln summary, | would assert that the need for your role is self-evident and
the opportumities for success are boundless. As you complete your conference
and turn to the opportunities and challenges before you, | wish you the very
best of luck.
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Part 11
Planning and Evaluation

Editor’s Notes

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 recewve short shift 1n the hife of the harried
service program administrator constitutes a recognition of the central role plan-
ning and evaluation must play in the establishment 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 affected and his needs for services are often multiple
over a period of many years. Thus, the challenge facing an indiwvidual, a family, a
service agency, a state or the nation in dealing with the developmentally disabled
is to marshal the proper mix of health, social, educational, rehabilitation and
habilitauon services needed bv the developmentally disabled over a peried of
time. This 1s not an easy task given the fragmentation in society’s present system
for delivering human services. Yet, 1t 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 existing gaps I services to the affecied population and finding ways of
filling these gaps.

Recogmzing the crucal importance of planning and evaluation in mounting
an effective state or local program, the conference planners commmssioned a
series of papers on the subject. Each paper included in this section of the
proceedings tends to view the process of planming and evaluation froin a shghtly
different perspective; yet, the authors all share a common belef in the impor-
tance of effective and continuous planning and assessment of the outcome ot
programs.

Frank Laski conceptualizes four levels of planning contemplated under the
Developmental Disabilities Act. (1) the review, evaluation and updating of state
DDSA plans; (2) operational planning; (3) comprehensive, rational planning: and
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(4) leadership planming. He suggests that leadership planning, with 115 stress on
galvanizing a wide variety of speciatized and peneric agencies into action, appears
to be a planning approuach wiuch many state agencies and advisory councils are
desirous of adopting. He also pownts to the trend away from comprehensive
planming efforts i the field of human sevvices and o corresponading thrust towand
service integration In laski’s view, the Tutuie of the Developmental Disabilities
program will rest on how successtully 1the program can adjust to the emerging
trend toward human service integration.

Anthany 1 Arangio warns that establishing plans and setting prionty fre-
quenily 15 nol a simply, straghtforwant and ratonal chince among allernative
strategres. [n hus words, “prionty setting is at times . an opportumsiic, value-
laden, power, politics process.” He debunks the sophisticated yargon of planning
and demonstrates that, consciously or unconsciously, we all engage 1n the plan-
ming and priority setting process everyday The importance of the way in which
planning questions are formwlated 1s also stressed. Arrangio suggests thal we
openly acknowledge that competiion exists between the actors involved i the
planning process; such openness on the part of 4l paites, he feels, will make 1
easier to find a common meeting ground. The paper also contains a1 heiptul
checklist 1o follow in planning and phionity sefting.

Leopold Lippman suggests several factors which the commuunny or siate
level planner must take into account including (1) the population 1n need of
service {e.g. demographic trends, changes in types and degrees of disabilily, and
rising and declining ptevalence rales) (2) changing techmigues and patterns ui
service delvery; (3) shults i public atlludes. and (4) the mierrelanonship ot
program elements in the service delivery sysiem. He argues cogently lur a blend-
ing of the unique talents and resources of professionals, parents, consumers,
volunteers, publw agencies and private orgaruzations in an effecuve planning
process and suggests several places where the planner mught wrn far help Lipp-
man also reviews some of rhe communication tools available to the planner an
warns agatnst local insularity and losing sight of the long 1ange mmiplicanions and
spin of f effects of planming decisions.

Michael J. Bednar focuses our altenlion on an area ol planmng which, until
recentl vears, has recetved bittle attention -i.e. the physical envivonment i which
the developmenitally disabled individual lives, works and plays He stresses the
need ro program environments which are responsive 1o the needs ol the develop-
mentally disabled Emphasizing that the physicat environment has & profound
effect on man’s well-heing, he identifies three special problems laced by the
developmentally disabled. (1} perceptional difficulues, 12) moutw himitations
and (}) psychu-social handicaps. Bednar gocs on to delineate 10 seis of environ-
mental charactenistics which relate to the needs of the developmentally disabled
Although the ultimate goal 15 to tailor the environment to fil the individual, the
writer recogmzes that because ot changes in program concepts, alternalions an
individual needs and the dispanity between the needs of the group and the needs
of the indwvidual, 4 perlfecr “environmental hit” probably 1s not feasible. there-
fore, he suggest. that architecis must learn to design flexibihty nto fulure
structures.

Donald J Sredman and Richaid €. Surles sketch out a model planning and
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evaluation system and descnibe 3 hypothetical situation 1o demonstrate how the
system might function 1n practice. A distinction 1s drawn between goals, admm-
strative objectives and outcome objectives. The authors also outline the differ-
ences between process and product evaluation and show how evaluation differs
from research.

Specific strategies and appioaches to program evalualbion are discussed by
Seldon P. Todd. After defining what constitutes evalualion (as distinct from
evaluative research) and delineating five categonies ol evaluative studies, Todd
suggests several possible uses for evaluativn from the point of view of state
DDSA adwisory councils. He also proposes five fruitful areas for evaluation and
concludes with several practical suggestions on how much to spend, how to
conduct evaluative studies on 2 “‘shoe string” and ways of locating other sources
of support for DDSA evaluation projects.

In the final analysis, the elfectiveness of any program for the develop-
mentally disabled must be judged on the basis of its abilily to produce measur-
able change in the intellectual, motor, perceptual performance and adaptive
behavior of the chents it serves. Eyman, Taijan and Keeran describe elements
necessary to development of ar effective individualized data system which can
be used to assess client progress and evaluate agency performance. They note the
dirth of client dute systems presently available and trace the history of their
efforts and that of their colleagues at Pacific State Hospital to improve client
data vver the past 20 years.
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The Planning Process tor
The Developmentally Disabled

Frank ). Laski

The purpose of thus paper 15 to stimulate discussion concerning the planning
process for the developmentally disabled. The Developmental Disabiities
Program involves a wide range of issues relating to plannung — various approaches
to planming: use of specific planning technigues; the development of geals,
objectives and critenia for plans. This paper will attempl to raise these issues by
focusing on clanfication of the planning responsibilites of the State Planning
and Advisory Councils, comparing the planning responsibility to other statewide
planning experiences, and examining the potential for successful planming on
behalf of the developmentally disabled, especially in relation to the concept of
leadership planning.

The wmportance of planning 1s clearly set foith in the Developmental
Disabilities Act. The purpose of the Act speaks first to the need for ““developing
and implementing a comprehensive and continuing plan for meeting the current
and future needs for services to persons with developmental disahilities.”™ Other
provistons refer to the Slate Planming and Advisory Council’s duly 1o review,
update and revise state plans and assure cffective ongomng state planming. In
addition, the law enumerates throughout vanous sections a number of planning
techniques (statewide inventories, surveys of need, prionty setting, etc.) The
rules and regulations under the DD Act reinforce the central role of planning and
pinpoint the responsibiiity of the State DD Councils *'to provide leadership in
planning and evaluation.”? The regulativns also stress the interagency aspects of
planning and the need to coordinate with other state-federal plans.

Despite the legal mandatc for planmng and the regulatory requirements
relaling 10 planning, the penerality of the concept and the lack ol clear
understanding as to the structure, strategies and techniques for planning, allow
the states a widc variety of options in carrying out their planning responsibility.
[n fuct, the states may claim to undertake planning by engaging mn four distinct
levels of activity.
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The first level of planning involves activity related to submission and update
of the state plan. While in most cases, the Developmental Disabilinies Stare Plan
1s simply an adiministrative control device wsed by the federal government o
document the cuntractual arrangements [or receipt of funds, o few states (e g,
Massachusetts and Ohio) have utilhized state plans as comprehensive planming
documents

At a second level, a state may engage 0 planning to the cxtent vl developing
short term operational strategies 1o allocate 1ts resources, fund projects, and
provide services.

Thirdly, 4 state may vmbark on g comprehensive planng effor with the
goal of developing a comprehensive and rational system to meet the needs ol 1he
developmentally disabled. These plannming projects are characterized by un
interagency, multi-pregram focus. rational deliberations to formulate goals and
objectives; acquisition of data and development ol need-resource mdicators and
soplusticated techniques for deternuming prionues. The plan itsell 1s viewed as
an aid for decision-makeis and a jationalizing influence un programs and policy
for the devetopmentally disabled.

Comprehensive planning may  be followed Dby o fourth level ol
planning—leadership plaoning. As described by Binstock, leadership planming
involves leading the total system to meet the needs of the developmentally
disabled.® The statutorily derved components of leadership planing include
coordination ¢l services planning and evaluation, data gathermyg, haison and
cooperative relationships Other clements mclude advocacy and communily
organization,

The particuiat relevancy of leadership plunning to developmental disabilities
has its roots i the 1958 findings of the Council of State Governments, and the
1962 report of the President’s Panel on Mental Retardation which highbghted
the need for coordination ol generic and specialized agencies serving mentally
retarded persons. The interagency approach was subsequently extended wo the
developmentally disabled and codified by the DD Act: this approach involves
encouraging designated state agencies Lo assist genenc and specialized agencies to
change existing policies, priarities, and operdtions in order to provide improved
services 1o the developmentally disabled. Binstock gives a number o examples ¢
leadership planning activities well susted to interagency concerns. These inc lude
enactment of legislation, nfluencing execurive budget prionties, sccuring
allotments and services for the developmentally disabled 1n other state plans, und
reorienting institutions to Lommumty vutreach. A number of other aclivities
(with the exception of short term service provision) may be considered as
leadership ptanming as long as they involve a strategy of securing changes in laws,
policies, administrative rules, organizational struciure and operations for the
benelit of the developmentally disabled.

At fust blush 1t wonld seem that the above formulation of planning s all
encompassing and includes a number of elements heretofore characterized as
social action. However, n is unportant to understand that the leadership
planning concept does deny the planningfaction dicholomy and instead
promotes the idea of J planmingamplementanon continuum (e, that
implementation begins when initial plunning decisions are made) {n additivn, it
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would seem that leadership planning assumes a certain conceptual framework
regarding service delivery (effective, coordinated, accessible, continuous) and a
commitment to ideological planning.

To recap, states and State Planning and Advisory Councils may be involved
in four levels of planning: (1) review, evaluation and update of State Plan, (2)
operational planning, (3) comprehensive rational planning and (4) leadership
planning, White it has been stated that all [our levels of planning are required by
the Developmental Disabilities Act and regulations, current federal policy
provides the states a great deal of latitude in terms of level and quality of
planning activities. Certainly, no state is in danger of losing federal funds for
failure to undertake leadership planning. Nevertheless, there is evidence of state
agency imfention to play the role of change agent for the developmentally
disabled.* Given the predileciion to undertake leadership planning, questions
concerning states’ capacity for leadership planning and the ways and means of
successful leadership plannirg become central to mmplementation of the
Developmental Disabilities Act. 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 disabilities
planning,

In the 1960's a succession of statewide planning efforts were fostered by the
federal government 1o stimulate states to plan for human service needs. These
statewide planning efforts (mental health; mental retardation; vocational
rehabilitation; comprehensive health) were all similar to developmental
disabilities planning especially in terms of: (1) responsibility for planning (state
agency, usually an agency with operating responsibility for categorical program).
(2) participation in planning (broad based planning boards and councils,
interagency-consumer conslituency 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 nature ol
statewide planning (except comprehensive health) and the fack of control of
federal service monies by planning units,

Reviewing the statewide planning eflorts of the sixties in terms of leadership
planning and basic changes in the service systems i1s not encouraging. The
problems which gave rise tc the need for intensive planning--unrefiable 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
increased. Upon an extensive analysis of the statewide planning approach one
student has concluded, “Statewide planning contributed 1o the perpetuation of
existing power configurations permitting ncremental change—forestalling
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 categoncal planning and the
dangers of opportunistic domain expansion through manipulation of
“comprehensive” planning.®

The reasons for the lack of impact of statewide planning should be of
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concern 10 Developmental Disabilities planming untts. While a numbyr o) reasons
could be advanced, one hypothesis should be examined closely in 1cims of s
implications not only {or the states but atso for the RSA. This s the contention
that the negative results of statewide plannng were generally guaranteed by
federal preconditions and gwidelines (or lack theicol) which apled ror
conservative stance In orgamizatienal placement of planning under the control vl
operating apencles, which fosiered a consensus orienlation based on nterest
group liberalism, and whih placed no demands on planneis in ternis of quahity
or evaluation of plans.

The simdanty o Developmental  Dhsabnbities  beass oiteranon. The
regulations on stule agency placernent and State Planmng and Advisory Council
composifion are direct descendants of P L 88156 requirements Thirty-rwo
Developmental Disabilsties units are within the Department of Menval Health or
Mental Retardation. Most DD executives are appointed by burcaucidiic superiors
and are responsible 1o hierarchical superiors within the operating agency. Stale
Planming and  Advisory Counails are donunated by state operaling agency
representatives. No federal guidelines for planming exist While Binstock’s data 1
mconclusive  regarding orpamzational  placement and composition of  he
counails, fus work with Councils fur the Apmg incicates that umts located at the
first Jnerarchical level (1.c. direct wecess 10 the Governor) are mone hikely 1o
pursue systermic reallocaticn than units within state departments.”

The fact that Developmental Disatibitics plunning shares some character-
1stics with unsuecessful statewide planming does not mean that (L musi have the
same outcome, An important dbistinchion s the vngoing nature of developmenial
disablities planmng. This lealuie, in contiast 1o the lime himited, mental health,
rehabiltation, and setardanion planmng efforts, allows the federal government 1o
develop gurdelines which encourage states to develop common ahiechives and
contfront basic wsues ol care and service delivery, It allows tor the evaluation of
planning procedures and 1o the provision of 1echnicdl assistance m deadershp
planning. Perhaps most importantly, the continumg nature ol Lhe program
allows for basic changes in the planming structure throngh legislative amendmen
or adrministrative witiative.

The sccond leature which distingwishes developmental disabilities planig
from the previous planmng s the direct relanonship 1o federal funds 1o finance
direct services. However, the avalability ot money to tund projects and provide
services 15 @ two edged sword, On ane side, 1t may be used to lower barriers to
the developmentally disabled, sccess scivices, tap other funding sources and
generilly provide leverage 1o implement planning objectives. On the othes side, 1
may divert attention from planimng functions Lo servives, hamiper coordmation,
and promute competilion among constituents of the State Planming and
Advisory Council. Although there 1s a gieat need for increased funding ol many
services tor the Jdevelopmentally disabled, 1t 1s nol mappropriate toask whethe:
stgmihicant  nerease o servive monies channelled  through  Developmental
Disabilities umits would be parasitic 1o leadership planning, The experience ol
the Law Enforcement Assistance Adnunstration provides a case n point One
leading expert contends that feder 'ly funded state planming agencies in the Neld
of ¢riminal justice accomphlished, at o cost of ane half bithan daltars, exacth
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what vur other statewide planning activities accomplished—preservation of the
status quo.® Consideration of the promise of developmental disabilities planning
in the context of past planning efforts leads directly to three key questions
concerning leadership planning and developmental disabilities.

L. What is the role of the Srate Planning and Advisory Council in
leadership planning?

2. What are the prerequisites for leadership planning and how can
states develop the capacity 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
hased on Limited survey data and the discussions at the National Conference.?

The attitude of the State Council toward influencing the policies and
resources of 1ts constituent public and private agencies, and the role the Council
lakes 1 pursuing leadership planning are essential to the Developmental
Disabilities concept. Each Stat: Council has the potential to be a powerful
change agent at the state level. Yet, despite much discussion on the role of the
State Council, 1ts membership, stafling, location and internal organization, there
is no agreement on a formula that can be applied o develop leadership planning
oriented Councils in all states. On the contrary, 1t has been suggested that no
model s possible, since the tol: of the State Council in lcadership planning 13
essentially directing and wielding political power for the purpose of achieving
specific planned objectives for the developmentally disabled. In each state the
planning objectives will be different. the Developmental Disabilities power
structures will be different and the external political system will be different.
Thus, in one state consumer domination on the Council, or direct access to the
Governor’s Office, may be important. In another state, the political environment
may require a statutory base for the Council and a clese working relationship
with the legislature. What remains constant in ali states is the requirement that
the Council set clear goals to provide a planning framework for its activities and
make a commitment to ideological planning—i.e. 2 commitment to attach the
status quo.'® With planning goals and objectives, and a commitment to change,
the approach, strategies and techniques of leadeiship planning appropnate to
each state will fall into place.

In addition to a strong Staie Developmental Disabilities Council, a number
of elements have been identified in various states as vital to developing the
capacity fo undertake suoccessful leadership planmng. Among the most
prominent factors are. (1) an investment in planming, (2) independeni planning
staff, and (3) regional planning capability.

A review of expenditures and program priorities reveals that about
two-thirds of state Developmen:al Disabilities activities are primarily concerned
with direct services and benefits to clients. While sorie of the service aclivities
are undoubtedly planned to injluence and achieve general improvement in the
servive system, the high concentration on services may indicate that many states
have not seriously considered the need for a major commitment to and
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investment in planning The magnitude of the planning mvestment 15 4 decision
for each State Council und will vary {rom state to slate. Some State Council
members have taken the position that current appropriations preclude effecuve
service provision {gap filling or atherwise) and that planning 1s the only viable
DD acnvity.

Related to the planmuing investment 1s the staff available to the State Council
for planning. Counct members have expressed frustration in relyig on stale
agency staff and outside consultants we develop planning strategles and
implement plannung prionties The problem s evident when one considers State
DD Council planming goals targeted on the state agency which in reality controls
“Council staff.” Again, conditions vary from state 1o stale and some
Council- Agency relationships may have developed io the pomt where control of
staft is not an issue. Nevertheless, it would seem that the more independent staff
capability the Council possesses the more it will find itselfl 1n the posiion of
being a Planmng and Advisory Council rather than merely an advisary council.

Regional planning capability hus been addressed by DD Councils in a few
states and deserves more attention with the advent ol general revenue sharing
and the possibility of major special revenue sharing proposals in health,
education and social services. Many states ure developing regronal approaches to
planning and a delivery of a broad range of services of importance 10 the
developmentally disabled. Public education has been identified as o system most
susceptible to influence through local and regional planning The exlent to
which a State Council becomes involved in regional planning depends somewhat
upon the degree to which resources and services are controlled at 1he local level,
and the mechamsms available to the Council te mftuence local planning
decisions. In developing regional planning capacity, maximum use should he
made of existing regional boards and planning units. Some siates are consideiing
adding DD stafl’ to mental retardation plannng boards and other local
structures. Minnesota, for example, has attached statf to the locat planning
development commussions in the state.

With a commitment to leadership planning, resources allocated (o planming,
and staff capablity at state or regionat level, the State Counal may undeitake 4
variety of leadership planning sirategies. Among those available und receiving
most attention in the states are (1) Planning and demonstrition projects, (2)
Advocacy, and (3) Influencing Executive Branch Agencics.

Rather than fund scrvice projects as ends in themselves, many states are
funding planning and demonstration projects specifically designed to stunulate
activity on the part of other agencies. By concentrating on a paiticutar chent
group (e.g. multiply handicapped or rural poor) or a paticular service (e.g
transportation), the Developmental Disabilities agency attemipts to demonstrate
the feasibility and value of given service models and to create the opportumity
for implementation ot DD planning objectives by another agency

Advocacy, as a planning strategy, van be directed at various targets
community organizations, professionals and local services providers  the
legislature. Councils in states wath strong voluntary associations and effective
local community support for DD programs may work 1n concert with existing
groups to apply pressure directly un the legslature and executive pohcy makers.
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In other states where the DD system is not as strong, the approach may be 1o
assist 0 the development of communily organizations and citizen advocates or
to embark on public awareness programming to undergird future legislative and
program objectives (e.g. deinstitutionalization). The Montana State Council has
adopted a noteworthy approach to the advocacy strategy by directly funding
special DD staff to serve the committees in the Montana legislature dealing with
DD legislation.

Influencing other state level agencies to allocate tesources tor the
developmentally disabled is the best understood and most commonly involved
leadership planning strategy. State Developmental Disabilities executives have
indicated an ijntent 1o tap other public agency funding to finance about
two-thirds of their DD program prionties. The parallel strategy of influencing
other state plans, policies and regulations has also been pursued, and the process
facilitated by the development of the Guide t¢ Federal Srate Plan Review.!!

Significantly, state welfare agencies have been the most frequent target of
DD agencies seeking other funding sources, and Titles TVA, XIV, XVI of the
Socual Security Act the source of supporl, especially for day care and
community programs. In view ol the current ceiling on social services and the
probability of restrictive federal regulations on use of social service funds, state
DD agencies will find it more difficult to influence social service budgets, and
will have to turn to a much nore complete analysis of other funding sources.
Also more attention will, by necessity, be devoted to influencing regulations
which may not yicld direct funding payofts for the DD agency.

The widespread intent to undertake leacership planning in the states, the
various capacity building efforts and strategies developed thus far, and the
genuine interest of State Councils (especially consumer representatives) in the
concept, all tend to indicate that State Developmenial Disabilities Councils will
be effective planning bodies. On the other hand, the failure of past categorical
planming s lurking in the background and the direct service-planning
competition does exist. Whenever service provision und planning are combined
the fragile nature of the planning process must be taken into account. It 1s
always easier to begin a new service or fund a new project than to undertake
leadership planning with respect to an existing agency’s programs or policies.
The conflict can be avoided by establishing gouls and objectives amenable to
leadership planning strategies, and allocate service funds in relation to those
goals and objectives. Ohio’s stale plan, which sets forth the objective of resource
development as opposed to direct service projects, 15 an excellent example of the
use of service money in the conlext of leadership planning.

Whether states can successfully underiake leadership planning should not be
based on any particular similarity or dissumilarity with past statewide planning,
or upon the DD expenence to date. Perhaps the overriding consideration s
capability of State Planning and Advisory Councils (o adapt to an evolutionary
shift in the federal-state human services planming approach. A case may be made
that the statewide planning approach of the sixties has been abandoned and is
yielding to an allied services planning approach.'? Interagency coordination,
with its strategies of increased communication, line agency cooperative
agreements and public-privaie participation 1s being replaced by services
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integrauon, witlh emphasis on a multi-program locus, lunding ransters, local
planning input and strong gubernatorial contiol. Revenue sharing and
consolidation aspects of the HEW Mega Proposal are varistions on the same
theme. As the states respond to he allied services thrust, we can expevt the
prowth and stiengthening of state umbrella human services agencies, greater
planning capabdity by Governors and local governments and the consequent
weakening and ineffectiveness of cutegoncal planmng within hne agencies,

Fortunately, as pointed out in the foregoing pages, developmental
disatulities planning, while having elements in common with categoncal
statewade planning, has a wreat deal of Textbiity o law and regulations and
a posttion to take advantage of the federal allied service thrust. Indeed. Ohio’s
DD zonal system, Massachusetts mental health-retardation area system, and
California's reglonal centers concept, all provide examples of DD nvalved
plannming which has anticipated the importance of services integration as well as
leadership planning. However, toi manyv other states basic decisions and
commitments concerning developmental disabilities planning stl have o be
made. These decisions will in large part, determine whether Developmental
Disabilities 15 looked at » decade hence as the last of the calegoncal statewide
plannung attempts or the progemtor of allied services planning.
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Priority Setting in the
Planning Process

Anthony J. Arangio

It would be rather renuss of me to not relate to you the mini-struggle |
encouniered while preparing this paper. 11 would also be rather unwise since the
struggle [ refer (o can lead us directly into our topic for today —*'Priority Setting
In The Plaoning Process.™

Our discussion 1s intended to stimulate you to consider the processes |
consider to be pre-eminent in planning rather than just the mechanical “follow-
a-checklist™ process.

When asked to prepare this discussion several weeks ago, | xnew immedi-
ately how 11 would sound and appear—at least ] thought so. | reacled based on a
practiced instinct. After all, I am supposed to be an expert in planning and
agministration,

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

Allow me to give you a list of the many thoughts | had to consider:

. What direction do | 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 they impose?
. Time limits for presentation.
2. Length of paper.
3. Due dates.
II. What do | know about the topic?
A. What do I want to include?
B. What personal biases are going 1o enter into discussions?
UL, What do I know about the anticipated audience?
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A. Should matenal be at a theoretical level or practical levet” iOr the
age-otd ploy of the planncr—something of both!')

B. Should tope include examnples hased un the legisiation for Develop-
mental Disabilities?

C. If w0, should all thece areas of retardution, cercbral palsy, ana
epilepsy be used?

D). What does the audience want? Do they want “How (o7 infonma
ton, “How did you do 11 informanon, ur catalylic thoughts”

IV. What do | know about the panel?

This wars especially dithicult or, tor that matter, easy since 1he panel had
not yet been chosen.

For those of you In (he audience who are ready to lock me up au an
incurable obsesuve-compulsive, [ must report that the lst [ just Jdescribed re-
mained, {or a while, jumbled 10 my head. It wue not the neat package portrayed
above.

[t we now consider the topics shove and put our discussiom in the frame-
wotk ol thus author’s desire and pressure Lo do a good job, we will hegin to see
what choices based vn puonry setling might have taken place.

I. We have three sets of actors to please or to ar least consider

A. The sponsors of this conference who asked me t speak  the sanc-
tioning body.

B. Mysell—the planner agent-liuson berween the sanctionmg body and
you.

€. You-the consumers of the product The recipient of that which the
sanctiomng body wants to sell you as interpreied through myself- the ageni

Now, we ask ourselves the following question  Whose needs rake priority

The Sancrioning Body s Needs.

The sanctioming body s footing the Wl tor this conlercnce an
impoitant consideration. What they have set ou. as the tupic descniption n the
program brochuie should be adhered to.

Certanly the content of all the talks during this conference and the
utles thereol were decided after long and deliberale prionny setimg ur were
they? We might ask how the need for the program and its content canic abaut”
Were consumers asked for consultation n the design of this conference”? Suiely
in thus day of emphasis on consumenism at the federal level of funding— they
were.

Speaker s Needs.

Whar about me? What aie my values and needs? Do | really care
about what others thunk as much us what 1 think, or are my own preferenee
priorities the “right™ ones?

Am | going to take the parental atnitude I know what 15 best and
I'm only dong 1t for your own good’™”

The Audience-Consumer Needs.
Is rhe consumer’s attitude and stance 1 am here 10 learn,” ol
“They're not going to teach me anything I don’t already know,” ar “"When | gel
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the chance, I'm really going to impress sanctioning agents with what a good job
we are doingin 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 1n my opinion it is realistic. While 1 consider planning and priority setting
essential, 1 also consider there to be a mystique about planning which transcends
reality. Sure there is a rational procedure or checklist of considerations for any
decision, but ul is not as refined as we would like to have it. Priority setting is at
times {more than we would hke to admit) an opportunistic, value-faden, power
politics process. It 1s not always the rational choice of alternative strategies
ordered on a continuum of mest important to least important. At best, it is a
choice among aliecnative strategies which themselves have been very often de-
cided according to opportumsm, personal values, and power politics. It is noted
that opportunism, expression of values, and power politics are not always nega-
tive. More on this later. What | 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” concerning what planning and priority setting is and
is not. We have had flow charts, diagrams, schematic drawings, tables or organi-
zation and the like, all indicating visually the planning process. The jargon in-
cludes “feedback™ and *feedback loops,” “interpretation,” “interface,” **‘multi-
disciphinary,” “integrated services,” “entropy,” “advocacy,” and “consumerism™
to mention a few. All this combines to elevate planning to an “already-designed-
infallible many-times-tested™ soc¢ial law. Not true! You know it and | know it.

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

She makes pniority choices based on money, family mem-
ber’s desires as to type of foods, her knowledge of what is
easiest to cook, her tastes, her needs and that of the family for
healthful foods, the needs of the house for detergents,
cleaners, disinfectants, soap and other such nonedible supples
versus food, the availability and supply of matemnal at her
supermarket, their prices and specials, the choices of stores
based on prices, distance, cleanliness and range of supplies.
(One store has better meat—but shghtly higher pnices on non-
foodstuffs.}

e

LTS

If you take this simple example and multuiply 1t by $30 billion and hundreds
of Health, Education, and Wellare agencies, and a plethora of competing crucial
needs, we sce that rational planning and prionty setting 1s a difficult and crucial
matter. However, 1n many cases, the amount of money one has to spend does
not alter the subjective-human-value laden decision fraught with opporiumism
and power politics.

Now that the latter point has been made and a context for discussion
established, let us look at priouty setting in the planning process as we would
like to practice it—as a rational choice objectively arrived at from among com-



34 Synergisin foi The Seventies

peting and complex, but well defined, needs.
We have all seen a checklist sumilar to the following which 15 ntended w
guide our planning and subsequent setiing ol prionities.
1. Establish sanctions for study ol the problem,

2. Define the prablem.

3. Determine the potential availability of knowledge.

4. Determine the necessary sources of knowledge.

5. Orgamze knowledge sources in 2 mearungful way.

6. Analyze problem

7. Delineate major avaable tactical solutions.

8. Delineate major anticipated consequences of each of the pioposed
tactics.

9. Assess the sanctions avatlable fur each tactic

10. Select the strategy.

11. Document and interpret.

12. Ratify strategy.

13. Designate the agent of the strategy.

14. Implement.

15. Assess the consequences of implementation.

The attached Appendix discusses i detail the points listed abuve. This
“cookbook™ is intended us a guide. No one problem even tequires the use of all
items. The object is to arnve at a “rational’ analysis and action plan. A rational
analysis means that all assumptions, presumphtons, and facts are explicitly
stated, that a logical chain of reasoning 1s exhibited, and relevant supporting data
is cited. We must remember that an “assumption™ 1s a propostion lor which
there is no evidence, but 1s believed to be true. A “‘presumption’ 15 a proposition
for which there 1s “more or less” evidence and believed to be true. A “"taci™ 15 a
proposition for which there 1s enough evidence 1o make 1t probably (rue.

The following table “Analytical and Inleractional Tasks by Phases of
Problem-Solving™ compresses, i many respects, the lengthy and detaled
content of the Appendix.

ADDRESSING THE PROBLEM

“The identification uf unmet needs” seems to be a simple enough task
However, when something appeais too simple 11 1s time to beware The way m
which a problem is formulated will strongly mfluence how 11 will be handled in
the succeeding phases of problem solving. Gunin and Peilman use the fotllowing
dlustration.

. the same set ot facts about a populabhion in “poor heatth”
can be interpieted In quite diverse ways One way 1s to put the
emphasis on the lack of adequate mcome, which would
account for bad housing and nutrition Or the problem can be
concewved of as the need for a new program that stresses health
education. Or the problem can be formulated as non-use of
medical services hat are easily accessible to the population in
question. In other words, the formulation of ““the problem™ Lo
a large extent sets the direction for thinking aboul 1 and
acting on 1t.
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A case of shifting problem. identification apropos to this conference 1s

presented below.

378,TABLE 1

Analytical and Interactional Tasks by Phases of Problem-Selving*

Analytical Tasks

Interactional Tasks

1. Detining the problem

i{n prellminary terms studyling
and describing the problematic
aspect: of a sltuation. Con-
ceptualizing the system of
relevant actors. Assessing what
opportunitles and limits are
st by the organizatlon em-
ploying the practitioner and
by other actors,

£liciting and recelving in-
formatlon, grlevances, and
preferences from those
experiencing the problem
and other sources.

2. Building structure

Determiining the nature of the
practitioner's relatlonship 1o
varlous actors. Deciding on
types of structures to be
developed. Choosing people
far roles as experts, communi-
catars, Influencers, and the
Ike.

Establishing formal and in-
formal communlcalion
lines. Recrulting people n-
to the saelected structures
and roles and obtaining
thelr commitments to
address the problem,

3. Formulating policy

Analysring past etfforts to deal
with the problem, Deveioping
alternative goals and strategies,
assessing their possibla conse-
quences and feasibility. Select-
ing one or rmore for recom-
mendation to declslon-makers.

Communicating alternative
geals and strategies to se-
lected actors. Promoting
thelr expression of prefer-
ances and testlng accept-
ance of varlous alterna-
tives,  Assisting decision-
makers to choose.

4, Implementing plans

Specltying what tasks need to
ne performed to achleve
agread-upon goals, by whom,
when, and with what résources
and procedures.

Presenting requlrements to
decislon-makers, ovescom-
ing resistances, and ob-
talning commiltments to
the program. Marshalllng
resources and putting pro-
tedures Into operalion.

5. Monltoring

Deslgning system for caollect-
ing Inlormation on operations.
Analyring feedback data and
specliying adjustments needed
and/or new problems that re-
quire planning and action.

Obtalning Information
from relevant actors based
on thelr experience. Com:-
municating {indings and
recommendatlons and pre-
paring actlors for rew
round of decislons to be
made.

One of the important developments of the 1960’s in the field of sectoral
planning was, the nitiation of large-scale social welfare programs that called fora

combination of Federal,

State and local

planning, decision-making, and

financing, In particular, the states, following the provisions of Congressional
legislation, obtained grants {rom Federal agencies and engaged in successive
waves of planning in such sectors as mental health, rehabilitation, and mental

retardation

*Perlman, Robert and Arnold Surin, Community Organizarion and Sociel Planning,
New Y ork: John Wiley & Sons, Inc., 1972,
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Planning in these categorical bields s typwally an effort to maobilise
resources and Lo achieve coardination of activities amonyg all the services dnectly
and indirectly involved i deahng with a specilic aiea 1oas, moother words, an
attempt to he “compichonsive™ within a sector by includmg all kinds ol ppublie
and voluntary agencies amd by mvalving eitizen and consumer groups This 1s
illustrated 1n the following case, i which we Diace the evolution ol the national
mental retardaiion prograin dunng the Kennedy Administration

The case ilustrates 1 number of points. 11 demonsthates the impoitance of
the “detinition of the problem™ und 11 shows the parts plaved i shaping that
defimition by an aggressive conswmers’ associabion, by the Presiden 1le
Coneress, the Department of Health Fducabion, and Wdlime, and o state
department of mental health. The case portrays the nnpacl that cach actor s
defimition had on subsequent decisions

The Case

From medieval times untill well mta the 19th Century, wental retardation
was looked on us the wink of the devil or a< purushment lor sintu) behavio
Popular fears, Jater reinfurced by theories ol genetic determination, have
produced a long history of ostracism and inhuinan treatment of retarded
persons, whether they were hidden ue athics or kept out of sight i nsttution,
Following World War Ll (here wds 4 sharp nerease i public miterest and suppor
for services to the retarded, penerated mostly by local and siaie greups and o
natinnal association formied to advance the miteeests of the retarded

These associations had grown out of loudl self-help etrorts ol parents 1o
obtain better 2ducation and other services {or their retarded chiddren Then
small-scale denionstrahons were butiressed by new knowledge of the muluple
causcs and forms of retardanion. Most important, evidence wuas mounting that
less-severely retarded children and adults were trainable and cducable and could
live at home-—some independently-—-and many could be employed The scatlered
activities of the parents groups gave way 1o the 1950°s o intense politica!
activity aimed al gettng changes m the pohicies of siate agencies und 1 having
legislatures appropriate more funds,

At assue in all this acoivity was the underlving question ol the dehinitwn of
retardation. What 15 1t and what causes 1t For a long time a4 medicat o clincal
frame of reference labeled all retardation as mdividual puthulogy, requiring
diagnosis and (rcarment on an individudlized bass (Holland () An upposing
view holds that mental retardation 1s mare trequently a product ol a caully
socil system—that 15, of bad hedith conditions, lack ol prenatal and postndial
care, poor educational prograns, and measunng and labeling devices thal aic
themselves distoried by nuddle-¢lass and protessional biases. By 1960 rescarch,
some ol 11 sponsored by the Nutonal Assocuation for Retarded Childien
(Masland(#)), had called artention 1o the substantial economic, wuitural, and
soclil components in the causation vt e tadanicn

Learning the growing concern. Preadent Kennedy, made mmure sensitive by
the fact that one of his sisters was retarded, vsed the medium ol a4 natienwide
TV address to appoint a panel in 1961 10 makc 4 study and reconnnendation:s
In his mandate to the poanel, Kennedy tned to ser the terms and the fon2 tor
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what was to follow. He defined retardation not as a disease but “‘as a symptom
of a disease, of an injury, of some obscure faillure of development, even of
inadequate opporlunity to learn.” He called 1t a national problem requiring a
national solution and he instructed the panel to explore “the possibilities and
pathways to prevent and cure nental retardation,” 1o appraise the adequacy of
exisling programs, to 1dentify paps, and to recommend the programs that were
needed (President’s Statement(®}).

The panel’s 200-page report emphasized research and prevention and made
some 90 recommendanions covering clinical and social services, methods and
facilities for care, clanfication of the legal rights of the retarded, the need for
increased manpower, and publi: education on retardation (President’s Panel(8)),
The panel urged that the new program thrust should be (1) comprehensive, that
15, including day dare, recreation, residential services, and educabon and
vocalional opportunities; (2) commumity centered, operaling close to where the
retarded live and (3) coordinaled so as to assure a sufficien! array or continuum
of services 1o meet dilferent types of needs. The fourth policy recommendation
departed (rom the President’s perception of the national scope of the problein
and placed the “principal responsibiity™ for financing and improving services on
the states and local commumities, although 1t suggested Federal aid to the states
for planning purposes.

Using the panel’s findings and recommendations, the President asked
Conpress to provide larger app)opriations for certain exusting programs and for
special project grants to be awarded to state agencies “'presenting acceptable
proposals for this broad interdisciplinary planning actlivity” (Prestdent’s
Message”) The President stressed, as the panel had, the strong link belween
tetardation and socioeconomic deprivation. While some cetardation could be
traced to biomedical factors, he said, the great bulk of cases for which the cause
is not clearly known shows a remarkable correlation between the incidence of
mental retardation and the hving conditions of famuies deprived of the basic
necessities of hife.

1t is important to note the shift that was taking place in the approach to the
problem. When Congress enacted legislation in 1963, 1t provided Federal
maiching funds for perinatal medical care for indigent mothers, support for
comprehensive planning by the states, and money for constructing new facihties.
This was, in effect, a retreat from the view of retardation as largely a
socul-structural problem and was a reversion to the individual pathology-service
approach (Holland, p. 27*}). Connery reports that in the Congressional hearings
preceding passage of the legislation, the American Medical Association mounted
a strong attack on any proposals to change the definition of the problem and
opposed the emphasis on the social aspects of causation. (Connery(2))

“Major national social programs were avoided in favor of state
responsibility. And at the state level, Connery continues, the medical profession
continued 1ts opposition o government involvement in programs for the
retarded, and then 1t insisted thal any services that were implemented should be
attached under the control of existing hosprtals and medical programs. ...
Popular American ideology of an open social structure and indwvidual
responsibility precluded many from even hearing the idea that the social system
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would upset the current social allocation of statuses and resouices “(Halland,
pp 33-3403)).

The passage of legislation, however, only indicates the will and mmient of the
legislators, responsibihty then passes 1o the admimistrator ‘o implement their
intent through his regulations In this case 1t was the Department of Hualth,
Education, and Weifare, which issued its puidelines for planmng hy the States
seven months atter the new laws had been enacted (HEW(“)) The publication
explures the difficulties of achieving nteragency courdination and suggests
approaching this through improved communication, closer couperation and the
use of authority The guidelines list the areas 10 which attention must be ewven
(for example, prevenuon, climical services, records and 1eporting, and financing)
and then suggest these steps for building a structuie and tuking the (i
analytical steps in the planning process

I Establishing an “executive-level policy group, compoesed ol tap
personne!’ in the agencies concerned with 1etardation

2. Setting up a hroadly representative advisory vommtttee ol Stue and
local public and voluntary agency personnel

3. Hawving the planning staff evaluate the retardation situation, makig
rough estimates of existing resources, needs, and a determunation of that
additional services, personnel, facilities and other resources are required  This
planning should dovelail with the planming ol physical facihities sud specitic
goals should be set Tor services.

After these steps, “"the plan can then be developed’ 10 include provision fo
coordinating mechamisms, case-finding procedures, service components, evalu:-
tion. regional organization, the stunulaton of greater public awaenes, and the
drafung of necessary legislation

Within three months after the appearance of these gunlelmes, a planming
project was aclwated mm Massachuselts, where the Stale Departmenl of Meniul
Health contracted with a voluntary health organizabon to do the planning
(Massachusetts(3)), The siructure followed the Federal guidehnes and consisted
of a top-level policy board of the heads of relevant state agencies plus the
chanmen of nine task foices set up to deal with vaiious aspects of the prablen.
During the 2% years helure 1l reported (o the Governor, the planning project
conducted wnventones ol facilities and services, held hearings around the srae
“to leed data inlo the deciston-making machinery and to increase local
wdentification with, and commitment to, conmprehensive planrung,” and designed
a special study ol the charactenstics of potentially employable retardates

The plapning board recommended to the CGovernor a systenn of
decentralized programs 1n 37 areas within the srate and set forth s own
guidelines for the specific services 1o be developed locally. The existing
institutions weie to shift 10 an emphasis on social development of retaidites and
to an “individual and swmall group approach and meaningful binks wih the
commumty.” Support of new programs of special education and of preventive
work. was recommended, and the board urged that, n additton to the
350 mullion then being spent each year on retardation, $13 7 muitlion would he
needed annually by 1968 ind $45 millicn would be needed by 1976

Bul the board flelt that the major problem was one of coordimation It tound
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itsell may be handicapping some individuals’ chances for growth and
development. At this point the popular ideology and the medical perspective on
retardation meshed closely to produce strong opposition to any changes which
that 50 of its specific recommendations reflected the ‘“need for an
interdepartmental planning agency.” The political problem could be summed up
simply: which of the seven stale agencies serving the retarded would be
designated the coordinator? Moreover, how could this be resolved with all these
departments heavily represented on the planning board?

The solution was to creale a new agency, an Office ol Retardation, which
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 aid retarded persons; establish standards for services; provide liaison with the
federal government, and assist all departments and other agencies and
orgamizations 1o wmprove Lheir programs and services for the retarded”
(Massachusetts, p. 3(5)),

Without tracing the process beyond the preparation of these recommenda-
tions, this account has indicated something of the nature of planned change. In
the 4% years covered by these events there were some changes in the distribution
of resources, power, and functions. This was due in parl to the concerting of
energy by the parents of retarded children, 1n part to growing public concern,
and m parl to Presidential leadership. But the thrust to redefine retardation as
primartly a failure of the social system was blunted, and the massive changes that
some wanted were denied This was the rtesult of the opposition of certain
political leaders and of some professionals and bureaucrals who were protecting
their domains, as well as being the reflection of old bul persistent pubhc
attitudes (oward the retarded.

Running throughout this case illustration has been another theme the
difticulty or at least the undesirability of isolabing mental retardation as a social
problem and the mentally retarded as people from the rest of society. This
fundamental limitation in sectoral planning has given nse over the years to
different kinds of planming bodies that strive to cut across service fields and
problem areas such as the welfare councal.

REDUCING HUMAN ERROR AND
IDENTIFYING UNMET NEEDS

One of the ways to reduce emotional laden value decisions in any area 1s Lo
do a good piece of research. This should be conducted by someone not integrally
tied nto the “movement™ or “‘cause’ espoused by the group asking for the
rescarch. This author nearly 2 years ago was asked to conduct a survey of
extsting facilities and services for epileptics in the State of Texas (Arangtof!)).
(By way of a note | am a Bourd Member now of Dallas Epilepsy Association. In
addition, 1 am on the Professional Advisory Board of the Tarrant Counly
Cerebral Palsy Association. FFurthermore, 1 was, several years ago, Assistant
Duector of Louisiana State University Special Education Department doing
diagnosis and planrung for children with varying exceptionalities.)

When you have research to conduct a good source of manpower can be
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found at your nearest urmversity Professors are always hungry and/or have
students in need of exciting and wnaginative projects.

While the survey ) conducted confirmed suspicions ol the state ol the
services and facilities (Jacking) 1n Texas, 1t also estabhished baseline infoumation
for further planning through the histing of 16 gaps. All of us m the health
planning field are often forced to plead vur case with emotionahisim. How good 1t
15 to be able to back requests for lunding and volunteers with hard raw data.

Problems in all surveys arise when the time comes for the mterpretation ol
the data:

1. Suppose the intormation doesn’t show the need?
2. Did we pay encugh attention to the professional respondent and
how he or she defines the need?
3. Did we take info account the consumer?
4 Was the advocate agency mvolved sufficiently n the statement of
need”®
5 Even if we asked everyhody we conceptualized as umpurtant to the
defimtion of need and the ussignment of prionnes, WHAT INFLUENCED
THEM TO ANSWER THE WAY THEY DID”
A Were therc hidden agendas’
B. Are they speaking (rom their heart o1 mind, or both?
C. Are there others who would categancally oppose these stite
ments?
6 How generahzable 1s the data 1o the population of respundents as 4
whole”
Now some might ask, “Who will ask these questions?” The answer? Almost
anyone- but especially those whe are competmg with you for prograns and
service money. Perhaps, if we were to adimnt 11, the reason for doing surveys very
often 1s to stifle such questions

We must rernind ourselves that diiferent people have different perspectives
as to needs. This perception 1s mfluenced by allegiance to 4 competing cause,
personal values, and assessment of nezds smularly researched as your own
survey

Let ux pet down to nitty-gritly pomnts Once again, allow me to point aut
my own bias and then you can judge trom your own value postion what | have
10 say

[t is my opuvon thal the exislence ot voluntary health associations s
commentary on the parnal talure of our health system 1o halfill ot
responsibilities If one were 1o continue this argument, it becoines apparens that
the growth of these agencies was an expression of gaps in service or in soine
cases, unwdenhfiable needs The three disahiinies represented here, retardation.
epilepsy and cerebral palsy and their associations are respuonses Lo gaps in health
delvery. It is also apparent that THEY ARL COMPETING ENTITLIES Why this
sense of competition among thexe eleemosynary groups—hecause their needs are
so great and the wherewithal and money so hule. We must compete as General
Dynamics, Bendix, and others compete tor contiacts However, these indusines
seemn 1o have other places to go when they luse the money and the contrac

In this context, there appears to be nu end to the expression of need for
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priorities. Who will 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 prionties have
already been set.

Let us read the first paragraph of the handout explaining the Developmental
Disabilities Services and Facilities Construction Act P.L. 91-517,

The Act defines developmental disability to mean a
disability attributable lo mental retardation, cerebral pulsy,
epulepsy, or other neurological handicapping condition of an
individual found to be closely related to mentdl retacdation or
to require treatment similar to that required by mentally
retarded individuals, and

the disability originates before such individual attains age
18

and has continued, or can be expected to continue,
indefinitely

and constitutes a substantial handicap of such individuals

How does one interpret this paragraph?

. It covers only those individuals who are {unctionally retarded, or
retarded due to epilepsy and/or cerebral palsy.

2. It covers epileptics and cerebral palsied as secondary diagnosis to
retardation.

3. [t covers the non-retarded cerebral palsied and epileptic.

4. It covers “developmentally disabled” mdwiduals regardless of
diagnosis as long as 1t is a neurologically handicapping conditions.

How would you answer this question? Think for a moment and express
your choice. {(Ask audience to raise hands 1n response to 1-4.) (If sigmficant #'s
for 1, 2, and 3 and not 4—continue with discusston of compelition stressing the
spirit of the Legislation.)

Were our decisions abjective or subjective? Were they in accordance to an
allegiance to a cause, or different? Can you believe there 1s ever a time when you
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 grant money but who 1s to
gel the greatest share? How 1: this share to be determined? What cnteria for
priony setting will be followecl?

Certainly there can be cooperative ventures designed across disability lines
but who will run them? You notice at this paint that all | have done for the past
several minutes 1s to ask question, not answer them.

However, there are more questions to ask and discuss (0 a few minutes when
we throw this open to the panel and the audience

Are the priorities for this legislation determined at the top and filtered
down, or 1s there a constant realignment of prionties based on information
flowing upward as well (feedback)—that word again?

Under the legislaton-DDSA—epilepsy and cerebral palsy have gained
herctofore non-existent funding for programs, services, und the like. Whal effeci
on the market place does the addition of categorical disorders have? Can local
agencies express the true state of the exisience, nature, and treatment of the
developmental disabilities they advocate for?
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What right things to avoud the many pulalls expressed im the preceding
question did the administering agency for this legislation do?

I. Certainly, there has been 4 continuing dialogue vis-a-vis Washingrou
and States.

2. State plans had 10 be designed and submrited. The process invoived
at each state level was to aid in the cooperauive nature ol the project

3. The formation of state councils wnsures to a certain degree that
admimstrators, professionals, and consumers would be represented

4. The munmi-grant year tocused on planming, survey of needs, and
program development. [n {act, the change 1n Lhe percentage of unding from
year to year, from planning to service, wus a wise choice of guideline

There are of course, many other positions. However, those above pertain 1o
our {opic The process was prescribed by the above structural constraints
However, Lthe tig three-vaiues, oppontunism and power politics—played a larger
part than was designed. YOU CANNOT LEGISLATE NON-COMPETITION
YOU CANNOT LEGISLATE COOPERATIVE VENTURLS

The agency which1s “on the line” (and they don’t let you forget they are)is
vocilerous n 1ts demands, but lacks power little solace Lo the agency which can
point to A, B, or C percent of funding direited toward theu cause (but tu an
agency In another state).

Agencies complain about lacking grants and manpower expertise  Agencics
complain about the lack of money to fund staff After all, who 15 to run 4
progrum --volunteers? Bul where 15 the apency petting os wnformanon’ Whal
goals and priorities have they set up? Were tunding possibilities on the last page
of a well concepluahized program cor on the front page ol o poortly
conceptualized one?

How many of us have dramatically shifted pnionties when the word came
that a “new and mnovative child advocacy program will be tunded™ AN Lhis
shifting of prionities 1s usually in the name ol “lNeximhity.”

PRIORITY SETTING OR MUDDLING THROUGH?

Whdt 1s one 1o do about the harsh realines ol the muddle of needs,
counter-needs, competing priontes, a plethura of opportumistic plannimg and
priority setting?

I Acknowledge that compention exists
2. Acknowledge vour intense desue th hght for your cause aganst
other causes.
3 Be honest,
4. Find common neeting ground wilh your adversaries
S Find program policies, program systems that you can share
(a) Neleveryone needs s own transporialion system.
(b) Not everyone needs its own neurological consultant 1eain.
(c) Notall might need their own specialized social service staff.
(d) Not all need their own team of rehabilitation counselors.

Pool these resources, continue to fight Fot your nghts, refuse to be co-opted

and find that you can hive together
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6. Write cooperative grants for the DEVELOPMENTALLY DIS-
ABLED.

7. Work logether to insure that the fiscal tally sheet short changes no
one al any particular time.

8. Conduct training semunars for each other and other professionals-
share information.

9 Acknowledge that some agencies are newcomers—help them get
established—don’t ignore them and let them waste their time and energy.

10. Remember, we are not helping our consumers by bickerimg.

SUMMARY

There 15 a concept of rational planming and priorily setting. It 1s an attempt
to structure and obgecufy human thinking and emotion laden values. It (the
priority-planning theory) tries to keep us “honest.” However, the “rationality”
of the priorities and plans lies largely in opportumistic decision making, 1n values,
and in power-politics decisions of the human beings who are designing and
exercising  the plans. Many forces shape the plans and pnoennes: the
determinavion of unmet needs (how and why), the perceptions by many actions
or these needs, the weighing of dala, agency demands, vis-a-vis local, state, or
regional priorities, and shifting circumstances in many structures.

There are many ways to resolve the dilferences—among the most important
arc the acknowledgement ol a sirong interesl to advocate for a cause and an
eftort to work cooperative ventures
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Appenidix
MAJOR STEPS IN A PLANNING MODEL

Problem Definition-

In generzl determines the presenl perceptions of the probilem as presented
i terms of 1ts confhict with a prevailling social value

Problem Assessment:

In general

B Refines the problem ro measurable and understandable proportiony

b Is not hmuted 0 analysis by priot definitions, solutins, conceptions,
etc Nothwng s taken Tor granted

4 Understanding. rather than solufions s the pnimary objecl in Hs
Stage.

d. Assumey that pioblems. their causes, and consequences cannot br
unitary

Action Strategies for Coping With Problems.

Determinabion of action plans assumes that a rational schieme 15 requued
[t assumes that

a. A nurnber of polential strategies aie potenhally avadable forany one
soclal goal.
b Strategy choices aie made on §he basis o1 predicied conseguences,

available resources. values held, and tuning conaderations.
. Problerm Definition

l. How 1s the problem stated?

2. By whom 151t stated? Does he wish action on the problem?

3. Who else acknowledges the problem? Do they wish action on
the problem”

4. Are there variations 1n how the problem s stated?
a Are same statements contradictory”
b Are same statements contrary?

§. Are there stated solunions to the problem! By whom?

. Who denies (10 1 saud b the existence ol the problem?

7. Why wiis the problem presented (o you, rather than others'

8. Was the problem previously presented 1o others? If so whal

was theiwr 1eaction toat?

9, Who suffers most (it is said) from the existence ot the
problem?

10 Who benefits most {1t is said) from the existence of the
problem?

I'l  What contlicts .ure there in the social values held {(by you, your
sponsur, vour profession, the sufferers, the affected soual
mstitutions, others involved 1 the problem), as mipheitly
unbedded 1n the statement of the problem?

12.  What are the confhicts i social values held (by the above) and
the variou. "solutions” imtially proposed”?
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13. Do you have the required sanction to proceed with the
analysis? With the design of action steps? With carrying out
desirable action steps? Where and how can this be obtained?

What

alliances are necessary at this point to enhance these

sanctions? Which will you need to plan for later on?
14, Is 1t clear that someane will be mandated to carry out the
action plan?

B. Assessment of the Problem
1. Knowledge Sources
a. Where 1s the problem locahized? (Geographical area,

population group, organizational grouping, e¢tc.} (Cite
data )

How long has the problem been known to be in
existence? To whom has this been known? Are there
variations in how long it has been known to different
people or orgamzabions? (Cite data.)

How have the perceptions and the characteristics of the
problem changed over tune? (Cite data.)

Have the mass media, or other public information media,
given attention to the problem? Recently? How have
they inlerpreted the problem?

Which individuals. occupations, or organizations claum to
have expert knowledge about the problem, or are
potential sources ol such knowledge?

Which of the above are potentially avallable to the
community worker as expert consultants? What sanction
and t-me factors have to be considered to assure theur
avatabulity?

2. Crganizations Related 10 the Probiem

a.

What organizations (local, regional, or national} are:

1 primardy mandated to prevent and/or alleviate the
problem?

n. mandated to resolve portions, or related aspects of
the problem”

What organizations are affected by the problem? How?

Do they appear 1o be conscious of the problem? How?

Whichk of the various afiected or mandated orgamizations

are teputed fo he “powerful”? Which individuals on

Board and Staff are said to hold this power?

Describe the programs and the services of these

organizations 1n terms ol what they have done m the

past and are doing now 1n regards to the problem. How

do they measure up on the [ollowing dimensions?

1. lepal basis for dealing with problem
. accessibility

. relevancy

' need

v demand

(i) effective demand?

(i) neffective demand?

(1l need—demand discrepancy?
vi.  personnel

(1)  quality?

(ti)  quantity?

(in} persounel freedoms?
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{1v) personnel 1estrictions?

Vil tools and resources
vin  lacilibies
1% program content

(' types ol programs

() quahiy

() gquantity

tiv) methods and techmiques used (ep, cane-
work, group work, psychotherapy, etc )

X organizatienal and administrative standards
e How adequate have becn (and are now) the methods ond
techniques used to cope with the problem? (Cite data )
£ Are dany prominenl indiwviduals sawd to he involved with

the problem? As promotfers of change? As promoters of
a “‘status quo™? What are their reputed posture, activinies
in relatien to the problem and possible explanations fon
these?

2 What obstacles have rhese organmizations and individuals
met with m the past, und now, which make theu eifonis
inadequate (policies, personnel, facihities, finances, ¢1¢.)

h What cooperative and/or conflicting achions have faken
place belween orgamzations (or prumary actors), Jocally.
regionally, and naztionally 1n regards to this problem?
Why have they been in conflict? Why luave they
cooperated?

1. What s the position of (e communily practitiones in
the agency which employs im? What 18 hus orgamization
mandated to do about the problem? What consiraints
are placed on his activities by the organization in regartds
to this problem? What are the negative und the positive
axpects of these constraints?

Those Affecied by the Problem (Targe: Populanion)

d Whai are the bic arcunmistances of the peoaple atfected hy
the problem? (Cile data )
1. culture and life styles

il race—ethnic chardctenstics

u religion

v income characteristics

v. shape and trends of movement and growth
v honscholds and then formanons

vi.  density
vin  housing and neighbothood characteristics
.  health and disability patterns

X. education
X1 occupational patterns
xi. o age
Xl etc

b, How widespicad 1 the problem? How v it dlected by
the above vanables’ (Cite data )

c, Whal 1s the predicted future growth of the problein”
How 15 1t affected hy the above variables? (Cile data.)

. What are the consequences of the problem (on (he

arganization{s), on their personnel, on their hnances.
mandgement, on theua clientele, on the bearers ol the
problem, on the community. the econaomic eysienmt the
pohhical system, et )”
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e. What 1s known about the attifude towards the problem
by?

i. those who suffer most from the problem? Do they
1ecognize 1t as a problem? Do they appear to want
it to change? What proposed solutions have they
promoted?

n. those who benefit most from the problem? Do
they recogmze it as a problem? Is there any
evidence of a willingness to have it changed? What
changes are they most willtng to adopt?

ur.  those who most wish to change 1t? Why do they
wish to chanpge it? What will they gain out of such
action? What proposed solutions have they
promoted? What amendments to such solutions
might they adopt? How essential are they to an
action scheme?

4, What Are ihe Porentwal Resources for Dealing With the

Problem?

a. State of the economy

b. Industrial development and investment phenomena

c. Manpower utilization and avallability patterns

d. Public expenditure patterns

e, Private consumption patterns

f. Land use patterns

8. Policies, laws and regulations

h. Political climate

1. Etc.

3 What Are Exisuing Social Standards Related to the Problem’

e.g.,

a. Health and welfare standards

b. Who it mandated to police standards?

C. What arganizations are available to enhance standards?

6. Explanations for the Problem:

a. What general explanations are available to account for
the existence of the problem? (Sociological? Psychologr-
cal? Political? Economic? Other? (Cite data--books,
articles, studies, etc.)

b. Which explanaiions did you adopt? Why this rather than

C Goal(s) and

another? Because it was the most efficient explanation?
Or because of values held? Or because 1t offered grounds
for employing avalable skills and resources?

Merthod(s)

The requurement 15 to set poals and determine the methods to
achieve these in order to resolve, reduce or stabilize the problem.

i. Goal Chouices:

a.

What knowledge is available about the efficacy and

requirements of

1 prevention (primary intervention bhetween “pre-
conditions” and ‘‘causes” of the problem)

1. treatment  {secondary intervention between
“causes” and "effects’ of the problem)
ur.  rehabilitation  {(tertiary intervention between

“effects” and “consequences™ of the problem)
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To whal extent 15 your choice ol goals deternined by
I your commitment to resolve the social problem!’

1. your personal, or organizational requirement 1o be
“involved,” Ll gain satistactions, or to gamn
recognition?

1 are these in conther?

Bearing all of the preceding i mind, what gouerel poals
have you adeopied?

1 resolulion of the problem?

1 reduction of the problem?

] stablization of the problent? Clo stabilize means
tey prevent (urther growth or development ol rhe
problem.}

L What long renge and short range goals will you

adopt i regard lo the problem (bearning 1n mind all
of the above)?

W How does the explanation adopted lor the
existence of the problem condition. o influeence,
the cholce of long and shor! range goals’

L Do the short 1ange goals advance or retard the
achievement of the desirable long range goals?

[s the social poal orented towards

I correclive-adaphive adjustmenis ot the problem”

1 instriutionalized-generalized 1esolutions o the
problem?

Method Chowees

.l

dl.

Which argamzatrontst or indwvidual(s) have The greatest
potential for oblaining

1. the necessary <anctions

1 the necessary resources (hime, money. personnel,
facdulies, access to 1he knowledge soujces. interest,
elc.)

in order to resolve. reduce, or stabilize the prablem?”
Are (here established, recognmized. channels for handling
such problems” Are there strong urguments for not
utihizing established channels? What are the likely
consequences of not using such channels (e g, attiiude
of people who work with or withun such channels)?
Bearing ol of the above in nund, will you elect 1o
I primarudy use your own resouices
(1}  for short 1ange goals?
(u} for long range goals?
11 use your organization’s resources
(n tor short range goals”
(Y tor long range goals?
. use one or more of the mdwviduals and/or
organizations wdentified in a7 or *h' above
(1) for short range goals?
(u} for long range goals”
L. What methods do you plan to utilize (o achieve
the short-range goals!?
{t)  concensus approach
{(n) conflict approach
1 What are your tatgers of intervention!
(1) the client system
(1} the service system
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What are your vehicles of intervention?
(1)  the client system
{11} the service system
Enumerate the vanious spectfic steps, in sequence,
which you would anticipate taking, including a
tentative timetable. Be as specific as possible. Cire
major allernate routes to be taken if planred
events do not follow your prescription.
Determine for cach step
(1)  the likely consequences:
(a) social
(b) psychological
{c) economic
(d) political
(e) orgamzational
(fY etc.
(11} acceptabuity to-
(a) the action group
(b) the target group
(1) technical feasibility and requirements (e.g.
documentation)
(1v) required sanctions
(v} avadability of resources required
{vi) 1tsratronal progression from pror steps
Does your scheme in general answer the following
questions?
(1)  policy decisions required
(a) by whom?
(b) about what?
(1) resources needed und their sources
(a} fipancial
(b) personnel
(¢) faciities
(d) equipment
{e) other
(1) specific obstacles to be overcome
(v) planming 1ssues
(a) centralization versus decentralization
{b) specialization versus generalization
a) of services
b) of personnel
c) of facihties
(c) tax support versus voluntary support
versus commercial auspices
{d) comprehensiveness
(e} continuity of care
(f)  accountabihty
(v) available support
(1) planning sequence
Does it also anticipate the consequences of
implementation, differentiating between short
trrm consequences and long term consequences on
eaclh of the apphcable following items?
() ongquanury of services
(a) quantity of production
(b) quantity of demand
(¢) quantity of need
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tu)  an qualtry of services
(at  same quality ot services
(by different yuahty of nervices
{c)  quahtv of demand
U on resources needed
(v} Tinancial
a) costs of services
b) qncome for and/or f1om services
(b} personnel
(c} facihties
td} equprment
{¢) other
{1v)  on rvpes of services rendered
(a) same requirements 45 nitiatly
(b)  different requurements over time
{(v) on related soclal systems
(a) related programs or soctal movernents
(b)  related Financing systems
(¢) related populations
(d) other
v Were the methods, and the specitic steps chosen
because ot values held? because of feasibility”
(knowledge and skill of worker, resources ot his ar
ather organizations, readiness of organization ar
alhers affected by the problem to cooperite and
purticipate?  Resistance by ndwiduals  groups.
vrganizations? Other?)
f Are the methods and specihic steps chosen oriented
towards
1 comechive-adaptive adjustments in the problem?
1. inshitutionalized-generalized  resolutions of  the
problem?
(S8ce e above)
g Wiil the potennal gains of the successfully appbed
strategies outweigh the potential costs fo the respective
client systems?

D Documentation and Interpretation

documentation

P an organizdtiondl requirement”?

b. a requiremnent of the action strategy?

C it for bolh, are the documentation regquircements the

same or different?
Who are the potential audiences or readers? Do they have
speclul qualities and/or requirements whuch dictate the type o
style of the presentation?
is the purpose best served by

a a techmical or scholarly presentation?
b a simphstic. Ustreamlined™ presentation”
¢ combinations of both
L interwoven techmeal inlormaticn and recommen
datwns
1. [imdings and recommendations separated trom

techmcal analyses
[s the requurement for
d. historical material?
b, descriptive matenal?
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analytical matenal?
conclusions and recommendations?
delineation of the process used in making the study?
specification of the sanctions behind the study?
recognition for:
i. efforts expended in the study, and/or
ii. efforts and attitudes of the potential readers in the

general problem area?
1s there a clear separation between facts and findings, and the
conclusions (or interpretations) made?
Has the documentation been purged of all superfluous
materials which are unnecessarily detailed, repetitive, or
potentially offensive or threatening to those whose support 15
essential?
What type of crganization 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, dlustrations, etc.)
Who will requwre copies for administrative, action, or courtesy
purposes?
What type of delivery will assure the desired effect?
verbal presentations
general mailings
personal distnibution
distribution through channels
use of other visual aids (e.g., radio, TV, projectors, etc.)
distribution followed by formal or informal discussion.
Does the setting for the interpretation make a difference?
Who are to be the primary interpreiers and discussants of the
document and its message? Can one person do this, or wil it
require different people to specialize in different aspects of the
report? How will this vary according to the audience? Are
there prestige factors involved? Are there communication
factors involved? Are there political implications?
If the document is to result 1n action, does strategy dictate
that it specify who 1s to be held accountable for the necessary
action(s)? Or 15 strategy based on the assumption that the
audience {(e.g. readers) will insist in retaining this prerogative?
If the latter, are preparations necessary to alert representatives
of that audience before, during, or after the imtial
presentation to this expectation?

0 e Ao

—spooE

E. Ratificarion and Action

1.

Is 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? s sequencing in ratification from more than one
source of importance in building power?

Which available individuals who are potentially sympathetic
have the greatest potential for obtainmmg the desired
ratification? Will they require help in achieving this?

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

Has a clear specification been made by the ratifying body (or
bodies) of who will take primary responsibility for the
necessary action? Has this “see-to-it” agent been advised and
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consented? Does he ror the orgaruzation) have the necessary

abilifies”

5. Have the necessary time and resources been provided lor the
action phase? Are additional arrangements necessary

6. Does the “see-to-it” agent have the necessary mmformation

developed 1n the study phase? Does he know about the
available sanctions and resources? Is it clear to whom he s
accountable?

7. Does the action system kncw about the “‘sec-10-117 agent’
Does 1t view humn as acceptable and appropriate? Does it detine
wself s appropriate  to  the mission? Does it have
representation and participation requirements ot 1is nwn”

8. What ofher ties are there within the action system which bind
it together? Which are the strongest ties? Which are potential
internal points of friciion or other difficulties?

9. Whal are possible approaches or techniques for the “see-to-it’
agent to dassure continued group cohesion and poal tocus on
the part of the action system?

<

F. Assessment of Implementation Consequences

1. Are there “reporting back™ requitements Lo the sponsoring ol
sanchiomng bodies as developments take place? Is 11 prepared
to reassign responsibility if the desired achon does nor take

place?
2. Are there bullt-in assessment schemes on

a. progress made?

b. continued utdity of the strategy systemn?

[ utilizatron of resources?

d. continuation ot necessary supports and endorsements?
3. Whai 1s to be learned trom this experience which will

d. avord future repetition of difficulties”

b. enhance future analyfic or action assignments”
4. Has the experience opened opportunmities for new problem

solving approaches or for further work towards rhe more
general tong-range poals?
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Planning at the
Community Leve]

Leopold D. Lippman

Planning is a means to an end. the provision of services and facilities which
will enable developmentally disabled persons to grow to their full potential as
participating members of society. To this end, planning is more than useful; 1t is
essential.

With planning, the eflfeclive utilization of all available resources can bring
each individual to the highes: level of functioning that his disability permits.
Without planning, a state may have a variety of unrelated and uncoordinated
ptograms, costing a greal deal and accomphshing lirtle.

Participants in Developmental Disability Councils 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 that the effective provision
of services requires also planning at the community level,

In California, for example, the State Developmental Disabilities Planning
and Advisory Council recently heard from 1ts Master Plan Committee that, at the
cnitical beginning phase, putling resources into that which will make the system
work 1s even more important than funding service delivery components.

1t js at the community level thal ideas and good intentions become reality,
because it is there—at the community level—that the individual seeks and
receives services. (The word “:ommunity’ has different meanings, depending on
the age of the individual, the degree of disability and the nature of the service.
For example, for some severe conditions, where specialized residential services
may be requred, and in a thinly-populated state, there may be only one facility
suitable to the circumstances Even in this extreme case, the facility should be
envisioned as part of the patlern of services available 10 each individual who
needs it. For most individuals, that need will be expressed at the outset in the
commumities where they are. The development and provision of such a statewide
service, thea, should grow out of planning at the community level.)

GOALS OF COMMUNITY PLANNING
As a realistic matter, most communilies in the United States now have sorme
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services, no matter how mappropriate, inadequate or substandard they nay be
The problem ol the moment, in implementing the Developmental Disabulities
Services and Facilities Construction Act, 15 1o determine how the avadable
resources may be used to extend, mprove o augment the existing services. This
cannat be done without determining the present and anucipated need, making
an mventory and assessment of existing services. and setting prionies withu the
list of services to be wnproved o provided. Such s the task of planming

Mlanning takes account of all the needs known. estimated and anticipated
For the developmentally isabled, it includes the Tuli age range (starting befoie
birth, for effective prevention); it includes all the disabhing conditions as they
occur, singly and in combination, from mild to totally mcapacitating It goes
beyond the disabled indmvidual to consider his family and others in his souial
environment,

To be effective, plannug should face the need tor a continuum of services
This means (a) the full range ol scrvices, with (B) mechamsms to mteshnk thein

The range of appropnate scrvices will depend on the community (that 1s the
peint of the planning), but the areas of need undoubtedly include prevention,
casefinding and diagnosis, family counsching, heulth care, supporlve services m
the home, preschool cure, respite for parents, specidl education, vocaliond
training, employment, housing, recreation, lmancial and legal assistance
transportation and architeciural accessibility Tt wilf not be possible to establish
all such services at once, hut the Jull scope of the ideal program should be lea
from the beginning. Having concewved the desirable pattern of services for the
community, the planning hody can then develop a step-phase plan, with a nimie
schedule, both subject to modification in the Tight of future developments.

MNational organizalions devoted to specific disabditics have developed {anc
their state and local aifihates have access tu) descniptions of comprehensive
patterns of service. (Messner’s chapter in Cruichshank’s® book Cerebral Palsy
offers a detailed und uscful outline.) A particuiar community may not be able 10
tmplement the full list of recommendations, but 1t should be aware of the full
scope of the problem and proposed sulutions, as percerved by Lhe knowledgeahle
specialists.

Comprehensiveness and continuity, though rclated, are two differen:
matters. [t is not enough to provide every Kind of service u communily may
need, utopian though that may sound. 1t 1s necessary to mterrelate the vanous
services — most especially lor those who arc dependent because of 4 physicai,
mental or other handicap. Thus, {ur example. diagnosis should be coupled with
family counseling and with prompt and effective referral to needed services
special education should be designed to, and should 1n fact, lead 1o prevocatonal
evaluation and vocational training, residential cure should be accompanied by
provision for leisure-time activities; and the use of virtually every service depends
on the avadability of suitable transportation. 1t would seem essential that u
community provide, in some manner, an Information and referral service which
meets the needs of every disabled idividual and his family, at every slage of his
life. Beyond this, every provider of service in a vommunity should be aware ol
the other resources, and should know when and how 10 help the individual make
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his way to the alternative or supplementary service he may need.
CONSIDERATIONS IN COMMUNITY PLANNING

Effective planning begins with a realistic inventory of existing resources and
needs. (There 15 a brief but helpful chapter on “Surveying the Need” in Allan's
Rehabilitation *) Planning al the communily level, however, as at the state level,
cannot be content with an assessment of present resources and present needs. To
be eflfective, it must conlront the likelihood of change. Wherever in the world
you live, and whatever the scope of your responsibility, be confident there will
be change. The only questions are what kind, how much and when? Fortunately,
there are clues to the answers. Here are some probabilities for community-level
{2nd slate) planners to take into account.

A. The population of people needing service will change. Some changes are
uniquc to the community; others will be characteristic of our whole sociely.

1. Changes in total numbers and in age distribution. Generally, the
population is rising, but 1n a particular area it may be stable or falhing, depending
on the focal economy and numerous other factors. One must examine present
and projected birth rates, death rates and migration into and out of the area. The
number of women of child-bearing age, changing attitudes toward optimum size
of famiy, avaldablity of contraceptives and legalization of abortion, all may
have effects on the local birth rate. At the other end of the age scale, the rising
life expectancy will mean additional disabled adults for whom to plan and
provide services. A less obvious factor 1s that as a community establishes services,
people come there to benefii; this was more true when services were
comparatively rare and of uneven quality.

2. Changes in types and degrees of disability As a result of sciennfic
discoveries, sume disabling conditions are now fully amenable to prevention. On
the other hand, the declining infant mortality may mean the survival of more
damaged children. War-related injuries, automobile accidents and other trau-
matic effects of our complex civilization are adding Lo the disabled population.
Related 1s the fact that more severe disabilities are no longer always fatal.

3. Rising prevalence. Ax antibiotics, organ transplants and other medi-
cal innovations extend life, inore people will live longer with disabling condi-
tions. The problems are not only of a rising chent 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 children and young adults.

4. Declining ncidence. Genetic counseling, amniocentesis and legalized
abornon wil reduce the incidence of many disabling conditions. Thus, the
emphasis of needs will shift.

B. Patterns of service will change. There are sociological, legal and other
forces at work in our nation today which will influence the programs that
society expects or allows.

1. The traditional and long-time exclusive solution to the problem of
mental retardation was the state institution. Currently, state residential facilities
throughout the United States are under severe criticism, some of it topical and
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some i 11 basic. Changes have begun, and there will be more New York ind
some other states have developed small group lving arrangements al the
community level. and what was originated for the memally retarded 15 now
bemng adapted tor the recoverning and testored mentally il The Siate of
Washington has an cexiwensive program of group homes, which are houung
increasing numbers of fonner residents of the state schools {o1 the retarded.
California has evolved u lunding pattern whereby the state and the counties

share on the same ratin (90-10) tor the memally disordered, whether they arc
served locally or in a slate hospital Some of the new directions weie ponred ot
in a challenging book pubhshed 1n 1969 by the President’s Comnuttee on Mental
Retardation, Changing Patterns in Residentdial  Services for the Menrally
Rerarded, edited by Kugel and Wolfensberger !

2. A series of lawsuits and courd dousions, begun m 1971 and
continuing to the present, 15 introducing a new element in the enforcement of
adequate services. [n Pennsylvama, Alabama, Massachusetts, Utuh, the District of
Caolumbia and elsewhere around the United States, there have been class aclins
w behalf of mentally retarded and other persons, and Federal judges have
accepled urisdiclion m cases asserting the “right o education”™ wm “-ighl to
treatment’” The Office of Mental Retardanion Coordination  publishe:.
frequently updated report on the status of current court cases entitled Merral
Retardation and the Law. 1t 1s prepared by Paul Friedman,® of the Center lor
Law and Social Policy. As successive cases comne belore the courts, it 1s clear that
the decisions have implicavons for education, treatment, and habihitation ol
persons with other handwaps as well as the mentallv retarded The judicd
4ssertions have been augmented, m recent months, by the opintons of attarneys
general an several slates also o new wave of legislative proposals s maving
through state and Congressional hoppers

3. Attitudes may change Thus fur, this 1s more & hope than a fuct Two
bouks published within the past year— Artirudes Toward the Handwapped A
Compariscn Berween furope and the Unued States by Lippman,'? ond
Viscardi's'® But Not on Our Block tocus on the problem of the souial nulieu n
which programs develop. Change has begun, however, i some plices The
regional center progiam in Connecticut and the udvocacy program in Nebrask.s
have imcipicntly broughi about attitudinal changes

C. As some ueeds are met, others become more salient. For example

1. When there were inadequate diagnostic facihtics for young children,
the specific niature of developmental disatihities often did not become known unnl
the youngster was ol school age. Now, the demand anses for preschool services.

2. Untl special education services became widely available, many
paicnts sought carly admission 1o state residential Tacihities tor their retarded and
multiply-hancicapped childien. Now thal niost states and many commuines
have public school services, there are moie manifest needs fur trunsportation, 1o
recreational services, for summer progranis.

3. With mentally and neurologically unpaired youths completny then
forinal education, the next request is lor vocstional bammg snd lor b
opportunities,

4. As larger numbers of developmentally disabled mdiveduals reach
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adulthood, they and their famuies are seeking suitable housing and other
community services different from what they required as children.

5. Survivai of the disabled also means an increasing number are
outliving their famihies. This leads to new needs in the area of protective services,
including financial assistance and guardianship.

PLANNING MECHANISMS

For planning to be ellective, it 1s helplul to have the knowledge and skill of
people professionally trained in social and health planning. To be meaning(ul and
appropnate to the problems of the developmentally disabled, however—and to
have any substantial hope of successful implementation—it also requires the
active participation of a trulv represenlative group of those people most directly
concerned.

Often listed last, or omitted altogelher, are the people most intimately
involved and in some ways the most knowledgeable: the developmenially
disabled themselves. Theijr life experiences, their frustrations and their sell-
perceptions are important ingredients of the goal-setting process; and it is often
the disabled who can best speak for themselves.

Bevause the presence or a disabled child affects the whole family, parents
stand proninently among che “consumers of service”™ and should therelore
pacticipate actively in the community planning effort. Further, they and other
members of the family can often function as surrogates for those develop-
mentally disabled persons who are se young, or so severely retarded, as to be
unable to serve as their own advocates.

The experience and insights of professional from various disciplines will add
understanding and help make the planning process meaninglul. Among these are
teachers of the developmentully disabled, physicians and other heaith specialists,
sucial workers, therapists and vocational rehabilitation counselors.

interested citizens serving as vofunteers can bring much to the planning
process. An International Symposium on Volunteers,® held in Philadelphia n
October 1971, pomnted to the numerous services volunteers can perform, Tom
working directly with the disabled to spearheading social action. Volunteers who
huve worked with o1 on behalf of the disabled can become advocates i ways
that the disabled, their families and professional workers sometimes cannot,
because the volunteers appeuar 0 be more objective (and also because they often
have contracts not otherwise available).

Beyond the individual participants, 1n a planning effort so ramitied as this, it
15 advisable to use all organizations and mechanisms thal exist in the community
or are available fo il. Some are readily apparent and eager to cooperate; others
require searching out.

There are agencies and organizations at the local and the s/ate levels (and,
often, regional offices of national organizations and Federal agencies). Some of
the agenctes are public (i.e., governmental) and others are vofuntary. Organiza-
tions may be of lay citizens or of professionals in vanious lields.

Here are a few examples of organizations and agencies whose help should be
available to almost any community. These are listed sornewhat at random, they
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are representanve of a larger group ol resources that can be uuli.ed

Local voluntary: The commumty planning council (olten called health and
welfare council, or vouncil of social agenvies) orpanizations of the disabled und
ol parents of handicapped children.

Citizen: League of Women Voters, laycees, Civitun, American Legion, PTA
Council.

Professional: Local or regonal units of Amernican Association on Menial
Deficiency, Council tor Exceptional Children, Natiopal Assoctation ub Social
Workers, National Rehabilitation Association, Stale Psychological Assoctation

Public (lncal): The board of education {or office ol the supenmicadent of
schools). the munwipal or county departments of health, wellare, recreanion the
county council on mental health and mental retardation

Public (statej: Departments of mental hygiene, education, mnstiiutions.
oflice of vocationul rehabditativn compreliensive liealth planng agency

Public (regional). U.S. Department of Health, Education, and Weltare

Some of these groups can supply factual information, athers will contribure
useful opinions and msights. stll others will deliver warking volunteers, or
headquarters space, or organizatienal know-how. A number of 1them are ahieady
engaged in social and health planning, perhaps 10 another sector of the local
scene, and thewr knowledge ind conclusions may ve relevant to the planmng for
the developmentally disabled. (What Sieder'® wrote more thun a decade apo
about communuy wellare counals 1s stll perunent, and likewise the hindings
and recommendations of the Nabonal Commizsion on Communiry Heatth
Services® with regard to health action-planning )

Thare are stull other mcchamsms, usually ot the state level bur oflen
sccessible to the indmidual community, which can be usetul adjuncts 1o the local
planning effort. How heipful they are will depend parily on the nmagmation of
the planners. One such resource s the state system of hher education
(Lippman and Letbowutz'® have reported on how the Unversity of Califianmg
Lxtension facihtaled citizen involvement e tho development of the state's
comprehensive mental retardation plan.) The adult education programs of the
state colleges and local public school systems are ather possibilities.

COMMUNICATION MECHANISMS

As already suggested, plannuing at the commumity level (o seive the
developmentally disabled should involve the largest possible number and vanety
of nterested individuals and organizations  The working group and 1ts
subcommitiees must be kept to manageable wuze, Lo be sure bur it s
possible -and advisable—to commumcate with the larger constitnency at crucial
slages of the effort,

Among the channels of communication, which may be used to reach the
whole community or selected subgroups, are.

Mectings. Af an early stage of the planming, vanouns segmenis of ihe
commumty (parents, professionals, cte.) can be mivolved nr delmmg the
problems as they see them. Later on, there can be reporis fram the plannmg
group to the mterested public, so that weas can be tested and reflned
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Conferences. Whereas meetings may be as small as two or three people, or as
lasge as an auditorium full of the “‘general public,” conferences are more
stiuctured and require extensive planning. It is important to allow for
participation by those attending, rather than merely exposing them to a series of
speeches or reports.

Mailings. [t is uselul to develop a mailing list of persons and orgamizations
that have shown interest in the subject. Mailings can be regular or sporadic, brief
or detailed, as circuinstances indicate. In addition to the sharing of information,
there is the sense of involvement which later provides a basis for support.

Newsletter. If the planning is broad-gauged and continues over considerable
time, it is useful to have a periodical publication which will keep the
constituency nformed. This is perhaps less flexible than specially designed
maihngs, but 1t has the advantage of putting information on the record for all to
see. It is also more economical than some other forms of mailing.

Publicity. At appropriaie stages in Lhe deliberations of the planning group,
there should be positive efforts at public information and awareness. The mass
media (press, radio, televisicn) are obvious outlets, but there is utility also in
brochures, exhibits, or a speakers bureau.

Special channels. For more detailed and thoughtful presentation of the ideas
as they evolve, there are, in the larger communities, specialized media. Among
these are educational television (ETV), the frequency modulation {(FM) radio
stations, and cable television (CATV). These have smaller audiences than the
commercial radio and TV outlets, but wilh advance promotion it is possible ta
altract the listeners and viewers who should be aware of the planning effort.

For'the planners who wish to teach their public with effective messages,
there is a useful resource of ideas and samples: the National Public Relations
Council of Health and Welfare Services, 815 Second Avenue, New York, N.Y.
10017,

LONG-RANGE PROGRAM CONSIDERATIONS

It 1s not enough to plan within a narrow compass; there musi be
consideration of the imphcations beyond the immediate and the obvious. To
take a few simple examples.

® A plan to establish a facihty (such as a workshop) implies a
leng-range capital commitment. Thus, il a plant is to be rented, a lease must be
signed. If the plan envisions construction (and even 1if the onginal capital funds
are in hand or in sight), there will be later maintenance and perhaps renovation
costs. On a smaller scale, the establishment of a facihty in a given location may
unply a3 comnulment lo transportation costs, particularly if there is a movement
ot the client populatton within the community.

® |t is dramatic and satisfying to bring a new service into existence; but
this is nol enough. Service to the developmenially disabled 1s a long-range
proposition. Here today and gone next year may be worse than no service at all.
Launching of a program, therefore, should include provision for long-term
staffing. Needless 10 say, this also calls for long-term funding.

® As noted above, one new service in isolation is not enough. Any
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innovation should be envisioned and planned as part ¢l 1the continm vl
services. Interrelationships should be designed, not left 10 chance.

In summary, progiam components, staffing and lmancing must be con-
sidered 1n relation tu onc another, and in a tonger context than "ust the hupeful.
“Let’s get something started It will prove sisell as we ga.”

PLANNING AT THE REGIONAL LEVEL

The relationshup between community needs and state-level services (such as
residential facilities) has been mentioned. There . an intermediate stage, which
planners al the community level should hkewise take into account. The reglonal
(multi-community o multircounty) level 1s sometunes the mosi appropriate o
the establishment of speciaiized and relatively expensive services. Depending on
geographic distances, size of the population and avadability of trausportation,
for example, an adequately staffed multidisciphnary diagnostic center nught he
established 1n one accessible lucation and uulized by famihes trom a substaniial
surrounding area.

Even if each community will establish its own facdity, it ts helptul to discuss
the plans with neighboring communities. In o preschovl nursery progran, or
example, there may be need [or an audiologist or a specch therapist on less than
a full-time basis. Il 1s possible tor several progrums in on urca to share such
specialized professional help on an itinerant schedule.

An obstacle to effective planning is the junble of jurisdictions School
district, health district, coverage areas of other public services, 10t anly are pat
coterminous 1n mosl stales, but they often overiap. Short of 1temakmg atl the
jurisdicional maps—-a process which has been t-ied often but has succeeded
seldom--it is necessury to consult with all the appropriate administrative of ficrals
(education, health, etc.) to insure that the plan will work whan it maves off
paper and into the territory  Further, transportation and commumeation espe-
cially muay transcend such puolitico-legal boundaries as cily and county Iines' and
it is advisable for planners al the communuy level 10 coordinate with ther
neighboring counterparts.

A vanety of ragional planming efforts are already under way v many states
These include the commurily uscimnvaues of the state department of menial
health, the division ol vocational rehabiluation (u Federal-state agency which
operates at the regonal-community level). and in some states the intermediate
school unit.

Finally, with respeci (o residential services, the limutation ol 1esources
makes it unlikely that every community will soon be able (o establish s own
group homes or other small-scale Tacilities. Planning for suth services, theielure,
should he undertaken n close consultation and cuvperation with neighburing
communities.
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Planning Environments
Responsive to New
Program Concepts

Michael ). Bednar

INTRODUCTION

[n order to plan environraents responsive to new program concepts, planners
and designers must first begir 1o understand how individuals with developmental
disabilities interact with the physical environment. 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. There is a RECIPROCITY of influence between man and
environment which is the key 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 wiall change. The concern is with the process of programming
responsive environments which will evolve as program concepts develop.

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

“

. a disability atrributable to mental retardation, cerebral
palsy, epilepsy, or other neuroiogical condition . . . "™

INTERACTION WITH THE ENVIRONMENT

Our first concern in plarning new environments is with a realization of how
man interacts with his physical environment. In what ways does 1t influence his
life and behavior, his emotions and attitudes?

Environmental researchers 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

' Developmental Disabilities Services and Facilities Construction Act (P.L 91-517)
PE 346.
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summed up in Winston Churchill’s profound statement, “First we shape our
bulldings and then they shape us.”

We now have come tc realize that environmental quality can aftfect our
health; that excessive noise levels can lead to heart attacks, that the lack of
sunlighi can lead to skin cancer, that stale air can spread contagious viruses. We
also know that the environment can affect our psychological well-being: that the
density of people 11 a room can cause stress and anxiety . that the lack of privacy
can cause personality distortion. that the colors of our walls can mfluence vu
inood, Who would have suspected that the arrangement of our housing units
could determine our pattern of socral aquuintances. thal the way we sit around «
table influences our sockil communication; that fences around a house establish
territonal boundaries which lead to neighborhood feuds. Yet all of these facts
have been demonstrated The physical environment 15 a pervasive iniluence, and
we must be sensitive to it when we plan and desigr

The special concern heie 1s with the effect of the physical environment on
the lives of those individuals with developmental disabihties. In many ways, the
environmental effects ate the same as those for people without disabilities
However, we will concentrate on the differences since there are fewer of them.

Developmental disabitiiies can be grouped into three broad dreas which
relate directly to the physical environment:

® PERCEPTUAL DISABILITIES

¢ MOTOR DISABILITIES
® PSYCHO-SOCIAL DISABILITIES

Percepiual Disabilities

Most mentally handicapped have difficulty with perception with the abihity
to recerve and process information recewved thiough the senses. Dhfficulties with
visual perception are the most crucial in terms of environmental perception since
it 1s estimated that we receive 90% of our information through vision. Of
secondary, but yet great mmportance lo environmental perception, 1s heanng.
The environmental information recewved through the sense of touch s third 1
importance, with taste and smell being of lesser sigmificance.

Individuals with developmental disabilities may have distoited perceptions
They do not receive environmental stumuli accurately or consistently Their
senses do not function in a coordinated mannet, 1.e., they cannot hear what they
see or see what they touch Their perceptions of the environment becoine
scrambled and then relationship to 1t becomes contused

The mentally handicapped have ditficulty 10 1ocusing their senses 10 reeewve
the required mformation for successful functioning in the environment Then
attention wanders, they cannot concentrate they percewve and process
unnecessary information. They may have the disabiulity of sensory hyperactivity
Successful functiomng 1n the environment requires the abulity to screen
envircnmental information according to a predisposition for action In an
exaggelated sensc, 1t 15 like searching for a restaurant while walking alung the
street. The indwvidual who 15 sensorly hyperactive nught find himself in a
clothing store at lirst, and then pass by the restaurant because he sees a brightly
colored service station
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Other forms of perceptual disability do often occur. Perseveration is the
nabihity to stuft easily from one perception to another. The stimulus is held n
focus long after uts information value has been absorbed. The environmental
stimulus may actually be gone, but the individual stll **sees it in his mind.”
Dissociation is the inability to perceive things as meaningful wholes. [t is literally
the inability to “see the forest for the trees™; to make words out of letters; to
see a house as more than dissociated doors, windows, and walls.

Figure-background reversal is another serious perceptual disability. It
wnvolves reversing the visual fizld such that the background stimuli take
precedence over the foreground stimuli instead of the reverse. This individual has
difficulty with depth perception. He cannot judge the distance to an object
because the background is perceptually stronger than the object. Indeed,
sometimes he cannot even distinguish the object; it becomes part of the
background.

Motor Disabilities

Many ndividuals with developmental disabilities may not have motor
disabihities per se in the sense of physical handicaps. However, they may have
motor disabilities which are a result of perceptual or mental dysfunction. These
kinds of motor disabilities can be termed motor hyperactivity, poor motor skills,
and distorted body-image.

Motor hyperactivity is the counterpart of sensory hyperactivity. It can be
defined as the inadvertant reaction to all stimuli which produce a motor
response. This person cannot control his energetic motor activity. He s
constantly “‘on the go” and seldom at ease. His response to the environment is
apgressive and physical.

The ndividual with poor motor skills s termed “clumsy” and
“uncourdinated.” He often stumnbles, trips, or bumps into things. He has
difficulty in moving through the environment with ¢ase especially when there
are stairs or ramps.

A consequence of motor hyperactivity and poor motor skills is distorted
body-image. This individual has little understanding of the orientation of his
body in space. He has difficulty with sense of direction: left versus right,
forward versus backward. Likewise, he lacks confidence and pride in his body.
Since he cannot control 1t to perform as required, his image of it becomes
negative and distorted. Without an accurate and positive body-image, one’s
functioning in environmental space becomes seriously impaired.

Psycho-Social Disabilities

The physical environment affects those with psycho-social developmental
disabilities in a very profound way. Yet it is this area of influence that is perhaps
the least understood by environmental designers.

Psycho-social disabilities are those which relate to the individual’s
psychological disposition and/or social relationships with peers, family and
society. Qur 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 individuals who are of little use to the society. They do not know
the feeling of success and acceptance. Their unage of themselves 1s not one of an
individual who is capable and confident, but one who is weak and a falure. This
poor self-concept leads to emotional and psychological maladjustment It s
reflected 1n the individual’s expectations of the environment and the
environmental rights which are granted to him,.

The social role of the disabled has not been defined us vne of the positive
contribution. The disabled are regarded as social burdens They are often not
given the opportumty to develop their skills, to become active contrnibutors.
Since it is assumed (har they have little social value, they are given little control
over thewr environment They are not allowed to participale in 1ts development
or change.

All of this leads to a state of psycho-social malaise; of rejection and defeat
This state of affars can be counteracted. A positive physical environment 1s one
way of achieving this end.

None of the Deveiopmentally Disabled possess all of the above disubilities in
equal measule. Neither do they exist in isclation. More often they wccur 1n

combinations, and they are also cause and effect for each orher Motor
Disabilities may be cause for Psycho-Social Disabilities and vice-versa They both
may be cause for Perceptual Disabilities.

The important fact 1s that all of these disabilities cause the Developmentally
Disabled to relate to the physical environment in special ways. Moreover, this
relationshup 15 different for each of the disabled since his disabilities are present
in different combinations. In constructing responsive environments, we must,
therefore, seek to identify commonalities among the Developmentally [hsabled
in terms of environmenial interaction.

PROGRAMMING RESPONSIVE ENVIRONMENTS

Programrng is a process of relating environmental variables to human
needs. Programmers must understand those needs, 1n this case the special needs
of the Developmentally Disabled. They must also be knowledgeable about the
environmental means available to accommodate those needs A programmer s
not only programming the physical environment but also the people who use it
He is in fact programming their actions and responses to that environment He 1s
establishing the basis for effective environmental reciprocity.

Developmental cisabilities have been discussed in terms ol their components
for environmental interaction. Now, one must look at the physical environment
itself, to see which of 1ts characteristics are related to developmental disabiities
An undetstanding ol both halves of the man-environment dualism 15 necessary
for effective programming.

All human beings have certain requisite environmental needs which are
universal:

Climare: oxygen laden air, critical temperature range, dryness, control
of air movement
Space. space 1o perform required activities, space to house requied
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equipment and furnushings

Environmental quality: light quality and quantity appropriate to
lunction; required level of quiet and sound deadening

Srability: environment which resists structural loads and natural forces
(storms, earthquakes, hurricanes)

The provision of these environmental needs are generally well accepted,
although we are not always successful in satislying them in every building.

Our particular concern here 18 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 connotational and nterpretive; which are implicit rather
than explicit.

The set of Environmental Characteristics which relate to the needs of the
Developmentally Disabled are presented here as bi-polar continua. They are
based upon previous work by mysell and others (Bayes,(!) Bednar &
Haviland (3) Brul(*?). Many of the effects of these characteristics have been
confirmed by educators and psychologists thiough observation if not research
studies. Architects have confirmmed the fact that these characteristics can be
controlled through design. However, much more work is needed to develop these
concepts into more useful tools. Examples of each characteristic will be provided
from a recent study tour of facilities for the handicapped in Denmark, Sweden
and Holland (Bednar, 1972).

ENVIRONMENTAL CHARACTERISTICS

1. Accessible . .......... ... ... .. Inaccessible

Accessibility can be defined as the physical and psychological ease of
approaching and entering an environment. At ‘T Hont in Veldhoven,
Holland the administration building of this institution is an old house
located no more than S0 feet from the main street of the town. It s 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-class road with farms surrcunding it. The town and
institution are separated by a large park, making it Inaccessible.

Access Is a necessary prerequisite for participation in an environment. The
provision of Accessibility can promote the sense of social acceptance and a
stronger self-concept. A clear expression of access may also aid to overcome
perceptual difficulties. On the other hund, control of access may be
necessary to lhmit the behavior of the indwidual who 18 moforically
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. Remote settings are new and different.
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they may cause anxiety Storhagen m Akersherga, Sweden 15 a nursery
school and home for 27 young handicapped children. The enviionment 1s
very Familiar since the institution consists ol 5 converfed row houses in a
group of 70 row houses The institution is the same as the surrounding
residential environment On the other hand, the Brondbyoster Home near
Copenhagen 1s a very Remote cnvnonment to live in, because ol the
exposed concrete and pipes 1w the living and dining rooms  This
environment is not hke thew parents’ homes. it 1s Unfamiliar o1 Remoie

Famihanity wath the environment “breeds’” selt-contidence and secunty.
The indvidual feels more “at home.” It may also aid perceptual functioning
simce he 1s accustomed to perceiving 2nvironmental imformation i a
Famuliar setting An extremely Remote setting can foster anxiety and motor
hyperactivily because 1t muakes the individual il-at-ease. Too much
farmbarity causes complacency: some measure of remoteness provides
health stimulation,

~Fomal .. ... ... .. ... ... .. ... ... .. . . Informal

This bi-polar conunuum measures the degree of behavioral control which 1s
exerted and communicaled by the enviconment A Formal setting sets foith
expiicit behavioral rules through a system of environmental cues which are
commonly interpreted. S’Konings Jacht tn Schaarsbergen, Holland s an
instituton for severely and profoundly retarded. In the residential pavilions,
each bedroum, shared by four children, has been attached directly to the
battung-toileting area. This 1s a very Formal setting since the patlern of
activities has been siriclly prescubed by the architecture. Perhaps the most
Informal settings in Denmark are the adventure playgrounds which are burlt
by children using discarded materials. A wide range of behaviors s
encouraged by these settings

The degree of Formality - Informality to be mcluded in the design of an
environment must be carefully related to the developmental disabilities of
the occupants. The appropriate degree of Formality Informality will
promote self-confidence through the environmental suppurt which 1l
provides. Too much Formality will place innecessary restrictions upon the
opportunifies of the indwvidual to develop. Too much Intormality may
foster both sensory and motor hyperactivity through the lack of
environmental contruls.

Sociofugal . ..., . ... L . . Sociopetal

This characteristic measures the degree of environmental support for social
interaction. A Socyopetal plan encourages the development of socal
relationshups by drawing people together 11 1s centupetal in tendency
directing people towards the center of un environment, where they can
meel. A Sociofugal plan discourages social interaction by keeping people
apart. 1t is centrifugal 1n tendency and directs people to the perimeter. At
the Central Institution fur Children 1n Nyborg, the children’s bedrcoms ae
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along a corridor with the dining and living rooms at one end. Tlus
arrangement is sociofugul 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 a strong Sociopetal arrangement.

This environmental dimension relates 1o individuals with psycho-social
disabilities. The carefui use of this characteristic can aid in structuring social
relationships and controlling undesirable social encounters. The value of the
designed environment as an instrument of sccial therapy is not yet well
understood.

L T T Public

The degree to which a user must share a setting with others, both physically
and psychologically, is 1 measure of this characteristic. A Private setting is
one in which the exposure to others is limited, usuvally through unshared
use. [t need not be exclusively used; only unshared in use at the same time.
A public setting 1s one which is shared with others in simultanecus usage.

The degree of Privacy required for given activities is prescribed by the
society. In our society, sieeping and toileting are very Private activities.
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, Toilets are usually shared
by two residents.

Shared settings for Public activilies are also necessary and appropniate. In
the Danish institutions public facilities have been provided for each house
group of 12 in the form of a living room, dining room and outdoor play
court.

There is no functional equivatent for the essential quabity of Privacy.
Enviconmental Privacy is necessary for good mental health and the
development of personal identity. An individual must have the opportunity
for Privacy to learn to know himself, i.e., to develop his self-concepl. To
give an individual Privacy is to place trust in him, to enhance his role as a
member of society.

6. Temitorial .. ... ... ... ... . . ... Communal

Terntorial environment: provide support for Territorial behavior, i.e , the
possession and defense of environment for exclusive use. Communal
environments encourag: sharing in use, possession, change, and mainte-
nance. Individuals defend their environments by personalizing them, by
giving them an identity which is linked with their personality. When
retarded children in Denmark were given a private bedroom, they were
encouraged and permitted to decorate it by themselves. When several house
units of identical design were clustered together, each group would decorate
their house in a unique manner. In Communal areas such as gymnasiums and
canteens, this Territorial behavior was neither encouraged nor supported by
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the design configuration.

Terntoriality s closely related to Prwvacy in that both supply the
oppoltunity to develop personal identity. Emotional and social stability
comes from having faith in one’s value as a person. Difficulties with social
role and self-concept can be ameliorated with the opportunity for territoral
expiession in the environment.

. Oriented .......... .. e e e Disoriented

Orenlation, as an environmental quabty, supports an individual s identiny 1
space and time through imovement. To know where you are, where you have
beer, and where you are going 1s imporiant to successtul spatial functioning
An Oriented environment encourages space time dentity by ordenng
movement through spaces such that progression is revealed. Long corridors
with identical doors spaced cvenly along identical walls cause Disonienta
tion, because there is no identity 1v movement. Environments which ure
desipned on the basis of space-time interdependence foster space-time
tdentity or Orientation Actwvities which are adjacent in tune should also be
adjacent in space, thus revealmg a space time oner.

The design of ‘T" Honk Institution for retarded children in Veldhoven
Holland had been based upon the need for Orwentalion. Facihities wiich are
communal, such as swinuning pool, Jounge, therapy room, and cafetena all
look oul ontc an onentng plaza. House groups were placed along an
orienting interior street which was designed with squares, alcoves and views
to the outside. An example of Disorientation can be found n the “Green
Schools™ developed in Denmark. These were created on each school site by
assesnbling  prefabricated umt modules of equal size and  exteiwn
appearance, joined together by covered walkways. Fach module houses a
different function, but they all look the same. There 1s no basis for extermon
Orientation.

Orientation 1n the envwonment can aid tn overcoming many forms ol
developmental disabdities. 1t can faciditate perceptual lunctioning by
alleviating sensory hyperactivity and perseveration. I can strengthen moior
functions through vconlidence obtamed from successiul  movement
experiences. It can bring emotional stabiisty through knowing that I won't
get lost.” Ortentation 15 a valuable therapeutic tool whick needs to be
caretully considered in programming.

Crowded .. ... ... .. .. ... ..... ... e . Uncrowded

Crowding is a measure of the degree of spatial, acoustical or visual intrusion.
Spatial intrusion js infringement upon one’s personal space bubble
Acoustical and wisual intrusions are nfringements upon one’s activities
through nose or visual distractions. A Private setting 1s usually Uncrowded
but un Uncrowded setting need not be Private. At the Bollmora Insutution
for physically handicapped children in Tyreso, Sweden, the residents
participated 1n social programs and enlerlainment in a large open plan living
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10.

room which produces instances of Crowding. At the Villa Home 1n
Johannesdal, Sweden, 5 children live in a single family detached dwelling n
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, Crowding
produces no relief from this disability. Uncrowded situatjons are generally
desirable as long as lack of stimulation is not the result.

Ambiguous L Consistent

The dimension of Ambigucus - 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 causing
misunderstanding, frustration and confusion. A Consistenl environment
promoles confidence, security and self-reliance.

Some common sources of Ambiguity in buildings are the following.

I. Floor to ceiling glass panels which are neither window nor wall and
produce confusing reflections.

2. Highly polished floor surfaces which seem to make people “floal.”

3. “Fake materials” such as woodgramned plastic, brick patterned
linoleumn and plastic plants.

4. Exterior materials which are used inside a building (brick, stone,
concrete) cause confusion between inside and outside.

5. *Iusionary 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 budding imbues it with
Consistency. A direct structural expression which reveals the transfer of
loads creates the most confidence. Consistency ol design in window
hardware, door hardware, stair railings, and light fixwres leads to a sense of
securily in one’s environment.

There 1s a fine distinction between Ambiguity and Consistency. An
environment can be so Consistent in its design that 1t becomes Ambiguous.
For example, if all of the doors in 2 building are the same, confusion can be
the result.

“There 15 almost universal ugreemeni on the necessity 10 avoid ambiguity 1n
buildings for emotionally disturbed and mentally subnormal children
(Baynes, 1967). Ambiguity fosters perceptual distortion and figure-
background reversal. Consistency in the environment has therapeutic value
in alleviating perceptual problems.

Articulated . .. ... ... ... Fhud
Articulation in the environment is the degree to which distinctions between
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activity spaces are expressed. The traditional school with classrooms along a
corridor 15 an Articulated envionment whereas an open plan school 15 a
Fluwd envisonment. The concern in this case 18 with the degree of separation
and/or transition between spaces. The site plan of Vangede Children’s
Hospital in Copenhagen is highly Articulated. There are detached buddings
for each function; kindergurten, admunistration, residential wards, clinic,
and school. The Cential Institution for Chidren at Nyborg 1s 4
megastructure. There is less Articulation and more fluid connection of
spaces and functions.

The wuse of Articulation and  Fludity 1in envbonments fTor  1he
Developmentally Disabled 1s currently under investigation. The use of
Articulation in controlling sensory and mntor hyperacuvity has been quite
well established. Tt was also considered to relieve dissociation and
perseveration by providing perceptual order in the envnonment. Recently,
some open plan schools have been built which maximize upon the quality of
Fluidity. They are being used with success i educating emohonally
disturbed and mentaily retarded children, although final results have not yet
been confirmed.

The propusal being made n this paper 1s for @ new dimension to the
environmental programming process. This new dimension focuses upon relevant
relationships butween the nature of developmental disabilities and charactenistics
of the designed environment. This new dunension goes beyond the specification
of square foot areas, lighting levels, climatic conditions, acousuc levels and
material durabihities. it begins 1o specify the more general yer pervasive qualities
of environment which are seldom ncluded in programmatic stalements This
proposal is in accordance with Constance Perin’s redefnmion of the design
program as ©. .. A concepiual scaffolding between environmental design and the
human sciences” (Perin(5}). “A design program developed n this way will
specify so many previously unacknowledged human requirements that the
designer is challenged to develup responses gong heyond those presently i the
vocabulary of forms™ (Perin(sh). It will result 1n a sew architecture tor the
Developmentally Disabied.

The qualities represented by the Enveonmental Characteristics presented
here need to be programmed in accordance with the usec’s developmental
disabilities and the new program concepts desygned to service his needs. They
need to be discussed and specified early in the environmental planmng process
by the programming team. The program of those charactenstics needs to be
communicated to the archutect 1n terms which aie meanmgful to hun as
designer. If this 1s done, he will have a sound basis upon which to begin the
design pracess. The designed environment will then be consciously planned 10
become a positive inlluence upon the hves of the Developmentally Disahled
rather than a negative consequence

BEYOND PROGRAMMING

The main body of this paper has discussed the reciproaity between
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developmental disabililies and envirorunental charactenstics. 1t has suggesied
that environments can be programmed to provide positive support lor Lhese
disabilities. The environment can be “tailored to tit” indwviduals and their needs.
However, it 1s neither wise nor possible ta provide a perfect “environmental fit,”
tor several reasons.

1. The needs of the individual change as he develops and grows, the
stah¢ enviconment s not responsive 1o this developmental progression.

2. There is disparity berween individual needs and group needs.

3. The population changes. new individuals with new needs come to
use the environment.

4. Program concepts change; new techniques of treatment, therapy and
education are continuously developing.

The only aliernative lor the programuner 15 (0 provide FLEXIBILITY.
tle must program the environment to it genenc ranges of needs rather than
specific needs. He must anticipate changes In needs and provide for their
environmental accommodation.

The designer can provide Flexibility in two ways.

1. Physical Flexibdity: He can provide mechanical means for changing
the eavieonment. These means are technologically feasible in the forn of foldmg
walls, mouvable partitions and flexible light and climate controls, as examples.

2. Use Flexibiliry: He can provide huogh quality geneiic environments
which can be used for many purposes. The basic environment remains stable,
and lexibility 1s achieved through modifications in furniture and furnishings.

The archutect will probably ulihze 2 combination of these two means to
provide the client-user with oppotunities for environmental change. However, in
vrder o provide the requiled degree of Flexibility, he fust needs te know the
probability of future changss in function and program. These probabilities must
be specified by the programming teamn.

Once the possibilities for flexibility have been provided, of critical concern
is the use of those possibilities. There are many examples of Flexiblity, which
once provided is either unused or improperly used. Robert Sommer, in his book
Design  Awareness, suggests that the architect should provide follow-up
consultation on a bulding which he designs (Sommer{¢}), He should provide the
client with guidance on how to use the bulding and how to make adaptations.
He could at the same time make evaluation studies to determine how the
building is performing. The archiiect in this case could become a hving “set of
instructions.”

There exists hitle available speciiic knowledge about the effects of the
physical environment on the lives of the handicapped. It is nol 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 wn Denmark provides a good case study example of this
reality. Single bediooms [or mildly and moderately retarded patients were lirst
provided 1n Denmaik by Architect Jens Malling Pedersen at the Central
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Institution 10 Brejning. These houses for 24 patients were designed as four
groups ol six patients each, all in single bedrooms with their own wardrobe and
wash basin. Living and dining facilities were shared by 12 patients There was a
great deal of resistance (0 this progressive design. However, the results have been
very pratifying in terms of petient well-bewnp and development  As
experiment, severely and profoundly retarded patients were alsa moved o
these houses. They too functioned at a higher level than n therwr old
environment. Now an even more progressive experiment has been exccuted at
Logumgaard Institution in Logurikloster, Denmark. Here four small houses,
each foi five patients in single bedrooms, have been grouped around a garden.
Each house is detached and independent in s faciities. Each “family™ of 3
cares for itself mn terms ol cleaning, washing clothes, personal hygene and
socialization. The experimeni has heen deemed a great success and more groups
of houses are being built.

[t is only through the eiforis of creative programmers and designers thal
imaginative environmental proposals will be rmade and executed Their
subsequent evaluation will provide feedback which will advance the knowledge
of environmental reciprocity.

We cannot afford to wast until 48t of the environmental research has been
completed before we begin Lo program and design new kinds of environments
Touo many buildings wall be built in the meantune which aie based on old
concepts. We must mmediately ntensify the process of nnovative
programming, design and evaluation so as not to hurden tuture generatons of
the Developmentally Eisabled with unresponsive environments

RECOMMENDATIONS

Both discussion  sessions which reviewed his paper averwhelnungly
supporled 11s contenl and approach. The concern for providing environmental
qualiry 15 a major assue in amplementing new service concepts for the
Developmentaily Disabled. Environments of superior quahity, which are calied
for in this paper, will in laci aid in effectuating normalization. Environiments
which are today construed as “normal™ are in fact inferior m quahty o both
the normal and disabled population. A marked wmprovement in environmental
quality is necessary Lo realize the full potential ol new program concepis

The value of the Environinental Characieristics as tools in programnung and
planning was immediately recognized. They can be used 1n remodeling existing
lacilities as well as planning new facilines They are valuabie because they start
with basic values rather than accepting protolype solutions The only hope s for
substantial future support in sponsonng environmental and behavioral rescarch
to further develop these iutial considerations.

Several issues recewed considerable attention during the discussion sessions
They are summarwzed here 1 the form of Recommendations to the State
Advisory Councils lor the Developmentally Disabled.

RECOMMENDATION I: The Physical Environment Should be Consdered as
a Critical Componeny in the Developmental Disabilities Service Sysrem
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The physical envirecnment should be considered as a positive contribuior 1o
the realization of program goals, and it should be planned integraily with other
service components. Inappropriate physical environments can prohibit successful
implementation of program concepts. They can create additional long term
secvice costs which detract fiom etficient delivery uf services.

It is hard to avoid using a building which has been budt, even if 1t is
inappropriately conceived. Unusable physical facilities need to be avoided
through effective early planning.

The options for delivery of facilitics as service components need 1o be
thoroughly exptored. One has the chowe of building or not building, or leasing
or buying facilities already available. If the decision 1s to build, there are many
choices of what to build and where to build 1t. There 1s an existing trend towards
decentralhization 1n the delivery of developmental disabuity services. The
perpetuation of centralized facilities are counter to this trend. Likewise, there is
a trend towards development of a hierarchy of care services. Existing
institutional facilities can have a negative effect on implementation of this
delivery congept.

RECOMMENDATION 2: The Process of Planning Physical Facilities Must Be
Carefully Resrructured to Produce Responsive Environments

The process of planning facilities has profound implications for the resultanl
architectural form. The participaats in plannwng, the information available, and
the decision process need: to be restructured in the hght of new program
concepts which require new kinds of physical facilities. Most existing planning
processes are organized to produce large (nstitutional facilities. New processes
are needed to provide decentralized tacilities which are flexible in use and
efficient in cost.

State Advisory Councils should carefully evaluate existing facility planning
processes and seek to effectuate necessary changes. They should understand how
and when cuotical enviconmental decisions are made, such that important
decisions are neither overlooked nor made by default. They should seek to
establish hnkages 1n the process between conceptualization and unpiementation.

There is confusion m most existing planning processes between the planning
phases used by program admunistrators and those used by architects.
Comprehensive Planning ol services is the counterpart of Master Planning of
physical facilities. Program Development is the counterpart of Environmental
Programming and Design. Delivety of Services or Implementation 15 the
counterpart of Construction ol physical Tacidities. New planning processes and
altendant legislation must recognize the relationships belween these phases such
that integraled planning of programs and facdities would take place.

RECOMMENDATION 3: State Advisory Councils Should Obiain
Architectural Expertise During All Phases of State Planning for Developmental
Disability Services.

Since integrated planning of faciliies and services is deemed crucial to
improvements to existing delivery systems, architects should be involved in
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comprehensive state planning Tor developmental disabilibes  Architectw al
expertise will be invaluable n planning site locations, size of tacilities, re-use of
existing {acthties, phasing of construction, and construction budgets Afier
comprehensive planming, his expertise will be needed during programming of
specific facilities in terms of discussing design alternatives and esiablishing
environmental design pniorities. His presence will insure thal design decssions aie
not left to be made by default

The Developraental Disabilities Services and Facilities Construction Act
(P.L. 91-51 7} provides grants for techimical assistance in planning, under Sections
103(d), 1or the above purposes.

RECOMMENDATION 4: Stare Advisory Councils should Actively Consider
the Re-Use of Existing Public and Privare Fucilines ro Accommodare
Developmental Disabilities Services.

The re-use of an existing buldding provides many advaniages. 11 saves 4 greal
deal of time, in comparisen to new construction. More space 1s usually available
for less cost, even after remodeling has taken place. Existing faciities usually
occupy desuable sites which are part of an existing community. The re-use of a
laclity van provide opporiunities fur {lexibiity 1n the delivery of setvices.

An archatect should be actively involved in selecting lacilities to be re-used
as well as designing the adapted facdity. The problem of facility re-use 15 m
many cases a more complex problern than new construction It requires
professional puidance.

RECOMMENDATION 5. Cosr Effectiveness in Facility Provision and {/se
Should be a Primary Goal.

Cosl Elfectiveness refers 1o a broad based consideration of all cosi factois in
facilities planning. High long-lerm mamntenance and operational costs should not
be overlooked in favor of low njnal construction costs. Land costs should be
evaluated n terms of altendant building costs related to budding heights,
utilities and construction standards. Access costs must be studied relative 1o land
costs. Shghtly hugher wmtial construction costs necessary to provide flexibility ot
re-use may be economically advaniagevus over the tong run Trade-ofts helween
cost factors must be carefully considered before cost decisions are made

The concept ol providing fixed locanon facihties with a 50 year life severely
limits opportunities for cost effectiveness The segregated institutional facibhty
requires 3 long-term commiiment to ouperabion and mamienance costs
Implementation of new program concepts may be limited due to this high lixed
cost commitment, Effective faclity planmng can, tn tact, be a uselul cosl
control tool.

RECOMMENDATION 6: The Provision of Maximum Fiexibility Should
Become a Primary Goal in All Planning for New Facilities.

The inclusion of flexibibicy in facihity planning 1s an econonne and logistic
necessity. Static physical enviconments cannoi respond to dynamic progiam
development. The users of 4 facdily want evenvore te participate i s
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development and change. Populations to be served change in character and
number.

Difterent opportunities for achieving flexibility are available, as discussed
earlier in this paper. These alternative opportunities need to be explored and
incorporated into the planning process. The objectivé must be to keep the
physical environment from getting in the way of program development, ie., to
make it a supportive service component.

The inclusion of flexibility Joes not require the construction of warehouse
or loft space. Flexibility and environmental quality are not necessanly mutually
exclusive objectives, as long as plinning for them is coordinated.

Most of these Recommendations were not put forth as formal proposals by
the discussion groups. However, they do reflect the intentions of the panelisis
and discussion participants. It is my hope that they be seriously considered by
all State Advisory Councils during development and evaluation of State plans.
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Essentials of
Program.Evaluation

Donald J. Stedman and Richard C. Surles'

In a recent talk? 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 lo improve decision mak-
ing. True, it underlined the increasing need to make besi use of our human and
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 focus, enhances greater flex-
ibulity, provides more time for leadership, and encourages change.

That insight startled most people who saw planning and evaiuation as simply
a culturally acceptable method of meeting compulsive needs. It extended the
imagination of those who see only increased accountability in procedures which
pinpoint the one who drops a deadline or bobbles the budget.

A system for encouraging change! We hadn’t planned on that.

As a consequence we can approach program planning and evaluation with a
new vigor, freed from the nction that planning is suomehow meant to stall things
off until the problems go away. Or, that evaluation is research meant to be
critical and punitive like an |nspector General. Planning is setting clear goals for
action. Evaluation 1s 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 model later but it will only be a variation on this one--
notl a different one. The model includes efeven essentials. They are presented

*This working paper draws lieavily upon recent work by 1 J. Gallagher and R. Suvries at
the University of North Careline, Chapel Hill. An expanded manual on program planning
and evajuation is forthcoming from thess authors soon.

"Dr. Stedman 1s Acting Director of the Developmental Disabitities Technical Assistance
System. Mr. Surles is Associate Dwector for Program Planning and Evaluation.

? Richardson, E. L. Responsibility and Responsiveness: The HEW Potential for the
Seventies, DHEW Publication O0S-72-19, January, 1972.
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here as nterrelated compouents of o swssem tor planming and evaluation You
can use 1t yoursell on almosr any planmny task whether external or internal la
the orgamization.

Chart =21
PROGRAM PLANNING AND EVALUATION MODEL
CONSTItAINTS SELECTION
CRITERIA
GODALS OBJECTIVES ALTERNATIVE
STRATEGIES

RESQURCES ]
,
FEEDBACK l——| EVALUATION F—WLEMENTATIONH CHO!CE

Gallaghe:, 1972
Essential Elements

Reference to Charl | indicates thal needs ulert us to change potentials
Needs then generate goals Goals require specified vhrecrmves. Objectives can only
be met or realized within the boundaries of resources matched against con-
straints. Strategies Tor reaching objectives, selected from alternative approaches,
lead to a chowe of action, an jmplementanon activity, an evaluation ol the
success of the strategy, and feedback of evaluation data to adjust goals, improve
resources, sharpen objectives, or reduce constraints . . . a neat systematic {low

The cycle continues, providing o dynamic acuvity, feeding our experience
back into our wark, improving the deciston making, the operations and the
produci.

Each essential element s defined below

1. Needs - Areas ol percewved void or lack of services.

2. Goals — General statements revealing assumptions made about ex-
pected outcomes of an orgamzed program. Goals 1dentify a program area, i1ts
targets, purpose and expected results.

3. Objecrives — Specific statements wrilten 1n measurable terms which
describe a target population, treatmenl 1o be given, resulls expected, expected
completion dates, and specific individuals who will accomplish the tasks.
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4, Resources — The human, technological and organizational materials
available for use in meeting geals and objectives.

3. Constraints — Factors which limit the scope and feasiblity of objec-
lives (e.g. lack of funds, limited supply of trained personnel).

6. Strategies — The “plans for action,” the methods or procedures for
determining what activities will 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. Implementation — Initial operationalization of strategy or putting
the operational pian to work.

10. Evaluarion — Delineating, obtaining and providing useful informa-
tion for making decisions concerning the program components or results of
activities.

11. Feedback — Information from evaluation which has implications
for future activities or planning,.

Now let's see how the model works through an example that focuses on
planning an evaluation system for a social service project. Although the example
emphasizes evaluation, it would seem that planning problems such “how to
select handicapped populations for programs,” "how to staff,” *how to design a
curricutum,” or *“how to find add:tional funds™ could also be analyzed using this
model.

Example of Model

Need: An evaluation plan must be developed and carned out.
Goal: The plan must meet state requirements, and must provide infor-
mation to the public about the effectiveness of the program.
Objectives:
1. to complete the evaluation plan by September 1.
2. 1o begin collecting data by September 15,
3. to complete data collection by April 30.
4. to complete the data analyses and to file a final report by
June 1.
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:
1. $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.
Alternative Strategies:
1. Director hires a consulting firm to develop and carry out eval-
uation plan.
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2. Director seeks an additional staft person who would devote
one-{ourth time to evaluation.

3. Durector attends workshops on evaluation and develups plan

4, Disector uses the stall in conjunction with the consultant.

Selection of Criteria.

1. The consulting tirm wants $1,700.00 to create and do data
analysis.

2. Director wants 1o allocute at least 550000 for printing and
dissermination of data but could get bv with $300.00.

3. The.consultant says that he will set up the plan (objectives and
evaluation merhods) and provide graduate students for purpose ot data analysis
for $1,000.00,

4. Teachers know and trust the consultant.

5. Graduate students will be qualified testers and will not interfere
with classroom activities.

6. With the extra $1,000.00 Director can hire a consultant 10 help
decide how best to format and distnibute data.

Choice: Director hires the consultant and graduate students tor
$1,000.00 and closely supervises their activities.
Evaluation:
1. Dhrectar checks to see 1f the following evenis accur ay planned
a. evaluation plan by Sepiember |
b. collecting data by Sepieinber 5
c. data collected by Apnil 30
d. report by June 30
e. 2 page data sheels ready for dissemination by June 30

2. Director seeks infonnanon about the quality of the report to
them.

3. Director plans to hire an independent consultant from next
year’s budget to study the impact of public dissemination of data.

Feedback:

L. A budget of $2,000.00 for evaluation 1s probably 1oo small

2. Director needs to find nut how other project directors are han-
dling this problem.

3. Director needs to hire a person for next year who could scyve as
an admunistrative assistant aznd as the Director of Evaluation for the project.

A factor to constder 1s that, 1n actual operations, most of us probably waork
with problems in which we liave some vested interests, expertise, and cxperience
For example, a person might begin working with preschool deal children because
he has been traned in deaf education, has worked with other deal chddren and
has come to believe thal the younger he can work with them the betler Tor the
children. In such an example, this individual would probably enter the plannmg
process with “alternative strategy,” “selection of cntena,” and “chowce™ already
determined. The problem-solving approach, i this case, would be 1o define the
parameters ol the other seven elements in the planning model

In effect, then, the model describes a senies of structures, indicales thai
those dimensions are wnterrelated, and allows the planner to till in the *hlanis™
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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 defined and accom-
plished. It is not intended as an ideal of how one plans, ntor as an example of a
iheoretical hierarchy of planning. [n fact, entry into plannung is probably a very
random process and the model piesent planning elements in an artificial order.

Having walked through the miodel, let us now examine which elements are
inost essential to the planning and the subsequent evaluation process. Special
emphasis needs 10 be placed on the features of goals, objectives, and evaluation

In the process of plannung lor evaluation, special attention needs to be given
to the development of goals and ohjectives.

Goals and goal statements are 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 gve the general direction and purpose of the
project activities. However, goals do not lend themselves to evaluation state-
ments.

In order to move toward precise evaluation, more specific intentions which
include measurable indices and time limits are necessary. This requirement is
accomplished by stating objectives which describe what will be done by the
project during its operations and how they are related to the goals. The assump-
tion is made that if a positive 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 ot outcome objectives,
Administrauve objectives indicate the administrative strategy used by the project
and reveal the management approach to be utilized in meeting the outcome
cbiectives. They indicate what has been done or what will be done in project
operations, including when, by whom and by what success index the objective
will be evaluated. On the other hand, outcome objectives reveal expected
changes in behavior or attitude ol the target population. The evaluation of
effectiveness of the project becoines a major concern when attempting to de-
scribe the results of these objectives.

The following three charts should help to clarify the distinction between
goals and objectives by providing examples and a dimensional overview.

DISTINCTION BETWEEN GOALS AND OBJECTIVES

Goals

Objectivas

Show general intent and direction,

Some speclfic Intentlons with measur-
able Indices and time limits.

The project will improve language cevel-
opment In young handicapped chilaren,

The project's parent program will In-
crease parental nvolvement with chil-

dren,

To Improve, beyond normal expecta-
tions, the receptive vacabulary and com-
plexity of expresslion In retarded chll-
dren 1n our center by June 1, 1973,

To Increase over baseline performance
parentdl verbal interaction (nonhostile)
with child by June 1, 1973.

To develop a language curriculum for
three vear old language-impaired chll-
dren by November 1, 1973,
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DISTINCTION BETWEEN ADMINISTRATIVE OBIECTIVES AND

OUTCOME OBJECTIVES
Administrative Outcome
Objectives Objectives
Useful for pregram management ard Represenl final statements of expuoctend

progress reports,

project benefits. Fruul reporr materlats

To establlsh a parents' counseling To increase parents’ poersonal nter
group that meets once a monih during actio»ns  wlin then childrern Dy 25%;
1973, over baseline py June 1, 1973
To hire three qualified speech teachers To mprove by a statistically sigmin
and two aldes to deliver service to the canl  amount the language <kills ol
chlidren by May 1, 1973, children N expressve laniguage ¢l ariniy
this school year,
DIMENSIONAL OVYERVIEW OF GOALS AND OBJECTIVES
Adminlstrative Qutcome
Goals dbjectives Objectives
Time Span Extensive (years) Brief {months) Moderate {1 year)
Cantent Rewveals assumpticns Reveals events Reveals behavior or
belng maae about which riust occur dttitude change
the future effect of before program out- whrch .tre a result ol
project’s program come can be program treglment
treatment. athieved. or activity.
Evaluation Expert Review ' Freguency Count Psychoiogical lest
|
"Yus/No' YHomema:de' 51
Loq Criterion Referenar
Check L.ist Frequency Count
Criterlon Reference Testimony
Number Few ('-J) Many { 10-20) Several {4-6)

Afler the objectives have been clearly stated -including measurable siane-
ments of intent—an evaluation strategy can be undertaken, Strategies may vary .
but, generally, evaluation will provide a decimion maker with informarnon abosut
(1) the ment of plans, (2) the processes bemg uuhzed, or (3) the product rhat

has resulted from activities.

The cvaluation of the merit of plans provides information about the worrhi-
ness of goals, objectives and strategies. 1t 1s usually referred to as mput evalua-
tion and is usvally accomplished by the use of expert teview or outside ¢onsulta-

tiomn.

Evaluation of processes being utifized occurs when operations ol the project
are monitored to assess wherther activites, strategies and other operations are
working on a dady hasis as planned. Procesy evaluation dala can be summariced
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to assess how well the project is doing in meeting its objectives and can therefore
be used to provide information for product evaluation.

Product evaluarion is a summary of mformation 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: product evaluation 15 used to
produce data about changes among groups of people over long periods of time.

Some examples of both process and product evaluation are provided on the
next page.

EXAMPLE PROCESS EVALUATION

outcome
Objective Strategy Maoanitar Sample Data
To increase each Child able to feed | Anecdotal record Ccet. 1 — Child can teed
chuld's self-help self. for one child, self finger Tood.
skills to that by
June 1, he can feed Oct. 4 — Child
himself without the Interested In holding
aid of others. spoon, but not abie.
Qct, 10 — Chlid holds
spoon poorly, drops
often,
EXAMPLE OF PRODUCT EVALUATION
QOutcome Sample
Objective Strategy Menttor Data
To increase each Children able to 1. Pre-post On November 1, only
child’s self-heip feed themselves observation of 10% of the children
skills 50 that by unaided. criterion behavior. could do the eating ac-
June 1 they feed tivities unalded (N=25).
selves without the 2. Anecdotal record.
aid of others, By June 1 96% of the
children were eating
without the aid of
others.

The components of evaluation having been examined, it is important to
emphasize the difference between evaluation and research. Evaluation is not
research. Some research 1s evaluative in nature but research pursues specific
questions. Evaluation is designed to develop data to provide information about
the effectiveness or quality of an operating project.

The most crucial task of the Developmental Disabilities Counci 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 system. Haphazard program development is costly, in-
effective, energy sapping, demoralizing, and results in endless chaos leading to
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social and political heal. Systematic, ubjective program development harnesses
tesources, clearly allocates responsibiity and accountabthty, encourages change,

increases the quantity of services with the same resources, and best meets the
needs of the handicapped.
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Evaluation of the Impact
of State Developmental
Disabilities Programs

Seldon P. Todd

INTRODUCTION

The purpose of this paper is to discuss how State Developmental Disabilities
(DD) Programs structure evaluations of programs serving the DD population
within the respective States. This topic presents a dilemma. On the one hand |
believe that evaluation is essential to the effective on-going planning and manage-
ment of State DD programs. Consistent with this philosophy, state plans under
P.L. 91-517 require a description of the methods that will be used to assess the
effectiveness of state programs under the plan. On the other hand, it 15 my
opinion that comprehensive nigorous evaluative research of state DI projects is
impossible within current state DD budgets. Further, given the current scale of
state programs, it 15 questionable whether it 1s useful to divert major portions of
state DD budgets to evaluative research. However, evaluation should not be
abandoned. Thus, this paper attempts to wrestle with the impossible question of
how to do our essential job with inadequate resources. The question is not
solved here, but hopefully, some uselul ideas are presented.

[mplicit 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-
fic evaluative research. Emphasis on the practical has been sought.

The ideas presented are the sole responsibility of the author who is a gen-
eralist and nor a specialist in either the field of evaluation or developmenial
disabilities.

WHY EVALUATE?

Evaluation is an important and serious business. In part it is a highly techni-
cal business but in basic concept 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) 1s more than half the total authorizations
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for the Developmentyl Disabilities Services and Construction Act for the xame
pertad. [ts complexily 1s suggested by the tact that we now have career piotes-
sionals at the Ph.D. level specializing exclusively in the areq of soval program
evalushion as well as 2 number ol contract research firms dedicating their 1otadl
enerpes to this Neld. lis complexity 1s also suggested by the tact that in spie of
all ot HEW’s activities in this area there 1s unknown to the author any aticulated
philosophy within HEW us to what should be evaluated, how, and 1or wlat
purpose.

The theme of this paper 13 that evatluation can usefully be viewed by pro
gramn planners and executives 4 very practical way In this practical sensce,
evaluation can be viewed as providing information Teedback which 1s usetul 10
progiaum planners and decision makers in maximizing the woith of the proyranme
for which they are respousible I evaluation 1s defined and conducted m ths
way 1t will offer a useful tool

Practical constramis e clearly miposed by the cexisting budget fon the
Developmental Disabihnes Program which contums very lnmited resoiroes wehicly
can be used tor evalualion

A useful way to starl a guest for a practuical approach 1o evaluation g 1o
define evaluation, examine the types of evaluauon, and consider the use al
evaluation 1n supporling decisions Stressing the practical, it seems also uselul 1o
consider the question of the degree of threal posed by pdgmenial exwrinations,
of a modest progrum in s tender years needing all the suppost it can musle
Evatuation would be neganive 1f 1t provides fudder to polental eritics

Definition of Evaluation

Literally, evaluation sumply means to judge or detetmine worth ot quality
Thus. evaluation contamns two 2lements. Fuse, it wcludes a judgment s toowarth
or what is desned. Second, 1t must also emarl measuiement ot the deprec 1o
whuch the real world matches the judgment of what 1s desired. Atthough all 1 us
have seen evaluation projects undertaken as discicte and separate formal eflorts,
often nvoiving significant budgets, evaluation cerrainly does not necessanly
assume this nature It need only ivolve a judgment as 1o worth and 4 measue ol
the degree to which one or more aspects of the real world attamn this

It 1s important 1o note that judgment and value 15 essential 10 evaluation
This 15 clearly true by dehinition of all evaluations no matier how claborale o
complex scieniifically

Within this peneral definition of evaluanion there 1s a turther dehimitronal
aspect uf evaluation which 1s germain to this paper and a general understanding
of the State of the art in what 1s commonly teimed social program evaluatiun
This 15 the distinchion berween “evaluation  aud whal Suchman terms “evalu-
ative 1esearch.” The latter 1s defined a~ the “uulization vl scentitic wsearh
methods and techniques for the purpose of imaking an evaluation ' Evaluative
research, as thusly defined, 1s the lToundation upon which the current Sta e ol
the art in formal evalualion has been bullt. For cur purposes, there 1s one cenlral
concept tmplicit in “evalustive research’ as defined hy Suchman which needs tu
be considered Thus relutes 10 the scientific method and ns concern with esab:

"Edward A Suchman, Fvaluatiye Research, 1967, p 7
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lishing empirical relationships hetween cause and effect. Thus, “evaluative re-
search” extends our imtial defimtion of evaluation by going beyond the search
to define worth or value and measure the state to which that value has been
obtained 1n the real world. Evaluative research seeks also to attribute the siate of
reality to particular causes or stimuli such as individual social programs or proj-
ects. For example, 1f we judge that it 1s worthwhale to have all mentally retarded
adults gainfully employed, we can collect data on the degree to which this
condition holds, thus having conducted an evaluation. “Evaluative Research”
would go further n that 1t would build a set of hypotheses as to factors related
to painful employment of the mentally retarded and collect empirical evidence
to estabhsh or disprove such an hypothesis. A favonite hypothesis in evaluative
research 1s that a particular program or project has a positive effect on goal
attainment. “Evaluative research” must necessarly probe at the question of how
the world would be with and without the stimuli or causes with which 1t 1s
concerned. For example, 1f a se1 of training programs in a particular state have as
a goal Increasing the competitive employment of participants, evaluative research
requires that attainment of competitive employment as the result of the program
be carefully defined and measured and compared with a selected control group
to mnsure that any changes in competitive employment can be actually attnbuted
to the sheltered workshop expenience and not to other factors such as chance,
selection procedures, maturation due to lapse of time, or job avatdability due to
shifts in the job market.

The business of estabhishing cause and effect often gets into use of control
groups. Suchman identifies three main conditions of “evaluative research™: (1)
sampling equivalent experimental and control groups, (2) 1solation and control
of the stimuius: and (3) definition and measurement of critenia of effect.”?
Much of the technical hiterature on evaiuative research relates to the enormously
complex subject of applying the rigors of the scientific method to the evaluation
of social programs.

The theme of this paper 1s that on the linited budgets available to State DD
programs, evaluative research 1s usually not practical. However, what [ would
term “practical evaluation™ can be both feasible and useful. “‘Practical evalua-
tion” can be thought of as havir.g the following charactenstics.

(1) Seeks to obtain mformation for use by State DD Councils and agencies
which 15 directly relevant to the planning and operation of State DD programs.

{2) The presence or absence of such data has the potential for making a
significant difference in the State DD programs’ effectiveness.

(3) Has as a basis an exphicitly stated judgment as to the worth or value of a
real world condition.

{4) Involves data collection related to value statements.

{(5) Is feasible with given budget constraints.
Note that the defimition of “piactical evaluation™ does not include the task of
systematically establishing cause and effect relationships. This by no means
downs the value of practical evatuation, since the external judgments of execu-
tives can and, of course, always are substituted for scientific proof in its absence.
Practical evaluation can offer thz very valuable contribution of:

(a) Impetus toward greater discipline in definmg program goals and,

*1pid., pe. 102.
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(b) The obtainment of the wfonmation an the State ol the world as !
relates to propram goals and overall program planning

Types of Evaluation

To give a perspective to our practical discussion, note that there aie various
types of evaluation defined in the growtng body of hterature on evaluanion

Suchman offers five categories ol cvaluation.

(1) Efforr — This type ol evaluation s concerned with the quantity an:l
quality of activity that takes place and 1s not directly concerned with output
For example, one of the voncerns of a Federally-sponsored evaluation of «tate
DD programs was the degree (o which the Stzte Advisory Counciis and desig-
nated state agencies had achieved an nupact on pre-existing Federal and state
progiams in terms of the increased comnntment of these programs to the DD
population. Daia was sought on increases tn the percentage of budget of the
respective programs expended on the DD pupulation *

{2) Performance - This type ol evaluation s concerned with analysis of the
results of the effort under consideration rather than with the effort itself. If the
study mentioned above had sought to measure the degree to which the voca-
tional functioning of menibers ot the DI poputition had impioved us .1 result of
involving the State Yocational Rehabilitation agency in & DD planning process, 1!
could fall into the performance category ol evaluanions.

(3) Adeguacy of Perjormance — This 1ype of evatuation secks to determme
the degree to which services provided throughout o Slate are adeguate lo meel
the overall needs of the DD population In short, 1t seeks to deteinune the
degree to which all needs have been met,

(4) Efficiency — This type of evaluaton 1s concerned with adentitying
means to continue on-going programs in ways that use less resources and sull
provide the samme results. Some oi the debate surrounding commumity caie vs
institutional care for a portion of the DD population has this character, although
many of us would agiee that @ more unportant 1ssue 1n this debate 15 the
“normalization” concept

(5) Process -- This type of evaluation s concerned with identifying whal
there is about successful programs that makes themn work and conversely what
there 1s about unsuccessful prograrus that leads to fatlure. Lessons can then be
applied to project improvement. An exainple might include ar evaluation of the
nature of community involvement an the planming ot projects {or residential
facilities for the DD population and how vanious processes have contributed 1o
overall commumty support of residential facuities. On a nuational level, an evalua-
tion study of Slate DI programs bemg condu.ied at Brandeis 1s heaviy con-
cerned with orgamizational characienstics of State DD programs and how these
characteristics influence program operations.®

b, p. 61.

*TLarson, Cornne W., Wiechers, James E. Survey of Operation of the Develvpmental
insabtlities Services and Yacilbittes Coustruciion Act af 1970 (P L -91-517) 1n States,
October 31, 1972,

SBinstock, R. The Roles and Funcoons of Siare Planning Systems Prelemmary Repor
on a Nowonude Survey of the Developmental Disabiluses Program March, 19712,
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Other types of evaluation also exist and are important, including especially
the evalualion of assumptions.

All of the types of evaluations listed are relevant to State DD programms and
deserve consideration in establishing state evaluation activities. Given limnited
resources, evaluations of effort and adequacy of performance seem the most
useful and feasible at the state level. Of course, evaluation of the performance of
each district project funded with DD monies should be built into the project
design.

Uses of Evaluation

The overall purpose of evaluation is to increase the effectiveness of pro-
grams and administration.

Suchman describes the components of program administration as including
research, planning, demonstration and opeiation.® Evaluation is relevant to each
of these administrative components. Of particular interest to State DD Councils
and designated state agencies are the uses of evaluation for program planning and
operation. Planning seems 1o require the evaluation ol three basic components:
needs, resources, and community attitudes.”

Tt is useful to think of state level plannung for the developmentally disabled
as consisting of, among others:

(1) ldentification of the existing service and facility inventory and current
needs.

(2) Idennfication of the contribution of pre-existing state and Federal Pro-
grams to the DD population, and

(3) Allocation of resources and activities to change | and 2.

The formal state plan requirement under P.L. 91-517 also requires that the
effectiveness of state programs under the plan be assessed.

How can “practical evaluation™ help? Note that in 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 existing or cur-
rent needs. In relation to point 2, thinkang about the 1deal role of pre-existing
State/Federal programs and obtaining data on the degree to which that role is
{ulfilled relates to practical evaluation. In relation to peint 3, the development
ol 1deas and alternative proposals lor the allocation of resources offers the
potential for using practical evaluation 1o test key assumplions in advance ol
allocation and/or the measurement of the degree tv which desired change has
been brought about by the allocation decisions made. Such evaluations could
provide 4 partial rationale for continuing some projects and readjusting assump-
tions 1n future allocation decisians.

Suchman, p. 134.

"George, Jumes ““‘Planming and Evaluatuon of Health Programs™ i Adrmunistration of
Communtty Health Services Iniernational City Manager<™ Association, Chicago 1961,
p. 132
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Can Evaluation be a Threat?

Seune program adnnmustrators and spousors tear evaluation They we com
mitted to therr overall programms, know that funding 1s inadegnate to meel 1otal
ngeds. and know thal a positive community attitude rowards piograne 1s
essential and often obtained only after long cultivation They also know thar
hardly any program s perfect and may tear that evaluation results mighi be nsed
aganst the program with resultant loss of funding and/or comnrunity suppont

These are real concerns and {oom o pracueal perspective, cannot begneied
Program admumistrators wall have to weigh these risks sgaimst 1he posiine advan
tages ~f evaluarive data 10 1ts support ol {a) more infornied and more ehiecive
program decisions, and (b) the positive use that can be made of evaluative Jata
or program accomphbshments The risks (as well as the advantages) of practical
evaluation compared Lo evaluative research ere smaller 1n the sense that
“practical evaluanion™ dues not predend to ofter vahd measures ol vwverall pio
gram worth hoth because 1t 15 smaller i scope and not “sciennficdlly based
Thus, no one can objecuvely argue that evaluaiion iesults per se represent an
independent judgment of progriun worth. On the other hand, practical evalua
tions, since they require jmdgments tor nterpretation. run the sk of bemp used
inappropriately.

WHAT TO EVALUATE"

The state plan under P L. 91-517 requires hat stutes develop methnds to
assess Lhe effectiveness of state progiam under the plan Thus project pertor
mance evaluation must be undertaken What else” 1t 15 recomimended that the
answer to thus question be pravided by state level DD planmmg i the spirid at
practial planning by answening the queshion of what mitemanion s judged to be
of value in the ongoing process ol planning state programs

Included 1 fhis section are some areas for consideralion Note That evalua-
tion 1 these areas will involve resource consideranons This section concentraires
mainly oo the question ul useful areas for evaluation. while Secuon 3 prasents
some ideas for undertaking cvaluation studies on linted budgels

Degree of Unmet Need

Tlus type of evaludiion was relerred to previously as  adequacy o1 perfor-
mance.’ It 1s essentially concerned with developing judgments us to the needs ol
the various developmentally diszbled and colleciing data an a peviodie o on-
going basis 1 relation 1o defined need~ 11 1s most wselully conducted on a
regional o7 comrinity basis since project grants we usually awarded on this
basis i relation to defined needs It 1s most usefully concducted on a regional or
communty busis since project giants are usually awarded on this busis in elaten
to defined needs and service capucity foar same (hitt nut ally services are provided
on 4 substate hasis. Such evaluations serve ta ullow for g lhiner graned, mare
elfective allocation of 1erouices than statewide esfimates allow
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Testing of Assumptions

With data as scarce as ti 1s, planning usually tnvolves making judgments
based upon incomplete information, necessitating assumptions. Rarely are
assumptions made without at least some information as a foundation. However,
il 15 also rare that no uncertainty remawns In some cases the collection of data 10
evaluate assumptions will be e»tremely valuable 1o state planming. Consider the
hypotehtical case of a state which after reviewing available aggregate siate data
on community service capacity judged community day care facilities 1o be the
greatest unmet service resource. The state then decided to zllocate its total
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 densny. This state could wisely consider testing the
assumptions prior to program jmitiation that (1) day care for the DD population
was indeed the highest need anul (2) the degree of unmet need was distributed on
a basis of population density.

Service Gaps

The term “Degree of Unmet Need' refers to an aggregate counting of the
service needs ol the developmentally disabled on a substate basis. The term
“Service Gaps” as used here is a more qualitative attempl to 1dentify for those
service needs where a range ol services is required, if there is a particular weak
Iink o1 shortage of an individual type of service thal prevents related services
from working 1n concert 1o achieve a desired objective. This condition can
prevail even 1n cases where all 1ypes of services are at lower levels than desired.
Far example, first, a community might have the general capacity in terms of
training, and residence arrangements to furrush long term care as an alternative
to tnstitutional placement but lack guardianship and protective service capacity.
Thus, though lack of this single set of services the ather community services
might not serve as many indiwviguals as agpregate measures of capacitly as resource
expenditures would suggest. As a second example, sheliered work shop slots and
available jobs might exceed the availability of transportation services thus
making those services relevant 1o fewer individuals.

Where this type of situauoen exists, i1s identification tends to have high
payof{ in termus of allocating l'nuted additional resources. Evaluation ol service
gaps usually requires having involvement of local communities. It also requires as
a foundation a reasonably detined model of the range of services relevant to a
particular type of problem.

Contribution of “*General” Programs®

This type of evaluation 15 related to the intent of the State DD program 1o
coordinate and assist in the planning of how the generic service programs migh!
effectively meet the needs of 1he DD population. It 1equires the development ol

"By “'generic” program s meant a pre-existing federal ar state program which tends to
offer oune particular type of specialized service such as vocational rehabilitation, public
assistance, social services, etc. Nine specific programs are refereaced in the law and regula-
tions.
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expliat definitions of the type and degree ot services each generic program can
usefully provide. The collection of data on the Jegree to which these specifica-
tions are met in practice then follows,

Project Impact

This type of evaluation 1s concerned with evaluating the success of individ-
ual projects, for example those funded by srate DD programs, in obtaining therr
objectives. For example a project to ¢reate a sheltered workshop with the goal of
serving a specified number of individuals and prepanng them for competitive
employment would be avaluated in relation to its attwinment of these goals. The
results of project evaluation are useful n a variety of ways including project
management, decisions regarding continued project funding, and replication ol
the project 1n other areas

How to Evaluate?

Books have been written on thus subject and some uselul ones are reteienced
in the Bibliography. A definitive treatment here 1s neither possibie nor desirable

However, it is uselul to consider practical 2valuation as consisting of the
following steps.

I Explicit statement of program goals and/or models (1dealized statementis
as 10 desired states of the real world).

2. Explicit identification of assumpnions the validity of which seems key to
overall program success.

3. Determination of the information which would be of highest value n
planning a state program as its individual elements so as to insure maxunum
program impact,

4. Selection of information needs judged to be of the highest prionty and
obtainable within budge!. !

5. Design of evaluation efforts to collect needed data.

6. Conduct or sponsor data collection.

7. Analyze and use results in the state planning process

Financing Evaluation

Much “practical” as upposed to evaluative research can be done at little or
no cost. For example, some data cun be Turnished by planning stail’s ol varous
agencies and other information obtaned by a phune call The value ol informa-
tion 1s not formaily related 1o the expense or difficulty i obtaming 1t However,
as evaluation studies become more lormal and scientific, their expense mounts
rapidly Following are a few suggestions related to decisions as to how much
funding to allocare to evaluation, ideas on evaluations on a low budget or “shoe-
string,” and information related to ohlaiming addimonal evaluation resources
outside state developmental disabilities programs.
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How Much to Spend

Every State DD program makes a dectsion as to how much effort and
funding to allocate to evaluation. Ideally, 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 DD resources
are quite lumited to the extent that a major scale scientifically vigorous evalua-
tion could consume all or a major portion of the State DD budget. Two guide-
lines are offered. First, 1t is suggested thal the state DD planning effort not
dismiss evaluation as impractical under the circumstances but think very hard
about the objectives, assumptions, and data it is using to plan state DD 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 will provide insight 1nto the value of obtaining
additional information and provide a basis for considering the amount of re-
sources it 15 worth expending to improve knowledge and judgment. Sometimes,
specific questions generated n this manner can be answered at little or no cost.
This procedure provides the only practical nieans for wisely allocating resources
to evaluation.

Second, as a much less meaningful rule of thumb, many Federal programs
have a | percent {(maximum) set aside for evaluation. This formula could be
mechnically transferred to the Stale level by combining the program budgets for
the state DD program and the non-generic programs specified in the DD Act.
The percentage of the clients served by the programs 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 would provide a crude indicator of a statewide evaluation resource
commitment that matches the Federal convention.

Evaluation On a “‘Shoe String™

The Developmental Disabilities (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 “shoestring”! Following are a few 1deas which might be useful to
consider n this situztion.

Consider the {irst step of evaluation presented earlier- “definition of objec-
trves.” Given a limited evaluation budget and a judgment on the part of the state
level DD planning group that fcrmal evaluations are too expensive on a major
scale, it is worthwhile giving special attention to consideration of investing a
portion of limited resources 10 the area of defining program objectives more
exphaitly. Not only is such a siep insepasable from all formal evaluation that
might follow, it is fundamentally related to sound program design and manage-
ment. It is my personal bias that if resources allow nothing else to be done
beyond this step, that it is a most worthwhile undertaking in 1ts own right. It
will pay handsome dividends.

Second, consider decentralizing as much as possible the task of evaluating
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projects funded by the state DD program  An eapheit statemeni of prugram
objectives as discussed in the previous paragraph will help here The state agency
can then require the develepment ol applications or plans {or each funded
project which spectty project ubjectives wn mesurable terms and delineate serv-
ices to be provided. Applications i plans ¢an be required to detall the measuie-
ment techniques and procedures to be used to measure project mput i relaton
to project goals. The success ol this strategy would be facilitated 1f a capabiliny
within the stale to offer techniwcal assistance Uy praject planners and applicants
could be 1dentified and n:ade availuble

A third 1dea for “shoestring” evaluation 1s to expend resources on obtaiming
a “view of the world” which can be used s basic data for the contunuous
business of state program planmng. This would entatl essentially collecting data
on how many people n the State are developmentally disabled and need serv-
ices, the degree to which they are served, and where dollars expended both by
the generic programs and the DD program This data input can be obtamed by
formal data collection surveys ot simply by paying one or more professionals full
or part time to look at and report on as systematic and comprehensive a basis as
possible what is actually going on.

A fourth idea for low budget evaluation 15 1o 1dentify and select “keystone”
1ssues on which information, 1l obrained weuld be of direct, major, and predicia-
ble lalue to state level DD program planning. In a sense this could be considerid
as program planning hypothesis testing. For example, a stale might infe: lrom
aggiegale state level staustics that there is a geveral undercapacity m the state of
day care services for the developmentally disabled and tentatively conclude that
brdging this gap should assume statewide priority for use of DD funds, and
prepare to solicit proposals trom each region n the state 1n relation 1o this
prionty. Prior to launching uis program, the state might find 1t useful 10 evaluate
the mmplicit hypothesis that a statewide shortage of day care services implies a
conststent shortage of such services [or all regions and thus constitutes an appro-
prate statewide priorily Evaluative data could show that while a valid statewude
pricrity, adequate services might already be in place i some regions,

Fifth, consistent with the shoestning philosophy, a systematic qualitative
survey of 1deas and attitudes might be considered. It 1s often a longer distance
than we realize, from the seat of government to those immediately faced with
social problems. Sometnnes our impressions are based on only a few observa-
tions and are not representative. Simple systematic surveys ol parents and pro-
fessionals who are directly facing the social probiem to plean attitudes and deas
can yield dividends 10 reialion to the costs eptailed. Also, new ideas can be
tested using this as a “soundmg board.”™

Srith, some uselul evaluation findings can be pleaned from evaluation
studies sponsared by others Reports on the iesults of such evaluations can he
obtained from the sponsoring agencies The author knuws of three nauonal level
evaluations ongoing or compieted telated to the DD program.” Copies of avail-
able reports on these studies can be obtained from the Dwision of Develop:

95ee References 4 and 5. The first scudy v conplete. The second 1s ongoing. Also,
Florida State University 15 undertakiag 4 study of selected state DI programs, Project
Director Kingsley Koss. No reporis are yet avadable on this study
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mental Disabilitics, Rehabilitatton Services Admimstration, Department of
Health, Education, and Welfare,

Finally, state DD programs can seek to oblain additional funds for evalua-
tion purposes. Fhere are a number of potential sources outside of state DD
programs which potentially offer funds to finance state level DD evaluation
programs. One 1s the Federal level DD office which has funds mncluding a set-
aside for “projects of national significance.” This pool of funds, as well as funds
from grant giving foundations, 1s open to consideralion of the funding state
evaluation projects, especially 1if the projects to be cvaluated are of national
interest. Two categories of projects of broad Federal interest are. first, those
which relate to the evaluation of potentially meritorious projects dealing with
alternatives to institutional care, and second, projects which relate to promoting
the degree of independence of the individuals involved. Obvicusly, these
example areas represent bread categories into which many state projects would
fall. A major and most umporiant potential source of evaluation funds and
resources Is that in the hand: of the “generic™ service programs such as
vocational education, vocational rehabilitation, etc. Each of these programs has
an obligation to serve the DD population. There is no end to the cooperative
evaluation efforts which could be joinuy sponsored with the generic agencles or
instigated by the DD program and financed or conducted by the genenc
agencies. Such programs could range from (a) evaluating the degree to which a
genenc program actually serves the DD population, (b) evaluating the special
needs of the DD population in relation to services offered by the genernic pro-
gram, to (c) evaluation of specisl programs of the generic agency aimed at the
DD population. Information on these areas 1s clearly at the heart of state level
DD planning.

Potential Additional Federal Funds

Appropriations for federal programs often (but not always) contain prov-
sion for the financing of evaluations related to that program. Note that a stipula-
tton on the use of funds is that evaluations funded by of an “evaluative re-
search’ character rather than of a “practical evaluation™ nature as discussed in
this paper.

The HEW Assistant Secretary for Planning and Evaluation has responsibility
for developing an evaluation plan covering their areas of program responsibility.
State Developmental Disabilities agencies can, working with “generic” programs
at the state level (or directly in the case of the Developmental Disabilities pro-
gram), submt evaluation proposals through the HEW Regional Director at the
respective HEW regional offices as a means of applying for evaluation project
funding.

Table 1 suggests the magnitude of evaluation funds potentially availlable 1n
the future by program using fiscal 1972 as a frame of reference.
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Table I

HEW EVALUATION FUNDS
Fiscal Year 1972

SOCIAL AND REHABILITATION SERVICE 483,537
Vocational Rehabilitation 250,000
Aging 154,250
Youth Development and Delinquency Prevention 25,000
Developmental Disabilities 54,287
OFFICE OF EDUCATION 2,456,250
Elementary and Secondary Education 956,250
Education for the Handicapped 137,500
Higher Education 225,000
Education professions Developrnent 250,000
Bureau of Libraries and Educational Technologs 100,000
Research and Developrnent/Training 562,500
Vocitional and Adutt Education 125,000
HEALTH SERVICES AND MENTAL HEALTH

ADMINISTRATION 3.843,250
Bureau of Community and Environment Manag:ment 14,750
Center for Iisease Control 122,000
Community Heailh Service 749,250
Federal Health Programs Service 114,000
Health Facilities Construction Service 590,250
Indian Health Service 191,250
Maternal and Child Health Service 299,000
National Center for Family Planning Services 193,750
National Center for Health Services R&D 155,250
National Institute of Mental Health 1,139,000
National Insfitute of Occupanional Safely & Health 06,250
Rewoenal Medical Program Service 217,500
NATIONAL INSTITUTES OF HEALTH 2,327,037
Institutes 1,000,000
Bureau of Health Manpower Education 1,327,037

Y, 110,074
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Individual Data, Program
Evaluation and Longitudinal
Research'

R. K. Eyman, George Tarjan, C. V. Keeran

INTRODUCTION

This topic has historically represented a most neglected endeavor, particu-
larly in the fields of mental retardation and mental health. Despite the current
national emphasis on the words “evaluation™ and *‘accountabdity™ in such fields
as Developmental Disabilities, Zducation, Mental Healih, etc., the fact remains
that practically no systematic Jdata are available on the recipients of service wn
these areas. 1t 1s usually undersinod that the ultimate objective of any evaluation
is to determine the magnitude of beneficial effect produced in individuals by a
complex array of services. It should be helpful then to review here some of the
problems which require solutions before any future optimism on this Lopic 15
warranted_ Relevant 10 the problem of developmental disabilities, we will focus
specifically on one of the better defined disabilities, mental retardation.

HISTORICAL PROBLEMS

In the late 180Q's, many professionals envisioned residential institutions for
the retarded as a “‘cure for retardation’ and an “attainment of normality” for
aifected children fortunate enough 1o be admitied. Before long, however, as the
institutions grew in size and waiting lists for admission developed, it became
clear that the original optimism had not been warranted.

I rhis nvestigation was supported by U.S. Department of Health, Education, and
Welfare grant No. HD-04612 to the Neuropsychiatric Institute, UCLA. grant nos MH-08667,
HD-05540, 54-0-71020/9-01 {SRS/RSA/DDD), and FR-05632 to Pacific State Hospital.
Computing assistance was obtamned from the Health Sciences Computing Faciliy, UCLA,
sponsored by NIH grant No. FR-3.

Eyman, Department of Psychiatry, UCLA, and the Pacific-Neuropsychiatie Institute
Research Program at Paoific State Hospital. Tarjan, Department of Psychiatry znd the
Mental Retardation Program, Neuropsychiatric Institute, UCLA. and Keeran, Mentu
Retardation Program, Neuropsychiatric Institute, UCLA.
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As late as 19350, neither the overall goals ol the institutions noi those of
their program components were clearly defined, und attemipts at program evalua-
tion were practically nonexistent. Not even basic demographic or epideniologic
information was available either on newly adrmtted patients or those n res-
dence. Thewr development, their adjustment, or lack of 1t went unmontored
There were no estimates un the probabihiies of such crittcal events as death o
release from the institution. As later documented, discharges were few and tuin-
over 1ates were low. Alteinatives for institutional care went largely unexplored.
As long as the retarded were housed oul of sight and out of mind, they were also
kept out of soecial conscience.

The present scene probably can be described best by emphasizing its highly
transitional and changing nature The retarded are cared for i a vanety ot
settings from home to rewdential institutions. The involvement of the piivate
sector 15 on the nse and i most snuatiens a1 least some special sewvices ae
available. On the other hand, the stability ol the old sysiems hdas not been
replaced by similar experiences in the new one. Consequently there should be
some concern over the quality of care given 1n the mushrooming communiiy
programs, some of which are operated with profil as a mouve.

The AAMD (the American Association lor Menlal Deficiency) appointed an
Ad Hoe Commuttee in 1968 to investigate the use of data banks in mental
retardation. A national questionnaire survey was conducted in 1968 and the
results were reported the (ollowing year (kyman & Committee’®)) A rtoral of
463 questionnaires were mailed 10 nstitutions and agencies in the 50 «lates
shown to provide service [or the mentally retarded. Two hundred and fourteen
(46 percent) were returned of which 129 respondents (28 percent) 1eported that
some data were avallable. However, only 24 of the 129 respondents { 20 percent)
were collecting longitudinal data cluding some developmental data on the
regisiered clients {data pertamed to special rescarch projects or ta mstionnon-
alized mentally retarded indwviduals). Lacking & more mlensive investigation ot
data systems reported to be in existence across the nation, 1 is difficult to
empirically evaluate the current state of the art

One nught argue that we have just about developed some systemauc infor-
mation and capacity to monitor the retarded in public insututions (Mental Re-
tardation Source Book/' 4y But there can be no debate over the tacr thal the
propertion residing 1 oanstitutions 1s declining, or that we know hitle about
those who leave, or those who do not even enter. We have practically no mfor-
mation concerming their way ol hic or adjustment i the commumties. In addr-
tion, statistical information cellected by states for the purpose of an anmual
report or legislative budget hearing has seldom been used for the purpose ol
understanding cr analyzmg either treatment procedures or the lorces associted
with the preveniion o1 control of problems relating 10 the developmentally
disabled.

Dhspersed programs, however, 1equuie stronger emphasis on coordination, on
standards with ngid enforcement, and on contimuous quality contiol These
goals cannot be accomplished without systematic evaluation of both large and
small programs. Such assessments are mmpossible without an adequate system of
follow-up. Current knowledge 1n epidenuology and 1in computer scienee ts more
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than adequate for the maintenance of individual and population data with full
attention (o privacy and confidentiality. Without such monitoring and quality
control, it is entirely possible that large segments of community care should
prove as disappointing as institutional care.

Current failures regarding data collection and evaluation systems can largely
be laid to political, logistical. or jurisdictional problems rather than technical
oncs. An example of the latter is that although numerous stales spend mulions
of dallars on the delivery of services, they are unwilling to spend money to
investigate the efficiency and effectiveness of their programs (Developmental
Disabilities Division (DDD) Biometric Conference sponsored in 1969). States
still differ greatly from one another with most wishing to remain as autonomous
as possible. It is therefore likely that in the near future any nationwide model of
data collechion and analysis will have to be implemented with careful attention
to local customs and priorities. Such vanability, though troublesome, can pro-
vide opportunities for comparisons and experiments.

CONCEPTUAL ISSUES

Assuming the commitment for data collection and evaluation is realized, it
15 then necessary to establish some ground rules for undertaking the task. For
example, there 15 a tendency among some agencies to think of evaluation exclu-
sively in “Progiam Planning and Budgeting™ (PPB) terms in which the dominant
indicator of program success it fiscal effictency.

It 15 not unusual n such instances to focus on a vanety of data, ranging
from stalTing patterns and accounts of space utihzation, bult totally neglect data
on individuals relating 1o the impact of a program on the child or adult client
presumably recewing a service

Given the current provisions under the 1970 Developmental Disability Serv-
ices Act (DDSA), there 1s stll little evidence of activity on the evaluation of a
program or service in lerms of its unpact on the individual chent. For the
purpose of discussion, we will propose a model needed if this task is to be
accomphshed. The specific model suggested 1s based on data related to individ-
uals and stipulates not only that the placement of the chent in a living plan or
the proviston of services is important but also thar the succession of placemenis
and services over time is a key faclor for the chent's development. When we refler
to placements we are specilying the physical location of the chient in a living
arrangement. When we refer to services, we are referring to the other specific
forms of aid. However, placement 1s regarded as a service, and certain placements
infer certain services, 50 the terms are not really mutually exclusive. When we
refer to status of a client however, we are concerned with all information avail-
able on the current degree of well-being of the individual. Placements and serv-
ices should be provided as they become appropriate and be discontinued when
no longer appropriate. While this may seem to be “common sense” we question
whether there has been sufficient systematic investigation ol the effects of status
changes on placements and seivices.

The furst element required for such systematic investigation 1s a hisrorical
file recording the starting and terrinating dates for placement and service
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changes. The principle of such a file 15 sunple, but 1t soon becemes awkward to
handle over a penod of time unless there are wel' thought out methods utitized
to keep 1t current and correct. Knowledge of the problems of mass dats handling
and adequate computing equipment 1s essential. There are also additinnal prob.
lems involved 1n mawntaiming records that, at st glance, may appear to he of
little relevance to the client's problems or are seen by program admmstrators as
having no immediate managenal use. This latter facior s undoubtedly why niost
agencles with which we have had contact do not maintain such files

The typical client census ltle 1s a cross sectional one, listing those cutrently
receiving services or on a specified placement. Whale such a file 1s useful 1o
assessing the current acrivities ol the agency, Le, how many peoplc are being
served, and at whal cost, they furmish no way of determining what impact 1he
services have on the clients. This can only be dane over a period of tume hy
companing groups of clients recewing different types ol services

To make such comparisons requires the mairtenance of at least 1 memnmal
amount of imformation of 1wo types 1) basic demographic charactenstics and
2) developmental data. By basic demographic chaiactenistics we are relerring o
identification and diagnostic data such as sex, age, vthme status, 1Q o level of
retardation (if appropuate), and type ol disabihity, 1e., diagnosts. Thos intornid-
tion is usually available since it forms the basis of at least an mtial estimate of
services to be provided.

Of more interest, and therefore mevitably the subjecl of mure debaie, 1s the
second type of infoimation, which we will characienize as developmental data
Such data miay include information on the clients’ physical, behavioral, inteilect-
ual, emotional, and educational charactenistics, etc. Sets of information of this
Lype collected at consecuiive lime poinls enables vne Lo assess progress or 1€gras-
sion in development. Depending on the rate of ndtural change, desirable {une
limits may vary from very short intervals, r.e , weekly, to much longer one, ve |
yearly. Data collection must continue at all times because without such informa-
tion on the client’s progress, we doubt the value of cost tabulations From the
client’s point of view 1t 15 highly irrelevant whether a service that dues not
accomplish its aims costs 51,000.00 or $1.00.

IMPLEMENTATION

The implementation of a regtonal or national data system must take nto
account the geographical variabiliry \n sophislication of participating agencies.
Practicality demands that one start oul with a nunimal sev of data usetul 1or
wnitial assessment of developmental progress of groups ot chents. This set, how-
ever, must be standardized within the entre geogtaphical area in which the data
are to be used for comparison. Such a geographical area may be himted (o a
county. slate, a nalion as a whole, or, nltimately  allow international compan-
sons.

Such standardization cannot be limiled to developmental dara alone, 1t must
include the demographic, placement, and scrvice mlormation as well. With stand-
ardization of all ot these data, no meaningful comparisons can be made, lor
example, either between two types of service or between two networks operated
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in Iwo different geographical locahues. Demographic data, developmental stalus,
placement, and services constantly interrelate with one another: the impact ol
none of these can be assessed without adequate information on all others. Com-
parisons aré meanmngless unless measurements are standardized. Demographic
data are reasonably well standardized and pose no major problem with the
exceplion of a unique identification nurnber used for interagency tracking. In
the latter instance, 1t appears a sctamble of the pame, sex, and birth date wiil
offer a possible solution to a standardized identification number which retains
the anonymity of the chent.

There is substanual experience at hand with developmental data but mostly
limted to institutional settings (Dingman.’ ") Dingmun, et at. '3} Eyman & Com-
muttee,(6) Eyman, et al.f%) Lyman, et al. (79 Foster & Foster,/!7) Foster &
Nihira, /2 Lohmann, et al.f?3) Mercer, et al. (78 Nahra,f!?) Nihira,(!%!
Nihira, et al.,f? 9 O'Connor, et al.,{2%} O'Connor, & Hunter,24) O Connor, el
al.,!22) Taaffe & Hardison,26’ Talkington & Hall, 27} Tarjan, et al.,/3% Tanan,
et al {317y Use of such developmenial data vollection systems in community
programs would require considerable prehiminary work n standardization. In
lact, this may pose the largest problem l'or the establishment of a meaningful
evalvative data system.

Even 1f defimbtions lor each bt of information were agreed upon, interrate
reliabilily would have to be determined m a host ol agencies. [t should be
remembered that most of these measureinents depend upon judgments ol
observers and the background and soplustication of these individuals often varies
fromn agency to agency. Furthermore, we also expect that substantial disagree-
ments will develop even around the question of inclusion or excluston 1n a set of
data of any specified developrnental variable. For placements there 1s no formal
catcgorization as yet, but on the basis of nitial swiveys that we have made, 1t
appears that there (s remarkable similarity i the types of plans offered, and that
it would not be difficult to devise a categurization in which the items would be
mutuaily exclusive within a set,

Services pose a somewhat greater problem. Often the labeling of a service
depends more on the charactenstic of the agency which provides 1t than upon
the content of the service. Similar procedures, may be called early preschool
education 1n one place and therapeutic day care in another. Fortunately, there
already exists a DDS-defined categorization of types of services into 16 prumary
classes. This set can form an adequate starting point lor further development.
Inevitably some agencies or stales will add other categones or divide cerlain
classes into subunits. In erther case, redefimitions and rehabiity tesung will be
required to make a total sel suitable for comparisons. The Appendix represenls o
tentalive proposal for monitoning demographic, developmental, placement, and
service data. As can be seen, the data set appears rather volurunous. This lact
brings us to another critical issue.

How much or how little ro coflecs 1s of pracuical, economic, chinical, and
scientific relevance. Ideally, one must seek the minimum amount that provides
maximal return from the viewpornt of program evaluation. Our experience as
well as our theoretical inclinations suggest Lo us that 1t 15 better to obtain reliable
information on fewer variables than the other way around. In this context, 1t 18
also imporiant that clinical staff responsible for data collection be given some
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vaining prror to making their evaluattons (Dingman,’?! Dingman er ab ¥
Lohmann et al., 73} Nihira ¢ al., /! #) O’ Connor et ul.[297).

Only ume will provide a delinilive answer. We may ind that many of our
proposed items are superfluous or thal additionsl ones are 1equired 1o answer
some critical questions in ¢valuation. [tems may be climmated for several 1ea-
sons; for example, because they prove unrehable when collecred in diversilied
community setfings or hecause they ure so highly correlated that one 1lem
suffices. On the other hand, 1t may lurn vut that more detailed information on
medicauion of on the background of the personnel used as teachers’ aides 1s
requited before an educatimal program can be adequately evaluated. We have
had both types of expeniences, i.c., calling lor deletions or additions tn our
extensive work within institutional settings.

Expecting all areas to adopt 100 percent standardization of data collection
within the next decade 1s unlikely, and might even be unreahistic Differing needs
of the vanous agencies, and the natural desire for autonomy, may interfere with
complete standardizabion

Why should 2ven mmonum siandardization be 3 poal? One answer 1s that
vanious national funding agencies will justifiably require some datu uselul for
comparative assessment of ofhciency. However, we doubr that standardization
can be imposed by edict ot any lederal agency. For example, as long as there 15
1esistance at the local level, such reststance will express itself in the unrehabilrty
of the data Punitive measures in the fiscal iealm would only deprive the most
needy clients of services because they are apt Lo be located n the areas having
the least scientific sophistication.

Nevertheless, we feel very optimistic about voluntary coaperation and col-
laboration. QOur experience with nstitutions asscciated with WICHE (Western
tnsterstate Commssion {or thgher Education) ponts our this fact Only one
incentive 15 required: the data and their analyses wust he of practical utility lo
thuse who participate in the daily labor of 1ts collection Compliance with this
requirement will require some comprorises hom both federal and state agen-
cies.

Cost daia can be collected in parallel, but they involve umque sophistication
in economucs. For example, the meaning of cost mught well be different depend-
ing upon whose dollars are invalved 1n the costs. Are they those paid by 1he
consumer directly or through an wsurance svstem  those ot a local agency, or a
government agency provided thiough speciic granting, or through 4 lormula
based allocation? Be thus as 1l inay, there 1s no viay 1o arnive at 4 correcl ¢ost
benelil ratio without adeyuule guantification of benefits 1t 1s this aspect of 1ie
equation to which most of tlms paper has addressed itsell

EXPERIENCES AT PACIFIC STATE HOSPITAL

To place some of the 1ssuey descrnibed 1n a pracuical context, sowe of the
past wark done at Pacific State Hospiral will provide a general description on the
use of longitudinal data m research and program evaluation. For example. exten-
sive studies have been conducted on the release, retention und death expeniences
of individuals admutted te this institution aver the past two decades (Dingman &
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Eyman,(4’ Eyman et al. '8/ Tanan, et al. (28 Tarjan et al..(33) Tarjan, et
al.,f9’). A release-return index has been developed for this purpose which repre-
sents the average number of days that individuals in specified age, IQ and diag-
nostic groups have spent on release over a 3- to 4-year follow-up period {Ding-
man et al.,**) Tarjan et al.,73’). Martality rates were also studied in this context
(Tarjan et al.(23%),

It became apparent from early studies (Brown et al.f2) Sabagh &
Windle,!25) Tarjan et al.,/29) Tarjan et al (92’ that the involvement of the
community sector was on the rise. More recenl studies (Tarjan et al. .33/ Tarjan
et al.{747) have documented that ume spent on release has generally quadrupled
over a 20-year period for most adnussions repgardless 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 found that 6-month and 3-year postadmission death
rates were very high for 1949-1951 admissions, decreasing sharply for admissions
between 1959-1961, and 1ncreasing moderately again for individuals admitted
between 1966-1968 (Tagan et al'34’). This trend was particularly evident
among the younger, more profoundly retarded as well as the organically involved
individuals. Other data based on moriality of all admissions to Pacific State
Hospital Between 1944 and 1962 has suggesied thal pulmonary diseases con-
tinue to be a major cause of death, constituting about 50 percent of all deaths
regardless of when admitted (Tarjan et al.!2%?). Several studies have documented
that low mortahty rates coull be achieved when intensive monitoring and other
programs were instituted (Dingman et al,'5! Dingman et ai.,'¥’ Tarjan et al.,(2%)
Tarjan et al.,*337). However, the fact remains that mortality contuinues 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 skills, i.e., ambulatory and toilet skills, between
individuals who were placed in special intensive programs for the improvement
of self-help skills with those who received only “standard care,” i.e., no special
program other than general cottage activities. Admissions to Pacific State
Hospital between 1962-1964 were followed on a number of adaptive behaviors
as part of a larger monitoring program of all residents. It was found that the
acquusition of basic skills occurred 1n only a small proportion of residents under
standard care, e.g., 20-30 percent. When such improvements did occur, they
ook place relatively early afier admission. On the other hand, 70-80 percent of
the residents who were included 1n special programs improved in basic skills. A
retrospective investigation of these differences showed no more general debilita-
tion for those who did not improve compared with those who did improve
(Eyman et al.(¥)),

A replication of this study based on more recent admussions and covarying
on other resident characteristics at the outset, including age, 1Q, diagnosis, mitial
status, and chronic 1illnesses 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

2. Meredith, personal commu nication,
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intensive care programs was even more pronounced when cost-benclit figures
were compared. The fact that imtensive programs « an improve the outlook of the
mentally retnided fortunate enough to be included in them s a sutficien reason
for additional study to determine linuls and more efficient mieivennon strie
gies to reach more mdividuais.

IMPLICATIONS

The discussion up to tins point was locused on evaluatnion ol Lhe etfective-
ness of programs. An equally relevant issue, however. 1s data on the exlent ot
need for a specified prograin ur service. This tssue 1s complicated, as past exper-
ence demonstrates: vnce addinonal services are available, the number ol indw:d-
uals seeking those services increases. Such increments may reflect “true * needs.
the unavallability of other parallel programs, or dissatisfaction with alternanive
SeIVICES,

It is therefore essential to collect data at each entrance pomi o a glohal
system ncluding those periaining to eatly assessinent ol the mdividual s needs
related to such variahles as demoygraphuc and developmental factors Such duta 15
ol parucular sigmlicance al the moment zn upusual nsc occurs, eher i
waiting list or 1in the number uf new entrants into the system. Such mncrementis
in incudence o1 prevalence cof need can be relaled 1o data avadable on the epide-
muology of mental jetardation m a4 community

Tanan et al.739’ have alieinpted 1o estimate prevalence cnd meidence ol
menial retardation by ape und 1Q as well as those m need of residentiab care
sometime during rheir carcer. These esumates we ¢ found o be congruent with
data obtamed in one Califormia community (Merceri? 57}, An overall | perceni
prevalence rate 1s suggested (in lieu of u 3 percent figure) based on recent ¢vi-
dence of the age-dependency of the label regarding children designated as nubdly
retarded during their school years and the relatively high mortality ot the mare
profoundly relarded. Although 2 percent of the newborn will be suspected and
even diagnosed as mentally retarded sometune dunng their lives, probably during
their school years, 1t 1s Incorrect to assume that at any given time 3 parcent of
the population s so wdentified

According to Tunjan, et 1l (£

The imporlant facts from the viewpoint of prevalence anid
wcidence are. (a) approximately 75 percent ot the individuals
identified us retarded are adolescunts, or younger, with neahy
70 percent being of school age. 1 b) the 1minial diagnosis ot men
tal retardation 1s established i practically 100 percent ot the
patients befare adulthood; and (c}about two-thuds of the in
dividuals diagnosed as retarded lose this laubel durning late ado
lescence or carly adulihood

Today. the moderately or inore severcly retarded chibdren
with concomitant somatic signs generallr come to the atten
tion of pediatricians or farmily physicians with only a limited
number of wmddly retarded children of «chool age bemng e
ferred to physicians pnimanly for this condition, When secn.
they are often referred 1o child psychuatrists As comprehen
sive health care more eflcetively reaches the currently meda
cally underprivileged sepments of the population, o broade
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mvolvement of the medical specialities with this latter group
can be expected.

Regarding estimates of institutionalization, a number of studies (Eyman el
al,!”) Eyman et al, (9} Sabugh et al.,f23} Sabagh et al.,'2#) Taran et al.,/32}
Tanan et al.,#37) suggest that the probabilities for the most seriously retarded
are very high, gradually decreasing for the moderalely retarded and becoming
very small for the mildly retarded. 11 is worth noting that the mildly retarded are
mast likely to be admitted before the age of 6 or during the age period [2-17.
The former group will represent young children with Down'’s syndrome, and the
latter group will represent adelescents with functional retardation.

These estimates are related to a prototype community representing a socio-
economic status and educational background typical of the general population.
In contrast to this type of general population, there are known high risk groups
who have been identified in a variety of studies. For example, Alberman and
Goldsteint !/ have observed:

Although 1t 1s impossible to lay down uniform rules we
can give some examples of our recommendations. From the
present data 1t appers that an optimally sized high-risk group,
using birth data alone as predictors 1s about 13 percent of live
births. These caomprise fifth or laterborn children, those who
were delivered abnormally, or those whose condition caused
concern after birth. Among these would be about 26 percent
of all children with ‘unseen’ handicaps. In an authority who
had been detecting only about 10 percent of such handicaps
early--say in the first year—the detection rate could be 1n-
creased by 50 percent sumply by devoting all resources avail-
able {or this exercise to this high-risk proup. Where 30 percent
of the handicaps hiad been detected early, this couid be in-
creased by 10 percent by allocating the resources in a ratio of
four to one in favour of the high-risk group. (pp. 131-2}

Another study by Werner, Bierman, and French,!775? done on the island of
K.uai, resulted m the following conclusions:

In sum, for each 1,000 live births on Kauai there were an
estimated 1,311 pregnancies that had advanced to four weeks
gestation, 286 having ended 1n fetal deaths before 20 weeks
gestation and 25 more between 20 weeks and term. The 1,000
live births yielded un estimated 844 surviving children at age
two who were free of any observed physical defect requirning
special care and who had LQs of at least 85 By age 10, only
660 of these chiudren were functioning adequately 1n school
and had no recognited physical, intellectual, or behavior prob-
lem. Thus, during the span of the months of pregnancy and
the first decade of lhife, the reproductive and environmental
casualties 1n this community amounted 1o about one-half of
those concewved and about one-third of the liveborn. (p. 131)

Based on such conclusions, it is evident that a 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 naking maore diagnostic clinics and services avatlable
to these populations so tha. identification of disabilities and intervention can
occur as early as possible.
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In conclusion, the 1ssues oY dala systems for 1the memally retavded are
complex. When n. comes to other disabihities the complexities increase. Whereas
there 15 a reasonably well agreed upon deflinitton for mental retardation, the
questions are open as to what proportion of the cerebral palsied or the epileptics
fall within the demarcations of the developmentally disabled. In the meantune,
it is telt that the quahity and elfeciweness of existing services can be improved
by a greater commitment 1o longitudinal research and program evaluation based
on individual data. !
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Appendix
INTRODUCTION

This appendix contmins materidls and forms which represent a proposal tor 1h
implementation ol a datu collection and {racking system fo1 the developmentally
disabled While intended to he as complete as possible ar this time 11 ¢ retog
nized that vanation in detail s to be expected so that the needs of local apencies
can better be mel At the same tune, scme standardization of informanon wusl
be nraintaincd 1n order that the data 1s comparable frant one geographic darea to
another Therefore, the matenal presented hereo s suppesied 38 3 miniinal <ot o
information that must be collected Oplionally, each area may collect additiona
informauon that 1s nod contaimed in these forms

The material 1s divided into four seclions

I 4 model ol the system of client seivices and the corresponding duta colle
1on scheme for clhients recesving services Do a state/county system The
client s plcked up at intake and evaluated hy the agency The chienl may

rhange hving plans and receve seruees irom the agency untd dischaige oo

ilealh

I, The data collection imnstruments

A Intake thus lotm 1s to be completed when contact s initally nade
with the agency

B Magnosis & Lvaluation  This lorm 15 ro be complered when diagnosts
4nd evaluation 1s made and at yearly re-evaluation

t Behavior Development Survev!Adaptive Behavior Forms  Comiplerc
this form at mmal diwgnosis and evaluation as well ds 4l cadlr re-
evaluation.

D Notification of Changes 1n Living Plans/Services  1his 1orm s to be
completed with cach change ol hving plan or service (e, mibiation ot
new plan or termination of present plan)

Il &n unplementation plan, oufhning the procedures necessary to vonver! 4
slate sysiem 1o d systen amendable to data procuessing

[V Relerence material codes tor categories and delimtions of catepo tes o1
placements <ervices and objectives as used 1 Forms A-D
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tl6

{1-2)
{3-5)
(6-15)
(16.25)
126)
{27.34)
135-40)

(41.42)
{43-48)

149.-50)

INTAKE INFORMATION

State

Synergism lor the Seventies

Agency }

Chent’s case humber

Socral Security No

Sex [T 1 Male (1 2 Female
Name Code __ _ o
Birthdate [
Mo Day Y.
Birth State . _
Date of intake I A S
Mo Day ¥r

Residence County

151y ETHNIC STATUS

[0 0 Unknown
1 White
C0 2 Black
1 3 Sparush-American
0 4 Inchan
O s Qriental
0 6 Palynesan
o =z Mixed
[ 8 oOther
{62) REFERRAL S0URCE
Name
Type of Refercal Soucce
0 o Unknown
1 Self
a2 Family
003 Friend/clergy
1 4 Pryt Profess.
1 5  Schaol
1 6 Court/correctional agency
) 7  Other {state/county}
] 8 Private agency
(53} CLIENT EDUCATION
] o Unknown
CJ 1 Regular
o2 MR
J 3 EH
3 4 OE (orthopedic ed)
ad s Regular and MR
71 6 ARegular and EH
I Regular and OE
B8

Other
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{27-74) SIBS LIVING AT HOME RELATIONSHIP TO CLIENT

Birth Years
[ 1 Sister(s)
[0 2 Brotheris)
[d 3 Half-sister{s}
[ a Haif-brotherls)
0 s Stepsister (s}
[d 6 Stepbrotheris)
{0 7 Adoptwe sisteris)
[ 8 Adoptive brotheris}
127-44) OTHERS LIVING AT HOME RELATIONSHIP TO CLIENT
Birth Years
a 1 Aunt
O 2 Uncle
[d 3 Grandmother
O 4 Grandfather
d s Other
{45-46) PARENT/GUARDIAN RESIDENTIAL COUNTY
{47) GUARDIANSHIP STATUS
O o Unknown
O 1 Bio-parents
O 2 Bio-mother only
[ 3 Bio-father only
[d 4 Adoputve
[0 s Maternal/paternal grandparents
[d & Public guardianship istate/county}
O 7 Other
CURRENT PARENTAL FIGURES
Mather Father
(48-49) Birth year (60-61) Birth Year
i50-51) EDUCATION (62-63) EDUCATION
None 1 2 3 4 6 6 7 3 9 None 1 2 3 4 56 7 8 9
10 11 12 13 14 15 16 17 10 1% 12 13 14 15 16 17
{652-53) RELATIONSHIP {64-65) RELATIONSHIP
[ 0 Unknown O 0 Unknown
O Biological mother O 1 Biological father
3 2 Foster mother 0 2  Foster father
[0 3 Stepmother O 3 Stepfather
[0 4 Adopuve mother O 4 Adoptive father
[ s  Maternal grandmother O 5 Maternal grandfather
O s Paternal grandmother O s Paternal grandfather
O 7 Sister O 7 Brother
J 8 Aumt O 8 Uncle
[0 9 Other O 9 Other
O 10 None O 10 MNone
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{B4) ETHNIC STATUS

{55 b6}

1]
1
L)

—

1

'
—_——

—_ e —

a

0~ M AW —

OCCUPATION _ . . __ |

=

1
2
3
4
5

6
7
B
9
1
1

a
1

Urknown

White

Black

Spanish American
Inhan

QOriental
Polynesian

Mixed

Other

Unknown
Professional/technical
Managerial/proprietor
Sales/Clerical
Craftsman/fareman
{plumber, mechanic,
carpenier, «ic }
Service manager (policeman,
barber, waner, etc )
Laborer

Hausewfe

Student

Retired

Unemployed

Othei

(67-59) GROSS YEARLY INCOME

{thousands}

(72.7:

27

IR

' lnlninlalsialalsinininie

{h6

) ETHNI
O o
a1
o 2
0 3
O a
5
6
7
8

oogns

157-68)

goono
BN =O

|
o

6
7
(I
0
1
1

Qg
1

QCCUPATION
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C STATUS

Unknavin

White

Black

Spanish American
Indian

Orniental
Paolynesian

Mixed

Qther

Unknown
Prolessional/1erhrnicsl
Manage:al/pioprietor
Sales/clerical
Craftsman/foreman
{plumber, mechanic,
caipenter atr )
Service manager (policiman,
barber, waiter, ete )
L aborer

Cares for houschold
Srudent

Retired

Unemplayed

Diher

169-71) GROSS YEARLY INCOME

{thnusands)

MARITAL STATUS OF CLIENT s parenrs

Lo DN BN —-D

Unknawn

Parents mairiel and Living 1ogether

Parents nel married and hwing foyether
Parents notl married and not hwing logether
Parents divorced/neither remarried

Mother remarried
Father remarnind
Both remarried

Father deceasesl—mother rema:ned
Father dece asedd--mother not remarried
Mother deceased—Ffather remarrnied
Mother deceased—farher not remarnied

Parents separated

PAEGNANCY AND PRENATAL HISTORY

GESTATION PERIOD

[l
Ll
[
[
]

BN -0

Unknown

Less than 32 weeks
32-36 weeks

37-40 weeks

Greater than 4u weeks
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(28} BIRTHWEIGHT

Unknown

Less than 1000 gm (l2ss than 2 Ibs 3 oz}
1001-1500 gm {2 lbs 4 oz - 3 Ibs 5 oz)
1501-2000 gm {3 |bs 6 oz - 4 Ibs 6 oz}
2001-2500 gm {4 \bs 7 oz - 5 Ibs 8 oz}
Greater than 2501 gm (5 Ibs 9 oz}

2 J0ooooo
Oh W =0

ULTIPLE BIRTH

(29} T
0 Unknown

1 Yes

2

No

= 0O0og

(30) MATERNAL AGE l|at barth of child in question)
Unknown

Less than 15 years

15-19 years

20-29 years

30-34 vyears

35-44 years

Greater than 45 years

-Q

[ o P
[ LI EARN)

PROBLEMS IN PREGNANCY unknown
(31} 1st 3 mos Oo
132} 2nd 3 mos. Oo
1331 3rd 3 mos. o
(34) At birth Oo

Oaoos
O
%]

CLIENT’'S BIRTH ORDER
(35-:36) ____ Live burth order
(37-38) All birth order {including stillborns)
(39-40} All pregnancy order including miscarriages, abortions, etc.)

BEHAVIOR DEVELOPMENT SURVEY

{1-2)  State
{3-5) Agency
{6-15)  Client’s Case Number
(16-25)  Socaal Secunity Number
(261 Sex [ 1Male [ 2 Female
(27-34)  Name Code

{36-40!  Birthdate Y S
Mo [Cay Yr
{41-44) Length of time in this facility
¥Yrs. Mos.
{45-48} Dnagnosis {AAMD}
{49-51} 1Q
(62-64} sQ
(55} RESIDENT'S ETHNIC STATUS
1 White [15 Oriental
(02 Black [16 Polynesian
02 Spanish-American O 7 Mixed

O 4 indian 08 Other
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Syaergiun tor the Seve aties

(56) LEVEL OF FUNCTIONING

0 Unknown O Magerate
[J1 Normal & Severe
[]12 Borderline & Profound
O3 Mild

(5N

(58I
{59}
{601
(61)
(62

163)

(64)

165)

1B6)

AMBULATION (Check rinly onel
(1 1 Unable towalk

[1  2walke only wilh help

[J 3 Limpsor walks unsreadily
[J 4 watks with no diificuliy

ARM-HAND USE

Yau N

1 2
Can catch a ball (] Zl
Can throw a bail overhand ] N
is able to lift a cup ] _!
Can grasp with thumty and finger [J o

SPEECH (Check only onel

[ | Makes no sounds

3 2 Speech 1s no1 under siandable but make' sounds
[J 3 Speechvery dillicult to understand

i1 4 Speech somewhat difficult to understand
] 5  Speech eas/ly understood

VISION with glasses—if used (check only one)

1 0  Unknown

[ZJ 1 Nowision atall

I 2 Grear difficulty 1n seeing

11 3 Some difficulty 1n seeing

[J 4 Nodifticulty in seeing

HEARING with heaiing aid—t used (check only one)
2] ©  Unknown

1 Ne hearing at ull

21 2 Grear ditticulty in hearing

1 3 Some difficulty n hearing

(3 4  Nodfficulty in hearing

HISTORY OF SEVZURES {check only ane)

J 0  Unknown

-] 1 Seizures observed in last 2 years

a 2 Hintory but none ohserved

7] 2 None gbserved and na history
RECEIVING MEDICATION FOR CONTROL OF SE1ZURES icheck only one!
[ v Yes, unconirolied

1 2 Yes, partially controlled

2] 3  Yes, completelv controlled

71 4 No medication required or recewed
PHYSICAL AID

=<
B
3
N Z
C

Daes resident use

1671
68!
69
170}
171}
172)

(ilasses {2l |
Hearing aid (] (]
Braces Cl O
Walker Cl ]
Wheel chair Ll 0
Crufches Cl 0
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126) TOILET TRAINING {check only onel

S| }s not torlet traned at all
00 2  Frequently has tarlet accidents during the day
O 3 QOccasionally has toilet accidents during the day
O a Never has toilet accidents during the day
O 5  Never has toilet accidents
127) BED WETTING (check anly one}
O Usually wels
O 2 Occasionally wets
O 3 Never or infrequently wers
CLEANLINESS

Does restdent need help

(28) Washing hands and face

{29) Bathing

{30} Brushing teeth

(31} MONEY HANDLING (check cnly one)

1 Has no idea of the vialue of money

Realizes money has value but does not use money
Uses money but does not make change correctly
Adds coins of various denominations, up o one dollar

Is able to use banking facihities
HASING {check only one)

Does no shopping

Does shopping with close supervision
Does shopping with shight supervision

Onvae N

(32) PUR

Buys own clothing accessories

Buys all own clothirg

SING {check only ane}

Unknown

Does not cooperate in dressing by extending arms or legs
Dces npt dress sell but cooperates

Parually dresses selt cannot zip or button

Partially dresses self can zip or button

Completely dresses elf, except tying shoes

Completely dresses :elf

Do s A —

(33} DRE

OO0O00000g 0ooaooogoooooo

DA AL —-OD

MODE QF CLOTHING

Dines resident

{34] Choose properly fitting clothes

|35} Wear 1orn or unpressed clothing

{36) Rewear dirty ar soiled clothing

{37] Wear clashing color combinations

{38) Know the difference between work shoes and dress shoes

{39} Choose different clothing for formal and informal occasions

{40! Choose special clothing far ditferent weather conditions {raincoat,
overshoes, etc.)

{41) USE OF TABLE UTENSILS (check only one)

Musit be fed

Feeds self with fingars

Feeds self with spoon—considerabie spHling

Feeds self with spoon—neatly

Feeds self with spoon and fork—considerable spilling

Ooogd
WAL -

Makes change correctly but does not use banking facilities

Yes

ooo

Makes minor purchases without help (candy, soft drinks, etc.)

O gooogodo —f

121

ooco vz

Nz
=)

O COooooa
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(O 6 Feeds self with spoon and fork —neatly
o 7 Uses table knife for cutting or spreading
[J 8 Uses knife and tark correctly and neatly

{42} EATING IN PUBLIL [check only one)
O 1 Does not nrder at public eating lacilities
[0 2 Orders sol1 drinks a1 saoda fountains or canteens
{0 3  Orders simple meals like harmtiurgers or hot dogs
0 4 Orders complete meals in restaurants

{431 HOOM CLEANING {check anly anel
0 Not an assigned task
1 1 Does not clean room at all
[[J 2 Cleans rocm but does not sweep under furniture and does not dust
thoroughly
I 3 Cteans raom well, including sweeping, usting, and tidying

{44} TABLE CLEARING (check nnly one}
{3 0  Notan assigned 1ask
3 Does not clear table at all
1 2 Ciears table of unbreakable dishes and wlverware
3J 3 Ciears table of breakable dishes and glassware

{45} FOOD PREPARATION (check only one)

[I 0 Moran assigned task

[ . Does nat prepare food at all

a 2 Prepares simple 1oods requiing no mixing ar cooking, i1 g, making
sandwiches, preparing cold cereal, etc

0O 3 Mixes and cooks simple food, e g., frying eggs, making pancakoes

3 4 "Cooks™ an adequate compietr meal [may use canned and frozen toods fo
this purpose}

146) Vocabulary [check only ane}

M Is neacly aon-ve: pal

a 2 Asks 1or at least 10 things by 1heir apptopriale names
[ 3 Usesnamesof famdiar objects

(1 4 Names people or objecis when describing pictures

[ s Talks about artion when describing procoures

{47 WRITING (check anly one)
Cannot write ar print any wards
(] Writes or prints own name
()] Wi ites or prints 10 words
O Wiites or prints forty words
1 Wi ites shoil nates and memos
1 Writes sensible and understandable letters

(=204 - N PURLN B

UNDERSTANDS COMPLEX INSTRUCTIONS Yes Na

{48) Understands insiructions containing preposinions, e g, on, " in”

"behind,” “under,”’ elc ] L]
{49) Understands instructions referring to the order in which things

must be done, e.g, "'tirst do—, then do— ] ]
{50) Understands instructions requiring a decision "lf -, do this, but o

nat, do—"' [} [l
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UNDERSTANDS TIME, TIME INTERVALS, TIME

EQUIVALENTS, ETC.

Yes
1
{51} Can tell time by clock or watch correctly to the minute [
(52} Can assaciate time on clock with various actions and events U

oo~z

(53] SENSE OF DIRECTION {check only one)

0 ooco
W=

)]

Bedfast

Gets lost whenever he leaves his own living area

Can walk around coitage, ward or home alone

Can go around hospital ground or a few blocks from home without getting
lost

Can go a few blocks from hospital to school ground, or several blocks from
home without getting lost

{54} RESPONSIBILITY (check oniv one}
0

1

2
O 3
0O 4

Not given responsibiity: 1s unable to carry out responstbitity at all
Unrehable—makes Lirtle effort to carry out responsibility, one 1s uncertain
that the assigned act will be performed

Usually dependable—makes an effart to carry out responsibility, one can be
reasonably certain that the assigned act will be performed

Very conscientious and assumes much responsibility —makes a special effort,
the assigned act will always be performed

(56) INITIATIVE {check only one}

O 1
o 2
O 3
0O a4
(560 Wi
O 1
o 2
O 3

Will not engage n assigned activities, e.g., putting away 10vs, etc.

Will engage 1n activities onty 1f assigned or directed

Asks 1t there 15 something for him to do or explores surroundings, e.q.,
home, yard, etc.

Initiates most of his own activities, e.g., tasks, games, etc.

ORK FITMNESS {check only anel

Can perform no work at all

Can perform simple work, e g., simple gardening, mopping tloors, emptying
trash, etc.

Can perform a job requiring use of tools or machinery, e.g., shop work,
sewing

(67) INTERACTION WITH OTHERS (check only one)

1

Is completely unresponsive 1o others in a socially acceptable manner

a 2 Plays with others imitatively vath little interaction
O 3 Plays with others for at least short peniods of time, e g., showing or offering
toys, clothing or obj2cts
O a Plays cooperatively or competitively with others 1n group games
MALADAPTIVE BEHAVIOR
Frequently Occasicnally Never
1 2 3
{58} Threatens or does physical violence to others O O O
(59} Damages own or other’s propei ty | O O
{60} Disrupts other’s activities . O [, O
{61} Uses profane or hostile language . . .. .. (] O O
{62} 1s rebellious, e.g., ignores regutations, resists
following instructions o O (| O
(63) Runs away or attempts 10 run away 4 O O
(64) Is untrustworthy, e.g., takes other's property,
lies or cheats O ] O
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{65} Is withdrawn, e g., seems difficult to reach or
zontact . .

Ihsplays stereolyped behavior, e.g., rocks
hody back and torth, has hands in mouon
Removes or tears oft own clothing

Does physical violence Lo self

Is hyperactwve, e g, will nat sit stil for any
length of time . . . .

[Displays heterosexual behavior that 1s socally
unacceptable . .. .

Displays homosexual behaviot

IDhsplays other unacceplable sexual behavior,
v g, masturbates, exposes self

Requires seclusion .

[Requires restraint

(661}
87
(68)
(69)
(70

(7
(72)

{73}
(74}

{75) CURRENT MEDICATION

(1
1]
[
1

{1

(]

(1
(J

Synergism for the Seventies

]
]
L]
[l

]

]
rl

)
01
[l

Iy resident recewng any 1egular medwcation te g | pills, capsules,
hguids, njections, including such things as vitarmins, birth control

pills, etc.)?
11 yes what 15 the medication(s} and its purpose?
Medication Purpose

O

Your name

Fosition
Date:

DIAGNOSIS AND EVALUATION

(1.2 State

(3-5) Agency

{6-1%51  Chent's Case Number

[16-2%1  Social Security Number

Sex 1 Maie
Name Code

{261 (]2 Femate

{27-31)

{35-40)  Birthdate _
Mo Day Yr
Type of Evaluatian
{11 tmnal evaluauon
{J2 Re-evatualon
Date of Evaluation Summary /

Mo

tan

{4247}

/

Cay ¥r

Psychalogical
(48} TYPE OF 1Q TEST
Unknown
WAIS, WISC, or WR
Stanford-Bine1
Peabody
Catrell
Other

t49-501

(51-53)

Date of Test
! !

Mo Day Yr
Score
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{54)

{60}

{66}

TYPE OF 1Q TEST
Oo Unknown

01 wAIS, WISC, or WB
[12 Stantard-Binet

(13 Peabody

04 catrell

[35 Other

TYPE OF SQ TEST
Jo Unknown

O1 vineland

2 Other

TYPE OF 5Q TEST
o Unknown

1 Vineland

[J2 Other

(55-56)

(57-59)

(6162}

{6365}

(67-68)

{69-71)

Date of Test

/
Mo Day Yr.
Score

125

Date of Test
/ !
Ma Day Yr.

Score

Date of Test

/
Mo, Day Yr.

Score

DIAGHDSIS AND DISABILITY

{27) MR SEVERITY

(2B}

(29

{30-40! DIAGNOSIS AAMD CLASSIFICATION

acooana
OB WN = O

Unknown
Normai
Borderiine
Mild
Moderate
Severe
Profound

EPI SEVERITY

aao

a
a

oooae

0
1
2
3

Unknawn
Mild
Moderate
Severe

SEVERITY

Unknown
Mild
Maoderate
Severe

PRIMARY CLASS

Supplementary Term Listing

Generic component
Secondary cranial
Special senses
Convulsive disorder

Psychiatric impairment

Motor Dysfunction

Type
Location
Severity

OTHER DIAGNOSIS {CD
CLASSIFICATION
(44-50) CP

41

142

(43)

SEIZURE FAEQUENCY
Unknown

16 saizuresfyr

13/yr — daily

OF MOTOR

UNCTION
Unknown
No motor
dysfunctjon

TN o nawN—O

v
-0

not specified
Ataxia
Hypotonia

Rigidity

Tremors

Spasticity
0 Mixed

DoOO0CDO0cD O Qg oouood

OO~ AW

LOCATION OF MOTOR
DYSFUNCTION

7-12 seizures/yr

Motor dystunction

Choreoathetosis
Dystoma (tension CP}

Less than 1 seizurefyr

Maore than 1 seizure/day

OoOoOoOoana

(51-57} EPI

{58-64) Others

SO RN - O

Unknown
Diplegia
Hemiplegia
Monoplega
Paraplegia
Quadriplegia
Triplegia
Other
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OBJECTIVES PLAN
{Write 1n coded valurs )

Synergism tor the Sevennes

Long 1erm”

Short term**

Needed-- but unavailable

{27-74) Meadical
{27-74)  Social developrnent T
(27-74) Habilitative

*Long term—one year or langer
* *Sharl term--les. than one year

SERVICES PLAN
{Write 0 coded values )

Long term™*

Short term™ ™

Needed—but unavarlable

Evaluatran

Diagnasis

Treatment

Day Care

Training

Education

Sheltered Employment

Recreation

Persanal Care

Domicihary Care

Speciad Living

Counseling

Intormation & Relerral

Follaw Along

Protective

Transportation

OBJECTIVES CODES

COpDF  OBJECTIVES
1000 Medical Needs
1100 Healith
1170 Disease
1120 Chromc Conditions
1200 Physical Development
i210 Motor Development
12011 Hand
(IR Arimis
1213 Trunk
1214 Crawl
1215 Stand
1216 Walk
1220 Sensory Development
1221 Physical
Par: Perceptual
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1000

3000

CoDE
aloo

0200

0300

0400

Social Development
2100  Self-help Skulls
2110 Toilet Training
2120 Feeding and Drinking
2130  Grooming and Dressing
2200 Communication
2210 Non-verbal
2220 Verbal-comprehension
2230  Verbul-development
2300 Inappropriate Behavior
Hablitation
3100 Iiducational
3200 Vocational
3300 Independent Living
3400 Job Placement

SERVICES CODES

SER VICES

Evaluation Services

11a Physical

120 Psychological

130 Vocational

140 Educational

150 Social

160 Economic

170 Legal

180 Environmental!Cultural
190 Other

Dhagnostic Services

210 Psychological Services
220 Social Services

230 Medical Services

290 Other Services

Treatment Services

310 Surgical

320 Psychiatry

330 Dietary Control

340 Chemotherapy

350 Physical therapy

360 Occupational Therapy

370 Behavioral Modification

3RO Speech Therapy

390 Counsching or Other Services

Day Care Services

410 Pre-School
411 Creatne Activities
412 Social Activities
413 Physical Aclivities
414 Learning Activities
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0500

0600

0700

415 Personal Care

416 Training
417 Counseling
418 Recreational
420 Schonl Age
421 Creative Activities

422 Social Activities
423 Physical Activitics
424 Learnimg Activities
425 Personal Care
426 Tramnung
427 Counseling
428 Recreational

430 Adult
431 Creative Activities
432 Sacial Actwvities
433 Physical Activities
434 Learning Activities
435 Personal Cate
436 Tramning
437 Counseling
438 Recreational

Training Services

510 Pre-School

520 School Age

530 Adult

Education Services

610 Pre-School Special Ed

620 Pre-School Regular Ed

630 School Age Special Ed

640 School Age Regular I°d

650 Adult Specal Ed

660 Adult Regular Ed

Sheltersd Employ ment Services

710 Evaluarton
711 Part Time Not Paud
7112 I'art Time Paid
713 Full Time Not Paid
714 Full Time Paid

720 Work Adjustment

121 Part Time Not Paud
722 Part Time Paid
723 FFull Time Not Paid

724 Full Tune Pawd
730 Occupational Skill Therapy

731 Part Time Not Paid

732 Part Time Paid

733 Full Time Not Paid

734 Full Time Paid

Synergism for the Seventlies
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0800 Recreation Services
ElO Sell Expressicn
8§20 Social Interaction
830 Entertainment
0900  Personal Care Services
910 Provision of Food
920 Provision of Shelter
930 Provision of Clothing
1000 Domuciliary Care Services
1100  Special Living Arrangements Services
1200  Counseling Services
1210 Farmuly
1220 Yocational
1300 Informational and Referral Services
1400  Follow-Along Services
1500 Protective & Other Social and Socio-Legal Services

1510 Legal
1520 Social
1530 Other

1600  Transportation Services

NOTIFICATION OF CHANGES [N
LIVING PLAN/SERVICES

State - DATE OF ACTION
/ /
Agency —— e Mo. Day Yr,

Chent's Case Number o —

Social Security Number 0 o
Sex 1 1 Male O 2 Female

Name Code ...

Birthdate S S S
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-

ROM

00 New Chent

01 State Institution

Q2 Private Institution

33 Independent Home

04 Parental/Relative
Home

05 Sanitarum Care

06 Family/Foster Carr

07 Nursery

08 Mulnservice Facility

09 Prvt Residential
Fac.

10 Long Term Care

11 Trainming Hastel

12 Sheltered Workshop

13 Minimal Supervision
Haostel

14 AWOL

15 Other Hospital

16 Day/Night Care

17 QOther Plans

fpda Oooo ogooc o0Coog

CHANGES IN

—
O

GG
01
02
03
04
05
06
07
08
09
10
11
12
13
14
15
16
17

e o o o N 0 o i

CHANGES IN SERVICLS
{Write in appropriate service code see code hook.)

REASONS FOR
CHANGES
Evaluatian
Diagnasis
Treatment
Day Care
Training
Education
Sheitered EMP ___
Recrration
Personal Services_
Domiciliary Care

Spec Lwing Plan

Caunseling

LIVIN®,

99 Qut ol System

Intormation and Referral _

Foliow Alang
Protwecuve
Transporiation

Synergism for the Seventies

PLAN

REASOMNS FOR CHANIGE

01 Initiauon

02 Aternate Plan
Inappropriate Plan
Unavailable
Imposed Plan
R-ached Goals
Regression

Cisis

Withdrawn

10 Died

O
O
O o3
O o4
1 o5
O o6
O o7
O os
O oo
0O

REASONS FOR CHANGE

g1 Imitation

Q2 Alternate Plan

a3 Inappropriate Plan
4 Unavadable

05 Imposed Change
06 Reached Goals

07 Regression

08 Crisis

09 Withdrawn

10 Dred

O00O000OO0nOn

DATA COLLECTION SYSTEM

The preceding forms were designed Lo assess only the most basic characlens-
ucs ol the client and are thereinre more Limited in scope than alternatives <uch
as the AAMD Adaptive Behavior Scale. Vineland Social Matunty Scale, Cain-
Levine Social Competency Scale, etc Assuming sufficient manpower 1s availahle
1o admimister this type of scale, the use of one of the more extensive scales 15 to
be encouraged us they represent a better alternative for measunng adapiive

hehavior.

It

DATA COLLECTION SCHIIDULL

A Imnation of Data File
I.  Establish Target Date
The target date 15 the ume by which mlormanon descrihed m 2a
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Agency Name

Date:

and

2b below ha: been gathered on alt of the clients currently in

the agency. At this point in time, the data file will be imtialized
and implemented on the computer system.
Present Caseload

d.

Complete the following on all chenis currently in the caseload

before the target date:

(1) Intake Form (Form A)

(2) Diagnosis and Evafuanon Form (includes objectives and
services plans—Form B)

(3) Behavior Development Survey or Adaptive Behavior Test
(Form C}

Complete a Neftificarion of Changes in Living Plan{Services

Form (Form D) for all clients currently in the caseload as of

the target date. This information will establish the client’s liv-

ing plan and the services being received by him at the time the

data file is initialized.

Inimiate a Caseload Control Totels Form (see Example 1), The

form should mmclude totals for the current caseload broken

down by living plans and sex or some other variable of your

choice.

B. Updating of Data file
New Clients

2.

a.

Complete the following on all new clients entering the agency

following the initialization of the data Nle.

(1) Iniake Form

(2) Diagnosis and Evaluanon Form (includes objectives and
services plans)

(3) Behavior Developmeni Survey or Adaptive Behavior Test

(4) Notificanon of Changes in Living Plan/Services Form

Continuing Caseload

a,

b.

When a client’s type of service or living plan changes (i.e.,
termunation of old plan and/or mitlation of new one), com-
plete a Notification of Changes in Living Plan/Services form,
At yearly re-evaluation, complete a Behavior Development
Survey form or its equivalent (1.e., Adaptive Behavior or other
census form) as well as a new Diagnhosis and Evaluation form
for all clients If re-evaluations are given for all clients 1n the
caseload on an annual date, nclude a Caseload Control Totals
form in the package of data, and send to headquarters. For
re-evaluations given on an anniversary (birth, admission) date,
send the re-evaluation data to headquarters as described below.

(EXAMPLE 1}

Caseload Control Totals

from
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Living Plans

Males Females Totals

WO~ IO AWK —

Totals

REFERENCE MANUAL

A. Name Code Description

To msure confidentiality of the clients i the data fue and 1in ordes to creaie
a unique tracking number by which an mdividual can be wlentiticd an vighi
character code has been developed

Name codes are requested on ali fornms and particular attention should be
paid to thewr accuracy The followimyg lable of the characters and thair sources
explains the coding system.

Characier

b —

.

Source of Characted

The tirst letter of the client’s last name

The third letter of the chient's last name

The tourth letrer of the chent's lasi name

The total number of fereers in the Last name (Disregarding any spaces
witlun the name, see examnple)

The first letter of the chent’s tirst nanie

The hirst letter of ihe chient’s second narne (usualty niddle)
UNIQUL <ODEt the characiers 1-7 will uniquely identity miost
clients In these cases. the cith character will be a0 9 However o
differentiate multiple births {1 ¢ | twins, triplers, eic ) or other iients
with malched name codes 11-730 his cighin character shonld be
assigned as lollows lusl matched chent=4, second malched
chent =8, third marched chent = 70zl {see examples following)
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Examples
Name
| Barrymare, John Drew

2. Doe, Wilham
Doe, Wendy

3. MacDonald, Robert E
McDonald, John A

4. McGunigle, Joyce Ann

NOTE.

133

Name Code g oecters)

RRRNSIDI

DE QOW 9 Twans

DE COW 8

MCDO9RLS Surname wrth a space,
MDOI}8JAS disregard space
MGUO9]A9

In coding last name< with less than four characters, leave the 3rd

posttion blank {as in example 2). Also for person’s with only one given name,
leave positton 7 blank DO NOT fill 1n blanks with zeros There must be 8
positions for each name code.

B. Discussion of Diagnosis Coding

The mentally retarded clients are to be diagnosed according to the AAMD
(American Association on Mental Deficiency) classifications. We would hke to
suppest adapting those codes to the proposed data collection by using a 15-digit
code when assigning a diagnosis The code would be broken down as follows:

Digits

1-3 ICD codes (310-314)

4-6 AAMD codes (000-990) for prunary dvagnosis
7-15 AAMD codes for the expanded diagnosis

The position of the codes in the last mine digits would determine the cate-
gory 1t represents, 1.e , the 7th digit would be the code for genetic component,
the 8th digit would represent secondary cranial anomaly, the 9th digit 15 for
impairment of special senses, etc

Epleptic and cerebral pals ed diagnoses vary and are less standardized In an
attempt to use a common system, the ICD (international Classification of
Diseases) 1s sugpested. For disabilities diagnosed as other than mental retarda-
tion, epilepsy or cerebral palsied, the ICD manual should also suffice.

Adapted /ICD CODES'
(INTERNATIONAL CLASSIFICATION OF DISEASES)

343 0000 Cerebral spastuic infannle paralysis

343 1000 Cerebral
343.1100 nfantile palsy
343.1200 spastic infaniile paraplegid
343 2000  Little's disease
343.3000 Paralysis due to birth injury
343.3100 intracramal
343.3200 spinal
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343.4000 Spastic
343.4100 diplegia NOS
343.4200  Paralysis NOS

343 5000 Diplegia
343 5100  infantde

3435110 spastic
3435120 cetebral
343.5130 spmnal

343 5200 congenital
343.5210 spastic
343.5220  cerebral
343.5230 spinal

343.6000 Henuplegia

343.6100 1nfantle
3436110 spastic
3436120 cerebral
343.6130 spinal

343.6200 congenital
343.6210 spastic
343.6220 cerebral
343.6230 spinal

343.7000 Monoplega

3437100 infantile
343.7110 spastic
343.7120 cerebral
343.7130  spinal

343 7200  congenital
343 7210  spastic
343 7220  cerebral
343 7230  spinal

343.8000 Paraplegia

343.8100 infantile
3438110 spastic
343.8120 cerebral
343 8130 spinal

343.8200 congemtal
343.8210 spastic
343.8220 cerebral
343.8230 spinal

343.9000 Tetraplegia

343 9100 infantile
3439110 spaslic
343.9120 cerebral
3439130  spinal

343.9200 congenital
343 9210 spaslic
343.9220 cerebral
343.9230 spinal

344 000  Other cerebial paralysis
344.1000 Inplegia NOS—long standing—unspecified causc
344.2000 Hemuplegia NOS - long standing—unspecitied cause
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344.3000 Paralysis NOS- long standing —unspecified cause
344.4000 Paraplegia NOS —long standing—unspecified cause
344.5000 Paresis NOS—long standing -unspecified cause
344.6000 Posthemiplegic choreud NOS--long standing--unspecified cause
345.0000 Epilepsy
345.1000 General non-convulsive
345.1100 epileptic absence
345.1200 mnor epilepsy
3451300 petir mal (ideopathic)
345.1400  pykno-epilepsy
345.2000 General convulsive
345.2100 epileptic seixures
345 2110 clonic
345.2120 myoclonme
345.2130 tonc
345.2140 tomc-clonic
345.2200 grand mal ((diopathic)
345.2300 major epilepsy
345.3000 Status epilepticus
3453100 epileptic absence status
345 3200 grand mal status
345.3300 petit mal status
345.3400 epilepsia partialis continua {Kojevnikov}
345.3500 status epilepticus
345.3510 generalhized {convulsive)
345.3520 generalized (non-convulsive)
3453530  partial
345.3540 any type seizures
345.4000 Partial
345.4100 epilepsy
345.4110 Bravais-Jacksonian
3454120 focal
345.4130 Jacksonian
345.4140 motor partial
345.4150 partial-secondary generalized
345.4161 psycho-motor
345.4162 psycho-sensory
345.4171 somato-motor
345.4172 somato-sensory
345.4180  wisceral
345.4190  visual
345.4200 epileptic automatism
345.9000 Other and Unspecified
3459100 epilepsy NOS
3459200 epileptic convulsions
345.9300 epileptic
345.9310 fits NOS
345.9320 seizures NOS
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1000

2000

3000

0100
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DEFINITIONS OF OBIJECTIVES

Medical Needs
Care of a medical or therapy nature which 1s needed by the chient 11
usually refers to a long lerm or chmonic condition which must he attended
to before other need< of the chent can be inet
1100 Health
The relief of poor health conditions which prevent the client from
oblaining service tor other needs
1200 Physical Development
Development of motor and sensory abilities to the extent that they
will enable the client to percewve and respond to his surrounding
environment
Social Development
Development of skills, communic.ition, and improvement ot behavior to
the extent that the client can appropnalely interact with others in the
mibeu.
2100 Self-tlelp Skills
Development of skitls such as toilet-traiming, feeding, and dressing
which normally aie ¢carried oul independent]y
2200 Communication
Development ot non-verbal and verbal language skills, pernutting
both comprehension and communication of infarination
2300 Appropriaie Behavior
Elmination of 1nappropnate behaviors which interfere wilth rhe
development of other <kills and which cause social friction
Habilitative
Development of more formalized skills which approach those of the
normal society.
3100 Education
Learning reading, writing. and related skills
3200 Vocational
Training for skills necessary to fulful job requirements
3300 [Independent Living
Development of skills necessaty for enabling the chent ro care for
himself 1n the community.
3400 Job Placement
Acquisition and maintenance of g paying job 1n the community

DEFINITIONS OF SERVICES

Fvaluation Services — The application ¢t techniques for the systematic
appraisal of pertinent physical psychotomeal, vocational, educaticnal
cultural, sociul. economic. legal. environmental and other lactors ol the
developmentally Jdisahled individual and his family, (1) to deterpune
how and to what vxtlent the disabling conditions may be expected Lo be
removecd, corrected or mimnuzed hy services, (2) ro deternine the
nature and scope ol services fo bhe provided, (3) to select the service
objectives which are commensurate with the developmentally disabled
individual’s interests, capacities and limitations, and (4) to devise an
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0200

0300

0400

individualized program of action. to be followed, at the intervals
needed, by penodic reapprasals.

The particular techniques to be used will depend on the particular
service to be provided and on personal factors such as the develop-
mentally disabled individual’s age and functional level, primary and
other disabilities, among others.

Diagnostic Services — The provision of coordinated services, including,
but not himited to, psychological services, social services, medical and
other services necessary to wdentify the presence of a developmental
disability, its cause and complications, and to detgrmine the extent to
which the disability Timits (or ts Likely to limit) the individual’s daily
lwving and work activities.
Trearment Services — Provision of coordinated interventions which halt,
control or reverse processes which cause, aggravate or complicate devel-
opmental disabilities. The interventions may include dental and medical
freatments, such as surgical procedures. psychiatry, divtary controls, or
chemotherapy; physical therapy, behavioral modification (as defined by
the American Psychclogical Association};, speech therapy, counseling
and others as indicated by the needs of the developmentally disabled
individuals being served.
Day Care Services — Comprehensive and coordinated sets of activities
providing personal caie and other services to preschool, school-age and
adull developmentally disabled individuals outside of their own homes
during a portion of a 24-hour day. Services include a variety of creative,
social, physical and learning activities based on an appropriate evalua-
tion and designed to provide at least personal care, training, counseling
and recreation services carrled out under careful supervision They may
be organized as either
410-420 Developmental Services for Children

Activities emphasizing mafuration of children and sup-

plementing the services being provided by their

parents or parent surrogates; or

430 Activity Programs for Adulis

Activities which emphasize occupational and social

goals which assist adults to become as self-dependent

as possible and (o make constructive use of leisure

fime.
Day Care services may be appropriate for developmentally disabled chul-
dren not yet ready for formal training programs, for children who need
supervision after school hours (including weekends and vacation
penods) and for developmentally disabled adults too severely handi-
capped to participate in education, training or sheltered employment
services. Day Care scrvices must provide more than supervision The
program musl provide activities which will minimize handicaps and en-
courage functional development. Day Care differs from Training in the
purpose, focus and intensity of its programming. It is intended to ap-
proximate the stimulation and tramming which can be provided by
knowledgeable, concerned parenis. For adults, Day Care should provide
pleasant and constructive occupations which have meaning to the adults
involved and encourape continuing development.



138

0500

0600

0700

0804

0900

1000

1100

1200

Synergism for the Seventies

Training Services — Provisions of a planned and systematic seguenve ol
instrucrion tn formal and informal activities based on appropnate evalu-
ation and objectives, designed to t1) develop skills in perfoiming activi-
ties of daily living including self-help, motar and communicatron skills
(2) enhance emohional, personal and social development, or (3) provide
experiences tor gmaning useful occupational and pre-vocational skills

Fraining Services may be provided to pre-school chuldren to acceler-
ate development and fto compensate inr deficiencies related o then
disabilities, to school-age childien not yet ready lor or excluded rrom
formal education services. and for adults who need occupational «kills
but whose abilitiex severely liml their work output.

Educanion Services — Provision 1o developmentally disabled children
and adults not ehgmble for public school classes (regular o1 special) or
structwied learming experiences, based upon appropriate evaluations,
through the use of a bioad and vaned curniculum of practical academic
subjects primaitdy designed to devetop ability to learn and .cquire use-
ful knowledge and basic skills, and to improve the ability to apply them
to everyday living

Shelrered Employment Services — Provision of a structured program ol
activities involving work evaluation, work adjustment, occupational skill
traiung and paid, part-tune or full-time employment for those whao
cannot be readily absorbed into the labor market because ot scverc
disability(ies) Such services may be provided in a cenler or in the
Jevelopmentally disabled individual’s place of residence

Recrearion Services — Provision of plinned and supervised setivities
designed to (1) help meel specilic individual therapeutic needs in indi-
vidual self-expression, social interaction and entertainment, ¢ 2) develop
skills and nterests leading Lo enjovable and construchive use of leisure
tme, and (3) improve well-being

Personal Care Services — Services designed (o maintait health and well
heing, including the provision of food, shelter and clothing as 1equired.
fo prevent regression and other complicahions Persenal Care services
must be provided n comunction with one or more other appropiiate
services,

Domiciliary Care Services Proviston ol living quarters. personal care
and supervision 1o persons needing care on 4 24-hour-a-day basis

Domiciliary Care Services differ from Special Living Arrangemoents
by the degree of supervisian and the amount of Personal Cure provided
It may be provided 1n such quarlers as nursing homes fosler homes, or
olher resudential facihities
Special Living Arrangements Services — Provision of living quarters for
persons who need some degree of supeivisian. Special Living Arrange-
ments services must include 4t least Counsehng and leisure-hime achivi-
ties.

Special Living Arrangements service: are for developmentaily dis-
abled persons who can leave the place of residence, lor work. recteation
or other reasons. Such persons will probably not he heavily dependent
on Personal Care services, which may be less intense than in Domicthary
Care, or may be omitted. depending on the needs of the persons served
Counseling Servicex — Gwving of protesaional guidance on the basis ot
knowledge of human behavior and the us: of special inter-personal shills
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to achieve specified poals, such as making a determination of appro-
priate resources; assisting the developmentully disabled individual and
his family to understznd hus capacities and limitations, setting of short
and long range goals, wncluding vacational; and providing solutions to
problems that interfere with the developmentally disabled individual’s
participation in needed services The professional discipline of the
counselor will depend on the goals and nature of the counseling service
Information and Referral Services -- The basic service 1s the provision ot
an up-to-date, complete listing of all approprate resources from which
appropriate selections can be made avaldable and quickly accessible to
professional persons serving the developmentally disabled individual and
his family. [t 1s important that a professionally responsible person be
the point of contact between the individual or family and the Informa-
tion and Referral Services, so that it may be advisable to provide a
counseling service in connection with the 1 & R Service. It 1s also highly
advisable for a skilled, professional person to develop the lListing of
services 1 order to provide proper linkages with the other agencies; but
1t 15 not necessary for the stalf who searches the listings for particula
resources to be professional.

The 1 & R Service 2an also develop Public Information activities with
regard to the problems of Developmental Disability.
Follow-Along Services — Estabhshment and maintenance of a counsel-
ing relationship on a hfelong basis with developmentally disabled 1ndi-
viduals and theu families, as desired, for the purpose of assuring that
anticipated changes in needs and/or needs arsing from crisis are recog-
mized and appropriately met.
Protective and Other Social and Socio-legal Services — Provision ol a
system of continuing legal, social and other appropriate services de-
signed to assist individuals who are unable to manage their own re-
sources or to protect themselves from neglect, exploitation or
hazardous situations without assistance from others and to help them
exercise their rights as citizens.
Transporraron — Provision of necessary travel and related costs tn con-
nection with transporting developmentally disabled individuals and
where necessary members of their families, to and from places in which
they are receiving other services. Transportation may also mclude taking
services to the homuebound as well as delivery of raw matenals and
pickup of the finished product from homebound industnies, where indi-
cated.

LIVING PLAN CODES

LIVING PLANS

State instrtution/State Traming School for M/R
Povate Institution for the Mentally Retarded
[ndependent Home

Parental Home/Relative Home/Legal Home
Samtarium Care

Family/Foster Care

Nursery

Multiservice Facility
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Private Residential Faclity/Group Home/Board and Care
Long Term Care /Convalescent Home/Convalescent Hospilal/Aped
Home, etc.

Traiming Hostel/Hialtway House

Sheltered Living Hostel/Sheltercd Workshop

Muimal Supervision Hostel

Absent Without Leave (AWOL)

Other Hospitals

Day/Night Care

Qther Plans

Out ul Sys<tem

DEFINITION OF LIVING PLANS

The categornies below represent an attempt 1o dehine plans which are as mutudglly
exclusive as possible. Living plans will still exist which may appear to be o
combination of those below, 1¢., facilities mav exist that have elemenls of
several plans. Living Plan, however, refers to the plan for the cfienr nd not
strickly speaking, a descniption of the facihity Use the “other” category onby an g
last resort for excepbionally unusual situalions

01
0?2

03
04
05

06

a7

08

oY

Sraire Insticunion/State Trauning School for M{R- Administered by Stale
Privase Institutions for the Menrally Retarded - Differentiated lrom other
plans by non-reliance on comumunuty for any services. a tull service tactlity
Independent Home — Chent or spouse head of household.

Parental Home/Relative Home [Legal Home

Sqnitarium Care Putients under this type of plan should not need the
datly attenlion of prefesswonal statl, hut are cob bound ‘This means thal
they are under 407 1n height and under 40 Ibs n weight Typically,
samtarium care residents arc reasonably healthy, small, infirm infants
Family/Foster Care - Unspecialized home 1or ambulatory children and
aidults which otfer a family setting for optimal normal life Dependent
upon communiy services for education, recreation, vocdtronal Liainmg
and medical services, Usnally no more than 4-6 persons at cach facility
Nursery — Specialiced for non-ambulatory hildren between 0-3 {or older
who will frr tnto crihs) who are multthandwcapped, severely and pia-
loundly retarded. Operalors are not professiondlly ramed. Dependent on
community services for acute medical care and traimning ot therapy plo-
vided. Differs from Sanitanium Care in thet rehance upon commumty
services tor medical treatment 1s more acute because ciuldren a1c i pocier
health,

Mulriservice Facility - Speuialized for non-.umbulatory, multihandicapped
chuldren and adults who do require 24-hoin nursing services hy profes-
sional nurses. Dependent upon community services for acute medical care,
buf may provide therapy on premses No size or weight restriction

Private Residential Faciltty/Group Home/Board and Care--Group hving.
noen-speclalized service for ambulatory childeen, or for ambulatory adulis
Dependent upon communty services for education, recredation, vacational
tramming, and medical care Patients typcally need minimai supervision and
would not benefit from family setting,

Long Term Care/Convalescent Home/Convalescent Hospral/Aged Home
erc. - Residential seiting stalfed by medical ind nursing personnel 10 mevl
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needs of medicaily impawred multihandicapped adults and children, bur
largely adults. recreation and rehabilitation services may be offered on
premises. Differs from multiservice facihity and nursery by not being de-
pendent on community for medicul care Differs from hospitals for the
mentally retarded in that not all services are offered.

Training Hostel{Halfway Houses—For those 16 years of age and older
Active mvolvement in vocational traimmg. Placements are short term 1n
preparation for adult hving.

Sheitered Living Hostel{Sheltered Workshop—Sixteen years old and up
Long term sheltered work or day activity with supervised daily hving
accommodations.

Minimal Supervision Hosrel—Eighteen years old and up For socially ade-
quate young adults who are semi-independent, but require supervision and
consultation in crisis situations

Absent Withour Leave {AWQOL} — At least overnight absence. Applies only
to institutions.

Orther Huosprrals—General hospitals, county hospitals, V.A hospitals,
chimics, medical schools, etc. Placement in this facility 1s expected to be
temporary, and s in response to a special situation, which when resolved
will result 1n replacement.

Day Care or Night Care—This category includes placements which are as
much for the convenience of the paients as for the patients When not on
day or night care, the patient lives al home.

Other Plans— This category includes placements which do not fit into any
of the categories outhned above.

Our of System—Client 1s no longer a part of the caseload etther through
discharge or death,

REASONS FOR CHANGE CODES

CODE REASONS FOR CHANGE

ol
02
03
04

Initiation
Alternate plan
Inappropriate plan
Unavailable
Imposed plan
Reached goals
Regression

Crises

Withdrawn

Died

DEFINITION OF REASONS FOR CHANGE IN SERVICE AND LIVING

Q1

02

PLAN

Intnation—Client s staited on a new service/living plan, one which v best
suited to meet his need:.

Alternate Plan—Termination ol scrvice/living plan because an alternate
servicefliving plan, one which 15 more suited to his needs, has become
available
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Inappropriate Plan—"Termialion ol service/hiving plan bucause 1t does no
meel the necds of the clicnt or 1 not producing the deswred benulils
Unavailable—"Terminalion of service/living plan because 1t 15 no loaget
avalable.

Impased Change - Termindtion of service/living plan for 4 reason uatelated
to chient’s propress (admumsrrative, muatcerauon, drafl, erc ¥

Reached Goals—Ternnnation of servive/living plan becaust the chient has
progressed as lar as he can under the present arrangeinent
Regresston - Termindtion of service/lving plan because 1he client has re-
gressed to a point where the service being olfercd 1s no longer appropniate
fu s needs.

Crises Termimation of service/living plan due Lo an emergency sittalion
involving the chent

Withdrawn —Termination ol service/hving plan because the client has Leen
remaoved trom the sysiem

Died—Termination of service/living plan because the client has died.
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Part 111
Reaching Special Populations Among the
Developmentallv Disabled

Editor’s Notes

When Senate hearings were held on the initia] Developmental Disabilities
legislation in 1969, then Assistant HEW Sectetary for Legislation, Creed C.
Black, testified that a study of the 166 projects flunded 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 thus fact could “hardly be called
reassuring in hght of the knowledge that 75 percent of all retarded persons are
located in such areas.”*

The linkage between poverty and the incidence of mental retardation and
other developmental disabilities has received wide attention in professional cir-
cles over at least the decade. Yet, as the President’s Commitiee on Mental
Retardation has pointed out, there continues to be a dirth of available services in
low imcome neighborhoods.

The papers prepared by Kelly E. Miller and Armando Sanchez both explore
the special problems developmentally disabled individuals living 1n disadvantaged
communities face in obtaining adequate services. Both authors 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 describes 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 Philadelphia in learning about the Pennsylvania Developmental Dis-
abilities program. He also outhnes several proposals for aiding inner city resi-
dents of Philadelphia provided adequate funding can be obtained.

Sanchez suggests that Chicanos and other minority groups are denied a
“healthy living environment by social class circumstances and professional preju-
dice in health care.” He condemns what he calls “an Anglo middie class syn-

*Menral Retardation and Other Developmental Disabilines, 1969 Hearings before the
Subcommittee on Health of the Senate Committee on Labor and Public Welfare. Nowember
10and 1), 1969, page 113.
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drome™ 1n health services and the tendency of most health systems o develop
programs which work at cross purposes with the social, culiural and organiza-
tional structures of munonty commurties. A specific example 1s cited by the
author to indicate how such discnmination vperates—often in subtle, subluminal
forms—in the cuse of an HEW study of minoaty group needs for rehabilitation
and developmental disabilities scrvices

Sanchez notes thal health piofessionals frequently overlook the tact that
there 1s not one but several Chicano “commumities” within any given neghbor-
hood. To overlouk this fact, he suggests, 15 to predestine many well intended
human service programs to fallure He concludes with a series of sia recommen
dations for social planners who are serniously nterested '1n mounting successful
programs 1n Mexican-American communities.

James MacDonald Watson deals with a somewhat different yet related prob
lem of accessing services for the developmentally disabled: how do we reach the
DD population in rural areas? According 1o the U.S Census Bureau, despite the
contnuing trend toward urbanization, i 1970 some 54 mullion persoas lived n
tural America. Watson pomnts out the general ptoblems faced in mounting effec
tive programs tui persons afflicted with condinions such as developmental dis-
abilities. Not only does the low incidence of the disorder make 1t hard
establish an adequate service base within reasonable commuung distunce but the
generally low per capita income 1 rural areas and the bult in discnimmation of
most population-based public funding formulae further exaggerate the problems
involved.

Watson describes seveia) unigue uses uf DDSA funds in Oregon 1e stimulate
service outreach 1o developmentally disabled persons in rural sections ol the
state. He also supgests the broader use of parapcofessionals and electronic tech-
nology (television and telephone circuits) as ways of reachung and servicing
1solated segments of the DD population. Another exciting new approach pro-
posed by the author 1s the use of television cassettes as a home (rainimg device
for the developmentally disabled and then famulies. Walson closes with a few
comments on the need for “togetherness” among the special interest groups
represented on state DDSA councils.
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Services for the
Developmentallv Disabled
Within the Inner City

Kelly E. Miller

INTRODUCTION

A Statement of the Problem

Senator Edward M. Kennedy stated in the toreword of a book wntten by
Rudlger Hurley entitled Povertyv and Mental Retardation: A Causal Relationship,

There 15 a lot 1o be done in Amenca if we are to reach a goal
set for us almost two centuries ago—and a truly revolutionary
goal it was, to dare insist upon ‘‘Life, liberty, and the pursuit
of happiness™ for each and every one of our citizens. Clearly,
not all of us even today, however rich and mighty our nation
15, have the kind of freedom, the kind of opportunities, to let a
person fulfill the dreams a man bke Thomas Jefferson had for
all his countrymen.

Rodger Hurley states,

among the conditions which have blighted American life, two
of the most perplexing have been poverly and mental
retardation. The harshness of each has been aided by a good
deal of pubilic ignorance and, until recently, each has been
treated with a large degree of public apathy. A relationship
between the two has rarely been made apparent, each has 1in
fact, been similarly relepated to regions beyond the American
conscience

L]

The thinking of “expert.” concerning poverty and mental retardation is
even more tragic than the ignorance of the general public. Unfortunately, many
such experts harbor prejudiced opinions as to the importance of heredity in
causing mental retardation, and n turn they equale poverty with genetic
mferiority. Although one can understand the difficulty of the professional in
bridging the gulf between his middle class orientation and that of the poor, it
might be expected that professional traiung would enable him to overcome his
gnorance and prejudice. Kennedy further states,
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There 15 indecd somethimg self-serving about the way we often
tend to think of the poor, and 0 particular those among us we
all too convemently choose to call “mentally retarded.” The
term has about it, for many of us, a final unyielding quality . it
18 as 1l an wreversible hand of lale has been at work, and now
the deed 1s done, the judgment pronounced, the person’s mind
declared “retarded”- and that 1s that

The rest, we say, 15 a custodial muitter, or the rest v upr 1o
the parliculat famihes ot the retarded, who will sur:ly do the
little that can he done, wil surely help the retarded in the
small and undramatic ways they can be helped. Such an
attitude will not do, not 1t we take a careful ook at the tacix

There are mdhons and millions ol people who, to a very
sightficant extent, are waiting. They arc waiting for the rest of
us to know whal 15 already known, bur more important, to do
what can and ought Lo be done lor the tact s that only 4
small number ol chddren called “‘retarded™ cannot proii
substantially from vatious kinds of special attention.

What 18 more. most children called “‘retarded” are nol
suffering from an imjury or annhented deficit but from whal
might be properly called a kind of pohtical, social and mural
retardation aifecting the rest of ws. The supposed mental
retardation in many of the poor 1s not mental retardation al ali
but envuoonmental deprivation, which ncludes being served by
mstituions that do not perform in the way the public believes
they do. It appears that on many occasions we are not
measuring mental retardation but our society’s callousness
towards the poor

Mr. Hurley indicales that, “There 15 no known ol
ureversible cause for over 90% of the mental retardation n
America-unless the cause be in fact a number of ali too
remediable social and cconomuc forees that become translated.
ultimately, nto personal tragedies. Abstractions bike
“Poverty™ and “‘I'rejudice” eventually get translated into the
terribly sad psychological expenence. of children who dre
called “backward™ or “slow”™ or *dumb” or (by more
sophisticated people) “relarded,” wher in fact they have gane
hungry and become malnounshed. and have been neglected
and rebuffed and scorped and hunuluited and made Lo feci
unwanted and virtually subhuman.

No wonder, then, that hundreds of thousands of American chuldien come 10
school and appear all Loo guiet, even dazed, or demonslrate confused and erratic
behavior. Often they have from the very start lacked things- adequate medical
care, the right food, a house that protects its inhabitants front the cold weather
and from mosguitves and tlies and rats, and m geneial, a neighborhuod where
children are safe, where Lheir hves are heid important, where their needs are met
as 2 matter of course, and certainly as a matter of conscience. Of course, such
children become hurt and sad. Of course such children 1eel deep down inside o
general doubt about the world, a mistrust of schools, of lessons thal ure assigned
and explained, and of teachers who then test and grade them. It 1s natural that
such chidren are labeled “retarded™ and sent off here, there, unywhese - sofong
as they will be out of sight, out of our muinds Then we can always conlenl
ourselves with the knowledge that we have done the best we can, taking pains to
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look at them and test them and send them v those special classes which all 1o
often treal symptoms (and even these in a superflicial way) rather than true
causes.

Perhaps the 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
growing withun ourselves, particularly those of us who are considered “experts”
will turn into something etse. A whole new climate of opinion is needed in this
nation that will enable the Congress to 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 are challenged finally to display their
long hidden and neglected and overlooked possibilities, their humanity, really,
which has been tragically squandlered, to their loss and to our shame.

Definition of Developmental Disability

What is a developmental disability? Is i1 a mental, physical, emotional or
spiritual state of being or 1s it a combination of all these inputs? On QOctober 30,
1970, President Nixon signed into law the Developmental Disabilities Services
and Facilities Construction Amendments of 1970, This new legislation
significanily expanded the scope and purposes of the Mental Retardation
Facilities Construction Act of 1963, as amended, and marked a new phase in the
Federal Government’s efforts to provide a better life for all mentally retarded
and other developmentally disabled citizens. [t was designed to provide the
states with broad responsibitety for planning and implementing a comprehensive
program of services and to offer local communities a strong voice in determining
needs, establishing priorities and developing a system for delivering services.

The Developmental Disabilities Act 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. In addition:

m the disability must have originated before such individual attains age
18.

® must have continued, or be expected to continue indefinitely.

@ and must constitute a substantial handicap to such individuals.

As Child Advocates we should be concerned and interested in all services
that provide for the health and wellare ol all children, but particularly those
who are handicapped and mentally retarded. i is hoped that the Developmental
Disabilities Act will be utilized by those individuals and organizations sensitive
10 the needs of this special class of children.

As Child Advocates we must be concerned about the total environmental
conditions which affect these zhildren in all phases of theu childhood as we
attempt to improve their sense of well being and concept of self worth. Federal
support for a wide range of diversified services in termis of lifetime human needs
of the developmentally disabled is a prime concept of the Act. It provides for
the cominghng of funds under this program with those of State programs.

This facilitates the development of comprehensive services for the
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developmentally disabled through the combination and integration of the eftoris
in both speciahized and genernc services of several State agencies representing
diverse areas such as hcalth, welfare, education and rehabilitation, without
imposing a set paltern of services on any one state,

Services for persons with developmentul disabilthes means specialized
services directed towards the alleviation ot a developn ental disability vr towards
the social, personal, physical, or economic habilitation or sehabilitation of an
individual affected by such a disabibity.

The term services includes: diagnosis, evaluation, Lreatment, personal cane,
day care, dormcibary care, special living arangements, traimng, educalion,
sheliered employment, recreation, counseling, protective and other social and
socio-legal services, information and referral, follow along and transportation.

“Historically,” according to Dr. Ruttenberg, Director ot the Developmental
Cenler For Autistic Children, “the Developinental Disabilibies Act 15 an
expansion from mental retardation legislation, an expansion whiclh embraces 4
much wider range of developmenial disabilities. ’

The trend around the country and even a1 the Altorney General's level n
Pennsylvania is to place a broader, rather than narrower, interpretation 1o the
scope. The general impression, although 1f cannol be documented, 1s that recent
interpretations of developmental disabilities—{or instance the “mandate™ thai
evolved [rom the suit initiated by the Pennsylvama Association lor Retarded
Children (By September, 1972 ¢very mentally retarded child, below 21 years «l
age must be provided with a fiee public proegram of traimng and education
suwtable tor his learmng capacities -include autisuc chuldren masmuch as there 1s
evidence that developmental predispositions, sume on a conpertal or permatal
basis, exist in the majonty of cases.

The Developmental Disabihties Act authorizes granis for

® developing and implementing a comprehensive and conlinuing plai
providing services 1o the developmentally disabled
constructing fucitities for the housing of services.
training ol speciaiized personnel for services and research.
developing or demonstrating new o1 improved techniques of service
® constructing “‘university-atfiliated facdities™ tor the mterdisciphinary
training of professional personnel.
® poviding demonstiation and traunng grants.

Legislative History of P.L. 91-517

Title 1 of P.L. 91-517 replaces existing authority (Pari ¢, Title I,
P L. 88-164) to aid in the vonstruction of community facilitizs for the mentallv
retarded with a combined formula and project grant progiam covering both
construction of facilities and the provision of services to persons with
developmental disabilities The scope of the present program s bioadened to
tnclude not only the mentally retarded but also persons suffering fiom othet
serious developmental disabiliues vrniginating in childhood including cesebra!
palsy, epilepsy, and other neurclogical handicapping conditions. It 1s estimated
that 8.7 mulion children and adults or 1/24 of the naton's papulation—suller
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from developmental disabilities. Of this number, approximately 6 million are
mentally retarded, 1 million are epileptics, 700,000 suffer from cerebral palsy
and | million from other neurological handicaps originating in 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 more serious the disability, the more likely that the
individual will be multiply handicapped.

The new legislation also extends the present authority to construct
university affiliated facilities for the mentally retarded (Part B, Titlel,
P.L. 88-164) through June 30, 1973, and authorizes a new project grant program
to cover the costs of administering and operating demonstration facilities and
interdisciplinary trawning prograns in such facihties (Title I, P.L. 91-517).

Existing authority to construct community mental retardation facilities 13
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 ol
persons with developmental disabilities. States may use these funds to construct
facilities, provide services, support state and local planning, administration and
technical assistance, train spectalized personnel and develop and demonstrate
new service technigues.

Sixty nullion dollars is authorized to be appropriated for this program 1n
fiscal year 1971, $104 million ir. FY 1972, and $130 mithon in FY 1973.

Hahnemann Catchment Area Demonstration Program

An example of a demonsiration program 1s provided within Hahnemann
catchment area which is one of the most economically and socially depnived
areas in the State of Pennsylvania. This area 1n the Caty of Philadelphia, has the
tughest percentage of conditions associated with mental retardation and
neurological damage in young children: ie., 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 on previous studies 1t is estimated that of the 2,000 chuldren born
each year in the Hahnemann catchment area more than 7% are developmentally
disabled. In addition to the medical conditions which piedispose infants to being
at high nisk at birth, the social and famuly disorgamization associated with
paverly, crime, and high drug abuse markedly interferes with the suppoctive
environment which the new born needs. The social circumstances of the
Hahnemann catchman area tend to interfere with the development of a
continuing and close relationship with one competent, loving person which every
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 1s young and
unsupportive, if she has undue medical problems, 1 she has anxieties as a
consequence of social problems, she will have difficulty establishing the close
maternal bond necessary for providing the child the undesstanding and positive
handling which he needs. It will be difficuit for her to seek out and/ot utilize all
the special services necessary tc foster the growth and development of her child.
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Because failure to rhrve s related to poar maternsl ¢are, malnutitiun,
genutic  characteristics, social and econamiz frustrations, and lack ol .
stimulating envitenment  Hahnemann Hospual 1s propesing a model ol services
to confront these conditions A proposal has been subnntied to the State DDSA
Agency to meet the need for (1) the coordination of services as they impinge
upon mothers and inlants at high nisk, (2) the establishment ol the necessaiy
collaborative arrangemnents with other sigmficant child care and socihzing
agencies in the commumity. and (3) the duect habilitation services o the
mothers and chuldien not presently being servec

PRE-CONFERENCE MEETING

Issues, Problems, Services

In preparation tor the National Conference of State Planning Advisany
Counuils on  Services and Faciliies for the Developmental Disabled, .
pre-conference meeting was convened by the Child Advocacy Project ol the
Philadelphia Uiban League in an effort 1o provide an accurate desciiprion i the
issues, problems, and services available to developmentally disabled chuldren in
Phuadelphia

The pre-conference meeting was held on Wednesday, October 18, 19472 1
the oflfice of the Philadelphia Urban Leapue. conlerence oom #3720
Representatives ol more than S0 agenues serving developmentally disabled
chuldren were tnvited 10 altend This paper represents a synthesis of the thinkmng
which came out of that meetmg.

One of the imtial pomnts of discussion was that none of the representanves
at the meefing had been nvited to attend the Nabtional Canference n
Washington The consensus was that the conference should be npen 1o any and
alt agencies who are directly nvolved in providing services 10 developmentally
disabled children Furure conferences sponscred by the National Adwvisory
Council should ensure that all agencies have an opportunity to participale

Pennsylvania Developmental Disabilities Advisory Councit

The parucipants al the pre-conference meeting clearly mdicated that 1they
were conlused about rhe Pennsylvania State Plan Many did not even know i
the existence of such a plan

The facts, according 1o Mr. Jack Bovie, Planming Director o the
Pennsylvania Developmental Disabilities Council, e that 1wo State Plans Ju
Pennsylvania were developed and approved and the State Plan tor the 7273
fiscal year has been presented to Mr. Francis Warren, Regional Connnissiones
Depurtment of Health, Educanon and Welfare, Region I1l, Philadeiphia,
Pennsylvama

The oniginal plans were hastily developed (o meet unmediate contuingencies
which caused a communications gap and contusion at the local level abour the
contents and status ol the State Plan. There was aiso gieat concein aboul the
lack of adequate guidelines. Mi. Boyle emphasized, however, that guidelues are
nol provided unti] after a letier of intent has been subminied



Conference Proceedings 151

On July 14th agencies were notified that a letter of intent must be
submitted by August 15th. By the time the letter gol there, two vur three weeks
had passed. There was no response to a letter of intent or acknowledgment fur
the tremendous elforts that were utilized.

During the 1970-71 fiscal year 3551,134 was available to Pennsylvania.
$£517,517 was allotted of which $200,000 in seed money went to Philadelphia
for planning purposes. A total of $416,297 has been allocated in the 1971-72
fiscal year.

A number of proposals from Philadelphia were submitted for approval. Four
of these proposals were appioved for funding by the State Developmental
Disabilities Council. United Cecebral Palsy of Philadelphia and St. Chnistopher’s
Hospital for Children were eventually funded. According to Mr. Boyle, funds for
Haven House and Mercy-Douglas Hospital were not released at the county level
because they did not have the iequired contract with the County Administrator,
Mental Health and Mental Retardation. The money was recalled and held wn
escrow for all four projects until the problems were ironed out. One of the
problems has been identified as political. The County Administrators are the
mechanism for disbursing Developmental Disabilities [unds at the local level and
are accountable for these funds and it is their responsibility to review and
comment on need and feasibility ol application ornginating through non-prolit
facilities within their respective purviews.

The programs at St. Christopher’s Hospital and United Cerebral Palsy are
now operational. When it became apparent that Mercy-Douglas Hospital was in
serious financial difficulty, hospital administrators rejected the proposal.
Because of the dual nature cf the proposal, 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 implementation of the Pennsylvania State Plan was
the apparent conflict which existed between the State Council and the
Administrative 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 ihe existence of the Developmental
Disabilities Advisory Council. To correct this problem the Pennsylvania Council
voted to change the admimstrative agency aulhority to the Governor’s Gifice for
Human Resources, Clear cut interpretation of the roles and authonties between
the Council and the Admunistrative Agency should be spelled out. Prompt and
adequate staffing should be provided 1l the Council 1s to discharge its functions
properly.

North Central Philadeiphia Community Mental Health and Mental Retardation
Center

According to Mrs. Catherine D. Weis, Director of Mental Retardation
Services, Children and Famiy Unit of the North Central Phladelphia
Community MH/MR Center,

At one time staffing grant authornty was available at the

regional level through the Social and Rehabibitation Service.
SRS funding was phased out with the intention that the
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expanded Developmenial Disabihibies Act would be phased in
The preoblem was that the timing of phasing out of cne project
and phasing i of the other did not mesh.

There was a real delay n getting guidelines to the local
commumty and agepcies and o pew rouling for grant
applications, In other words. previously grant applications
were submitted via the Regional Office of HEW Whereas, now
grant applications are submutted via the County and Stale
Regional Offices to Harnsburg, The real hooker ha- heen the
small amount of money that was made available in the State of
Pennsylvania which has been allocated only $800,000 tor the
entire State.

Another point which generates great concern s the requirement tor
providing up to 90% of federal funding in officially designated poverty areas We
recognize that a state can provide 100% funding for puverty projects provided
they meet the overall federal matching requirement (1e., 30% in F'Y 1973} [n
our role as advocates, however, 1t seems qute proper to raise a question
regarding the “matching” requirement. The notion of requiring matching grants
by states or by localities goes back to the Puriqan ethic which held that nioney
given without 1equiring something from the recipient, would lead him into the
“1mrnoral” condition of dependency, 1.e. not bemg willing to help himself

One point of view on this has been that this Punitan philosophy through the
extensive financal resources of the Federal Government has placed a continuing
obligation on commumties for an ever increasing load of financial responsibdity
for programs which they may have postponed had it nal been for the Federal
“cariott.” 1f the majority of taxpayers and if the conscience of Congress teels
that compassionate and helpful services to the mentally disabled are desirable,
then 1t follows that equal service should be given throughout the countrv and
that this could only be ensured to be equitable 1f Federal funds cover 0¥ of
the cost.

This position is valid not only for urban inuer-city areas but lor jural areas
as well. Otherwise, the richer states are always going to be able to make better
use of the federal pot than the poorer states. As advocates for the eliminatian of
developmental disabihities, 11 seems quile appropriate w yuestion wither
formulae that were perhaps appropriate n the 17th and 18th centuries aie
appropriate for our 20th century mobile suctety. Surely, adequate assistance to
the developmeniaily disabled 1s more apt (o help lum be independent Adequatc
relief enables people tu lift themselves up—nadequate or mimimal 41d 1s hke a
slow death for a starving man.

1t 15 apreed that ow role as advocates v to press for more funds 1o
prevention across a wide spectrum rather than have 11 solely the responsibility of
Developmental Disabilities. The reason tor including such a focus here is tha
nowhere are the effects of poor health services, imadequate housing and diey
more apparent or more grim in then resuit than n the developmerntally
disabled. Therefore, tirose agencies and people mmvolved with the develop
mentally disabled have a higher responstbility it seems, to advocate the inclusion
of a designated responsibility for mobihzing all preventive services so s to have
the greatest impact on the problem.
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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 allowances, the
taxpayer would save money n the end. This is often a hard point to get across
because initially it is true it would cost more. but if there is not a turn around 1n
this, then we would only be putting our fingers in the dikes and serving more
and more people with developmental disabilities which could have been
prevented had money and services been appropriately available. According to
Mrs. Weis, “What 15 socially desirable 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 instance, over 300 babies are born each year that
are 1dentified as in trouble or *‘at risk.”

A real program of prevention will require an adequate diet, adequate
housing without lead paint, availability of comprehensive health services, better
prenatal care and quality education.

These famulies 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 years old so that they have a real 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 i1s an area where we are having many
problems which mght otherwise go unnoticed. The whole idea 1s to 1dentify and
resolve developmental disabilities early, before an individual reaches adulthood.
The adult problem is a ¢ritical one, and waiting lists are far too long. The fact 1s,
however, that children do grow up, and 1t would be wise to detect problems at
an early age as well as provide a continuing service for adults.

Many professions in the field of mental retardation opposed the mclusion of
autism in the imbal regulations because this disability came under “Mental
Health.” It 1s currently not included in the guidelines. Childhood autism,
however, 18 a substantially handicapping condition and in many of its symptoms
is not unlike retardation. In fact, many excellent professional facilities
somelimes struggle for years to be able to look at children as children and not by
diagnoses. But that time is not yet here for all of us.

Training of Personnel

A major need in providing services to developmentally disabled children in
the 1nner city 1s the training of appropriate personnel to see to it that services are
delivered to children and their famihies on a day-to-day basis. One hospital in
Phuladelphia, St. Christopher’s Hospital for Children (SCHC), has developed a
pilot Home Care Program. The program contains a Home Traming segment for
the training of child care workers consisting of one year of study at Temple
University with training provided in three phases of 15 weeks each.

Phase I focuses on the mechanism of observation and recording. The
greatest emphasis during this penod of time 1s an extensive study of human



154 Synergism for the Seventies

growth and development from birth to age tive Phase 1 tocuses on the study ol
human growth and development through the period of adolescence The
emphasis during this period 1s upon the emotional needs of children, methods of
testing and evaluation. Phase 1] explores the nature of emotional disturbances
and the significance of interplay within the Famuly as a social umit

The relationship of the Child Care Worker with other members of a
multidisciphinary teain (which ncludes pediatricians, psychologists, physical
therapists, occupational therapists and speech therapists) was discussed during
this period. There are three field expertences of 14 weeks each offered 1o the
students. Experiences with handicapped and emotionally disturbed children are
supervised by staff members of agencies such as the Pennsylvanmia Scheol for
Emotionally Disturbed Children and various day schools and get-set prograins

At the conclusion of the internship they are quabfied as certified Child Care
Workers by Temple University. Chiid Care Woerkers accompany parents on each
visit to the chinic and emphasize the importance of keeping appointmenis. Under
the supervision and direction of other members of the multidisciplinary team, a
specific plan is worked out for each child. This includes short and long term
traiming for bath the child and his famuly. It 1s the role of the Child Care Worker
to incorporate the faimly wnio the program. For example, should the child need
special exercises for developing large muscle control the mother will be taught 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 famuly, she can
identify environmental problems which tend to retard opumal growth and
development such as poor housing or nacequate care from parents. The
effectiveness of the Home Care Program 1s apparent. During the perod of
January 1, 1971 to Janvary 1, 1972, the child :are workers team made o toral of
1,165 home visits to 55 cluldren and thewr families. Sixty percent of these
children were under 2 years of age. The Home Care Training Program at SCHC
has been instrumental 1in helping other agencies orgamize and develop programs
mn thetr catchment areas.

Problems of Transportation

Another problem pinpointed was that of transportation Child Care Workers
are forced to use public transpoitation which 15 a great hindrance to their work,
Transportation can be an expensive 1iem 1n day care programs for children who
have to use rwo or three buses a day. Parents accompanying handicapped
children expelience many problems because of the special needs of these
chuldren. A cheap or free transportation systern for workers, children and their
families would tremendously increase the quality of services.

CENTER FOR PRESCHOOL SERVICES IN SPECIAL EDUCATION
The Center for Preschool Services in Special kducation 13 o national

demonstration program supported by the Buieau of Educanon for the
Handicapped (Title VI, Office of Education This program 1s working as a



Conference Proceedings 155

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 thiough collaboration of mental health and public
educational systems.

The demonstration program 15 set up for replication in every
“neighborhood™ m a city. Under the existing *‘right to education” mandate,
immediate need exists for appropriate integration of mentally retarded,
epileptic, cerebral palsied and neurologically impaired children into existing
regular classrooms, or into specifically designated facilities to meet special
individual needs. It 1s conudered 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. Unbike a number of individual programs in this area which often focus
on one or another specific aspect of services for the defined population (e.g.,
training of child care personnel, support and guidance for parents of
handicapped, etc.) the center concept includes a totally integrated approach to
the 1dentification and remediahon of handicaps at the point 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 appropriate 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™ uniis in each service area. This
i no way needs be the total responsibility of any given agency, but rather the
shared responsibility of Mental Health and Mental Retardation, Public Education
and the Developmental Disabilities Planning and Advisory Council.

Integrated Plan for Special Services for Preschool Children

I. Screening

All preschool head teachers and supervisors in the five catchment areas
of the city would be trained in the administration 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-Remamn n regular classrooms; within norm range on
D.DS.T.

b) Group LI-Mild and Moderate Deficiencies in Dysfunction.

Referrai to ‘% day preschool diagnostic/therapeutic center for
appropriate diagnosis, intervention and placement.

¢) Group U1-Gross Developmental Deficiencies. Referral to Day Care
retardation centers for appropriate diagnosis, intervention and placement.
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I[INOTE  The arrows in the accompanying diagram refer 1o the flexailiny of
movements among the vannous classiooms or settings for a child studied anid
found to be a mentally deficient cluld and who could probably profit fiom s
normal day care setting with a pait-time therapeutic setting (group 11 umts}y The
child could be entered ntu a local regular dav care scthing with the reterrl
center warking 1n cooperation with him |

Another example mght be a child who s viewed as developmentoally
“normal”™ but is showing real difficulties wm his peer relationships in the
classroom. The regular teacher may refer the chile to  the ‘':dav
diagnostic/referral classroom while he remains within the regular classraom
setting.

INTAKE SCREENING BY TEACHERS

D%

Gross Mild to Modarate
Developmeantal Developmental Narmal
Deficiencies Drysfunction Group {
Group 111 Group Il
—__ 3
\
_ ! X_
Retardation Day Care Centers Diagnostic/ Therapautic Regular Cilassrooms

Preschoal Centers Classroom

MODEL FOR EACH CATCHMENT AREA
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NATIONAL CONFERENCE WORKSHOP SUMMARY

Participants who attended the conference workshop on Services to the
Developmental Disabled Within 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 ot developmental disabilities can be the catalyst for
bringing these resources into play.

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 lList of basic services so that service
delivery no longer becomes available on a hit or miss basis. There is a need for an
existing service to be checked and evaluated to determine gaps. There is need for
trained administrative personnel to adminjster and coordinate the constellation
of services required.

According to Dr. Fredenck Green, Assoctate Chief for the Children’s
Bureau, who was one of the nanional conference workshop participants,

There 1s a normal sequence before a program can be put
into place, whether 1t 1s 1n the inner city or whether it 1s in the
suburbs. That sequence would seem to me to be not only the
perception of need which we have constantly established, and
the dismal facts that we have in the inner city, but also there
should be a period of conceptualizing and defining options and
alternatives before programs are initiated.

A small program that has been wel! conceptualized may
add a great deal to our knowledge as compared to a larger
program that 1s simply reacting to a need without adequate
thought given to a vanety of consequences. It just seems that
we have to think of our actions at two levels.

Some individuals may not be motivated to use services so
that part of the conceptuahizing of a program should be the
motivative factors which should be brought to bear. An
institution should have built into it an outreach unit so that
they do not always expect individuals to come to them for
services. You are often dealing with people who are nol
motivated to preventive care but rather motivated to episodic
care and therapeutic care so thal they will only come to a
facility when a child has a sore throat. They cannot afford to
take a day off simply ro have a routine checkup.

When conceptualizing programs preventive care must be
considered along with the therapeutic care aspect at the poinf
of entrance of the individual into the health care system. If 1t
1s an emergency room, which happens to be in most instances
the single largest source of medical care for many people in the
mner city, then these programs should develop linkages
some way at the pomt of entrance so that a child does not
come 1n sumply to gel a shot of penicillin for a sore throat and
then disappear out into that vast population not to be seen
again until another chief illness occurs. Therefore, 1t just seems
logical that entrance 1nto the heatth care sysiem would not
only facilitate therapeutic medical care but also the beginning
and then the identification and outreach for further treaiment
of children with a vaniety of developmental disabilities.
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Although we have talked about identifying the problems some of us may
have difficulties with the methods that are used. Who does the idenutying? What
instruments are used to identfy? Are the irstruments appropriate for the
individuals who are being 1dentified? LI goes back to the whole 1ssue of labeling
and many of us take a very dim view of the wav some children are 1dentified as
functionally retarded or dull on the basis of certain instrumenis that are utilized
1n a population where cultural bias can be built m.

John Throne from the Umversity of Kansas, pointed vut that the definition
of developmental disabihiy has been a rather controversial 1ssue particularlv m
regard 1o the section on the neurologically handicapped which produces o
different 1mage in the minds of different people, particularly 1n regards to 1nne
city needs as opposed to the specifics of preveniion. As we know the great bulk
of the wnner city population who are under functioning are not that way because
they are neurclogically disabled but because of the lack of opportunity tu
develop normally. What are we going to do about that, and what kinds of mones
will be available under the Developmentally Disabilities Act a5 a means Lo tackle
this 1ssue? This is a matter of great concern.

Leverdia Roach, ol the Social and Rehabilitation Service, summanzed the
workshop by stating

We must conswder seriously our place in tume and history. We
would like to be all thuings to all peuple: that's ideal. The
purpose of [his act was to get away from categonzation. We
have taiked abou! the mentally retarcded, the acl addresses
itself to the mentally retarded, the epileptic, and the cerebral
paisied. It goes on to menlion other neurologleally
handicapping conditions which resemble or require ihe same
or similar treatment. We dre concernec with a population or
with people in our country who have for indny years fallen
th:ou%h the gaps or who have not been served because of the
compiexily or the multiplicity of their handicaps With the
group that we are striving to serve, often this does not mean
creating a new service, 1t means valling on agencies that already

have authorizations for providing services to do that for which
they are authorized.

RECOMMENDATIONS

As a result of the discussions on services to the developmentally disahled
which took place at the preconference meetings held 1n Philadelphia and at the
national conference workshops held in Washington, the following are subnutted
for considerarion. It 1s tecoinmended that

L. the Hahnemann catchiment area proposal be pwven  senous
consideration for funding;

2. furure conierences sponsored by the National Advisory Councn on
Services and Facilities for the Developmentally Disabled be advertised widely so
that agencies directly involved in providing services to developmentally disahled
children can send representatives and have an opportunity to participate.
3. the “matching” requirement he ehminated and federal fundug cover
100% ul the costs;
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4. developmental disabilities programs include a designated responsi-
bility for mobilizing all preventive services so as to have the greatest impact on
the problem;

5. auhism be defined as a developmental disability because 1t is a
substantially handicapping condition and many of its symploms are not unlike
tetardalion;

6. a cheap or free transporlation system be provided for workers and
their families which would tremendously increase the quality and availability of
services;

7. the center for Preschool Services 1n Special Education be seriously
considered by the Developmeatal 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 hst of basic services be made available at the
community level so that service delivery no longer becomes available on a hit or
miss basis. Existing services should be checked and evalualed to determine gaps;

9. programs be conceptualized and options or alternatives defined
before programs are initiated:

10. outreach programs be designed so that the developmentally
disabled are identified on their entrance into the health care delivery system.
This approach would not only faclitate therapeutic medical care but also
provide a peint of identification for further treatment of children with a variety
of developmental disabilities.
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Reaching the Developmentally
Disabled Among Special
Disadvantaged Groups

Armando Sanchez

“The Developmental Disabilities Law requires the states
to exercise outreach and to give technical and Nnancial assist-
ance to areas of special disadvantaged. This is interpreted not
merely in terms of economic disadvantaged, bul also in terms
of cuitural differences... there 1s still a very considerable
need for council members 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 mnay 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 1t 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 efforts, [ maintain that they represent only a partial band aid
solution to the more serious and pervasive health dilemma in which Chicanos
and other minority groups find themselves—denial of a healthy living environ-
meni by social class circumstances and professional prejudice in health care.

En precis,

1. An Anglo middle class syndrome permeates health service programs
with little empathy for and considerable confusion about Chicanos and other
minorities;

2. The premise in chousing methods of providing health services are
often ineffective because they aie at variance with Chicano and other minority
social and community organization strucluses,

'Communication of assignment from the Conference Staff.
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Statistically the total U.S. minority group population is 34.8 milion or 17 7
percent of the U.S. population of 203.2 million, according to the 1970 census,
Out of the 34.8 mullion, blacks represent 22 6 nullion, Spanish-speaking
9.3 million, American Indians 0.8, 1.5 million Asians, and .6 other nunonity
groups.

Very recently a document titled “Special Survey of Mmonty Group Needs
With Special Reference to the Role of Grass Roots Mmornity Organizations on
the Delivery of Services™ reached my desk.? The document presents the 1ollow-
ing four goals:

I “"To examine the current service delivery system for VR and DU
populanion and determine if such a system meeis the service needs of disabled
minorities.”

2. “Identification of umque problems of minority groups in the deliv-
ery of services.”

3. “ldentification of grass roots organizations n the convrunity,
particularly in the barrios and ghetros providing services tv the disabled mmoriry
clients und uf those wirth potential for delivery of services ™

4. “To demanstrate the feasibility: and effectiveness of using erass roos
minority organizations in the delivery of services ™

With respect to goal I, this information 1s already available.

Goal 1

This information is already known to the Minority Studies Progtam when
they report that only 4.7 percent of Spanish surnames are rehabilitated yet the
Spamish surnamed make up 6.11 percent of the _ountry’s total population

Goal 2

The problem of minority groups can best be articulated by members of thai
minonty group. There 1s hittle assurance that RSA personnel has the appropriate
personnel to check on their own cultural bias in identifying problems of another
group.

Goal 3

(1) There are relatively lew grass-roots organizations presently providing
rehabilitation services, {2) RSA probably is not in a position 1o idenlify those
grass-roots orgunizations with Lthe potential to deliver services, and (3) the poten
tial of an organization may be judged by REA solely in “accounting” terms
without sufficient value given the benefits a: perceived by minonty persons
themselves.

Goal 4

The feasibility of munority organizations seems to be a value judgment
depending on the vanable to be used. A bettzi goal might be (1) to dentily
grass-roots organizations wilth nterest in the rzhabilitation service arca, (2) de-
velop traiming programs Lo help minorty staff to become more knowledgeable
about the rehabilitation process, and (3) faciitate management and project
admunistration.
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The document identifies two issues: (1} the deternination and i1dentifica-
tion of VR and DD needs of minorily groups and the implementation of pro-
grams tailored to their needs; and (2) assurance that minority groups are getting
a fair share of RSA’s market basket {overall VR and DD services).

It seems to me that the writers of the document not only present superficial
issues but also beg the question hy posing two issues which detract from the real
issues,

The wniers of this proposal approach the problem by suggesting that the
present while, middie-class professional will judge the adequacy {feasibility and
the success) of minority grass-roots organizations to provide rehabilitation serv-
ices. The alternative to the establishment agency providing services 1s to permit
“'grass-roots organizations to provide services in special cases” and to consider
“the possible use of local minonity organizations of services in certain cases.”™

The factor of race relations is not at all considered or admitted nor is the
possibility of institutional racism acknowledged 1n any way.

The basic structure of the Rehabilitation Service Administration is not
addressed. Furthernmore, no mention is made of its extremely low number of
ethiric minority employees at all levels and the poor record it shows in recruiling
and traimng ethnic minonty persons Lo 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 conducted which ques-
tion the basic 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 reflect only white, middle-class values and mores in
human relattonships. 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 Lhese ae basic questions in making rehabilitation serv-
ices more available and more effective in relating to minonty 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-
1ces to theiwr constituencies by SRS must be examined and their role defined in
this endeavor by the very institution presently not responding to their needs. It
appears RSA seeks extra funds to telate to minority groups rather than commit
program funds they now have for this purpose. It ts our understanding that the
Minonty Studies Program, through the ethnic planning projects presently
funded, was 1o assist 8RS, including RSA, to examine and re-define the policies
and precedures of SRS agencies in their delivery of services 1o minority popula-
tions.

Robert R. Merton in Social Theory and Social Structure, 1n introducing the
concept of latent functions, states: “*To seek social change, without due recogni-
tion of the manifest and latent lunctions performed by the social orgamzation
undergowng change, is to indulge in social ritual rather than social engineerng
(pages 51,63, 66, 68 of Merlon(‘”).

Merton defined latent funchions as these vbjective consequences of a social
practice of belief contributing o the adjustment or adaptation of a sysiem

*HEW-5RS document.
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which are neither intended nor tecognized {Merton, pg. 81¢2+),

In some circumstances such functions remain unrecogmeed as related to the
basic and fundamental issue of adequate resources and the right to utilize those
resources to exercise self-determination. The problems may be defined by agen-
cies 1n a way which makes their services appear the key lo the solutwn and
which expands their services, while leaving untouched more 1mportant aspects of
the mainsystem which can and do continue to produce puverty and dependency.
In the process, attention becomes shifted from the charactznstics of the main-
system to the deficiencies of minerities, a process aptly described by Ryan as
“blaming the vicim (Ryan(#’). Attention becomes deflected from the large
issues. It 1s much easier to confront the minorities as disadvantaged groups
demanding better social services than as determined revolutionaries demanding
social justice.

The search by minorities for new vehicle: with which 10 apply pressure to
governmental institutions has traveled the spectrum of polhtical activity But
whether reformist or radical in approach, minority groups seeking basic socie al
changes have all seen as a central problem the need for incieasing the access to
resources which the munority people of this country have historically been
denied. Coupled with this need for resources is the equally ymportani need of
political control. What little voice minorities nave had 1n voicing thewr position
on policies which have affected them has been in retrospect related 1o decisions
which others not of the minority communi:y have made Even granted thar
some “imposed™ decisions have been more benevolent than others, the basic
right of self determination has not been allowed the minonty groups The
decision-making process has been administered by a complex system of justiu-
tions which has never included minorities to any appreciable extent, if at all
(Dornhofff/}) Thus, the lack of resources and excluston from the poiicy-naking
process has kept minorities in a vicious circle of almost tolal dependency on a
syslem of government n a society in which they function, but of which they are
not a part.

Let me consider a specilic minority group: namely, Chicanos, tor although
the title of this paper does include all minoritv groups as the target grouyp, | witl
not presume to speak for all minority groups.

Moustafa and Weiss noted thal there are ““slaring deficiencies of information
on Chicano mortality rates, morbidity characieristics, mental iliness and health
attitudes and practices. With rare exception the comparanively himited socio-
logical and anthropological literature touching upon health issues does litile
justice to the Chicano. Consequently, the conclusions and data hased on such
linuted research on Chicanos are often used is empirical evidence upon which
human service agency policies and programs are based. Chicano communities are
generally regarded as a vanant microcosm of the dominant society interrelating
with external institutional structures. From this premise numerous decisions are
made on how to serve Chicano cormmunities by a vanety of human service
agencies. The disadvantage of this concept 1s 1hat Chicanos are viewed as acting
out roles at a level which confronts ther immediate environment and
circumstance without regard to the legitimacy or origins of the mteractions
Chicanos are viewed as differential people in o common social system of which
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they may or may not be a part. All too often | have observed various health
service agencies seeking out Chicanos’ “‘community™ and “consumer” participa-
tion solely for the purpose of legitumizing their programs with little regard for
integration of their services into the existing community structure.

[ would sugpest to professionals that there is not a sinple Chicano com-
mumity but rather there are divergent and heterogeneous communities definable
pnmarlly by internal social interaction and interdependence more than by
physical or Anglo mstitutional considerations. | further propose that the notion
of Chicano communities is a multi-variant concept denoting an ethnic collectiv-
ity sharing common elements of the heterogeneous culture in a dynamically
structured society. The issue here is that Chicanos and the concept of com-
munity should be viewed interdependently rather than separately.

To be cffecuve, programs must reflect a Chicano community orientation, a
personalized system of service, and capitalize on the existing systems. Sanches
states that the very notion ol providing symptom oriented services must be
redefined and health programs redesigned within the framework of the Chicano
community:

The health of an individual and community does not exist in a
vacuum, rather, 1t is related not only to the total environment
but also to other individuals and the neiwork ol interrelation-
ships that give life to the total community . . . Hence the well
being of an individual and community must be studied from
within the barrio with its complex network of relationships. [t
must be kept in mind that the barrio 1s a social mstitution
which affects the lives of those who live in it. (Moustafa &
Weiss(3))

To my knowledge there are no service programs which reflect an under-
standing of, or are integrated into the Chicano community life styles. Rather, [
have found service programs 1o reflect an Anglo middle class mentality- the
programs are defined within a framework of the medical and psychuanalytic
models and are premised on the sociological assumption of assimilation and the
political philosophy of colonialism.

Nonetheless, | offer the following recommendations:

L. Serious actions should be taken to recruit and train Chicanos to
work with the developmentally disabled.

2. Graduate Departmenits of Rehabilitation should be modified to re-
flecl existing realities and new courses regarding “community health” be intro-
duced;

3. Programs should be redesigned fo recognize and incorporate the
diverse cultural, linguistic and ethnic elements appropriate to the client poupu-
lation;

4. Chicanos should be recruited as paid consultants to serve on policy
and grani approval boards;

5. Professionals should educate themselves concerming Chicano needs
and community dynamics:

6. A comprehensive Chicano needs study to be conducted by Chicanos
should be commuissioned.
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The refusal to implement necessary action to meet minority needs 1s
perpetuate the problem, mvite controversy and increase the credibibity gap pro-

fessionals suffer 1n Chicano communities.
I quite agree with Dr Skillicorn!®) that ~C-Care™ must be developed in

minority communities:
Congenial care— personal, courteous, respectful care.
Convenient care—accessibility and minimal waiting;
Complete care—not incomplete, assembly-line care:
Consistent care—lamihar, predictable, contiinous care. and,
Compassionate care—concerned, caring care
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WORKSHOP DISCUSSION

In the case of minorities, it is equally important to deal with both con-
sumers—1to train and involve parents of developmentally disabled persons—and
professionals. Professionals control, to a large extent, the resources; minorities
need professionals from their own groups. At this point in tirme minorities have a
severe shortage of professional manpower. Hence, a priority needs to be placed
on training of minomnty professionals, for control of and/or access to resources 1s
a prerequisite to provision of services 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 1s 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 [ would stress is that enough studies have already been done,
defining the needs of Black and Chicano communities. Rather than promote
more monies for more studies, why not provide monies to Black and Chicano
communities so that they can begin to attempt to handle not solve some of these
well-known, overly-documented problem areas? “Human services” instead of
“special services™ should be demanded, and anything less is unacceptable.

In the area of training, before we start recruiting and traning Chicanos to
work with Chicanos, let’s be assured that there 15 a program that reflects the
linguistic and cultural characteristics of such a population. Moreover, when
services are made avalabe, there must be some assurance that they are available
at times convenient to the consumer.

The dual responsibility born by service agencies at this time is to reach out
to minority communities and make appropriate changes in their delivery system
50 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
andfor State and Federal guidelines must be eliminated. Completed studies,
massive reporting, innumerable recommendations have been submitted and
nothing results. Too many studies have been made of “minority problems” but
little action has followed.

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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Technical competency and community understanding are needed in order 1o
render services to the developmentally disabled. Moreover, social problems nust
be overcome before medical and psychological problems can be solved to any
appreciable extent.
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Special Problems and Special
Aids in Resolving Special
Needs in Rural Areas

James MacDonald Watson, M.D.

The workshop on the special needs in rural areas was conducted twice with
strong participation by many, both from the floor and in each of the two panels.
The ftnal report, therefore, includes the original text ol the topic as well as the
largely unacknowledged contnbutions of many others. Common to each of the
workshops was the understanding that no state or region had either unique
problems or unique solutions, and that no one was able to provide all the
answers. There was also a common agreement probably best expressed by
Thomas Scheninost who made two very strong points that: (1) the develop-
mental disabilities needed a stionger voice representing rural and remole areas 1o
re-emphasize that the needs of urban and rural areas are not the same, and (2)
that the developmental disabiities legislahon 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 15 no doubt that rural areas have certain aggravated ol
heavily weighted needs for services to their developmentally disabled. Reflect
again on the famous list of 16 services that Public Law 91-517 was designed to
include 1t starts wath diagnosis, evaluation, treatment, . . . information, referral,
follow-along, and finally, transportation. For each of these, weigh the impact of
geographic remoteness and sparcity of population. There is no service that is not
mmediately compromused; transporiation looms ever larger since it becomes the
means of procuring any of the rest of the services. Reflect also that 54 muiion
Americans live 1n what are considered rural and/or remote areas, that most rural
areas enjoy a far lower generat level of income than the population at large, and
that each of the states which considers itself to be predorminantly rural is funded
at near-mmimum levels in all Federal programs in which allocations are based
upon population. A real penaity accrues (o the area that 1s largely rural, because
such a biased asstgnment of dollars penahizes the program that must spend 4
disproportionate amount n an effort 1o deliver the services because of the
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scatlered and remole nature of its chentele, many ot whom arc already \mpover-
ished. Just to further muddy the waters, | should like o consider two rnore
potential services. None ol the specific services can be provided without case-
finding. This 15, of course, the fust step toward diagnosis, hence | consider 1t
separalely, and | suppose thai 1t might be calied detechon or epidemiology
Secondly, but distinctly corollary to case-linding (s the held of “pubin’ educa-
tion {as opposed to “client” education). 1 um not immediately aware ol daw
regarding mental retardation ar cerebral palsy, but there 15 a well-documented
analysis of “public attitudes™ toward epilepsy 1 Caveness, Merntt, and Gallup)
that speaks volumes. These studies record slowly improving, evolving atutudes
toward this condition that are partly the result of a not-ternbly-weil-structured
educational thrust. The data also points to a hardcore of oppusition and gnor
ance that will probably never disappear but can yield further through organiza-
twon of effort The point, of course, s that detection and all the rest « ural
areas 15 extravagantly costly in money and tune, but it 15 1n the “country’™ that
the most miasmic atlitudes toward epilepsy (and | am confident, toward mental
retardation and cerebral palsy) are to be found Hence, the two concepts ot
casefinding and public education are doubly compromised due to both lack of
funds and 1o prevailing atutudes.

In Oregon, which 1s fundamentally rural in nature but with problems that
are not umgue and nowhere near as impressive (oppressive?) as those of some of
our fellow participants, well over three-quarters of the population of 2 millien
lives tn a narrow strip of land, inland from the Pacific, separated fraonu it by 4
soggy chain of mountains. The eastern side of the populous strip 15 separaied
from three-quarters of the state’s total land area by another chain of mountans
“Coastal” people and “eastern”™ people have really only a difference between
their feet {wet or dry). They are otherwise indisringuishable 1n their remoteness
from service and often even their lack of knowleJge of a need for service andfon
a place 1o start. An anecdote may illustrate the point. A patient that | recently
saw from the high desert mountain country of eastern Qiegon, in his 60's, was
one day in the local “country™ doctor’s office for nothing special, and there
upon had a major convulsive seizure. The doctor, without further ado, luerally
rushed hum to me by air, to the Ing ity (air ambulance, 300 mules), but Yailed to
send along the spouse. 1 couldn™ find anything much to go on, and 1hiee days
later the wife appeared (by oxcart?), puzzled by what all the [uss was about |
explained what the doctor had described and 1ts apparent onmnous portent (<
grand mal seizure,” [ said) and she said, “'Oh, 1s that what that 15 whereupon |
said, "'ls what ‘what that 1s,” ~ and she said, “Thern.” “"Them,” | said, "'you mean
he has had ‘them’ before?”” “Well, yes, for at teast the last 39 years that | have
been married to him. Never knew what they were, Is 1t bad? "™ Well, 1t s clear
that this mountain famly had taken this in stnide. The patient had woiked on, in
spite of many seizures while ranchung, and without outside witnesses, made little
of 1t and apparently had not really needed 10 do otherwise Not so his children |
It turns out on close questioning that both of his boys, now adults, had had
seizures in their childhood and one 15 still subject to them occasionally Neuther
of them had had anywhere near the same philosophic appioach toward hus
illness, mostly because of the social, economic. and educational pressures ol
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growing up with a disorder that distinguished them as different from their peers.
The father may have been able to deal with his situation in such a way as to
effectively *‘go 1t alone,” but cne knows that there are a good many examples of
potential chents forced by geography, culture, etc., into such circumstances that
don’t fare so well.

Al thus juncture, a commenl about that physician 1s probably worthwhile.
He certainly acied with dispatzh in seeting to it that the patient was forwarded
to a diagnostic center. The air transportation and its appurtenances cost a pretty
penny. It 1s true that there are not facilities for more-or-less “first-class™ neuro-
logic diagnosis much closer to that physician, but it 1s also clear that the patieni
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-
non is justified. As a matier of fact, the lesson of a reasonably practical and
simple approach to epilepsy h.ad been the point upon which I had last met thal
particular physician. 1, as a lecturer i a travelling “circuil’ course, loured the
Noithwestern regon under the Regonal Medical Program for two years, bringing
modern concepts of neurological diagnosis to the hinterlands. This particular
physician, among others, and [ had sat for three hours and had quite specifically
discussed the differential management of, among other things, convulsive dis-
orders. Somewhere 1 failed to transmit the message that | thought | was there to
give, or the physician failed 1o recewve 1t, or 1t had uot remained with him long
enough, because the end result was that the physician faced with the epileptic
problem immediately overreacled, to say the least, and thereby burdened the
whole of the medical referral system at a far larger expenditure both in money
and time and transportation rthan really was appropriate. It seems to be clea
that the effort at the grassrools is commendable, and probably carried a message
that was wise, but that particular approach obviously has its holes and requires
polishing and supplementation with other methods of bringing a simple educa-
tional message to those who might best use 1t.

Responding to our geographic needs as well as an appalling lack of informa-
tion, Oregon's DDSA council mitially undertook to foster proposals, originating
really with mental retardanon programs, and funded the establishment of two
fixed pwmnts of referral, or to be mare precise, service coordinators (since
“fixned” they were not). (In South Dakota these indwviduals and their programs
are known as resource coordinators.} Both of the programs that we niually
tunded were to cover coastal areas with sparse urbanization, two counties each.
One coordinator first had to beat the bushes just to make herself known, to
locate services and resources, while the other with some greater background
already available hterally snooped for clients for distribution to known services.
The usefulness of each progrum has grown so that provision for follow-along
services was required 1n later lunding. Because of the success of these two pilot
studies, there are now very well advanced plans for a dozen more DDSA sup-
poiled or coordinaled similar projects. The happy feature 15 that, although the
Developmental Disabilities Council was able to get these programs started, the
stale was able to include them in its provisional budget, thus freeing Develop-
mental Disabilities money tor further innovation. Oregon 1s now wholeheartedly
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i the business of service and resource coordination. s primary purpose can
often be case-detzction and reporting (mmy added service) leading to imiplementa-
tion of the rest of the services This has probably been of more pleasuie to those
of us who represent epilepsy and/o1 cerchral paisy on the Council than it has
been to those people in mental retardation, beceuse of the case detection that
has been lacking in both of those sreas Somce ol our service coudinators will
operate oul of multi-service centerns i cittes and towns with many kinds ot
immesliate advice and guidance, but the bulk ol them will continue 1o operats in
rural areas, remote froni either the University Alfihaled Facthity or the Jhiic,
remole from the State capitol and centers of populauen, oftiimes waorking out
of the trunk of a Chevrolet with a roadmap, a flashlight, and a set of tire chamns.
So tar as public educanion 1s concerned, the coonlinatoer 1s obviously mvaluaole

Diagnosis and evaluation 18 often 1ough to provide once deteciion has
occurred, as we all know. Oregon is lucky, 1n a4 sense, hecause 1 has two Univer-
sity Afrilhared Facihities (UAF)Y All, however, wie in that rather narrow stng,
hence transportation and housing are costy tems We have piven, as have ather
slates, consideration to Liaveling clinics, and 11 seems inevitable 1hat this occur in
some [orm. We alse discovered that in order 1o establish such a chniw and
nunimally staff 1, fully halt o more of our meiger developmental disabiities
allotment woutd have to be expended immediately. as a consequence the con-
cepl was put an a back burner.

Other states have functioning clinics that travel, but I would point vut that
sometimes much of the contact can and does 1ake place over television and
telephone circuts, su that maybe what travels reedn’t be the “chimic’ but an
electronic interface operated by lughly skilled parainedic, paraprofessional types
{para-saint, | also expect). One should be remided of the remarkable wak
being done in the Southwest and in Colorado by Doctor Bransfurd and his group
utihzing 1wo-way audio and video (ransmission mechamsms via, of all things, o
satelhte. The principal conceplt 1s to supply immediate, indeed ‘now,” two-way
tnleraction 1o & potential of 300 sites in enght stales. The Federation ot Rocky
Mountain States program, once it gels into operation, could concevably supply
what many of our states cannut provide. Again, 1o use the example of Oregon,
which 1s relatively well-off, there are 27 neurojogists 1n the state, bur none of
thein practice outstde the narrow stip of populous counties. Of the 36 counties,
however, none 15 without television, cable or otherwise. With the implementa-
tnon of a program of two-way communication, such as Biansford’s program
could supply f the area were included in the surveillance pattern of the satelline,
an eventual program of contact with remote areas would be operating wirhout
the experts ever leaving then desks

Another concept that 15 very excrting and worthy of a good deal of atten-
tion would be the use of television cassettes us a home-training device, especially
in rural areas. Shoriwave radio has been used for a long time 1n remote areas,
such as Alaska, but nowadays with the heavy emphasis on cable television and
the immediate access ol videatape n cassette form, the concept of supplying
follow-along home tramming, one-to-one teaching progiams, etc., by using this
means, which doesn’t necessanily reguire a satelhte but simply elecinicity s
tairly staggering.
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Thus, the day may come when the frustrations we presently experience in
Oregon because of the remoteness of the clientele from our two bricks-and-
mortar installations known as University Affiliated Facilities will no longer be
the case. These two agencies plus other smaller and less grand operations, per-
haps operating in connection with one of our spread of community colleges or
some expansion of a particular mental health clinic, could easily supply the
immediate source tequired for transnussion to the individual and his family o
advocate. Oregon has been able to innovate a program of in-home traiting ad-
vice, counsel, and follow-along, using the parent and family as the trainers rather
than attempting to parcel out the too easdy diffused services of traveling thera-
pists and relying only on theii infrequent contributions.

The Developmental Disahilities Program has been able to fund at least one
project in which the community colleges have unde:taken training programs, not
only for parents who can then return home, but for aides who can, in turn, help
provide more solid forms of local assistance. Since our community colleges are
like those in mosi states, perforce in some rather desirable rural or remore
locations at the whim of th: State Legislature, their capacity lor communily
service of this kind 1s perhaps untested, but it seems potentially great.

To a small extent, training programs in the State are already in operation,
mandated by the fact that the creation of the service coordinalor or resource
coordinator posthion has necessitated the engagement of individuals whose back-
ground, particularly regarding cerebral palsy and eplepsy, 1s meager and whose
knowledge of the availabilily of state services, etc., 1s only superficial. The
ttaning program necessary 1o generate matenals and background fot these indi-
viduals has, in turn, indicated the need for further actvity, especially integrating
other state agencies such as Yocational Rehabhtation, Welfare, and Educanion.

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 centers
of genuine excellence. The voluntary epilepsy movernent has pursued this ob-
jective for several years but obviously 1t can be easily expanded to the field of
the developmentally disabled and, better sull, enlarged to the concept of the
“substantially handicapped.” Something like twelve to eighteen facilibes appro-
priately placed throughout the United States (are you listeming, Alaska?) with
provision for all the corollary services, to maximize trainmg, research, epidem-
ology, etc., are sorely needed especially for those of our population who do not
live 11 the shadow of our present institutions. (Indeed living across the street
from some of them is not guarantee of appropnate service. Ask the clients!) The
concept of multi-state regronal facility development, generated probably through
HEW, might easily overcome some of the natural barriers of funding that 1s
restricted to population and restricted also by the relative poverty of some ol
our areas. This is part of a concept that was originally used by the Johnson
Admunistration in the development of programs for cancer, stroke, and heart
disease, but which never quite got off the ground. Epilepsy has, as have some
otler categorical disciplines, continued (o try to generate actvity in ths line,
but 1t has not been forthcom-ng.
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Towar! the #nd of the second woskshop, a completely unprogramimed ind
unrehearsed but maivelous inteichange develuped The collogquy reallv struck at
the essence of the problems of those people 1n remote areas The wnter had
iutaafly taken the tloor to discuss the problems, as he saw them. ut thase
Oregon who are relatively deprived of both funls and services un the hasis of
sparse population 4and geographic remoteness Eich time he made a puint, s
colleague, Mr. Schenost, representing an even rwore cural and even wore wu-
poverished and even moie problem-ridden area, namely South Dakolt., was able
to intercede with a point that was not so much a putdown for Oiegon s a
positive score for South Dakota. With no game-plan at all, however, alter hslen-
mg to the relative imsery of these Lwo states, and ro thetr nol too innovative und
exciling methods of trying 1o solve problems, one of the histeners in the group,
the representative from Alaska, rose to observe that Oregon and South Dakota,
as well as inosl of those others whom she had heard about during that day, really
had nothing to worry about at all She then recounted examples of Y00-1000
mile tnps by air 10 seek medical assistunce, thoreby making 300 miles louk
rather pale She iecounted problems of languages and culture, multiphed lve
thmes over, each of them requinng, or course, a different approach to the deliv-
ery of services. She recounted the ahsolute despau thal one faces trying 10 make
a sparsity of dollars cover the geographic vasiness of Alaska with the yemoreness
of much of its population and the near-maccessihibity of some of 1ts terrtory
Frankly, Mrs. Mothershead made a remarkable inipression upon the group and
had there been a “game™ she would clearly have cirned the day, had 11 not been
for yet another voice A gentieman rose from th: back ol the room and quile
graciously thanked the speakers for their program, congratulated ali thuse who
had spoken on the wrban nawre ol thew problenys, which of course generaied
some perplexity about whether or not the man knew the difference between
urban and rural. The question was immediately answered when he announiced his
home as Samoa, and exptamed that he was the nol ternbly proud 1ecipient ot a
total of, then, §15,000 in Federal lunding o generate some kind of program, as
well as i Council, 1o cover the 200,000 individuals, most of whom are not even
citizens but who are considered Natwonals. who are scattered over thousands al
miles of ocean waste. He noted thal there was about 36 miles ol road n vrder 10
try to deal with these problems

[f a moral artaches to tlus tale, 1t 1s surely that saneone 15 always worse off
then onesell. If an action 1tem 18 1o be generared from 1t, we need write a real
game plan tor achieving parity, not penalty, for o rurahty

There 15 a tinal commen! to make. Oregon has made certain lorward steps i
implementing the developmental disabilities concept. Probably, by companson
with other areas, 1t has moved further and faster than most. This 1s not ac:r-
denial, 1L has occurred through a mechamsm that is to be recommended 1o
consideration as a “natural * The onginal authonzation tor Developmental Dis
abilities implementation in Oregon was an executive order by the Governo
reguesting that planning and policy development tor the plan and its nnplermen-
tation rest in the hands of the Statc agency known as Comprehensive Health
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Planning, but a service organization. The order further specified that the admum-
stration of specific grants and the evaluation thereof, and indeed the generation
thereot, was in the hands of the State Mettal 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 voluntary health agencies that are concerned
with this particular legislation. The Epilepsy League of Oregon, the United Cere-
bral Palsy Association of Oregon, and the Oregon Association for Rerarded
Children soon joined into an active merger of interests and an active participa-
tion for the greater good of the whole concept. These five agencies, iwo State
and three private, joined by other state agencies, as well as pure consumers,
compnise 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 ther: have developed regional, if you will, “mini-
councils,” that are starting to generate suggestions for policy and prionty from
what is truly the grasstoots. This may very well prove to be the most potenl
weapon of all because it finally succeeds in giving the rural area a podium from
which to present its own poini of view.

Thoughtful cooperation has brought us a long way. [ commend that spirit to
us all.
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Part IV
Utilizing Other Federal Resources

Editor’s Notes

One of the umque features of the Developmental Disabilities legislation is its
emphasis on making more effective use of a wide range of other funding re-
sources. Unlike most other targeted federal lemslation, 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 1s built into the
legislation. States are required to describe in their state plans the quality, extent
and scope of services provided to developmentally disabled 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 planning and programming with the activities of other programs
which have a role to play in preventing developmental disabilities and serving DD
clients.

In developmg the program for the November meeting, the Conference
planners were acutely aware of the need to assist state council members and staff
n understanding and taking advantage of the options open to the developmen-
tally disabled under the mne programs specified in the Act. To fulfill this pur-
pose, a series of eight papers was commissioned dealing with the role of vanous
federally funded programs in meeting the needs of the developmentally disabled.

The authors were selected on the basts of their intimate knowledge of the
operation of the particular program. Some weie key staff members of the
administrating federal agency; others were employed outside of government in
various capacities; but, in any event, all were thoroughly familiar with the “ins
and outs” of the program’s opeiation.

The major features of one of the federal government’s oldest grant-in-aid
programs—the Vocational Rehabilitation program—is sketched out 1n a paper by
Emily M. Lamborn. She stresses the recent history of the Act and how VR



178 Synergism tor the Seventies

services have been adapled 1o meel the needs ol developmentally disabled
chents. Noting the sharp upturn n the numbter of developmentally disabled
clients rehabilitated since 1950), she explains how state rehabilitation agencies go
about serving the DD population through the busic federal-state program as well
as a vanety of supportive activities (construction of facilities, planning, research
and training). Mrs. Larmiborn closes with an analysis of some of the implications
pending rehabilitation legislation might have for the developmentally disabled
RudoM P. Hormuth describes the services oflered 10 the developmentally dis
abled through the Maternal and Child Health and Crippled Chidren’s progiams
In addition to reviewing the types and quantity ol preventive and clinical serv-
ices available through these two formula grant programs, he also delineates the
ways In whach the health care project grant programs funded by HEW impact on
the lives of the developmentally disabled.

Finally, the author points out the important role HEW’s Maternal and Chuld
Health Service has played in developing and supporting university-affiliated facil-
ities tor the mentally reiarded and remarks briefly on MCHS’s research and
miernational activibies.

Medical Assistance (Medicawd} 1s one federal program which 15 somelimes
overlooked despite 1ts growing fiscal implications for those afflicted with devel.
opmental disabilities. Richard L. Humphrey's cogent analysis of the program and
its implications for the DD population, hopefully, will help to correct this situa-
tion. After bnefly reviewing the main features of the program, he spells out the
specific ways Medicaid can benefit the developmentally disabled. Major atten-
tion is given by the author to outlining the provisions of a 1971 amendment o
the Socal Securily Act (P.L. 92-233) which authornized intermediate care pay-
ments on behalf of residents in public institutions for the mentally retarded. In
addinion to describing the specifics of the law, |ie reviews the progress of HEW's
Medical Services Adminstration tn implementing this new statutory provision.
Humphrey closes with a senies of questions concerning Medicatd which should be
considered by state DDSA planners.

The feasibility of closer collaboration between menial health and develop-
mental disabilities is explored 1 a paper by Nathan Sloate. He suggests that to
be workable any such collaboration must rest on a solid foundation of mutual
concerns and adequate lunding.

Jerry Turem helps the reader o grasp scime ot the camplexities of the
present welfare-sovial scrvice systemm. He oullines in general terms the histoncal
background and curient eligibility cnterna for public assistance and social serv-
wes under two federal-state grant programs—Aid to Families with Dependent
Children (AFDC) and Aid to the Permanently and Totally Disabled (APTD). He
also discusses the probable impact of major legislative changes incorporated 1n
the State and Local Fiscal Assistance Act of 1972 (P.L. 92-512) and the Social
Security Amendments of 1972 (P.L. 92-603) on the developmentally disabled.

Ellen A. Fifer offers the reader an overview of the major provisions ol the
Comprehensive Health Planning Act and discusses some of the concerns compre-
hensive health planmng agencies share with DDSA agencies. She also suggests a
few ways in which comprehensive health formula grant funds might be used Lo
reinforce the goals of state DDSA advisory councils and proposes possible ureas
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for joint action. She ends by reviewing some of the steps which have been taken
in the State of Minnesota to create strong working ties between the state DDSA
council and the comprehensive health planning agency.

Frederick ). Weintraub reviews developments which led Congress in 1968 to
require that at least 10 percent of a state’s basic allotment under the Vocational
Education program must be used to 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. Weintraub 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 disabilities 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 vaniety of HUD financed
programs, he specifies the conditions under which handicapped persons may
participate. Jackson concludes with a review of 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 functional responsibilities of the Bureau for
Education of the Handicapped ace covered in a paper by Thomas Livin. He traces
the history and growth of the Bureau and outlines 1ts current goals and objec-
tives. He also describes the strategies employed by BEH and suggests a number
of issues raised by the Developmental 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 Conference was an analysis of federal-state plans affect-
ing the developmentally disabled. Entitled A Guide ro Federal/State Plan Review
Under the Provisions of the Developmental Disabilities Services and Construc-
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 nme federal-state grant pro-
grams specified in Section 134 of the Act will find this publication to be an
invaluable tool. Copies may be obtained 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
Developmentally Disabled
Through the Vocational
Rehabilitation State Plan

Emily Lamborn

State vocational rehabilitaiion 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 1s 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 the services available to the developmentally dis-
abled through the Vocaticnal Rehabilitation State Plans, | think it would be well
to clear up some common misconceptions about the vocational rehabilitation
program.

First, the term “vocational rehabilitation services is often narrowly con-
strued outside the vocational rehabilitation field. The term, however, is not
limited by the Federal Act or Regulations or by State Plans to services which are
themselves vocational in nature such as vocational trawning or placement. On the
contrary, services to indwviduals cover a wide spectrum and include those that are
medical or medically related, sume which could be described in general as social
services, the whole range of education and training, and miscellaneous specified
services, including “any other goods or services necessary to render a handi-
capped individual employable.™!

Ever since the first Federal vocational rehabilitation law was enacted in
1920, the objective-of the Vocational Rehabilitation Act has been to fit disabled
individuals for employment. Consequently, a vocational objective for an individ-
ual has been a must.

The vocational focus means that services are not provided to those for
whom a vocational objective is unrealistic such as children who are too young
for vocational planning or the aged whose vocational polential is nonexistent.
Although the Federal Act and Regulations have never specified age cul-off
points and in recent years exclusion on the basis of age alane has been strictly
prohibited in Federal regulations, the need to tie into a vocational objective
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means that the majonty ol vocational rehabilitation clients awe of working age or
close to it.

The vocational objective 1s not limited to competitive employment. Other
kinds of gainful occupation are acceptable--for example, hemebound employ-
meni, employment in sheltered workshops, family employment and housewrfe
or homemaker. In 1970, over three-fourths of those closed or rehabilitated
(76.7 percent) were enipluoyed in the competitive market and a little less than 2
fourth (23.3 percenl) were employed in sheltered workshops, were sell-
employed, or worked as homemakers or unpad lamily workers.

Physical disability has been recogmzed as 5 factor in eligibiity since 1920
Mental disability has been included as a factor since 1943. The acceptance ot
mental retardates was somewhat slow in getting underway for a number of
reasons—e.g., the lack of knowledge as to the condition n relation to employ-
ability, confusion in the definitions of retardation, the lack of speciulized
resources for serving the mentally retarded in the community (lack of special
education, lack of rehabilitation facilities, lack of vccupational traming centers,
evaluation and adjustment centers, sheltered warkshops) and so on

The impetus w serving the mentally retard=d under the vocational rebabih-
tation program got underway in the mud 1930%. This reflected in part the
growing influence of parent groups in developing services for the mentally re-
tarded, the leadership of sume very knowledgeable and dedicated individuais and
a growing public awareness of the extent of tne need and the possibilities for
constructive action. Now legislation and administrative action strengthened the
efforts to develop services.

The 1954 amendments to the Vocauonal Rehabilitaticn Act added new
resources in the rehabilitation program—authoruy and funds to conduct research
and demonstrations; {0 train personnel needed in the provision of rehabilnatien
services; to establish rehabilitation facilities and grant authonties for projects v
extend, improve, and expand services. In addition, the funds avallable for regular
stafe program operations were increased substantially and most states were able
to serve not only more people but to serve them more effectively. Al this meant
new program emphases could be developed.

The growth in the number of the mentatly rztarded served can be easily seen
if we compare the numbers of mentally retarded rehabilitated in 1950 and n
1970 and their proportion of the total numbers In 1950, 493 mentally retarded
persons were rehabilitated—less than | percent of the 1o1al of 59,597 persons
rehabilitated. In 1970. 30,356 mentally retarded persons were rehahibitated-
11.8 percent of the 266,975 persons rehabilitated.

Substantial amounts of money are spent by state vocational rehabihitation
agencies to serve the menitally retarded. It 1s estimated that over $65,000,000
was spent in 1970 under State Vocational Rehatilitation Plans for the rehabdita-
tion of the mentally retarded.?

There is not so much progress in rehabilitating people with other kinds o
developmental disabilities. For example, although the number of epieptics re:
habilitated per year has increased from 1.073 w1 1950 to 4,267 wn 1970, the
percentage of the total has actually dropped slightly—from 1.% percent 1o
1.7 percent. There were 1,476 cerebral palsied individuals rehabilitated n 1967
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in 1970 there were 1,754-less than 1 percent of the total.

During the hearings on the 1972 amendments to the Vocational Rehabilita-
tion Act,” many witnesses spoke of the need for vocational rehabilitation
agencies to serve more of the severely handiczpped. Of course, severely handi-
capped people are served if vocational rehabilitation services may reasonably be
expected to render such an individual fit to engage in a gainful occupation.® 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 thal these resources must be used to serve
people with all kinds of physical or mental disabilities.

HOW STATE VOCATIONAL REHABILITATION AGENCIES SERVE THE
DEVELOPMENTALLY DISABLED

There is a state plan for vocational relabilitation in each of the 50 states,
the District of Columbia, Guam, Puerto Rico and the Virgin Islands. The pro-
gram is state-administered and is statewide in nature.

In not quite haif of the states the general vocational rehabilitation program
is organizationally affiliated with education or vocational education. In three
states it is a division of a department of labor, or labor and industry. In other
jurisdictions it is within a departmeni or agency which includes social services or
a combination of health programs, social services and related programs; or is an
independent commission, department, or agency which is not organizationally
affiliated with another state department or agency.

In one haif of the states the vocational rehabilitation program for the blind
is located in the same parent deparitment or agency as the general vocalional
rehabilitation program. In the other states, it 1s in an independent commission or
agency or is located in a parent agency different from that of the general pro-
gram.’

State vocational rehabilitation agencies have a network of offices and faculi-
ties in which services are provided to the disabled. Almost all general vocational
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
states operate one or mare rehibilitation facdities and almost all state vocational
rehabilitation agencies are enguged in cooperative programs of service with other
public agencies which involve additional places where vocational rehabilitation
agency personnel are stationed in order to bring services to disabled people. The
following table summarizes the number of offices, rehabilitation faciities and
cooperalive programs operated by state vocational rehabilitation programs in
1970.%

Rehabiiitation Cooparative

Offices Facillties Programs Total

General Agencles 1,616 242 1,440 3,298
Agencies for the Blind 186 35 A9 _ 270
Total 1,802 2?77 1,489 3,568

State vocational rehabililation agencies also utilize existing community
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resources—public and private—in the provision of rehabditation services. These
include schools, hospitals, ctinics, social service agencies, and specialized facilities
and programs, including all types of rehabilitanion faciities. Ordinarily, State
vocational rehabilitation agencies purchase services from these stitutions o
agencies unless some other arrangement 15 more sunlable.

State vocational rehabilitation agencies also purchase services from individ-
ual practitioners such as doctors, imedical specialists, psychologists, nurses, thera-
pists and from such vendors as prosthetic or orthotic or hearing m1d dealers or
businesses which can provide needed occupational tools, equipment and sup-
ples.

The services to be provided are specilied 1n the rehabilitation plan developed
for each eligible client based upon data secured in a diagnostic study and, 1f
provided, an extended evaluation.”

The diagnostic study consists of a comprenensive evaluation of perninent
medical, psychological, vocational, cultural, social, and environmental facteis i
the case. The study must be adequate to pruvice the basis for (1) establishing
that a physical or mental disability is present; () appraistng the curient general
health status of the individual, (3) determiming how and to what extenl the
disabling conditions may be expected to be remaved, corrected, or munmmzed by
physical restoration services; and (4) selecting 1n employment objective com-
mensurate with the indwvidual’s interest, capacities and limitations The study
must also include, in all cases to the degree needed, an evaluation of the individ-
ual's personality, itelligence level, educational ichievements, work expenence,
vocational aptitudes and inferests, personal and social adjustment, employment
opportunities, and other pertinent data helpful in determining the nature and
scope of services to be provided lor accomphshing the mdividual’s vocational
rehabihitation objective.

The diagnostic study and evaluation and the development of an ndividual
plan for vocational rehabilitation services are key features of the rehabilitation
process. They are used regardless of where the client 1s served by the state
vocational rehabilttation agency—in a local office, n a state-operated rehabilita-
tion facility, or in a cooperative program of service. They are used whether the
services are provided directly by the state vocational rehabilitation agency, by
purchase, or cooperative arrangement of some so-t.

The cooperative programs of service have become, in most stales, a major
service-delivery system and are particularly pertinent for services to the develop-
mentally disabled. “Cooperative programus of service” means just that. (It does
not mean referral for service arrangements which exist between agencies in all
states).

Coaperative programs of service are programns in which rehabilhitarion serv-
ices are provided in combination with services such as educational, health or
social services.

The agencies providing the services do so on an Interlocking basis o1 a
service continuum. Ordinanly. each wvests staff and tunds in a program of
services directed to serve more effecljvely a targe population.

Among the first cooperative programs ol seivices were those in which voca-
tional rehabilitation agencies pooled resources with public school systems in
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order to meet the needs of young, disabled people. All of these programs cover
students of high school age and inany 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 caseload 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 1otal
number of young people served by state vocational rehabilitation agencies in
these cooperative school programs in fiscal 1969 in the 37 states reporting was
close to 100,000.8

Another type of cooperative program of service which is well established in
some states is the kind Jocated in a state institution 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 these institutionally based cooperative programs is
greatly needed.

Another frequent characteristic of cooperalive programs of service is the
development and utilization of rehabditation facilities. For example, alniost all
state vocational rehabilitation agencies make use of rehabilitation facihities in
providing services under the couperative school programs. 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 1ts forms. Cooperative programs within the com-
munity also make use of the rehabilitation facility mode] or are tied nto an
existing facility.

So far we have dealt on service programs as such. There are, however, other
ways the developmentally disabled are assisted under state vocational rehabilita-
tion plans. A few are described helow.

Construction and Establishmenit of Rehabilitation Facilities

In all but a few states, state vocational rehabilitation agencies have used
vocational rehabilitation grants to pay for the alteration or expansion of existing
buildings or the construction ol new ones for use as rehabilitation facilities and
for their equipment and initial vtaffing (over $51,000,000 in fiscal 1970 alone).”
In addition, 1hey sponsor rehabilitation facility grants from other sources. Some
of these facilities specialize in serving people with a particular type of disability
such as mental retardation. Others serve people with a wide range of disabilities.

Planning

State vocational rtebabilitation plans provide for continuing statewide
studies of the needs of handicapped individuals and how these may be most
effectively met. Planning studies for rehabilitation services are required to be
coordinated, to the maximum extent possible, with related planning activities. It
is obvious that planming for those with developmental disabilities should be
coordinated with planning for vocational rehabilitation services. One of the areas
in which planning together could be most constructive is in the linkage of
mnstitutional and community programs serving the developmentally disabled.
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Rescarch and Training

The vocatiwnal rehabditation program hes authority and tunding tar e
search and tramnmg. This can and has been used lor research m the rehabibitation
ol those with developmental disabilihes und for training personnel 1o wotl. with
them. There are three research and frmning centers focusmg on mental 1elarda
tien and funded under the Vucatonal Rebabilitation Act Theie s abso o host
of indwvidual projecis.

It would be very helpful in the development of research sliategy Lo umnside
the systemauc study of ongoimg covperalive programs -ervug  hose with
developmental disabilitics As noted above, a study ot the character and effor of
imstitutionally-based cooperative progruims is gieally necded. Probuably ol equal
importance would be the study of cooperative programs of service 1 the comn-
munity. The development of new paiteins ol services and the rephcation ol
sound (nnovations as demonstiations {as wus done sunie years ago with oceupa-
tional traming centers) should wlso he considere:d

Slate vocational rehatlitation programs are flexible and wdling o mpovaie
Thev are also most wiling to joun winth other programs o meet the needs of
disabled people. The lield of developmental disabilities could indeed cap-talize
on thus willingness and on the expericnce state vocational rehabiliration pro
grams have had in cooperative prograins ol servize in order tu enrich and i rease
services to those with developmental disabliries

THE REHABILITATION PROGRAM OF THE FUTURE

As noted above, the 1972 amendments Lo the Vocational Rehauoilita-
tion Act were vetoed by the President The bill, however, was passed by
the Senate and the House withont o dissentmg vote and has been -
introduced i the 93rd Congress.'™ It s expected thal 1l will be enacied eurly
the session. Consequently, 1t 1x tmportant 1o note 1ts majot thrusts

One of the most significant aspects of the bill 15 tts emphasis on serving the
severcly handicapped. For example, although Title I'' retains the focus an the
achievement of a vocational goal, the order of selection gives prionty to those
with the most severe handicaps. Furtheimore, Title Il prevides supplenenial
grants to assist slales in meeung the necds of handicapped individuals Tor whom
a vocational goal is not possible or feasible. Fhe emphasis on the severely hand-
capped 1s also reflected in the rescarch provisions, includmg special authorny lor
rehabilitation engineening research centers. centers for spinal cond injuries. serv-
ices for end-stage renal discase and rehabiliration services for older blind
wndividuats.

Another imporntant featuie of the rehabihniton program ol the Turtue wall
be preater recognition of the consumer voice In the past, regulations requived
that nt least one-third of the membership of acdvisory committees for stawwide
planning be disabled persons. Baih the extended evaluation plan 1or 4 chsabled
individual and the vocational rehabilitanion ptan were required by regulatic ns 1o
be formulated with the chient’™s participation

Under the pending legisiation, the requirement tor client participanion m au
indwidualized written rehabilitation progiam is requircd by law and sirength-
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ened. The state plan itsell must provide satisfactory assurances that the siate
agency will take the views of recspients'? into account in connection with
matters of general policy arising in the administration of the state plan. Provision
15 also made for obtaining the views of those served in the Secretary’s evaluation
of programs and projects.

There is provision for membership of the handicapped on the National
Adwvisory Council and State Advisory Councils and the National Commission on
Transportation and Housing for Handicapped Individuals.

There are various other provisions designed to ensure that carelul considera.
tion is gven to the needs of handicapped individuals as they see therm and to
facilitate their access to and receipt of services. Among those provisions are
those for client assistance projects and those delmeating functions of the Office
for the Handicapped, e.g., providing a cleannghouse for information and re-
source availability for handicapped individuals.

ln additton to the introduction of the concept of comprehensive rehabilita-
tion services 1o those with a nonvocational objective (although envisaged as a
supplemental, not a predominantl part of the program) in pending vocational
rehabilitation legislation, there are provisions in the Social Security Amendments
of 1972'* which will greatly affect both the nonvocational and the vocational
aspects of the vocational rehabilitation progiam.

Without attempling 10 increase all of these provisions, mention will be made
of some of the most far-reaching

® increase in the amount of social security trust fund monies that may
be used to pay the cost of rehabiitating social security disabuity beneficianes,

e cxtension of medicure to social security disability beneficiaries after
24 months of entitlement to disability benelits;

® mmposition of a penalty for failure to provide child health screeming
under medicaid;

® supplemental security income for the aged, blind, and disabled, using
uniform standards with respect to income and resources and with respect to
blindness or disability ;'

e referral of a blind or disabled individual under 65 who 15 receiving
benclns 1o the appropnate State vocational rehabilitation agency for a review of
hus need for and utilization of rehabilitation services;' * and

& provision of services to the aged, blind, or disabled to help them
attain ur retam capabihity for self-support or setf-care.'®

The rehabilitationy program of the future will be greatly influenced by the
emphases 1t pending vocational rehabihtation legislation and by the provisions
of the Sccial Security Amendments of 1972, It is unperative that those inter-
ested in the developmentally disabled plan with the vocational rehabilitation
program to develop the fullest potential tor serving these handicapped people.

Yin fact, almost the only services which could not be classified as vocational rehabdita-
tion services are ithose related to vmployment costs, e.g., wages or an employer subsidy.
Cxpenditures for such purposes in either competitrve or sheltered employment (except
those related 1o traming) are limited to special programs such as *‘new careers’” or “projecis
with industry ™

? This amount does not inglude what was spent under the Vocaliona! Rehabuitation Act
in 1970 for research and uther projects for the benefit of the mentally retarded.
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¥vetoed by the President on October 27, 1972 Its provisions for the severely hand.-
capped are discussed later as part of the rehabilitation program of the future

*This factor m eligibility is often referred to as ‘‘feasibility ' The vxpectation s
affected both by the needs of the individual and the availabitity of the facilitivs and services
he needs.

*The Vocational Rehabihitation Act provides for z sole state agency except where there
is 8 szparate state agency for the blind authorized to provide them such vocatuonal rehabili-
tation services. Depending upon state luw, such a separale agency may serve a person who
both is blind and has a developmental disability.

8 Stare Agency Exchange, February 1971,

TAn extended evaluation period is used to determme the rehabilitation potential of an
individual when there is mnabulity to determine that there 15 a reasonible expectation that
vocational rehabilitation services may render the individual fit to engage n a gawnful nccupa-
tion—a criteria for eligibility for vocational rehabilitation habilitation services. (Other cri-
teria are the presence of a physical or mental disabilhity and of a substantial handiap to
employment.)

® State Agency Exchange, December, 1969.

?1n addition, as previously noted, state vocational rehabilitation agencies purchase
services from existing facilities (over $77,000,000 worth in fFiscal 1970)

'8, 7 and H.R. 17. Additional identical biils have been introduced in the House

'"Grants to States for basic vocational rehabilitation services and innovation and
expansion grants.

'3 0Or, in appropriate cases, their parents ur guardians,

'Ip.L. 92-603.

"% An infant or child who meets the definition of isability or blindness and the tests of
income and resources will be pard henefits,

'SThe Secretary of HEW 1s authorized to pay the state vocational rehabhitation agency
costs incurred in the provision of rehabilitation services to individuals ~0 referred

'“Subjsect to Section 1130 of the Social Security act.
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Services Available to the
Developmentally Disabled
Through the State Maternal
And Child Health Plan

Rudolf P, Hormuth

STATE CRIPPLED CHILDREN'S SERVICES

Section 501, Title V, Social Security Act, authorizes annual formula grants
to the States to find chudren who are crippled or who are suffering from
conditions leading to crippling and provide them with medical, surgical,
corrective and other services.

1972 fiscal year appropriation $62,272,000
1971 tiscal yer appropriation 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 coniinuing follow-up that they need. Free diagnostic
services are available to every child brought to the clinics. The CC agencies help
parents with financial planning for treatment and care, and may assume part or
all of the cost of care, depending on the child’s condition, the famuy’s resources,
and availability of funds.

Each of the CC agencies operates under a State law which either defines
crippling conditions that will be covered or directs the agency to define them.
All the States include chidren under 21 with hundicaps requiring orthopedic or
plastic treatment, such as cleft palate, club leet, and chronic conditions affecting
muscles, bones and joinls. Nearly all States include rheumatic and congenital
heart disease, epilepsy, cystic fibrosis, and certain vision and hearing disorders.
The States have broadened their programs over the years to include many Kinds
of handicupping conditions and long-term illnesses. Thus for example, over
45,000 children with diagnosis of various forms of mental retardation received
medical services in the crippled children’s program during the past year.

A lolal of 497959 children, or stightly more than 6 oul of every 1,000
children in the populaton, received physicians’ services under State crippled
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childien’s programs v 1971, Hospital inpaucit care was provided 1o 82,000
chuldren.

In 1971, children between 59 veurs of gpe compnsed the Targest usrs of
the progiam (29.7 puicent), with the next largest gioups 1those between |4
years, (26.3 percent) und 10- 14 years (22.9 percent). The number of children
between 15 and 17 using the program was 10 3 percent ol the 1o1al, and
4.1 pereent were under one year of age

Expenditures

About 3154 million was spent by the State: tor services 1o wrippled children
in fiscal year 1970, About 38 percent of the total spent was fromn Federal
sourges, the balance from State and local sources The rotal umounted Lo 51 84
per child under age 21 1 the populztion. In v number of states the repoted
amount of state and locyl expendilures was more than double the Federal
expenditure.

CC Services of Special interest fo State Planning
and Advisory Councils.

The 1963 Social security amendments provided for increased Federal tunds
for the Crippled Chuldren’s program and tur the eartiurking of some of thew
funds specifically for services tor mentally retarded chibdren From 1960
through 1970, $40.5 milhon of Federal CC funds carmarked for this puipose
have been utilized.

These funds have been used by some States to provide corrective care to
institutionahzed retarded chudren, or as special projecis grants i selected
medical centers Lo develop special chinics for multiply handicapped chulilien
These programs dte demonstraning the kind ol stdf and services required to mect
the tutal needs of such chidren through a single comprehensive clinwal seinng
and program.

An additional use which has been made of these Crippled Children's Tunds
carmarked for mental retardation 1s for special p uject grants for cytogeneti and
biochemical laboratory services and genctic counseling programns. Such programs
are usudlly extensions ol special chinical senvices for handicapped childre:
located at hospitals or medical centers. The seivices include chromoamne
analysis and diagnosis of vanious condittons which may be given to parents
seeking advice on genetic questions. These laboratonies also srovide continued
monitoring of patients 11 the Strate with metabolic discases, and irain the
nccessary professional personnel to delwver these services

During fiscal year 1972, 21 specual laboratory programs ol thus [y pe were m
operation. They provided chromosome studics on approximalely 4,500 patients
and their families with a known or suspected senetic problem, and provessed
some 90,000 biologcyl specunens to check for 4 vanety of conditions. Ol the
patients served some 70 percent were under | yer ol age, 9 pereent weie from |
1o 4 ycars, 5pereent from 5 to Y, and 16 percent uver 9 years of age
Approximately 18 to 20 perceni ul these fanilies cane from low-mcon
ninoiity groups.
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Genetic counseling was previded, based on Lthese cytogenetic and biochem-
ica] laboratory findings and comprehensive clinical evaluations.

STATE MATERNAL AND CHILD HEALTH SERVICES

Section 501, Title V, Social Security Act, authorizes annual formula grants
to the States to extend and wiprove health services for mothers and children,
especially in rural areas.

1972 fiscal year appropriation $59,250,000
1971 flscal year appropriation 59,250,000

Programs to promote good health for mothers and children are basically
programs to prevent il health and infectious disease, to safeguard the period
around pregnancy, and to minimize health hazards by identifying them as early
as possible. State maternal and child health service programs reported thesc
services for fiscal year 1970:

For mothers: Malernity clinics, nuising services, hospital mpatient care,
family planning services, dental care for expectlant mothers, and classes for
expectant parents. Some 332,000 women received maternity clinic services,
529,000 received maternity nursing service, und 36,000 hospital inpatient care mn
fiscal 1970. In addition, over .5 million women received family planning services.

For children: Well-child clinics for health supervision of babies and
children, nursing services, pediatric clinics, hospital wnpatient care {mostly of
premature nfants), school health examinations and screening tests, immuniza-
tions, and mental retardation chinics. The well-child c¢linics served 1,474,000
children in 1970; 2,391,000 children recewed nursing service; nearly 9 million
were screened for vision problems; 736,000 received dental treatment: about
60,000 infants and children received inpatient hospital care. Vaccinations 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 1otal. The total amount spent represents
$2.05 per individual under age 21 in the (otal population.

MCH Services of Special Interest to State Planning and Advisory Councils.

Between 1956 and 1970 a total of $68.7 million of Federal MCH funds had
been earmarked by the Appropnations Committee 1o demonstrate the unique
and specific contributions which can be made on a Stale and local level in
evolving balanced services lor retarded and handicapped children whe show a
developmental lag.

These funds have been used for special project grants to demonstrate new
and better ways of meeting necds and delivering care to these children and their
families in two major areas:

1. Special Clinical Services. Support of clinical services for mentally
retarded children is one of the most important uses for MCHS mental
retardation funds. The services provided include diagnosis, evaluation of a child’s
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capacity for growth, the development of a treatment and management plan,
interpretation of these findings Lo parenis, and follow-up care and supervision.
Mental retardation clinie services were given 1o 57,000 chddren in 150 e
suppurted by MCHS funds during the Nnscal year 1971, These clies opergied in
all but three States.

Children are being scen at these special clinies at an earlier age than belore,
through multiple screening procedures offered by the State maternal and child
health programs. In 1970, 30.6 percent ol the children seen i climical prograns
were S vears of age or under and 76 percent we e under 10 vears of ape

New pabtients numbered 24,300 with the median a2c 67 yeurs The
condimon maosi frequently associated with diagnosis ol retardation n th= new
paticnts, was “uncertinin cause with functional reaction maniest,” acconnting
for 32 percent of the new patients. Prenatal influences were ciled as the
principal cause of retardation for 25 percent o) the children. The other leading
diaguostic hstings were “unknown cause with structural reaclions mdnitest,” 13
percent of the children, and trauma 12 percent of the childre:

2. Prevention. A major emphuasis in the prevention of mental recards-
tion within the past few years has been in relation to phenylketonuwia (PKU}
This inborn crror of metabolism has i the past been responsible for 1 percent of
the population 1n our State institurons for the mentally retarded By detecting
families with the condition and by plucing young intants with the condition on
special diet, menial retardation can usually be prevented. MCHS has been
working with State health departments in developing and trying ond various
screening and detection programs, developing the necessary luboratory lacilities,
and assisting States m providing the special ciet and fullow-up pogries for
these famndics.

Although such programs may be initiated without a legislative 1equiremnent,
in many States laws huve been enacted on this subject. By July 1970, 43 Siares
had such laws, mosi ol them making screening for PKU mandatory  The 43
States arc:

Alabama Indiana Montana Pennsylvania
Alashka lowa Nebraska Rhade Island
Arkansas Kansas New Hampshire Sauth Caialina
Calilornia Kentucky New Jeisey Tennessee
Colorado Louisiana New Mixice Texas
Connecticul Maine New Yurk Utah

Flonda Maryland North hakota Vilginia
Georgia Massachusetts Chio washington
Hawan Michigan Qklahoma west Virginia
ldano Minnesota Nevada Wi.ZConsin
{thnaois Missour Qregon

During the past vear approximately "0 percent ol the toldl registered live
births in the 50 Stales and the Disirict of Columbia were screened  This
screering efforl by the States, suppotted through MCHS, tutns up approxi-
mately one confirmed case for every 16,000 live registered births. Annually
about 225 infants born to famdies in which no previously known sibluy with
PKU had been delivered are bewng delected, subsequently contirmed as having
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PKU, and treated.

[nterest confinues to increase in metabolic diseases other than PKU that
led to mental retardation. MCHS is continuing to support a study of the clinical
application of screening tests to detect galactosemia, maple syrup urine disease,
and histidinemia. Also, suppoit is being given to studies of new approaches to
broader screening methods which 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 severa] hundred projects initiated, less than six
have been termmnated or discontinued; 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
behalf of the retarded and have been intensively involved in the development of
the University-Affiliated Center program as well as in coordination of services.

GRANTS FOR HEALTH CARE PROJECTS

Since 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 serious shortages of health services for low-income
famtlies 1n the central cities and in isolated rural areas. In the areas they serve,
these programs provide coutinuous high-quality health care for mothers and
children, many of whom previcusly experienced health care only in emergencies.

Maternity and Infant Care Projects

Section 508, title V, Social Security Act, authorizes grants for projects to
help reduce the incidence of mental retardation and other handicapping
conditions caused by complications associated with child-bearing and to help
reduce infant and maternal mortality by providing necessary health care to
high-risk mothers and their infants.

1972 fiscal year appropriation $42,675,000
1971 fiscal year appropriation 38,565,000

Fifty-six Maternity and Inrant Care Projects were in operation at the end of
fiscal year 1972, located in 35 States, the District of Columbia and Puerto 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, [daho and
others. All the projects Serve localities which in the past showed much higher
infant and maternal mortality rates than the nation as a whole.

According to provisional data, a total of 141,000 new maternity patients
were admitted to the M &1 projects duning fiscal year 1972, New family
planning admissions 1n fiscal year 1972 totaled 130,000, and infants admitted
totaled approximately 45,000.

About 60 percent of all women admitted for maternity care in the projects
were black. Of total new maternity admissions, 1.9 percent were less than 15
years old, 3.6 percent were 15 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

Section 508, title V, Social Security Act, authorizes grants for projects w
provide necessary health care 1o infants duning therr first year of lite when they
have cunditions ot are in circumstances which increuse the hazards o then
health, in order to help reduce the incidence of mental retardatwon and other
handicapping conditions caused by vomplications associated with childbearing
and to help reduce infant mortality.

1972 fiscal year appropriation $753,000
14971 fiscal year approprialion 450,000

The Maternal and Child Heaith Service (then a part of the Chidren's
Bureau) began supporting programs for premature infants, now olten termed
low-birth-weight infants, in the 1940's. The central focus of these umts then wus
on expert nursing care. The 1960°s have secn a transition from premuture
nurseries to intensive care umts for high-risk n2whorn infants. Though most ot
the infants in intensive care are low-birth-weight babtes, intensive care units also
admit other infants who need special monmitoning and care. Tnereased medical
nursing, and laboratory support, as well as more sophisticated equipment, 15
required for the very specialized care emphasiced m ntensive care units for
newborns.

Since the long-range goal ol such programs is the prevention ot morhidny
and mortality in infanis, an elfective program nusi begin long before the binh
of the baby, with improved care ol the mother through comprehensive prenutal
and mterconceptional care.

By the end of fiscal year 1972 the Maternal and Child Health Service was
supporting cight intensive care units which were serving infants not only tem
the sponsoring hospilal but also from hosp tals in a given aity, a county,
statewide or 1n several States.

Projects for Comprehensive Health Care of Preschool and School-Age Children

Section 509, title V, Social Sccurity Aci, authorizes grants lor compre-
hensive health care programs to reet the medical, dental, physica' and
emotional health needs of children and youth, particularly in arcas with
concentrations of law-income {amuhes.

1972 fiscal ynar appropniation $47,400,000
1971 fiscal yuar appropriatian 43,835,000

Fifty-mine Children and Youth piojects were in operation at the ¢ad ot
fiscal year 1972, serving an estimated 456,000 chidren. They were located in 23
States, the Dustrict of Columbia, the Virgin Islands and Puerty Rico. Sixry-seven
percent of the projects were located n central city areas, 273 percent in
peripheral urban or rural areas, and 9 percent i more than one location.

The geographic areas covered by the projects range from 0.11 to 6,373
square miles, and the number of registrants from 780 to 45,000. Some projects
have recently narrowed their geographic focus 1o provide more effective service.
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Of the 24 projects which have done so, 10 are operated by medical schools, nine
by health departments und five by hospitals. Hospital projects serve the lowest
median area (2 square mues) compared with 10 square miles for medical schovl
and 19.5 square miles for health 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, 12.5 percent
are Spanish-speaking. Girls outnumber bovs in each of the racial and ethnic
categonies. Median age for regisrration was about 5 years. The age group from 5
10 9 has the highest percentage of registered children, followed by the | to 4
group. Most projects focus their efforts on chiddren between the ages of 0-14.

A relatively high percentag: ol children in the 5-9 group recewve imtial DPT
and DT shots, indicating a low immunization base in the geographic areas served
by the C&Y program. Of all specific items of service, immunizations are
provided most frequently.

At least one of cach four new registrants has an acute medical episode of
care before initial health assessment. The number of registrants with acute
episodes of care decreases dramatically after comprehensive health care services
have been provided. While coirectable episodic diagnostic conditions show a
dramatic decline after initial health assessment, provision of comprehensive
health service does not seem to affect the incidence of episodic diagnostic
conditions such as infections, allergies and injunies. Environmental factors may
override the primary prevention efforts to reduce the frequency of these
conditions,

Nevertheless, a recent report on diagnostic conditions found at recall
assessment stated that the frequency of “well child by medcal examination”
mcreased by at least 50 percent, preventable conditions decreased and cor-
rectable conditions were reduced.

The average annual cost per child 1n the C& Y projects was $201.26 for
1968, $162.47 for 1969, $149.£2 for 1970, and $127.00 for 1972.

Dental Health Projects

Section 510, title V, Social Security Act, authonzes grants for projects that
promote the dental health of children and youth of school and preschool age,
particularly in areas with concer trations of low-income famihes.

1972 hiscal year appropriation $1,180,000
1971 fiscal year appropnation 500,000

Dental care has been available through the State maternal and child health
and crippted children’s programs and the Children and Youth and Maternity and
Infant Care Projects. In 1971, for the first time, a program of special project
grants was launched to promote 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 vanety of
approaches which emphasizes prevention and continuing dental supervision.
Through fiscal year 1972, seven projects in this area have been funded.
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TRAINING

Under Section 511, title V, Social Security Act, personnel are (ramed fou
health cure and related services for mothers and children, particularly mentally
retarded children and children with multiple handicaps. Traming grants are made
to public and nonprofit private institutions of Jugher learning. The bulk of these
funds are being used to support staff and trainees in the University-Affiiated
Center program.

Training acuvities aie also supported by funds authorized under sechons
503 and 504 of title V for projects which may contribute to the advancement of
maternal and child health and crippled chiidren s services.

1972 fiscat year appropnation $15,071,000
1971 fiscal year appropriation 11,200,000

University-Affiliated Centers

The program designed to provide comprehensive multidisciplinary training
of specialists who will work with the handicapped and retarded 1s hased on 4
concept of multi-agency funding and multi-departmental universily partcipa-
tion. It had i1ts beginming in 1963 under P.L. 88-164, which authonzed Federil
support tn the construction ot facilities to house such training efforts. At many
of the universities that applied, MCHS was already involved in the funding of
clinical services.

In 1965 this role was expanded to include support for faculty and students
in the health services component of the training programs, which hax now
reached approximately 65 percent of 1ts proiected development through the
support from MCHS of 20 programs. The planned and projected development of
educational, rehabtlitation, research and other components of the program has
been somewhat slower than anticipated

The major impact ol these programs duning 1972 has continued to be n
raising levels of teaching and service and influencing 4 vanety of basic currculum
changes n the affiliated degree-granting depariments, colleges, and umiversities.
This 1s brought about by interrelationships between the colleges and umiversities
and Lhe centers. For example, the colleges ar: using the centers to train then
students, and gve degree recogmtion fur the tiuning the centers provide Thete
is a system of dual appointments the core faculty holds stalf appointments n
the umversity departmient or school as well as at the center. Each liealth service
component maintains an average of 17 such relationships through tormal
agreements.

Comprehensive services to children and fanulies provide the chinical basis fon
the multidisciplinary training 1n these programs. In 1977 the 20 programs
evaluated over 16,000 children and their families to select the approprate
teactung situations {or students enrolled in the program. All of these children
and their families received some type of servic:, either as a model of exemplary
care by the faculty and staft or by referral to an existing service program Qver
900 health services positions, representing approximatcly 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 triinees 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
upgrading of staff skills in the agencies.

The long-term trainees on MCHS stipends in University-Affiliated Centers
during fiscal year 1972 included:

Psychologists . ............., ...t 65 Qccupational Therapists ., ... ... ..., 9
Pediatricians & Obsietricians ........ 51 Physical Therapists . ... .......c..0. 10
Medlcal Soclal Workers .. ........... 86 Psyctuatrists . .................... 6
Speech pathologlsts & Nutritionists .. ...... . et an 9

Audiologists . .. ... ... ... . ...... 47 Geneticists . L L.l 3
Pedologists ,..................... 20 Administrators ... ... ... ..., 6
NUurses | ... ... ceienann i nan 8 Dental Auxihiarles . ... ... 0000 a. s 6

RESEARCH GRANTS

The MCHS research grants program is concerned with improving the
functioning and effectiveness of maternal and child health and cnippled
children’s services. Special emphasis is given to projects which will help mn
studying the need for, the feasibility, costs and effectiveness of comprehensive
heaith care programs in which maximum use is made of health personnel with
varying levels of training.

Currently 96 research projects are being supported. Some examples of
recent projects are: evaluation studies of health care projects; study of the use of
allied health workers in maternity care; survey of group care facilities for
children; study of the relation between maternal nutrition and the course of
pregnancy.

Grants for research projects may be made to nonprofit institutions of higher
learning 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 program was $5,735,000.

INTERMATIONAL ACTIVITIES

Research and training are sponsored abroad by MCHS using foreign
currencies available under the PL-480 program, Research areas are selected
which are of mutual interest t¢ the U.S. and the cooperating country and which
will complement work going on in the U.S. Also using PL-480 funds, support is
being given for study abroad by U.S. scientists in the field of maternal and chid
health.

Other MCHS international activities include planning programs for foreign
visitors who are in the U.S. for training in maternal and child health, technical
agsistance to the nutrition program of AID, and an active role in U.S.
participation in UNICEF.
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ADDENDUM

The discussions which took place 1n the two workshops on Services
Available to the Developnentally Disabled through the State Maternal and Child
Health Plan nitially focused on claritymg existing and current services hemng
provided through the MCHS program. There was some exploration ol possible
restnictive impediments mm the States’ legal and adnumsiranive definiiions
adequacy ol the delivery of these services questions about possible nartowness
tn the scope of some State services as well as the effecuiveness o some services
(particularly 1 Lhe area of carly case hinding)

Workshop Assessment of Available Services through the
State MCH Plan

The consensus of both workshop groups 1 his area uppeared to be

1. The State MCH and CC programs i general are well estabhshed and
are providing the kind of basic services for developmentally Jdisabled children
that the State Flanning and Advisury Councils re charged with promoting and
courdinating.

2. While the Federal legislative authority lor MCHS programs 1s qunie
broad, program development in the States has heen restiicted by a decreasing!y
proportionate allocation of Federal, State and local resources for chuldren sid o
lack of any increase m resource allocation for basic services 1o the develop-
mentally disabled over 21 vears of age

3. Many of the models of service dohvery demorsirated by MCHS
progiams are (nost elfective and etberent (particularly those models meor-
porating concepts ol muludisciphinary comprehensive approaches uiciuding
follow-up care, ete.). New 1nodels do nou need te he developed 1n wmost
instances. Rather, the cxisting ones need e be implemented and strengthened

4. While greater efficiency in the detwerv of somc of these needed
services to the developmentally disabled could be achieved through the effo-ts ol
the State Planmng and Advisory Councils, current avadable resources could nod
achieve delivery of these services to most of the large numbers of develop
mentally disabled individuals of which we arc now awdre

Communication and Coordination between State Councils
and MCHS Prugrams

The bulk of the workshop participants were members of their respective
State Councils as well as State or local MCHS program representatives From
their point of view there s adequate and appropriate mput from the MCHS
services Into the State planming effort There was considerable evidence
presented by workshop patticipants of attempts by State Councils to hil in gap-
in existing MCHS services. Two examples of problem areas were mentioned by
the groups:

1. One State Council determined pncntes for filling gaps in services
by. (1) ehmunaling those areas in which some legal or legislitive authority fur
delvery of a needed service had becn assigned 10 a Federal or State agency, and
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(2) setting up the remaining needs 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 responsibility 1o provide a service does not always
mply implementation, and that levels of authorization seldom equal actual
appropriations. It was felt this approach to setting priorities was not only
unreahistic, but tended to penalize established services, such as MCHS, in which
needs do exist,

2. There was concerni about participation by the State Planning and
Advisory Councils in the development of service delivery plans ordered by the
cousts in response to current class action suits on behalf of handicapped groups
demed services or specific rights to services. Only one State Council represented
tn the two workshops had become involved in developing 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, therz could be a serious disruption of a number of
services in efforts to meet the court-ordered action.

New Strategies and Approaches to Service Delivery

The bulk of discussion time in both workshops was devoted to attempts to
clanify and interpret the impact the “new strategies” for the delivery of services
to the developmentally disabled might have on the total program. Included in
these considerations were discussions relating 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.

1. Title XIX of the Social Security Act — 1ts use tn achieving a higher
quality of care and follow-up service.

2. Revenue Sharing of Health Dollars — 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 with such funds.

3. Expuation of Project Grant Authority under Section 508, 509 and
510 of the Social Security Act. For fiscal 1974 special project grants for
Maternal and Infant Care, Intensive Infant Care, Family Planning, Children &
Youth and Dental Care for Chuldren will terminate, and funds for such programs
will be included 1n formula allocations to the States. While each State MCH plan
must contain at least one acceptable project in each of these five categuries, this
will mean a decrease of total Federal funds for some of the larger urban States in
which a number of M & [ or C & Y projects were operating n the cities. Some of
the smaller States which did not have a number of such projects in operation will
on the other hand receive some increases. 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 Councils.

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
developmentally disabled might not be covercd (or coverage might not be
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possible or practicable) under an acluaril system. The participants stressed the
need for the State Advisory Councils Lo involve themselves i considerahions ol
such health wsurance programs and be preparcd to document the needs of the
developmentally disabled, and present plans tu 1ieet such needs, at the ume tha
a National Health Insurance program 1s considered.
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Services Available to the
Developmentallv Disabled
Through Title XIX of the

Social Security Act

Richard L. Humphrey

in order to discuss a program as far reaching and important as Title X1X, it
1s necessary Lo provide some background information about Medicaid, as Title
XiX is commonly called.

Medicaid is the joint Staie and Federal program that provides the frame-
work for financing the delivery of health care services 10 the poor and near poor.
To date, 53 States and junsdictions including all the States except Anizona have
adopled a Title XX program.

In brief, Medicaid established a basic package of required medical services,
defined the segment of the population to receve it, stipulated that qualified
providers of medical services were to be paid [or the services they provided, and
authorized tax funds for this purpose. In addition to mandatory requirements,
Medicaid also contains a number of optienal provisions which States may n-
clude in thew Title XEX medical assistance program,

For example, under currently applicable legislation, if a State participates in
Tule XI1X, 1t must provide nedical assistance to the so-called categoncally
needy, those receiving financial assistance under one ol the Federally aided
public assislance programs [or the aged, the blind, the disabled, or families with
dependent chuldren. In additiun, States may opt to miclude the medically needy,
thase who meet requirements for one of these lour categories exceplt that then
incomes are too high to receive money payments but not enough to pay tor
medical needs. Among other optional groups, States may cover all children
under the age of 21 who meei their income and resource requircments. H.R. |,
signed into law as P.L. 92-603, will make changes in the adult categories, mostly
effective January 1, 1974. 1 shall discuss the provisions of P.L. 92-603 later 1n
this paper.

The basic package of required services which a State must provide for the
categorically needy are- inpatient hospilal services; outpatient hospital services,
laboratory and X-ray services physician services; skilled nursing home services
for persons aged 21 or over; early and periodic screening diagnosis and treatment
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services for children under 21 home health services for anyone entitled to
skilled nursing hotne services and family planning services.

In addiwon, 4 State may mclude s nife XIX plan a wide range of
addibional services and the Federal government will share i the cost of providing
them. Those opttonal services most perunent to the developmentally disabled
include prescribed drugs, dental services, phy-iwcal and occupational theiapy
services, speech and audiology services, prosthenc devices such as glasses and
heanng aids, skitled nursing hume services for persons under the age of 21,
imntermediate carc facility services, and clinic servi.es.

The Federal law requires that providers be rermbursed dnectly tor services
provided to ehgible recipients through what s known as a4 vendor paymen
system 1 aiso requites that States pay {or inpatient hospital care on the basis of
reasonable cost, and allows them to establish rates at which other providers wil
be paid. Federal funds are authorized to resmbure States tos thew expenditures
Federal cost sharng ranges from 50 percent 1o 83 percent The percentage
depends vn the State’s per capita income, with pcorer States receiving the higher
perceritages.

In lerms of people seived and money spertt, Medicaid has zrown astronen
cally. Approximately 19 mullion persons received title XIX services in 1971, and
the total is expected to rise to over 20 mullion in 1972, Of couise, the program’s
costs have nsen lou, Medical assistance expenditures for all Federal-State aro-
grams for the poor 1ose from 31 7 billion m 1966 10 $6 2 billion in 1971, with
the Federal share increasing from $200 million 1n 1966 1o an estumated $3.2
billion in 1971. To some extent, these increased expenditures reflect the effects
of mflation, but pnmanly they can be accounted for by the larger number ot
persons served and the greater quantity and vatiely of services furmished

How does all this relate 10 the developmentally disabled? The onginal 1itle
XIX legislation passed i 1965 and subsequent amendments up unnil December
1971, contained no specific veference to the developmentally disabled ur to the
mentally retarded. However, 1n response to ques'ions whrch atose in the Staies.
HEW specifically spelled out for the mentally retarded 1ts gencral policy the
retarded were to be considered eligible for title X1X services on the sarie basis as
any other potentially eligible person A State was expected to provide the serv.
ices in its title X1X plan to ehgible retarded persons the same a: it provided such
services to other elipible recipients This continues to be HEW policy except for
new legistation effective last year. which | shall discuss later

The earliest claims by States tor Federal shaning in the area ol develup-
mental disabilities came from mstitutions or parts of institutions for the nen-
tally retarded classed as medical facilities, either hospitals or skilled nursing
homes, usually the latter. By 1971, about 18 States were making such claims
totatling approximately $125 mullion in Federal matching funds dunng thai
year,

[n regard to coverage of the developmentatly disabled, a survey conducled
in 1970 of persons recewing Aid w the Disabled found that 138,100 indwiduals,
or 16 0% of the AD caseload, had pnmary diagnoses of mental deficiency In
addition, 2.5% sufifered from epilepsy and 1 8% from cerebral palsy Another
50,800 persons, or 5.9%, of the caseload has rhesc condittuns as secondary
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diagnoses. More than % 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
caseload.

Because diagnoses are nct required, rehiable data on other categones ol
assistance are more difficult to obtain. In the same 1970 survey, 1t was found
that 71,700 persons, or 3.5% of the old age assistance caseload, was reported as
having special learning disabilities or mental deficiency. [n a similar survey in
1967 of children on Aid to Fumilies with Dependent Chuldren, 89,000 children,
or 2.3% of the AFDC caselcad, were positively identfied as being mentally
retarded. However, these figurcs are believed to be considerably below the actuoal
incidence of mental retardation 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 new legislation, or perhaps by now the not so new
legislation, which I have mentioned twice alieady. Public Law 92-223, signed
into law by the President on December 28,1971, and effective January 1, 1972,
has the potential for having a substantial direct impact on institutional care for
the developmentally disabled, and indirectly, we hope, on noninstitutional and
community services.

Thus legislation transferred intermediate care facility services from Title XI
of the Social Secunty Act to Title XIX as an optional service a State may
include 1n its Medicaid program. ICF’s are institutions designed to provide 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 physical, mental, and social func-
tioning as long as possible.

Most importantly for us here today, P L. 92-223 enables States to include 1n
theur title XIX plan intermediate care facilily services provided in institutions for
mentally retarded or for persons with related conditions (which HEW s defining
as epilepsy, cerebral palsy and other conditions covered by the Develepmental
Disabulities Act). Principal provisions in the law relating 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 participating tn the program must be receiving active treat-
ment in such an institutional program.

3. The State or political subdivision responsible for the participating institu-
tion must agree not to reduce non-Federal expenditures for patients in such
institutions.

The new legslation provides the Secretary of Health, Education, and
Welfare with wide authority to establish standards which institutions must meet
in order to participate mn title XIX. [t also requires of the States a program of
initial evaluation and periodic review, called independent professional review, ol
each resident to determine that he needs continued institutional care and is
actually receiving the care and services he needs.
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Because HEW had no lead tune, and becaute a number of 1ssues raised by
the legislation have had 10 he resolved first, Federal regulations to implement the
legislaijon 1 have jusi discussed .are syl in the process of development. Proposed
rule making was in the Federal Regicier on March 5, 1973 and HEW 15 now
reviewing connnents received on them.

In developing regulations, we have taken a number of factors into consideta-
tton. Among these are the intent ot Congress to unprove institutional care and
services Lo the mentally retarded and to provide adequate safeguards for Federal
funds expended, the President’s goal of reducing by one-third 1the number of
retarded persons in mnshituhions, and recommendations by many experls m the
field o) mental retardation with whom we consulted.

As a result, 1t has become our goal to design a set of stancards and require-
ments to ensure that the mstitution provides services adequate to develop maxi-
mum independent living capabilities ot 1ts 1esidents in vrder to return them to
the community at the carliest possible (ime [n developing rhese standards we
have attempted, as much as the law permits, o use the developmental model
rather than the medical inodel.

Because there are so many variables and uncertainties, no one 1s making
many specific predictions about how many Federal dollars will be claimed by
States for insuitutional care for the developmentally disabled. However, we cer.
tainly expect payments to institutions te b substantially in excess ol the $1235
mullion paid in 1971. As of Septembey 1. 1972, 29 States had already included
instituuions for the retarded tn thewr intermediate care program and a number of
other States indicated that they planned to do so.

The impact of this new title X1X service then stems from two duections
The need to meet mutially moderate Federal standards to qualify tor title XIX
and the new availability ol larpe sums of Federal tunds which the States will be
expected to use 1o further upgrade institutional cire and services. And as mshitu-
trons prepare more of thew residents Tor release, mose pressure will develop 1o
encourage non-mnstitutienal and community services for the developmemally
disabied.

One other title XiX service which should be singled out for comment here 18
early and periodic screeming, diagnosis and treatment of children This service,
mandatory on States parhicpanng in Title XX, should prove highly useful in
wdentilving developmenitally disabled chiidren among the poor Early and peri-
odic screening has been mven top prionty it HEW this year to msure that i1 s
properly implemented.

The Social and Rehalitaion Service, the 1gency in HEW which has re-
sponsibility for all welfare assistance prograins, has set as one ot 1ts top priorites
a 3-year poal for the “demnstitutionabization™ of persons i insututions for the
mentally retarded. SRS 1s now developing objectives tu assisl in meeting this goal
and fitung 1t into 1ts goals for the new legislation on miermediate care laciiny
services.

You may have gotien ithe impression froni imy earhier comments about title
XIX thal State Medicaid pregrams vary a good deal in their eligibility standaids,
services covered, and so on-and you are correct [f you want to knaw more
about what your individual Stale provides under title XI1X, | suggest you geln
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touch with the agency in your State responsible for the Medicaid program,
generally the Social Services ur Welfare Department, the Health Department, or
a combined State Health and Social Services agency. They will be able 1o give
you all the details about your State program.

In our workshop discussions today and tomonow, | would like to suggest
several things for us to consider. For example, 1n regard to eligibility require-
ments for programs ol Aid to the Disabled, some States sull severely resinct
coverage for the mentally retarded or exclude them altogether. Some other
questions 1o think about are: How may title XIX increase its influence 1o
improve the quality of care and efficient delivery of health services?

What steps are necessary to insure that eligible developmentally disabled
persons receive the services they need that are currently available under State
plans? While more poor people today are recewing medical care than they did
prior 1o ttle X1X, in visils to States SRS staff has found that some eligible needy
are not receiving care Lo 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-
patient services not always included in State Medicaid plans. Since new title X1X
funds have become avallable to upgrade institutional services, States may now be
able to use their own funds earmarked lor this purpose to develop other re-
sources for the developmentally disabled.

With large new amounts of Federal grants going to States for a companion
SRS Social Services program, how may we coordinate lhe two programs to
develop a set of comprehensive services for the developmentally disabled?

Finally, what will H.R. |, recently signed into law by the President as P.L.
92603, mean for us here? It is difficult to say much on the basis of an early
analysis of so much new legizlation. Aside [rom making tamily planning services
mandalory 1n a State title X1X plan and providing penalties for States which do
not properly implement early and peniodic screening, diagnosis and treatmentl,
there does not appear to be much under title XIX specifically applicable to
services Tur the developmentally disabled. However, P.L. 92-603 has introduced
a large number of new requirements, partuicularly eligibility, admimistrative and
review procedures, which will have a direct impact on the developmentally dis-
abled.

Perhaps the most significant change made by P L. 92603 is the replace-
ment, effective January 1, 1974, of the present State programs of aid to the
aged, blind and disabled with a new Federahzed program of “Supplemental
Security [ncome™ for these categories. This 1s not a subject of this wurkshop,
but might be worth mentiomng briefly because 1t may affect ehgibility for title
X¥X. Among other things the new Supplemental Security Income Program estab-
lishes a nationally uniform definition for the disabled which will probably be
more liberal than the ones in use 1n some States, not as liberal 1n others. The
definition also specifically provides for coverage of children under age 18. Much
more will be forthcoming concerming the amendments in P.L. 92-683 and 1
suggest you keep abreast of dzvelopments.
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In conclusion, as our group discussions have painted out, State and ncal
Councils have a responsibihty to know what 1s 1 their respective State ntle XIX
plans and what is going on in the State Thus 1s necessary 1f the Councils arz tu he
effective in assuning that the developmentally disabled recewe services to which
they are entitled. 1t is also necessary 1f the Councils are 10 erfeclively excroise
their influence in efforts to broaden coverage under utle Xi1X And in this dav ol
tight State budgets 1t is mmportant to utthze all rthe clout and ustufication avail-
able 1o convince States to expand then Medicaid program. Titie X1X 15 puoien-
tially the biggesi source of Federal funds available to a State in upgrading care
and services for the developmentally disabled.

MEDICAID
CHILDREN
Who are they?

ALL FINANCIALLY ELIGIBLE CHILDREN

Ti Appendix B
Q . ‘e e®-
N AT CHILDEEN IN FINANCIALLY ELIGIBLF

FAMILIES WITH AT LEAST ONE PARENT DEAD,

ABSENT, OR INCAPACITATED
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CHILDREN IN FINANCIALLY ELIGIBLE
“UNEMPLOYED-FATHER"” FAMILIES

CHILDREN IN PUBLICLY AIDED
FOSTER CARE

SLASRA  HaARAI 0C Luam BA v,

UNITED STATES DEPARTMENT OF HEALTH, EDUCATION, AND WELFARE

Social and Rehabilitation Service Medical Services Administration

date as of June 30, 1971 msa-804-71 public information o'fice
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Appuendis
MEDICAILD

Single Stare Agencies
State Mediea! Assistance Ui

Alabama

Dr lra L Myers, State Health Otfcer, Aldbding Departmcr ¢ of Pabhic Feealth
304 Dexter Avenue, Monrgomery, AL 16104

D1 Paul I Robinsen., Director, Medical Sorvices Admunistiratbion Alabama
Department of Publc Health, 304 Dester Avenue, Montgomery. al
36104

Alaska

Mr Frederick McGinnis, Commissioner Department of Healrh & Social Serv-
wes, Pouch H, Juneau, AK 99801

Mr. Lawrence Sullivan, Acting Director, Division ot Medical Assistance, Be-
partment ot Health & Social Services Pous h H, Juneau, AK 99R01

Arizona
Nu Medicaid Progriom

Arkansas

Dr Dalton Jennings, Commssioner, Arkansas Socldl Services, State Cepitol
Mall, P.O Box 1437, Little Rock AR 72201

Mr Allen Cooper, Medical Care Division, Arkansas Social Services State Capr-
tol Mall, P.OO Box 1437, Little Rock AR 72201

California

Mr. Dwight Gedaoldip. Darector, Deparinent of Health Care Services, Humun
Relauons Agency., 714 I Srrect, Offwe Jilding No £, Sacramento (73
95814
(Single State Agency and Medical Assistani ¢ Uit are the same)

Colorado
Mr Con Shea, Director, Department of Socul Services, 1575 Sherman Shev
Denver. CO 80203
Miss Charline Birkins, Ducctor ot Medical Services, Department of Socual
Services, 1575 Sherman Streel, Denver CO %0203

Connecticut

Mr1. Nicholas Norton, Commissioner, State Wi liare Department. 1000 A<vlum
Avenue, Hartford CT 06105

Mr James F Morrison. Director ol Health Services State Weltare Depar
ment, 1000 Asylum Avenue, Haittord CT DS

Delaware

M: J D. White, Aciing Secretary, Department ol Health and Socal Senices
P O, Box 309, Wilmington DE 19899

Di Mikios T Larzar, Director. DPivision of Social Services, Department of
Health and Social Services. PO Box 309, Wilmington DIF 19899

Miss Mary Lee Berrv. Chief, Medical Socrat Work Consultanl, Divisiun ol
Socal Services, Depuriment of Healrh and Souial Services PO Bex 200
Wilmington DE [v84Y9



Conterence Proceedings 21!

District of Columbia

Mr. Joseph P. Yeldell, Director, Department of Human Resources, District
Building, Room 406, Waslington DC 20004

Dr. Willam J. Washington. Deputy Director, Department of Human Re-
sources, 14th and E Streets. N.W , Washington DC 20004

Flonda

Mr. Einmett S. Roberts, Secretary, Department of Health and Rehabditation
Servwces, [BM Branch Offwe Building, 660 Apalachee Parkway, Tallahassee
FL 32304

Mr. E. Douglas Endsley, Direcior, Division ot Family Services, Department of
Health and Rehabilitation Services, P.O. Box 2050, Jacksonville FL 32203

Mr. Wright Hollingsworth, Chief, Bureau of Medical Services, Department of
Health and Rehabilitatior Services, P.O Box 2050. Jacksonville FL 32203

Georgia
Mr. Richard M Harden, Commssioner, Georgia Department of Human Re-
sources, State Office Buikihing, Atlanta GA 30334

Mry Betly Bellairs, Director Division ol Benefits Payments, Georgia Depart-
ment of Human Resaurce,, State Office Building, Atlanta GA 30334

Guam

Mr. Frankhn Cruz, Department of Public Health and Social Services, Govern-
ment of Guam, P.O. Box 1816, Agana GU 96910

My Pedro Santos, Director Medical Care Services, Department of Public
Heaith and Social Services, Government of Guam. P.O Box 2816, Agana
GU 96910

Hawaii

Mr Myron B Thompson, Director, Department ot Social Services and Hous-
g, P O. Box 339, Honolulu HI 96809
Attention Mr Fdwin B L Tam, Adminstrator, Division of Public Wel-
fare

Mr Robert Millar, Medical Care Admumstrator, Dwision of Public Welfare,

Department of Social Services and Housing, P O Box 339, Honolulu HI
96809

Idaho

Dr. John Marks, Commissioner, ldaho Social and Rehabililation Services, P O
Box 1189, Boise ID 83701

Mr Kenneth V. Thomas, Director of Medical Assistance, ldaho Social and
Rehabilitation Services, P QO Box 1189, Bowse [D 83701

Minois

Director, Department of Public Aid, 618 Fast Washington Street, Springfield
iL 62706

Dr Bruce A I’lashner, Medw al Director, Dwvision of Medical Services, Depart-
ment of Pubhc Aid, Room 900, 209 West Jackson Boulevard, Chicago 1L
60606

Mr. Robert G. Wessell, Chiel, Medical Administration, Dwvision of Medical
Services, Department of Public Aid, 425 South Fourth Street. Springfield
IL 62700
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Indiana

Mr. Wayne Stanton, Admimstrator, Indiana State Department of Public
Welfare, 100 North Senate Avenue, Room 701, Indianapohs IN 46204

Mr. Edmund Mesterhorn, Director, Medicai Services Division, [ndiand Stuate
Department of Public Welfare, 100 Ncrih Sendte Avenue Room 701,
Indianapolis IN 16204

lowa

Mr. James N. Gillman, Comnussioner, low 1 Department of Socidl Scrvices,
Lucas Stute OfNice Buldding, Des Mowmes 1A 50219

Dr. Elmer Smuth, Director of the Bureau of Medical Services, lowa Depart-
ment of Social Services, Lucas State Office Buldding, Des Mones 1A 30310

Kansas

[x. Robert C. Harder, State Director of Social Welfare, State Depariment ot
Social Weltare, State Office Building, Topeka KS 6661 .

Mr. Wiltham A. Newman, Director, Division > Medical Services, State Depart-
ment of Social Wellare, State Office Bullding, Topeka kS5 66612

Kentucky

Mrs. Gail Huecker, Commussioner, Department ol Economic Security Capitnl
Annex, Frankfort KY 40601

Mr. Jack Wadell, Dhrector, Division of Medical Assistance, Departmient of
Ecanomic Sccurnity, Capitol Annex, Frank fort KY 40601

Louisiana

Mr. Garland L Bomn, Commissioner Department of Pubhe Weltare I' O
Box 44065, Baion Rouge LA 70804

Di. Neal D. Blanchard, Director, Medical Services Division, Department of
Public Weltare, P O Box 44065, Baton Rouge LA 70804

Maine
Dr. Dean H Fisher, Commssioner, Departnient ot Health and Wellare, Stale
House, Augusta ME 04330
Dr. Gilbert E Marcotte, Director, Bureau >l Medical Care, Departmeni o
Health and Weltare, State House, Augusta ME 04330

Maryland

Dr. Nei Solomon, Secretary, Depariment of Health und Mental Hygiene, 301
West Preston Street, Baltimore MDD 21201

Mr J. C. Eshelman. Director, Division of Medical Care Programs Admunustra-
tion, Department of Health and Menial Hygiene, 301 West Presron Street.
Baltimore MD 21 201

Massachusetts

Mr. Steven A. Minter. Comnussioner, Departinent of Public Welare, 600
Washington Strect, Boston MA 02111

Assistant Commussioner for Medical Care, Department of Public Welfare 600
Washington Strect, Boston MA 02111

Mr. John F. Mungovan, Commissioner, Massachusetts Commission tn the
Blind, 39 Boylston Street, Boston MA 02 16
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Michigan
Mr. R. Bernard Houston, Director, Michigan Department ol Social Services,
Commerce Center Building, 300 South Capitol Avenue, Lansing M[ 48926
Mr. Stuart M. Paterson, Jr., Deputy Director, Medical and Management [afor-
mation System, Michigan Department of Social Services, 300 South Capr-
tol Avenue, Lansing M] 48926

Minnesota

Mrs. Vera L. Likins, Commissioner, Minnesota Department of Public Welfare,
Centenmal Office Building, 658 Cedar Street, St. Paul MN 55101

Mr. L [rving Peterson, Supervisor, Public Medical Assistance Programs,
Minnesota Department of Public Wellare, Centenmal Office Building, 653
Cedar Street, St. Paul MN 55101

Mississippi
Dr. Alton B. Cobb, Director, Mississippi Medicaid Commission, Room 313,

Dale Building, 2906 North State Street, Jackson MS 39216
(Single State Agency and Medical Assistance Unit are the same)

Missouri

Mr. Bert Shulmson, Director, Dhvision of Welfare, Department of Public
Health & Welfare, Broadway State Office Building, Jefferson City MO
65101

Mr. T. E. Singleton, Chiel, Bureau of Medical Services, Department of Public
Health & Welfare, Broadway State (Qffice Building, Jefferson City MQ
65101

Montana

Mr. Theodore P. Carkuhs, Adnmumstrator, Department of Social and Rehabih-
tation Services, P.O. Box 1723, Helena MT 59601

Mr. Willlam lkard, Director of Medical Services, Department of Social and
Rehabilitation Services, PO Box 1723, Helena MT 59601

Nehraska

Mr. Lawrence L. Graham, Director, State Department of Public Welfare, 1526
K Street, 4th Floor, Lincoln NB 68508

Mr. Denald Hogg, Chiei. Mudical Services. State Department of Public Wel-
fare, 1526 K Sireei, 4th Floor, Lincoln NB 68508

Nevada

Mr. George E Millar, Administrator, Welfare Division, Department of Health,
Welfare and Rehabilitation, 201 South Fall Street, Carson City NV 892701

Mr. Minor L. Kelso, Chief, Medical Services, Welfare Division, Department of
Health. Welfare and Rehabilitation, 201 South Fall Streef, Carson City NV
R370)

New Hampshire

Mr. Gerard 1. Zedler, Commussioner, Department of Health and Welfare, State
House Annex, Concord NH 03301

Dr. Robert W Kaschub, Assistant [hrector for Medical Services, Division of
Welfare, Department of Health and Welfare, State House Annex, Concord
NH 03301
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New Jersey

Mr. Lloyd W McCoikle, Commissioner, Departinent at Instifittes and Agen-

cies, PO Box 1237, 135 West Hanover, trenron NJ ORG24

Mr Willum ) Jouves Doector. Division of Medwal Asustance aad Health
Services, New Jersey Depmitnrent of Frantures and Agencies P Bos
2486, 36 West Stare Streel, Trenton NI 0K625

New Mexico

Mr Richard W Heun, Execulive Dieclor, New Mexico Health aud Sociul
Services Department, P O Box 2348, Sania Fe NM 87501

Dr Robert Patten, Chief, Dwision of Mcedical Services, New Mexico Healih
and Social Services Department PO Rox 234K, Santa Fe NM 87510

New York

Mr  Abe Lavine, Commussioner, State Depairtmenl of Social Services PO
Box 1740, Albuny NY 2201

Mr Bernaid Shapire, Deputy Comrussioner New York State Department al
Social Services, 1450 Western Avenuwe Alnany NY 122013

North Carolina

Dn. Jacqueline R Westeotl, Comimnsioner. Office ol Social Services, State
Depattment of Human Kesources, 'O Bow 2599, Raleigh NC 276102

Mr Emmett Sellers, Direciar, Dwision of M.edical Services, Stale Deparrment
ol Social Services, PO Box 2599, Rileigk NC 27002

North Dakota

Mr. T N Tangedahl, Executive Direclor, Public Wellate Board of Monh
Dakota, Capitol Buiiding. Bismarch ND 85501

Mr. Richard Myati, Adnunmistralor Muodical *rogiant. Pubhic Weitar  Board o1
North Dakota, Capifol Buldding. Bismarck ND 38501

Ohio

Mr. Charles W Bates. Dncctor, Oluo Depairtment of Public Welfare 408
Town Strect, Celumbus OH 43215

Mr. Frederick J Zuber, Chief, Divimon of Medical Assistince, tYhio D2parn-
ment of Public Weltare, 340 kast Broad Sireet, Columbus O11 43215

Oklahoma

Mr L E. Rader, Director, Department of Instituies, Social and Rehabilingtion
Services, P O Box 25352, Oklahoma City OK 73125

D1 Bertha Levy, Durector, Medical Services. Division Departmeni ot Insutuo-
tions, Socidl and Rehabilitation Services. PO Box 25352, Oklahioma Cuy
OK 73125

Oregon

M: Jacob B Tanzer, Directar, Depdartment ot Human Resoutces 3 1H Prnbh.
Service Building, Saleni QR 97316

Di. D. E Domhke, Medical Dhrector, Medical Asustance Section Dopaitiment
of Human Resources, V1% Pubhe Serviee Fuilding, Salem OR 97 30

Pennsylvania

Mrs Helene Wohlgemuth, Secretary, Stute Department ol Pubin Weltar,
Health and Welfare Budding. Harrisburg Py 17120

Mr Charles Cubblei, Commissioner. Medical Services Adiministranion, Depart-
ment of Public Weltare, Health and Welare Buillding, Hormsburg PA 171240

M1 Glenn Johnson, Direcior, Bureau of Medical Assistance, Depaitment of
Public Wellure, Health and Welfare Bulldirg, Harmshurg PA 17120
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Puerio Rico

D:. Jose Alvarez de Choudens, Secretary of Health, Department ol Health,
P Q. Box 9342, Santurce FR 00908

Mr. Luis Cruz Cuevas, Direclor, Medical Assistance Program, Department of
Health, P O. Box 9342, Santurce PR 00908

Rhode Island

Mr. John J. Afileck, Director, Department of Sociul and Rehabilitation Serv-
ices, Aime J. Forand Building, 600 New London Avenue, Cranston RI
02920

Dr. P. Joseph Pesare, Medical Director, Department of Social and Rehabilita-
tion Services, Aime J. Forand Building, 600 New London Avenue,
Cranston R[ 02920

South Caralina
Dr. R. Archie Elhs, Commussioner, State Department of Pubhc Welfare, P.O.
Box 1520, Columbia SC 29202
Dr. Willham T. Leslie, Director, Division ol Medical Assistance, State Depart-
ment of Public Welfare, P.O. Box 1520, Columbia SC 29202

South Dakota

Mr. John E. Madigan, Director, Department of Public Welfare, State Office
Building, Pierre SD 57501

Mr. Ervin Schumacher, Supervisor, Public Assistance Medical Program, De-
partment of Public Welfare, State Otfice Budding, Pierre SD 57501

Tennessee

Dr. Eugene W. Fowinkle, Commmussioner, State Department of Public Health,
344 Cordell Hull Building, Nashville TN 37219

Dr. E. Conrad Shackleford, Jr, Duector, Bureau of Medical Care Services,
State of Tennessee Deparrment of Public Health, 344 Cordell Hull Build-
ing, Nashville TN 37219

Texas

Mr. Raymond W. Vowell, Commissioner, State Department of Public Welfare,
John H. Reagan Building, Austin TX 78701

Dr. Phalip A. Gates, Assistant Commaissioner for Medical Admimistration, De-
partment of Public Welfar:, John H. Reagan Budding, Austin TX 78701

Utah

Mr. Paul Rose, Director, Department of Social Services, 231 East 4th Street,
South, Salt Lake City UT 84111

Mr. Frank Dix, Chief, Medi:al Services Section, Department of Social Serv-
ices, 231 East 4th Street, South, Salt Lake Ciy UT 84111

Vermont
Mr. Paul R. Philbrook, Acting Comnussioner, Department of Social Weltare
State Office Building, Montpelier VT ()5602
Mr. Elmo A. Sassorossi, Duector of Medical Care, Department of Social Wel-
fare, State Office Building, Montpelier VT 05602

Virginia
Dr. Mack I. Shanholtz, Commissioner, State Department of Health, 109
Governor Street, Richmond VA 232149
Dr. Edwin Brown, Director, Medical Assistance Program, State Department of
Health, 109 Governor Street, Richmond VA 23219
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Virgin Islands

Dr Eric L O'Neal, Commssioner of Healtlh, Virgin Islands Department of
Health, Charlotte Amabhe, St Thomas VI 01080

Mis. Irma Revila, Director, Bureau of Health, Virgin Islands Deparlment ol
Health, Charlotte Amabe St Thomas VI (10X50 1

Washington

Dr. Wallace Lane, Assistant Secretary, State NDepartment ol Social and Hicalin
Services, P O. Box 1162 Olympla WA 98501

Dr Robert T Hall, Chef, Office ot Medical Cate, State Department of Hocul
and Health Services, P Q. Box 1162, Olympia WA Y8501

West Virginia
Mr Edwin F. Flowers, Commissioner, Deparfment of Weltare, 1900 Waxhine:
ton Sireer, East, Charleston WV 23305
Mrs. Helen Condry. Directar, Division ot Medical Cure, Departinent ol We -
fare, 1900 Washington Stivet, East, Charlesron WV 25305

Wisconsin
Mr John Murphy, Duccror of Medical Services, ihvision of Family Services,
Wisconsin Department ol Health and Social Services ©ine West Wilson
Street, Madison WL 53702
Mr Frank J Newgent, Administrator, Division ot Faruly Services, Wisconsin
Department of Health and Social Service.. One West Wilson Stieet, Mad -
son W1 53702

Wyoming
Dr Lawrence J Cohen, Admimistrator, Divianon ol Heallh and Medical Ser-
ies, Department ol Health and Social Services. Stule Oftice Buidddine,
Cheyenne WY 82001
Mr Ernest A. Rumpl. Duector, Medical Assistant Saivice. Division ol Healih
and Social Services, Department ot Health and Social Scrvices, State Oitee
Building, Cheyenne WY 82001
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Services Available to the
Developmentallv Disabled
Through the Mental Health
Component of Comprehensive
Health Planning

Nathan Sloate

This article 15 a summary of the presentation and discussion on Services
Available 1o the Developmentally Disabled Through the Mental Health Com-
ponent of Comprehensive Health Planning held at the National Conference on
Developmental Disabilities, 1972. The subject was introduced by a reference to
common meeting ground provided by public health for the merger of services for
physical health and illness, mental health and impairment, and developmenial
disabilities, mcluding mental retardation. The major points of convergence were
seen as the emphasis on community-wide environmental faclors, including Lhe
impact on family relationships, intergroup relations, the influence of social insti-
tutions and the broadening ranpge and growing similanty of the constellztion of
professional disciplines tnvolved in direct services and planning. Reference was
made to the historic movement fiom nstitution-centered to community-
centered programs. Hospitals alone are no longer regarded as the hub for treat-
ment and planning. Mental retardation 1s no Jonger seen as a ““treatment’” but as
a condition.

The wnterdisciplinary approach 1s coming to the fore. Lawyers, architects
and new careensts are examples of the broademing range of staff necessaniy
imvolved in the totality of services required (or total programs.

Also in the picture are the programs and fiscal realities which result 1n
budget austerity and emphasis on program results. Greater accountability 1s
being demanded by admunistrators, legislaiors and the public alike. Citizen 1n-
volvemeni has become stronger lo betler ensure consuimer choice.

In examining the common ground that exists for reinforcing the program
objectives of mental health and developrmental disabihities, we note that the
mentally ill and the mentally retarded are still linked 1n the program structures
of many states. There 15 an intermingling 1n legislation and programing for
mental 1llness, developmental disabilities and health 1n such programs as medi-
care, medicaid, revenue sharing, health maintenance organizations, communily
mental health services and comprehensive health planning. These provide appor-
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tunities for need centered, lanuty centered and community cenlered appreaches
to collaborative endeavors,

Community mental healtk centers can heip close the gip between menlal
health research findings and prevention, as for example 1 geneti. counselng
They can help cope with general wmpairmen of adaptive behavior Thiough
rehabilitation services, they can help maintain and support n the communiry
those who no longer require institutional care Through crisis intervento 1 and
support, families can be stiengthened 1o lewsen the 1mpact of relardtion
Through participation in commumnity planning, the center could arnve at a betie
understanding ol what 1t could coninbuie and provide needed menrat hicalth
mnput.

Although we have moved from a one chow e, imstututional iwodel 10 4 road
communmity spectrum, mostly within the past decade, we need stronger Lnder-
pinnings for these new beginnings That communmity miental health center. pro-
vide 1 low proportion of services may be due n part Lo the uncerbuniy in tl2
minds of patents as tu the mental healih comnatment "Where werwe vou when
we needed you' thev mught well be thinking. The communily mentai healin
centers for thewr part have not encouraged mone services lor this gioup This
unproductive equilibrium can be broken only by 4 renewed 1ecognition on cither
or buth sides that here 1s a useful resource.

State mental health authorities with their extensive programs moving into
the arena of the community inevitably hecome trawn inlo community plarning
Coaltion planning with thus powerful resource could well achieve more appiu-
priate utihzation of servicus.

The number one program priotity of the Nauonal [nstitute of Mental Healih
ts children. Thas applies to 1t total program of roseacch, teatnung, and services s
general objectives are congruent with those for the mentally ietarded Witk
exishing limited resources 1t will tespond to demands for its progrirns But lor
respectable strides forward, addttional resources are needed

Some of the issues presented by the topic writer and rescurces members tor
discussion included the following:

L. Given the existing hmitations of the partonership for health and nen-
tal heaith system, what practical steps could be tuken to further coltaborative
entecprise 1n behalf of the developmentally disabled al the service or consumoer
level”?

2. How can trust between the wentl health. comprehensive health
planmng and developmental disabilities systems be enhanced i the inteicas o
the mentally retarded”

3. What can be done to strengthen the commitment of the mental
health system in serving the developmentally disabled”

4. How can the constituency of the developmentally dwsabled hew
work in coalition with mental health agencies to build stronger and mure eife: -
tive rnental health services in behalf of the retarced?

5. In what ways can mental health and coraprehensive health plantuny
contribute 1u the natonal commitment v reduce by hall the occutrence of
menial retardation in the United States before the end of the century amd 1o
enable one-third of the more than 200,000 retarded persons in public mshiu-
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tons to return to useful lives in the community.
Included in the discussion were the following points
How do we stnike a reasonable halance between the so-called categorical
approach and more generalizec programs? The dilemma created by specialized
prograins 1s that the full range of generahzed resources may be cut off trom the
recipient. It was agreed that planning coalitions were essential to keep open the
availability of generic services to the developmentally disabled.

There was general recognition that there was only a slight point of conver-
gence belween the comprehensive health planning program and that of the devel-
opmentally disabled because of different prionties, insufficient funds and differ-
ent progran emphasis. Programing for the developmentally disabled only partly
falls under the health rubric.

It 1s of major importance, however, that the developmentally disabled not
be excluded from the benefits of heaith and mental health programs sumply by
virtue of their disabihly. Thus, a family wath a retarded member would not be
excluded from recewing needed mental health services, even though that re-
tarded person may recewve other benefits from other programs.

Representatives from the vanious stafes reported a wide variety of admini-
stralive structures, ranging from programs opeiating out uf the governors’ offices
to token arrangements. No single pattern ol orgamzalion seemed to predom-
nate Relalively Lttle 15 knowr by people in the developmental disability pro-
grams about the comprehensive planming mechanisms and vice versa, so they
have very little to do with one another. One suggestion for overcoming this
deficiency was to try to secure overlapping representation on the advisory com-
mittees.

There was some feeling that closer working relationshups could be better
achieved by strengthemng inceatives, particularly decisions involving allocation
of funds. Programs discriminating agawnst the developmentally disabled should
be scruttmzed with this in mind. Genenic agencies should encourage staff interest
in serving the developmentally cusabled by strengtheming reward systems through
training and administrative procedures.

[t was agreed that comprehensive health planning may be seen as an oppor-
tunity to serve the developmentally disabled

A recommendation was made in one session that the National Institute of
Mental Health use its resources to encourage grealer availability of mental heallh
services to the mentally disabled.



Conference Proceedings 221

Services Available to the
Developmentally Disabled

Through Titles IV and XVI
Of the Social Security Act

Jerry Turem

(NTRODUCTION

1t is always disheartening (o begin a paper when one knows that everything
he has to say may be changed before he’s finished. Such is the case in this paper
on the benefits available to the Developmentally Disabled through Titles IV and
XV1 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 services through the titles we are to discuss. H.R. |, the
Welfare Reform Bill, Social Security Amendments of 1972, has provision ta
federalize the programs for the aged, blind and disabled known in present con-
text as Title XVI. Because of the recency of these two bills, we are not entirely
clear about the full range of implications about what is possible and about the
changes which will be taking plice.

Consequently this paper will have two major sections. The first section will
discuss the Public Assistance Titles and the cash benefits and social services
possibie under them for the Duvelopmentally Disabled under conditions as they
existed prior to the passage .nd signing of the two recent bills. The second
section will attempt to explain the provision of those bills, and what may be
happening at the Federal level, as well as implications for the state and local
levels.

PRESENT LAW

While the format calls for discussion only of Titles IVA and XVI1 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 [-01d Age Assistance; Title X—Aid to the Blind and Title XIV—Aid to the
Permanently and Totally Disabled, are each independent authorities. Title XV1 is
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a combined program ot Aid 1o the Aged, Bhind, and Disabled, and 11y 1 short-
hand way ol refernng to the other three titles That there v o grear deal of
latitude with respect to whether the states o for the independent titles or the
combined one 1s indicated by the lact that 18 tates have gone Ton Title XVI
combined progiaim, where the remaining statis have gone tor the ndividual
programs. As a matter ol tact one state, Nevada, duesn’t have & program ol A
te the Permanently and Totally Disabled.

The remaimmng Title (o be discussed, s Fitle 1V, Awd to Fannhies with
Dependent Childien which has rhree major subscctions, Pares A, B, and C Part 8
refer~ 1o what used to be known as the Child Welfaie Provisions and wlhile thee
are sume potentisl benefits Tor the Developientaliy Iisabled throngh these
provisions, the Tocus of this discussion 11on Par A Terle IVC contains the work
incentive program (WIN) and 15 also not a promary focus, Tule IVA represents
the bulk of the Aid 10 Fanubies with Dependlent Chiddren cash and serviee
provisions and lias been the {ocus of much discussion over the lasl 3z vears 11
this program which represents the chief focus of wellare ieform o also o e ol
the major Titles under which the social senvices explosion has eccuried

BACKGROQUND

To review buefly these public assistance fitles, they are grant-m-aid pro
grams from the federal government to the states for state-run weltare programs
meeting certain ninimal federal ~tandards. These public assistance ttes weic
crealed during the depiession and were intended] to provide financial suppurt
the states for their truditional responsibiiiny of providimg rehiel  Tonmally the
programs on the federal level nimintained a munmal set of requireiments on the
theory that public assistance would wither away , and would se retumed o the
states. While there has alwavs been an undertymg prineiple o the puablic
assistance ttles that social seivices were 1equirzd, serjous funds Tor the soeidl
services were not included untit the 1962 Amcendments Duting testimony on the
1962 Amendments great claims were made for the abiity ol social setvices to
rermove public assistance chents from assistance tolks The it thrast of regule-
hions, in the abscice ul any other standads, vre sted statting v xues whnch would
allow the states 1o receive federal matching at he rate of 33 00 1o cach slate
dollar, rather than one federal dollar for each siate dollar 1hat they wer: 1eo-
ceving prior to that.

With this favorable federal matching, and the interest of niany states
staflimg-up to create berter comtrol over 1then assistance vaselouds (und liopeulh
better provision of sociat services to help people) the woellare bureaucracy inthe
various states grew from aboul 40,000 people ir the early "60 s 1o ower 150 000
by 1969 and close to 200,000 eruployees durmg he enly 19707s

In the 1967 weltare amendiments, for the tirst time. authonty wa. grauied
for state wellare depw unents and/ur their local ¢counterpuris 1o purchuse services
rom nonpublic sources rather than provide them. Tradinonally, weltae depail-
ments have seen themselves as service providers and af u service excepl for loste
home care, or occasionally for homemakers -wis 1o he provided, 11 would be
provided through the caseworkes who was an enmiployec of the depattiient
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While the 1967 Amendments permitted 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 potential public assistance recipients as well as persons actually
receiving assistance, California rapidly found ways 1o tap into the federal open-
ended appropriation. Part of the tap was going fo provide services to mentally
retarded recipients through the efforts of local associations for retarded children
in Califorma. A set of activity centers, some workshaops; and, if 1 understand
correctly, some group homes were being supported by what 1 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
cxpenditure of social services funds.

The two largest programs of concern to us would be the Aid to the Perma-
nently and Totally Disabled program, whether 1t be n Title XIV or as part of
Title XVI, und Aid to Families with Dependent Children. The Aid to the Perma-
nently and Totally Dusabled program in most states will provide cash payments
to Developmentally Disabled individuals over the age ot |8. Of course there are
many eligibility problems and pttfalls that we will 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 cligible, but not because of their handicap, rather, the children are eligible
because they are deprived of the care and support of al least one parent, by
virtue of death, desertion, chronic unemployment, and so {orth.

AlD TO THE PERMANENTLY AND TOTALLY DISABLED

Under existing state programs, in order to qualify for a cash payment under
Awd to the Permanently and Totally Disabled, an individual applicant must be
domiciled tn the state althoupgh durationa} residence requirements have been
outlswed by the Supreme Court. The individual must be at least 18 and in most
states, not over 64—since 1f he were 65 he would be eligible for Old Age Assist-
ance,

The individual must show that he owns real and personal property that is
under the limit specified by 1he given siate. Real property used for a home may
be owned n thirty states, but n fourleen states it must 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 wn effect as of 1969). As reported earlier, only one
state—Nevada, does not have an APTD program. Most states’ personal property
limitattons are very modest. An individual may have assets under 3500 in 18
states, $500-5749 in 17 states, and the remaining 9 states allow a person to have
personal properly in excess of $750. Liens on property and various forms of
assignments for recovery ol assistunce payments are required 1n 25 states. Rela-
Live responsibility laws are in effect 1 a number of states and carry beyond the
majurity 10 the case of an in¢ividual who applies for assistance payments. An
individual must agree to an examination prescribed by the state to demonstrate
that he has a permanent and total disability; this may be done by a panel of
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physicians or psychiatrists of his choice and paid tor by the state.

It 1s difficuit to explawn slate practices and thewr defimtions of permanent
and total disability. Prior to passage of H.R. 1, states were allowed 1o estublish
their own requirements. Thus the state’s definitions could range from a reyuire.
neni for complete helplessness to a capability 1n most acnvilies except sell-
supporl. Clearly this means that citizens in different parts of the country with
similar conditions are not afforded sunilar treatinent and welfare payment poss-
bilities. The definition used by most states would be similar to the following

A medically venfiable permanent major physical or mentul
mmpaument, existing singly or in combination. which substan-
tially prevents engaging 1n a useful occupation within the indi-
vidual’s competence, such as ganful employment or home-
making. A permanent impairment must be expected to con-
tinue throughout the person’s hfetuime. In the absence ot

sigriuficant physical disability, certain personality disorders
including alcoholism or other addictions are excluded !

While that fairly broad defimtion from California seems to be able 10 m-
clude everybody, and indeed California has a fairly liberal set of interpretarions,
other states ar¢ not quite so liberal. lowa for example reports the tollowing
definition:

permanent and total mmpairment of such severity that such
disabled petson requires assistance from another person per
forming the normal activities of dady lving.
New Hampshire only allows benefits to peisons with physical disabibities of o
severe nature.

Thus we find for the three major groups of the developmentally disabled,
mentally retarded, epileptic and cerebral palsied, state program benefits vary
with respect to diagnous, severity, and income ehgibility. And for some siates,
the formal deflimition— which may be identica! 1o vther states may be inter-
preted narcowly or broadly.

Among the activities which the state DD councils should be pursuing ix that
of securing explicit eligibility {or persons with developmental disabilities. Maine,
for example, explicitly names retardation as a qualifying diagnousis Getting
APTD cligibility should not vnly be seen in terms of cash payments w heip
support the developmentally disabled individual. Maintenance payments are nol
particularly high; but there are many special needs and special kinds ol provi
sions which can be purchased through the cash grant, quite independent of the
levels provided lor food and rent, if the state policies will perit. Puyment for
certain services such as home health aids, prostheses, and an assortment of vther
ittems such as special diets or special housing may be made through the basic cash
grant mecharusm. Clearly, for the individual with developmental disabilities,
major benefits are avaldable but are presently quite unequal throughout the
nation.

What Dittle information we have aboul the distnbution of paymenus to
persons with different diagnoses 1s extremely fmmited. 1t 1s primarily based on
two surveys made of the Aid to the Permanently and Totally Disabled popula-
tons--one in 1962 and another in 19707 In the latter survey, varous diagnostic
categuries were given. A primary diagnosis ol ‘me:ntal retardation” was present m
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about 16 percent of the clients on APTD in 1970, 2.5 percent had a primary
diagnosis of epilepsy, and 1.8 percent had a primary dtagnosis of cerebral, spastic
or infanide paralysis. 1t is not quite known just what the various jurisdictions
mean by “retardation.” I we were to assume that the percentage of program
benelts 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
3284 million would have been spent on Developmentally Disabled individuals
receiving APTD. This money went to an estimated 223,000 recipients per month
on an average.

It should be pointed out that individuals who receive APTD are also eligible
for Medicaid benefits (which are discussed in another session of the paper). In
addition, most persons recerving APTD would be eligible for 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 categories which APTD recipi-
ents receive. This would, for the benefit of those concerned with influencing
state plans, indicate areas in which a state can do something, and council mem-
bers will want to assure themsclves that their state is providing some of these
services to the Developmentally Disabled. Among the services included are a host
of specific and tangible activities performed on behalf of the recipient by others.
These, which are called support servives, include such activities as homemaker
and chore services, home-delivered meals, duy care lor the recipient, foster care
for the recipient, volunteer visiting services including telephones and social out-
let types of activities including sccial centers. Among other services which can be
provided are counseling-related activilies with respect to getting individuals into
or out of certain kinds of medical and nonmedical nstitutions; including nursing
homes, hospitals, and the hke. Of course psychiatric and counseling activities
should be provided. Dentists’, physicians’, and prosthetic services (inciuding
special appliances) can be and are being made available in various state programs.
There are a number of other activities more specifically related to functioning
with respect to either the labor market or individual mobility—including referral
for vocational rehabilitation, housing improvement and assistance, family plan-
ning, employment services, basic or adult education, legal services, and self-care.

AlD TO FAMILIES WITH DEPENDENT CHILDREN

Aid ta Famihies with Dependent Children is Title [V of the Social Security
Act. This Title has three parts: Part A which constitutes the cash payment and
social services authonization, Part B which contains the child welfare provisions,
and Pari C which represents the Work Incentive Program (WIN). Our discussion
will focus primarily on Part A, but we should keep in mind that the HEW Office
of Mental Retardation coordination estimates that approximately 44,000 re-
tarded individuals are receiving services through the child welfare provisions. We
should also keep in mind that WIN provisions generally exclude incapacitated
persons from maendatory participation, but there 1s an authornzation which
would allow training and related support services (such as health, and child care)
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to he provided to Developmentally Disabled persons who mught yualify tor
AFDC.

In order tor a famdy to qualify for payments under this program n must
have a dependent chuld. “Dependency” is deiined by the death, incapacity or
contmued absence of at least 1 percent. States may also elect to define a child as
dependent if the parents are unemployed and therefore unable to provide sup-
port. Within this framework, however, state definitions vary. Some states hud,
prior to a Supreme Court ruling which prohibited 1t, a man in-the-house rule in
which a child was not deprived of care and support 1If there was a man present,
regardless of his legal requirements for suppcrt of the chid or the mother In
some states “‘continued absence™ 1s defined as over Y0 days In some states ail a
woman has to do to demonstrate continued absence 1s to file for divorce ot legal
separation. Some stales encourage reporting cf illegitmacy by defiming 1llegiti-
mate chuldren as automaticaliy “depnived ot care and support.”

In order for a developmentally disabled person to be ehigible under AFD(C
{and recall that he is not ehigible because of hus disability but irrespective of 1t)
he would have 10 be an adult with a child, or he would have to be a child who 1s
deprived of care and support of at least one parent. I the primary client happens
to be a developmentally disabled adult, usuallv a mother, then this woman with
her child must apply at a local welfaie department. If the cause of the child’s
deprivation 15 desertion by the father, or if 1he father of the chid was never
married to the mother, she must agree to report the child’s lather to the cistrict
attorney and swear out u warrant for nonsupport, She must be domiciled in the
state although there are no residence requirements since such requirements were
outlawed by the Supreme Court. Her real and personal property and wcome
must be within the described limits. Most states will allow payments tor chitdren
up to the age of 21 if they are in school. Nuie states, in 1969, would pav for
children to a maximum age of 18,

Personal property wequirements for a tam:y vary. a value of under $500 1n
12 states, $500-51,000 in 22 states, and over 31,000 in 11 states. Only 11 states
require liens, recovery, or other assignments.

Figures for the AFDC program are not generally reported by the HEW
Office of Menial Retardation coordination. Some estimates indicate that there
may be approximately 415,000 children in AFDC families who are Develop-
mentally Disabled. Since the bases for making such estimatcs are exuemely
tenuous, 1t 1s not clear how much we should 1ely on those figures. Chaldren or
adults 1n these families are, of course, eligihle for cash benefits, along with
certain special need provisions, Medicaid benefits, and food sramps.

As 1s the case in the adult programs, certain ndividuals not receiving cash
grants may be eligible for social services. Persons defined as former or potennial
recipients can receive social services in various states.

The AFDC social service requirements have been more stringent on the
states than have those for the adult programs. While the programs for the aged,
bhind and disabled did not mandate social services, the program 1in AFDC did.
The states had Lo agree to have a certain minimum of federally specified services
or they would not get reimbursement for assistance payments. Most states there-
fore have social services programs, most of which extend beyond the minunur,
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Among the weakest reporting systems in the federal government, however, are
those reporting how social services funds are being expended. In the 1971 survey
of the AFDC caseload, a set of codes was established to determine whether
services had been provided for a given AFDC case. Thirty services were hsted.
These services ranged from counseling, guidance and diagnostic services related
to employment, and vocational rehabilitation. through such items as pre-schoal
education, day care, improvement of home and financial management, un.
married mothers services, services to establish palernity of children, homemaker
services, after-care services following institutional or foster home placement,
protective services, and services to the physically and mentaliy handicapped.

The most recent data on social services comes fromn a cost analysis con-
ducted in 1971 covering the fiscal year ended June 30, 1973.2 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 services in Titles [VA,
[VB and Title XVL. About 49 percent of the expenditures were made under
Title IVA, as compared to 14 percent in the adult titles and 36 percent under
the Child Welfare provisions. In Title IVA about 44 percent of the services were
for employment and child care and about 24 percent for general family services
with another 32 percent called child related services. Although we are going to
focus 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 chilidren were about 8 percent, employment services
associated with WIN were 10 percent, about 14 percent went to foster care and
about 29 percent to child care. There were another 13 services covered in the
survey which represented appioximately 3 percenl of the total expenditures
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 institutional living arrangements, 10 percent
went to information and rteferral services, about 9 percent was expended in the
remaining 9 services. Of the expenditures on services, Title IVA spent 30 percent
on purchased services, the bulk of 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 allocatron of these programs by state vary
widely, State Developmental Disability Councils should look into the kinds of
things their own state is prepared to provide.

It is not clear, for instance, whether Developmentally Disabled chidren in
large congregate institutions may, 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 facilities
provisions of Medicaid. Since th: Medicaid regulations are not completed at thus
writing, we do not know what Lhewr regulations will allow the states to do.

Developmental Disabilities Councils should look carefully at the way the
states are laking advantage of the authority for social service as opposed to
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Medicaid services. They both may cover simiar populations, especially vertam
children, and strategies may exist for enhancing the state service program by
taking advantage of either the more liberal funding pragram or the more liberal
regulations.

RECENT LEGISLATION

Two pieces of legislation recently passed by the Congress and signed by the
President have an unpact on the programs that we have just discussed The State
and Local Fiscal Assistance Act of 1972 is gencrally known ax the tevenue
shating act. 1t has a number of sections and provisions, the most arportant ong
of which, n this discussion, 1s the establishment of a ceiling and other 1estiic-
tions on the provision of social services through the public assistance tittes The
second bill recently passed is welfare reform which has 1n 1t a federalization »f
the adult programs.

REVENUE SHARING

Title 11l of the State and Local Fiscal Assistance Act of 1972 speaifically
refers to limitation on grants for social services under public assistance programs
The language of that piece is presenled in Appendix B. This conference repart
refers as follows to these provisions

Under the substitute, Federal matching for social services
under programs of aid to the aged, blind, and disabled and aid
to families with dependent children would be subject to a
State-by-State dollar limitation, effeclive beginnimg with fiscal
year 1973, Each State would be lumited to s share ot
$2,500,000,000 based on its proportion of population n the
United States. Child care, family planning, services provided Lo
a mentally retarded individual, services related to the treat-
ment of drug addicts and alcoholics, and services provided o
chidd in loster care could be provided to persons formerly on
welfare or likely to become dependent on welfare as well as
present recipients of welfarc. At least 90 percent of expemdi-
tures for all other social services, however, would have to he
provided to individudls recewving wid to the aged, bhnd, and
divabled or mid to tamdies with dependent children. Untd a
State reaches the limitation of Fede al matching, 75 percent
Federal matiching would continue to be applicable for social
services as under preseni taw.

Under the substitute, services necessary to enable AFDC
recipients to participate in the Work [ncentive Program would
not be subject to the limitation described above, they would
contimue as under present law, with 90 percent Federal match-
ing and with funding of these service: Itmited 1o the amounts
appropriated. In addition, the conference substitute wmcor
porates the provision of the Senate bul reducing Federal
matching for emergency social services from 75 percent to
50 percent.

The conference suhstitute dwects tne Secretary ol Heallh,
Education, and Welfare to issue regulations prescribing the
conditions under which State welfare agencies may purchase
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services they do not themselves provide.

The conferees were told that the Secretary of Health, Educa-
tion, and Welfare has issued new regulations which require
reporting of how social service funds are used. The conferees
expect the Secretary to have available detailed information on
how social service funds are being spent and on their effective-
ness.

Of primary interest to those in the Developmentally Disabled groups was
the provision specifically allocuting services to individuals by virtue of their
being retarded. While this is not targeted to the Developmentally Disabled per se,
since it leaves out nonretarded individuals, nonetheless it covers a group of
extreme importance. The language of the conference report seems to indicate
that *‘former or potential” recipient requirements are stil} in effect.

The revenue sharing bil placed a limitation on the amount of service re-
sources which can be spent by the states from federal sources, and it placed
certain other limitations on the persons for whom the funds may be expended.
The onginal intent was to place a limitation on each state of 10 percent of its
allotment which could be spent on persons not currently receiving 2 welfare
payment. In the course of the deliberations six exceptions were made to those
limitations: work-related child-care, family planning, services to mentally re-
tarded children, narcotic addicty, alcoholics and children in foster care. For the
populations implied by these exemptions no sel percentage lumilalion is made on
the number who can be preseni, former or potential assistance recipients. This
suggests that the amount of a state's social service resources which may be made
available may be substantial. Stute DD councils should take every step to assure
that welfare directors exercise the fullest range of this option, keeping in mind
that there are many pressures t¢ 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
ingenmty 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 ficst 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
“celling.” Nonetheless, many of the states who were spending social services
money at an accelerating rate apparently will be cut back either absolutely as
New York and Illinois, or in terms of planming as in most states. For some of
these states it 1s possible to use revenue sharing money 1o make up deficiencies.
It is not clear that the DD Councils have any specific authonzation to interpose
their concerns at the state and locat level, but, on the other hand, there is litile
to ndicate that they need avoid infiuencing the allocation decisions for expendi-
ture of the revenue sharing funds.

It should be noted that the social service funds are allocated by population
and not by prior effort. There is no provision 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 reflects no outlay for the unused portion. DD
Councils should point out to such states that many of their current expenditures
for the Developmentally Disabled already qualify for matching if the state plan
so allows.
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HR. 1

The final form of the Social Security Amendments of 1972 indicates that
by January 1974, the adrunistration of welfar» cash benefits to the aged, blind
and disabled will be federahzed and admimstere d by the Sovial Secunty Adimint
stration. Among the thungs that this bill does i eliminate the requirenient thai a
handicapped individual be 18 or older. The intent of this change, when 1t passed
the House over a year ago, was to provide special assistance to handicapped
children in poor famulies. The Congress recognized that the cost ol rasng 4
handicapped child was greater than that of a nonhandicapped chiid. Thus it is
possible for the chuldren recewving benefits through AFDC to be tiansferied to
the federal program and to be carried with thewr own case records This would
seem to indicate that the special requirements of these children for 4 vanety of
heaith and other services wall be independent o the family’s wellare and ncome
status to some extent. In effect, tt gves a child s own case on APTD. This
would bring him under the munimum payment provisions and thus total fanily
incoine will be greater than 11 would be had the whole family been receiving
AFDC. By federalizing the admimistration of benetits certain state practices will
be changed. For example, parental responsibiluy for adult handicapped children
will no longer be required an 1t 15 1n many slates. There would he 4 standard
definition of disabtlity virtually identical to that in the Social Secunty Title il
program for the disabled which would read as follows

Section. 1614{(a)3) An individual shall be consudered to be
disabled for purposes of this fitle 1f he 1s unable to engage
any substantial gawnful activity by r:ason of any medically
determinable physical or menial impairment which can be ex-
pected to result 1n death or which hus lasted or can be ex-
pected to last for & continuous penod of not less than |2
months (or, in the case of a child under the age ot I8, it he
suffers from any medically determinible physical or mental
impairment of comparable severity).

Under this definition, most developmentally disabled individuals wha rmeet
the income tests should be chgible for a ben:fit. They most certanly would
meet the criteria for “former or potential” recipents and thus quahfy for the
social services, as well, authonzed 1n the new Title V1.

The determination of disability, as is the case now n the Title Ii program,
would be made by disability determination wnits which 1n most states are lo
cated in vocational rehabuitation agencies.

It is not clear, however, just what 1t 15 that the various other provisions mady
indicate. A referral to vocational rehabilitation for individuals recewving pay
ments under these programs who are blind o1 disabled 15 required (see attach
ment). It is possible through this language to have the rehabilitation progiam
acting as a hroker to assure that handicapped poor children get the services they
need The vocutional rehabilitation agency will have access to full 100 percent
federal funding for services to the individuals who are referred and accepted feo
services. While there are many lobbies who hav: complaimed that the Rehabilita
tion people should not be the ones involved 1n services to children, the alterna
tives arc even more hmited. Unless a whole new way of doing business 1s estab-
lished 1n the Soctal Secunty Admunistration, there 15 no ather single program



Conference Proceedings 231

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. 1 provisions
call for persons who require “services under the Stale plan for vocational re-
habilitation services approved under the Vocational Rehabilitation Act,”
seems umportant that a V.R. Act be passed with a broad authonty for services,
and that state plans utilize that authority and the authority in H.R. | to the
fullest.

There are many admunistrative, regulatory, and policy questions to be raised
yet as to exactly how this bl 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 discussions during
the three sessions on this topic. Many good points were made which could be
profitable if presented verbatim, but this approach would prove unweiiding. |
have, therefore, tried to summarize the salient points and hope that the partici-
pants will not feel slighted if their important observations are not fully reflected.
Because the discussions of the three sessions covered several similar points, many
of these were incorporated o 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 philosophic as well as questions concerming the role and
function of the State Councils. The main thrust of the early discussion was that
there 1s great variance among the state plan programs which an active, aggressive
and knowledgeable council might exploit tn its own state if it knew what was
possible. In general, the audience was reasonably sophisticated in their knowl-
edge of the vanous programs, but there were still several areas of confusion and
ambiguity. For example, some 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 services, and those persons
not getting a payment but, sill eligible for services by being a former and
potential recipient of payments. One HEW resource person pointed out that
under present tules, the person need not be an active payment recipient to get
services if he appears to have some of the same qualifying traits as one who 1s
eligible for one of the welfare categories, and if it appears that he might be
eligible within 5 years. Such a person can be defined as a potential recipient and
be eligtble for social services.

There are some subtle discussions of what is possible under social services 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 illow
this 1n its payment provisions as a cost of employment or special need, and in
other instances the federal rules allow 1t as a social service. When transportation
is used as a social service, say to rent school buses from the local school system
to transport welfare recipients for various purposes, the amount can be included
as a social service at the 75 percent match, including the cost of liubility insur-
ance. A list of the types of activities which may be considered social services 15
included in Appendix B.

There was much discussion of the use of residential settings and what 1s
possible with various funding sources. The resource person from Florida pointed
out that they had approval for use of social service funds inside an insnitution (a
normally upatlowed provision) when there is a discrete program serving an
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 (such as caseworker
salaries and the like}, but in addition, room and board, could be covered for a
specified period. When the individual is discharged to the community setting he
is also qualified for six months of social service eligibility dusing his adjustment
peried. With the advent of some federal funds wn areas which were at one time
solely state funded, the state funds could be reallocated to specific aieas un-
matched by federal resources. It was also pointad out that when an individual 15
eligible, income maintenance funds may be used for mamtenance 1n a com-
munity based sheltered environment while the social service funds can be used
for the supporting services.

In further discussion of the persons who mught be ehgible for sucial services
but who are not eligible for payments, numerous questions were raised about the
income tests which might be in effecl. These income tests are usually made up
between the State and the SRS regional office. They usually far exceed the
income tests for eligibility for welfare payments. For example, in Flonda a
family of four could have annual income up to 8,700 and still meet the income
test for eligibility for social services. The Florida Diviston of Retardation found
that about 93 percent of the famulies 1t served could meet the income test for
social services. 1t was pointed out that 1t is mn the interest of the state to have a
liberal income test for social services so that the maximum number of individuals
who are getting services could be covered by fedzral funds.

Many questions were raised about the impact of the new Title XVI federal-
ized program of income mainienance. Questions were raised with respect to how
this program would integrate with social services, residual state supplemental
programs and the AFDC program. Unfortunately the answers to most of the
questions were not available and will not be until the planners in the Social
Security Administration, headed by Sumner Whuttier, former Executive Director
of the National Society for Crippled Children and Adults decide on their posi-
tions. For example, when welfare reform planning was first begun, the assump-
tion was that there would be a federalized family program with a national
standard. Then all senousiy disabled children in families with mcomes below the
national standard would be eligible for Title XVI. Now, however, it 15 uncleal
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just which standards may apply. We do not know 1f 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 standard states might include
many families in low standard states who would not otherwise be eligible.

In the same manner, we do not know what the income standards might be
far social services—will they continue to be worked out between states and SRS
regional offices or will Social Security determine these standards. We do not
know yet if states with income maintenance programs to supplement the federal
program will be allowed liens on their portion of the program while Liens will not
be allowed on the Federal portion. In most instances the council members were
admonished to have their siates or their congressional delegations advance
recommendations which might result in regulations serving the best interests of
their target groups.

There was also a good deal of discussion regarding the unpact of the ceiling
on the social services established by the Revenue Sharing bill and the various
colloquies on the definition cf who the mentally retarded are who are to be
exempted from the limitation that 90 percent must be active recipients of wel-
fare payments.

During the floor debate on acceptance of the House-Senate Conference
Report on H.R. 14370, questions were raised in both houses concerning the
interpretation of the term “mentally retarded” under Title 111 of the bill. In this
section of the legislation, states are permitted to continue to recerve 75 percent
federal reimbursement on behalf of present, past and potential welfare recipients
in six specified service calegories, including aid to mentally retarded children and
adults. The question raised by Congressman Hall in the House and Senator Dole
in the Senate was: “Would the term ‘mentally retarded’ be interpreted to include
all developmentally .disabled persons — including non-retarded cerebral palsied
and epileptic individuals?”

They received sharply divergent answers. in respondwng to Hall's query,
Congressman Wilbur Mills, Chairman of the House Ways and Means Committee,
commented, “There certainly would be no question as to providing these serv-
ices under the exception 1o indviduals who have the same types of difficulties in
thetr functioning which geneially characterize mentally retarded children and
adults.”

When faced with a similar question, however, Senator Russell Long, Chair-
man of the Senaie Finance Committee, responded quite differently. He noted,
JIf a ‘developmentally disabled’ persen 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, then they fit in the cate-
gory 1 which 90 percent of the funds must go to welfare recipients.”

Since there is a clear difference of opinion beiween the two houses of
Congress, resolution of the issue will rest wath regulation writers in HEW.

It was important to poini out in the discussion that this does not mean that
CP and E’s who are not retarded (perhaps only 40 percent are not as one mem-
ber of the audience observed) are not served. Many will be active recipients and
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theretore ehgible. Ot those not active recipients and not retaided, up to
10 percent may be served. Given the national defimtion of disability 1n the
Title XV1 program, 1t seems unhkely that very miny such mdividuals will not be
eligible il they are poor regardless of how the fi-deral service regulanions come
out.

There were many other ponts greal and small. One HEW ofticial ponted
out that the wellare reform bill also ehnunated the requirement for statewide-
ness in social services. This would allow local ccuncils who can put 10gether 4
service package to get 1l upproved even though other parts of the state do not
have a sinular package. Previously a service progrinn could onty be approved 1t it
were available 1n all parts of a state

It was pointed out that the DD Act would be up for hearings in early 1973,
so that state councils should be preparing thewr positions for smprovements in
the legislation that would assist them 1n their work.

It was pointed out that increasingly the Nivon Admumstranon would be
moving away {rom categorical programs and earnarked funding. The effect of
this would be to shiit decision making on prniorities to the states where a strong
DD council may Jo very well on very poorly, bul responsibility far the decisions
would resl with the state

And perhaps the most vital point to be made was that there are no magic
formulas tor how to gel the councils to be effecuve for their constituencics
Hard work, hustle, and being knowledgeable about the in’s and out’s and the
angles would be the key. The ability 10 exploit the provisions discussed here
would come from no simple federal regulation. Maost of the possibilities in the
provisions discussed here lie with the states and therefore the share falling to the
developmentatly disabled will depend on how well that constituency lares rela-
tive to other groups 1n a state. It 15 a challenging prospect



Appendix A

ESTIMATED NATIONAL RESULTS
SOCTAL SERVICE EXPENDITURE DETAIL BY CATEGORY

Fiscal Year 1971

(thousands of dollars)

Total
%of E xpenditure Amounis | Percent of Total Percentage Disrributions

Social Service Amoun!  Total Adult IVA 1VB Other | Adult 1vA IVB~ Other |Adulr 1vA — JVE Uiher
All Services $1.642,049 100.0% 18229,157 $799,064 3596812 317 016| 1000% 1000% 1000% 1000%| 14.0% 487% 36.3% 1 0%
Informauon & Referral 65,975 4.0 24,458 36,403 4,220 894 | 107 46 0.7 53 371 551 b.4 1 4
Adoption 53,7116 33 - 35,814 17,905 - - 45 EX); — - 66.7 333 -
Child Foster Care 613,489 375 — 111,878 501,587 24 - 140 84.0 a1 — 182 81 8 -
Unmarried Mothers 24,650 15 - 19,292 5,244 114 - 24 09 07 - 78.2 21.3 0.5
Child Protection 81,970 50 - 67.390 14,580 - - 8.4 24 - — 82.2 178 -
Child Care 269,619 164 — 233410 35,800 409 - 192 60 24 - 86.5 133 0.2
Chuld Development 28,966 i 8 - 24,106 4,860 - - 30 08 - 83.2 16.8 -
Adult & Famuly Functioning 32,256 20 8,953 16,538 3,068 3,697 39 21 0.5 21.7 277 51.3 9.5 115
Family Planning 6,819 0.4 582 6,206 - 31 0.3 0.8 - 0.2 85 g1.0 - 05
Money Management 13,693 08 2,841 10,395 - 455 12 13 - 27 208 759 - 33
Housing 31,802 1.9 8,743 21.409 128 1,522 l8 27 - 8.9 27.5 67.3 0.4 4.8
Homemaker & Chore 97,157 59 50,681 40,757 2,698 3,021 221 5.1 0.5 178 52.2 41.9 2.3 31
WIN Employ meni 80,017 49 - 80,017 - — - 100 - - — 1000 - —
Employment & Training 54,654 33 17,150 36,373 256 875 7.5 4.6 0l 51 3.4 66.5 0.5 {6
Health 41,796 25 19,970 20,166 512 948 87 2.5 0.1 56 47 8 48 7 12 23
Alco & Drug Treatment 17,496 11 12.954 3,207 - 1,335 56 04 - 78 74 1 18.3 - 7.6
Aduli Protection 21,311 13 19,680 — - 1,631 8.6 - - 9.6 92.3 - - 77
Home & Camm. Living 16,697 1o 16.448 - - 249 72 - - t.5 98.5 - - ts
Institutional Living 28,628 1.7 27,634 — — 974 121 - - 5.7 96 6 - - 34
Special Needs 13,840 08 4.539 8.769 128 404 20 11 - 24 328 634 0.9 29
Other Semnces 47495 29 14,502 26,734 5,826 433 63 3.3 1.0 25 305 56.3 12.3 09
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Appendix B

TITLE 111 — LIMITATION ON GRANTS FOR SOCIAL SERVICES
UNDER PUBLIC ASSISTANCE PROGRAMS

SEC. 301. (a) Title [X of the Social Security Act 15 amended by adding at
the end thereof the following new section

“LIMITATION ON FUNDS FOR CERTAIN SOCIAL SERVICES

“SEC. 1130, (n Notwithstanding the provisions ol sechon 3{a) (4} and (5), 403(ajd).
1003(a) (3) and (4), 14031a) (3) and (4}, ur 1603(a) (41 and (5}, amounts payable for any
fiscal year (commencing with the fiscal year bexinmng July 1, 1972) under such scction (as
determined without regard to this section) to any State with respect to expenditures made
aTler June 30, 1972, fur services refessed 10 1n such section (ether than the servives provided
pursuant to section 402(a)(19)(G) ), shall be reduced by such amounts as may e necesary
to assure that —

“{1} the total amouni paid 10 such S1ate (under all ol such secnions) 1or such Jiscal
year for such services does not excecd the allotment »f such State (as deternuned under
subsection (b) ), and

(2} of the amounts paid {under all Vi such secnions) 10 such Srare 1oy such 1) .wal
year with sespect 1u such expenditures, other than expendituies (or-

“(A) scervices provided to meet the needs of a child for personal care, protecuou,
and supcrvision, but vnly in the (1) 1n order Lo enatle a member of such chid's lanuly
tv accept or continue 1n employment o1 Lo participate In traing Lo prepare such
member for employment, or (1) because of the death, continued absence from the
home ur ncapacity of the child’s mother and the 1mabdity of any member ot such
cluld’s famuly to provide adequate care and supervisaen [or such child

“{B) family planning services,

“(C) services provided 10 a mentally retarded mdwidual (whether a child or an
adult), but oniy if such services are nceded (as determined n accordance with crinna
prescribed by the Secrctary) by such indtvidual by reasen of his conditivn ol being
mentally retarded,

(D) services provided to an individual who 1. a drug addicl or an alcohohe, bul
only 1f such services are needed (as detcrmined in accordance with criternia prescribed
by the Secretary) by such individual as part of a program ol actuve treatmenl of his
condibon as a drug addicr or an alcohohc, and

“{E) services provided to a child who s under foster care 1in a joster family
home (as defined 1n scchion 408) or wn a child-cure nstitution (1s defined 1n such
section), or while awasting placement in such a hame or insttution, but onty 1l suweh
services are needed {(as determined n accordanc: with critena prescnbed by the
Secretary) by such child because he 1s under loster . are,

not moie than 10 per centum thereof are paid with r:spect Lo expenditures murred in
pioviding services 10 individuals who are not reipienis ot ad or assis.ance (nnder State
plans approved under titles 1, X. X1V, XVI, or pari A of title IV), or applicants (as
defined under regulations ol the Secretary) tor such aic or assistance
“(b){1} T-or each liscal year {commencing with the hiscal year bepinning Juiy |, 1972)
the Secretary shall allot to each State an amount which bears the same 1atio 10
$2.500,000,000 as the population of such State bears to the population ot all the States
*'(2) The allotment for cach State shall be promulpated for each hscal year by the
Secretary between July | and August 31 of the calendar year immediately preceding such
fiscal yeur on the basis of the population of each State and of all of the States as determuned
[rom the mosi receml satisfaciory data avatlable Itom rhe Depariment of Cominerce al such
time; except that the allotmeni for each State for the liscal year beginming July 1, 1972, and
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the following fiscal year shall be promulgated at the earsliest practicable date after the
enactment of this section but not later than January 1, 1973.

*(c) For purposes of this section, the term ‘State’ means any one of the fifty States or
the District of Columbia.”

(b) Sections  3a)}4XE), 403(a)(3WD). 10034a)(31E). 1403(a}3)(E), and
1603(a){4(E) of such Act are amended by stniking out “subject to limitations’ and inseri-
ing in lieu thereof “under conditions which shall be.”

(c) Section 403(a)}{5) of such Act is amended to read as {ollows:

“(5) 1n the case of any State, an amount equal to 50 per centum of the total
amount expended under the State plan duning such quarter as emergency assistance to
needy families with children.”

{(d) Sections 3({a), 403(a), 101J3(a), 1403(a), and 1603(a), of such Act are amended, tn
the matter preceding paragraph (1) of each such section, by striking out “‘shail pay’ and
inserting in lieu thereof “‘shall (subject to section 1130) pay.”

{¢) The amendments made by this section {other than by subsection (b))} shall be
effective July 1, 1972, and the imendments made by subsection (b) shall be effective
January 1, 1973.



Appendix C
REVENUE SHARING AND THE 50 BIGGEST CITIES

The table below shows the amount of revenue shazing money that wall flow into each of the nation’s 50 largest cibie< in fiscal 1973, and
maltches the amount against demographic and economiw characteristics of rhose cities The cifies are ranked in order according to their
population size.

The wide dispanty among citles in revenue sharung Jollars per capila resulls irom the way thar money 1y distibuted at the intra-state level
Congress dehberately estabhshed a mechanism rhat would yield uneven sums, said Sen Russell B Long, D-La . chauman of the Senate T'mance
Committee and the architect of the 1ntra-state distribution formula Tor a city to do unusually well, hke New York City ($31 34 per capita), it
must score highly on afl the factors in the mtra-state distribution fermula. which means 1t must be big, have 2 high-tax effort and a relatively
large percentage of poor. Conversely. the ciies that do poorly Like San Diego, Calit (59.36 per capita), Jacksonville, Fla (37 51 per capita).
and Rochester, N'Y (37.74 per capita) score relatively low on the factors that measure tax effort and percentage of poor

Percent population

Ravenue sharing Non-white undar poverty level
Amount of as parcant of city population $4,113 family Roevenue sharing
revanie sharing expenditures Population percant income} dollars per capita
New York 247,524,126 3.1 7,895,563 23.4 11.5 $31 34
Chicago 69,477,799 91 3.369,359 34.4 10.6 20.62
g Angeles 35,442,810 50 2,809,596 22.8 9.9 i2.61
Phitadelphia 43,758,115 63 1,950,098 34 4 112 22.44
Detroit 36,530,556 85 1,512,893 44.5 11.3 24.15
Hapernn 11 0p0 008 o2 1,220,082 jal AR o7 11.38
Baltimore 23,881,944 3.6 905,759 47.0 i4.0 26.37
Datias 9,699,255 5.9 844,201 25.8 10.1 11.49
washington, D.C 23,647,564 2.7 756,510 72 3 2.7 3126
Cleveland 14,i07.681 7.9 750,879 39 0 13.4 18.79
Indianapochs 6.983.136 55 745 739 184 7.1 9.36
Mllwau‘*eq 11,221,768 72 717,372 15.6 8.1 15.64
San Francisco 19,276,751 39 715,674 286 9.9 26,94
San Mego 2,827 384 R sor.027 111 2.3 5 3G
San Antonio 7,785,895 122 654,153 8.6 161 11.90
Boston 17,753,054 41 641,071 18.2 117 27.69
Memphis 9.826,564 43 623,530 39.2 15.7 1576
SL Loyl 12,702,004 ‘g 022,236 a1 5 14 3 2041
New Crieans 14 744 411 197 5gz,47] 45 5 21e 24,89
Phoenix 9,280,443 10.2 SB1,562 67 g8 15 96
Columbus 5,697,361 55 540,025 190 9.8 10 55
SE€ailie 3,603 462 T SAU.A30 [ B 1o o8

REL
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Jacksonville
Pittsburgh
Denver
Kansas City, Mo,
Atlanta
Buftalo
Cincinnati
Nashville-Oavidson
San Jose, Callf.
Minneapolis
Fort Worth
Toiedo
Newark
Portiana
Okiahoma City
Louisviile
Oakland

Long Beach
Omaha

Mlarmi

Tualsa
Honolulu

E! Paso

St. Paul
MNorfolk
Birmingham
Rochester
Tampa

3,972,067

11,679,788
12,189,871}
19,222,093

4,583,171
7,328,071
8,501,849
6,378,838
4,033,206
4,814,471
4,207,340
4,867,549
.437,328
§.579,738
6,783,125
9,480,686
5,775,003
3,746,725
3.640,464
6,959,236
3,013,250

12,542,903

5,473,903
4,450,117
6,740,023
7,099,587
2,293,973
5,640,879

SQURCE: Jomnt Committee on internal Revenue Taxation; Census Bureau,
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528,865
520,117
514,678
507,330
497,421
462,768
452,524
477,877
445,779
434,400
393,476
383,818
381,930
380,620
386,856
361,958
361,561
358,633
346,929
334,859
330,350
324,871
322,261
309,828
307,951
300,210
296,233
277,767
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7.51
22.46
23.68
20.15

g.21

15.84
18.79
14.24

9.05
11.08
10.69
11.64
£e.08
22.54
18.39
26.19
15.97
10.45
10.49
20,78

9.12
38.61
16.99
14.36
21.89
23.69

7.74
20.31
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Appendix D
SOCIAL SERVICES AND THE STATES

Rushing to take advantupe of the 3-1 matching grants avadable under the open-ended
social wervices program, state goveraments i August subsitted speading ostunates that
would have required the federal government to put up $4 7 billton in maiching lunds. Buin
the revenue shartng-social services bill, Congress clamped a hid of $2.5 bilion a year va soaal
services, and requued that the money be distnibuted under a population lormula The
program cost $1.7 bithon w fiscal 1972, As a result oy the congressional acnion, 23 states
and the Disuriet of Celumbia wil have 1o cut back on then social services spending plans
Nonetheless, the wncrease of roughly 3800 mullion 1n social services money irom fiscal 19772
to fiscal 1973 wall cnable ncarly every state lo mcreawe 1ts lederal services granu aver last
year's level.

Fiscal 1972 Disbursement August éstimates
fedaral share  of $2.5 billion of 1.5, share of  Difference: Fiscal
far social on basis of Fiscal 1973 social 1973 astimates.
SHIVICEeS population survice costs alloiment cailing
Ala, s 2.5 % 42.2 $ 1350 % - 928
Alaska 76 i.8 19.0 152
Az, 4.3 22,2 6.3 v 129
Ark. 9.2 23.5 2.8 + 14.8
Caltl. 221.0 245.2 2730 - YA
Colo. 18 5 27.5 06 - K
Conn, 9.6 37.2 227 + 145
Del. 15.2 6.8 26.4 196
D. ot C. 9.2 9.0 20.8 - 1L B
Fla. 65.9 85.2 113.6 28 3
Ga. 328 56.5 206.5 - 1300
Guam 2 — 2 -
Hawan 1.2 9.5 2.6 v 39
lijaho 1.5 88 24 9 lo ]
1. 181.3 135 8 2116 - 759
Ind, 6.3 64.0 200 + 44 0
lawa 10.0 34.5 13 % - 210
Kan. 6.4 215 1.4 * 201
Ky. 12 4 398 300 ¢ 97
La. 29.5 44.8 34.9 99
Maine 6.3 12.2 6.7 " 56
Ma. 19.5 48 5 415 7 o7 2
Mass. 51.8 69 8 96.0 2 2
Mich, Jl e 109 0 ics 9 + 1
Minn. 39.0 47 O 72.4 25 4
165, 1.7 27 0 269.4 242 a
Mo. 13.1 57 9 16.9 - 106
MDni, 29 B 5 i3 - 52
Neb 7.2 18 2 12.6 ' 27
Nev, 16 62 2.0 + 46
NLH. 27 9.2 49 [ 4,4
N.J. 30.9 8.5 4159 - 4077
N.M 115 12.5% 334 209
N.Y. 4977 2230 854 9 G319
N.C i99 62.5 50.9 [ 11 a
N.O. 3.3 75 40 35
Qhio 18 3 130.5 9¢.0 + 10 5
Okla, 25 4 315 48.5 170
Qre. 24.6 26.2 252 + 11
Pa. 54 9 144.0 106.5 + 375
P.R. 30 - 4.0
RI1. 5.2 118 i58 4.1
5.C. 6.3 31.8 176.2 144.,5
s.D 2.2 82 2.9 3 5.3
Tenn, 17.6 48 5 227.6 1/9.1
Tox, 58 0 139.0 179 5 40,5
Utan 4.3 132 52 . 817
Vi, 2.3 5.5 26 + 219
Vo, .3 - .2 ==
Va 1.2 57 2 321 + I |
Waish, 31.8 41,8 90.&6 48 3
W.va, 7.4 21 2 16.8 - 49
wis 36.5 54.2 585 42
Wyo. .5 4.2 6 4 36
Taotal $1,710 2 $2.900 Q 4,658 2 §-2.520 41
%+ I 7

SOURCE HEW Departm 'nt
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Appendix E
“REHABILITATION SERVICES FOR BLIND AND DISABLED INDIVIDUALS

“SEC. 1615. {a) In the case of any blind or disabled individual who—
“(1) has not attained age 6%, and
“{2) 13 receiving benefits (or with respect to whom benefits are paid) under this
title.

the Secretary shall make provision for referral ol such individual to the appropriate State
agency adminustenng the State plan for vocauional rehabilitation services approved under the
Vocational Rehabiltation Act, and (except in such cases as he may determine) for a review
not less often than quarterly of such individual’s blindness or disabihity and his need for and
utthization of the rehabilitation services made available to him under such plan.

“(b) Every individua) with respect to whom the Secretary is required to make provision
for referral under subsection (a) shall accept such rehabulitarion services as are made avail-
able to him under the State plan for vocational rehabihitation services approved under the
Vocational Rehabilitation Act; and the Secretary 1s authonzed to pay to the State agency
admuimstering or supervising the administration of such State plan the costs incusred in the
provision of such services to individuals so referred.

*(c} No individual shall be an eligible individual or eligible spouse for purposes ol this
title if he refuses without good cause to accept vocational rehabilitation services for which
he is referred unders subsection (a)



Appendix F
REVENUE SHARING AND THE STATES

The table below shows the amount ul revenue sharing money that will flow nto each state in fiscal 1973, and matches the amounr agamnst
demographic and cconomuc charactenishics of the states The amount lisied for each state 1s the entue revenue sharing sum thar will be
distributed within the state’s borders—for local governments as well as for the state-government I[n each case. the state governmenr will get
one-third of the total amount, and two-thirds will be divided among lower jurisdictions Whale all the states benefit under the legislation. some
venefit more than others. The winners are those who peculiar demographic charactenistics score highly under either of the two formulas used
fur <hsbursing revenue sharing money These include big urbamized states with high-tax efforts and large concentrations of poor. such as
Califorma and New York, and rutal states 1n the South which also have large concentrations of poor The losers are states bke Conneciicud
1hinais. Ohio and Pennsy lvamia which fall between the extremes

State government

Amount af Percent of total State Percent of U.S. share as percent of Revenue sharing
revanue sharing revenue sharing population papulatian stata expenditure doltars per caprra
Ala +ll6a,l100.000 22 3,444,169 17 34 £33.79
Alaska 6,300,000 0.1 300.382 01 Q9 2097
Az, 50,200.000 0.9 1,770,900 0.9 3.0 28.35
Ak, 55,000,000 1.C 1,923,295 s.9 3.7 26 59
Cant 556,100,000 105 19,955,134 98 26 27.87
Colo 54 600,000 1.0 2.207.259 11 25 24 73
atalale CE 200 Ao piey J.521.7CT M 13 Ci B
Cei. 15.800,000 0.3 548,104 ca 1.8 28 549
DC 23,600,000 0.4 756.5]10 ca 2.7 31 26
Fla. 146,000,000 28 6,789 443 33 3o 21 50
Ga 109,900,000 2.1 4,589,575 2.3 28 2391
Hawaii 23,800,000 ¢4 768,561 o4 11 30.9¢6
ldano 19,900,000 0.4 712,567 0.4 2.4 27 92
1. 274,700,000 52 11,113.97¢ 55 27 2471
Lol 104,320,000 232 5,123,663 2.6 8 2G.08
lowa 77,000,000 1.5 2,824,376 14 30 27 26
Kan 52,800,000 1.0 2,246,578 11 32 23 50
Ky 87,300,000 16 3,218,706 16 29 27 12
La. 113,600,000 A 3,641,306 ia 29 3i1a
hMarne 11,100,000 ae 992,048 o5 24 31 343
mMd 197,000,000 20D 3,622,399 19 30 27 27
Mass 163,000,000 31 5.689,17n 2.8 23 28 &€¢
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221,900,000
103,900,000
90,700,000
98,800,000
20,600,000
42,900,000
11,100,000
15,200,000
163,600,000
33,200,000
591,400,000
135,500,000
19,700,000
207,000,000
59,400,000
56,200,000
274,005,860
23,600,000
81,500,000
25,100,000
98,400,000
244,500,000
31.400,000
14,800,000
105,200,000
84,100,000
52,300,000
133,900,000
9,700,000

2. Based on expenditures by states in 1971

L EN OO RO O WONEOWOOO0 N A
NMUOOUOROWOO DU ANDwHODLBANGO=WNEDODON

o

8,875,083
3,804,971
2,216,912
4,676,501

694,409
1,483,493
488,738
737,681
7,168,164
1,016,000

18,236,967

5,082,059
617.761

10.652,017
2,559,229
2,091,385

11,793,000

946,725
2,580,516
665,507
3,923,687

11,196,730

1,059,273
444,330
4,648,494
3,409,169
1,744,237
4,417,731
332,416

Joint Commlittee on Internal Revenue Taxatiaon; Census Bureau
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25.00
27.30
40.91
21.12
29.66
2891
22.71
20.60
22.82
32.67
32.42
26 66
31.88
19.423
23.21
26.87
2322
24.92
31.46
37.71
25.07
21.83
29.64
33.30
2263
24.66
29.98
30.30
29.18
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Services Available to the
Developmentally Disabled
Through Section 314 (d) ot
The Partnership tor Health
Act.

Ellen Z, Fifer

The programs of Comprehensive Health Planning and Developmental Dis-
abilities, both established by federal 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 Planning Act passed by the federal Congress in
1966 mandates planning comprehensively for health services, manpower and
facilities. This is to be accomplished through state agencies, with full-time staff,
and the help of Advisory Councils of specified composition. The Councils must
consist 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 15 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 Agencies. In most states this process is well
along, with all or most of the population residing in regions 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 planning Councils must also be consumer-dominated and pro-
vider representative, must raise between 25-50% of their budgets locally, and can
recetve federal support for the remainder. In most parts of the country the
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Areawide Comprehensive Health Placning Ageacies are non-prohit corpoarations
with their Councis serving 4v Buards of Dicsctors  Inosome states thee are
regional pgovernmental unils- Economn: Development Comimissions o s imila
structures, which provide the vrgamzational base tor Compichensive Healin
Planning.

Another section of the Comprehensive leahth Planning--Pattnership tur
Health Act provides for a formula giant to ach state health authonty | the
so-called 314(d) funds with which this workshop s particular y coneeined As in
the vase of uther “formula” grants, the amount 15 calculaied 11 direct proportion
to the population of the state, and m nvers: ratio o ats average per wapiia
income. In any case, the grant is then providec without rest-1ction as 100155 use
to the State Health Authonity, with at least 157 provided fue the State Menidl
Health Authority These “authonties” may be lodged m the same agency, but in
many states are locuted in different department. ol state government [he najon
stipulation in the use of the 314(d) funds 1s that 70% musi be used for ~lacal
services " The nterpretation of whar comprises “local services™ ol connse has
been of considerable miterest and a matter of debate m the vaiious «tates and
HEW regions.

The regulations promulgated by HEW to mmplcment the Partnerstup ton
Health Act include sore signmilicants iequiremer ts as fallows

“Policies and procedures must provide methads foe (1) conrdimaling the
state agency’s planning activines wilh speaialized heahth planming and orher
related planning activities such as the developnient of mental retardation plans,
construction plans for health and medical (ac Woes, communtty mental beaitin
plans, and State physical und economic plannina. (23 consideiing the most xfted-
tive and efficient manner of meering health nee ls in the frelds of welfare educa-
tion and rehabilitation, (3) considering the special needs of high-risi popnae o
groups for preventive and heglth care services ™

The law 1tsell, P L 89-749, states that th: agency must “provide Jor on-
couraging cooperarive efforts among governmental and nongoverninenial ugen-
cies, organizations and groups concerned with health services, facilities and man-
power, and for cooperative efforts between wich agencies, orgamizations and
groups and stmilar agencies, organizations and yroups m the flelds of educarion.
welfare and rehabilitanion.”

So there is 4 mandate, both n law and 11 regulauon, tor thase of us
Comprehensive Health Planning to work closels with the service systems which
relate to Developmental [hsabuities Plantuing The Director of Comprehensive
Health Planming is designated as a member of the State Developmental Dhs.
ablities Advisory Council under P.L. 41 517

OVERLAPS AND COMMON CONCERNS

Beyond the requurements that federal law mmposes on us, what are the el
life justifications for a close partnership between Comprehensive Healtl: Planning
and Developmental Disabilities Planning”
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A Human Services Relationship

One that is dictated by our common concern in helping client populations.
For Comprehensive Health Planning it is primarily 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 social
well-being.” Surely the well-being of the cerebral palsied, epileptic and mentally
retarded is part of this universe.

The preventive aspects which have always been the primary concern of
Public Health are identical with and inclusive of the primary prevention of
Developmental Disabilities. The eatly evaluation and detection function that
must be available and provided for all infants and children must certainly be
available 1n order to identify thcse with Developmental Disabuilities.

A Similar Role

The words that appear in the Developmental Disabilities Act and the Com-
prehensive Health Planning Aci indicate that in our respective areas we should
be: coordinators, convenors, planners. Both groups have diverse constituencies
with diffenng professional training, various approaches to helping the client
population, and a wide range of 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 therr commonalities,
“facilitate the development of comprehensive services.” The mandate to Com-
prehensive Health Planning 1s exactly the same, dealing with its own scope of
interest and constituency: to try to develop for all people access to a continuum
of health care including prevention, developing a rational system from a non-
system, and dealing with muitiple interests and diverse populations.

Both laws mandate the development of a2 comprehensive and continuing
plan. In Developmental Disabilities, we must order goals and objectives, 1dentify
priorities and make them known so that (a) the many workers and agencies 1n
the communities and states have a better understanding of how their activity fits
into 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 machunery, and to begin to implement some of
the plans. Although the financial mechanisms and matching requirements 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 equa! 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 Children’s Se vices, Medical Assistance, Matel-
nal and Child Health, Meuntal Health, and of course, Comprehensive Health Plan-
ning 1tself.

Therefore, we are working with the same program elements, at least in pari,
and must of necessity relate our work programs. If, in 1dentifving the yole of the
State Crippled Children’s Services, both Comprehensive Health Planoing and
Developmental Disablities Planning make recommendations without prior con-
sultation and the recommendations are poles apart, what effect wiil this have on
the services provided? How can the Director of Crippled Children’s Services
respond to such opposing directives or recommendations? It 1s incumbent on us
both Lo relate our objectives, Lo resolve conflicts and design programs that will
benefit both consumer constituencies if that 1s possible. If it 1s not possible, and
we must face the fact that resolution of differences in a spinit of sweetness and
light 1s not always possible, then at least we «an dentify our differences 3
rational way, so that the ultimate decision mukers n local, state and federal
government can exercise their options

The Medical Assistance Program s both a boon and a thieat to the deveiop-
mentally disabled: a boon because 11 provides rederal resources to match those
of state and county to pay for a vanety of health services, including certain
kinds of residential care. It 1s a threat in that 1t 1s basically a “medical care”
payments program and does not take info account the pressing ueeds of the
disabled for the muliitude of other services required for a sausfying, productive
and meaningful life. In most states the largest portion of state funds expended
for health care is in the Medical Assistance category. It 1s a major responsibihity
of Comprehensive Health Planming to influence the allocation of resources avail-
able for health care, and the use of Medical Assistance funds 15 a most signitican!
item.

Simlarly, Developmental Disabilities will want to exercise 1ts influence on
this funding mechanism, so that 11 does not restrict or domanate the decisions
about residential care for the developmentally Jdisabled. We must work coopera-
tively on this matter. Maternal and Child Health and Crippled Chuldren’s funds
have been expended for years on programs which seek to prevent maternal
disease and injury, to prevent birth defects and sinh injures, and to assist in the
early detection and treatment of problems in infancy and childhood. It 15 a
fertile field for the co-mingling ot funds so tha, m fact we reach an irreducible
minimum of such disabilities. The entire spectrum of services concerning Praven-
tion, Early Detection and Diagnosis should be co-planned between those Pro
gram Directors responsible for the expenditure of these funds, Developmental
Disabilities and Comprehensive Health Planmng.

Federal Initiatives

There is considerable mnterest being shown 11 the federal level {or the inte-
gration of human services programs. Afier funding hundreds of categorical pro
prams over the past twenty years, some calegonzed by disease or disablity.
others directed at specified age groups and still other funds distributed according
to types of service providers, the latest strategv is to knit us all back together
again. This is a horrendous task and is not likely to be achieved by putting
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everyone in a huge HEW in each state. Nevertheless, many states have taken that
approach. A much more fundamental kind of regrouping is probably necessary,
and 1l is my own contention that effective integration must take place at the
commuanity level, with full support from the state and federal back-up agencies.
A rational delivery system is not impassible, but it will take tremendous admini-
strative clout to achieve. The Allied Services Acl proposed in the federal Con-
gress in 1972 provides incentives to 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 time if anything at all
is to occur. The state bureaucracies, no less than federal, are large and ponder-
vus, jealous of thew 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, 10 be honest, not a very substantial source of
funds. In Minnesota, for example, the entire allocation to the state for Public
Health Services under this grant is about 1.3 million dollars. Many states with
larger populations and/or lower per capita income receive much more. Although
not an inconsiderable sum, the demands for it are immense, including subsidy of
local health services, chronic disease control, vital statistics, hospital and nursing
home quality control, environmental health programs and many, many more.
There are state funds and local funds provided for some of these activities, as
well as specific federal project grants for others. Nevertheless the 314(d) funds
designed to fill the gaps in the whole spectrum of Public Health Services are not
likely to be a source of large and significant funds for specialized Developmental
Disabilities projects. At least 15% of the total 314(d) allocation is provided for
the Mental Health authority in the state, which is often the responsible agency
for mental retardation services as well. Because ot this allocation, Public Health
authorities may be inclined to refer requests relating to the developmentally
disabled, to the Mental Health authority as the more appropnate agency for
funding.

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 Services and which are also very appropnate to
the Developmental Disahilities client population: Public Health Nursing, and
Home Health Services including Occupational and Physical Therapy and Home
Health Aides. Since 70% of the 314(d) grunt is 1o be spent in “local services™
and since the Public Health/Nursing-Home Health program is usually the major
component of local Public Health service, this would seem an appropnate use.
The Developmental Disabilities client population, residing in a variety of settings
in the community including their own family homes, independent living arrange-
ments, and varying kinds of supervised residential care programs, are all eligible
for the services of Public Health Nursing, as are all citizens of most communities.
The Public Health Nurse has had special training above and beyond nursing in
community work, communications, mental health, and the like. She is, 1f you
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like, the nurse in the social, not the medical care, context Although varyng in
abulity, as do all people and all professional types, she brings a variely of skills (o
a family or a developmentally disabled individual, and may scrve a5 4 kKey persen
in coordinating services 1o the mdividuai anil family, as well as i providing
direct services herself. She will be knowledgesble about other commumnity 12
sources and can and should be working with schools, social workers, rehabilu-
tion centers, and a variety ol other helpers in puiung together the total service
needs of an individual.

Usually related to the Public Health Nurwng program is the Home Health
Agency, utilizing the skills of nurses, aides and other specialists 1n providing
home care for eligible recipients. Ehigibility for service 1s usually nol 4 problen.
eligibility for payment may be somethwng els: Medicaid standards vary (Tomn
state to state, state and local support to the Home Health Agenuy may he
meager 50 that 1ts services are linuted. But through 314(d) funding, and through
community support, these programs should be avadable to all developinentally
disabled who mught benefit from them. Hom: Heatth Services, extending and
expanding the scope of home care beyond the raditional Public Health Nursing,
are a relatively new development, having been given mmpelus by the passage of
Medicare, which pays for Home Health Services for the elderly Although ob.
viously not appropriate tor all developmentally disabled, the services have the
potential to fill a number of gaps in the mulutude of needs that must be met
The Home Heuith Aide can assist the mother o a disabled child, or may #ssisr
the developmentally disabled adult 1o remain in his own home, rathes than have
10 seek residential care. She can ussist wath drossing, feeding, ambulaton, baths
and numerous other daily needs, under the general supervision of the Public
Health Nurse. Other services that may be provided are the iehabditation thera-
pies, including occupational and physical therapy, either directly or through
teachung of family members and/or home health aides. The program has great
potential, particularly for the physically handi:apped, which has onlv begun 1o
be fully implemenied and utitized.

Another major area of service which Devilopmental Disabihities and Com-
prehensive Health Planning should explore together 1s that of Eatly Detection
and Evaluation. Through state and regional planning, and with the assistance of
314(d) tunds, Title 19 funds, Maternat and Child Health Funds and Crippled
Children’s Services, 1t should be possible to establish regional centers to serve a
geographic area, where infants and chuldren are evaluated by an interdisciplinary
team. Several such centers have been “pilot projects” in Minnesota and have
performed effectively. The data from one of the Centers mdicate that one-half
of the children referted to the Center fur “menral retardation™ were not w fact,
retarded at all. The scope of evaluation muwt obviously be broad, including
physical, mental, emotional and social factors. The oulcome of evaluation mu
include an individualized program plan.

The base on which such an Evaluanion Cenier 1s bult may vary tiom 1egion
to region. It may be implemented through a school system, a medical center, a
mental health center or stand alone. As it becomes known 1o the helping profes
sions in 1ts region, the Centers’ services should be utthzed more and more by a
wide variety of referral sources. If properly implemented and 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 Heaith Planning Agency has the statutory respon-
sibility to see that the 314(d) funds are expended in accordance with Compre-
hensive Health Planning priorifies. We must be sure that Developmental Disahili-
ties plans for health-related services relate to the Comprehensive Health Planning
priorities, and thus influence the use of the 314{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., all of which serve other client populations as well. 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 Disabilities
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 Qffice 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, related to the operating divisions 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 Council 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 u 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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ment and intensify comprehensive health planning eltorts. Because ol the resubt
ing ability to provide the state match, and in recognition of its planning and
coordinating role, the Governor of Minnesota responded to recommendations of
the Developmental Disabdities Planrung and Advisory Council and tiansferred
the Developmental Disabdities Program from his office to the State Planning
Agency. There the Comprehensive Health Planning and the Deveiopmental Dis
abilities staffs are situated side by side and have the opportunity as well as the
commitment 1o develop a real working parlnership.

The Developmental Disabilities Planning an.d Advisory Councd 10 Minnesola
early expressed great interest and enthusiasm ind established as a prionty the
development ol regional planning programs. We have affibiated seven regionai
planning developmental disabilities plannung co incils with regional comprehen
sive health planning agencies. In most areas of our state, the comprehensive
health planning agencies are the only regional human services planming groups
existing, and provide a convenient base through which to operate. The matching
funds have not generally been provided at the iegional level by Comprehensive
Health Planning, because of thew own 30% lucal funds requirement Bu the
Comprehensive Health Planning staffs have, m general, written the regional
prants, recruited the personnel and within a 6. month period have moved the
Developmental Disabilities regional program to the point of implementation tn
three regions and very close to 1t in three more One Developmental Disabilines
regional group will affiliate with a Regional Development Commussion, as will
Comprehensive Health Planning, and one region is in the formative stages ol
regional organization. The orgunizational mechanics have been integrated so thal
separate incorporation 4s a non-profit corporation has not been necessary for the
Developmental Disabilities regional planning organizations. (ontmty bevaond
the inital year of funding is more assured, through the cemmitment <1 the
Comprehensive Health Planning regional groups us well as the Developmentul
Disabilities Commttees, no matter what the lederal funding decisions ate
Fiscal Year 1973.

The interaction at the regional level 15 freught with problems There are
personality conflicts, power confhicts, issue conflicts, provider conflicts, und
consumer conflicts. But they are persevering, problem solving, and through then
combined efforts, will prevent the planning mechamism Iram becoming as dupli-
cative and fragmented as the program nechanismis have became. After all, Devel-
opmental Disabiliies was estabhished 1o bung together the muitnude ol interest:
and services for the developmenially disabled. I1 should not, by 1its creatior and
existence, extend or perpetuale the fragmented, categoncal approach which
brought about the chaotic state of affairs (n which we find ourselves tcday
There are power struggles within the Developinental Disabilities constituency
stself, and it 1s not surpnsing that there should be conflict when a “partnership -
relationship 1s being created.

in the last analysis, workwmng together s a matter of commitmenr Coording-
tion implies willingness to modify one’s activitics and objectrves 1n one way ar
another. There are those who give cooperation und cvordination much lip serv-
ice, bul n practice do nol relale, cooperate, or riodify their objectives, wrth the
result that coordination has no meaning at all They witl do therr thing, come



Conference Proceedings 253

hell or hugh water, no matter how many Planning and Advisory Councils are
created 10 relate their programns to others. On the other hand, there are those
administrators and program personnel who understand that coordination may
mean losing a little of their own independence, but who understand it also may
mean gaining a better continuum or array of services for the client.

And this is surely the whole point. The developmentally disabled individual
should be the final and overr:ding consideration. Where can we place this pro-
gram, and how can we relate it to other programs so that the multitude of
services, including prevention, early detection, rehabilitation, residential care and
all the others, will be best programmed and delivered at the community level for
those who need them? [t would be great to see the major service 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 all. Perhaps 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 service systems, il becomes mandatory that those of us in the plantung
and coordinating business actaally do plan and coordinate so that overlap and
duplication are avoided and an appropnate and eftective array of services is
provided.
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Use of Vocational Education
Programs in Planning for
The Developmentally Disabled

Frederick J. Weiniraub

BACKGROUND

The federal role 1 meeting the vocational education needs of our youth is
probably the oldest such intervention in the education system. Beginning with
the Morrd Act of 1862, the federal government has been a significant financial
and policy force in the development of vocational education in our schools.
There 15 little value 1n reviewing the vast number of Acts established by Congress
over the years until 1963. But these acls could generally be characterized as
piecemeal and directed at particular occupational interests.

tn 1963 the Congress and the Administration sought to bring the disparate
pieces together. The landmark Vocational Education Act of 1963 (P.L. 88-210)
sought to provide

“that persons of all ages, in all communities of the state . ..
will have ready access to vocahional training or retraining
which 1s of high qualny, which 1s realistic 1n the Jight of actual
or anticipated oppoitunities for gainful employment, and

which 15 suited to their needs, interests, and ability to benefit
from such training.”

Realizing that vocational education programs were becoming highly selective and
not absorbing children with special needs, the Act also specifically provided that
services be provided for

‘persons who have academic, soticeconomic, or other handi-

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 1n state
schools and institutions.

Three years after the passage of the Act the US. Office of Education

published ““A Nauonal Survey of Vocationai Education Programs for Students
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with Special Needs.”

Of the 51 states and terntories that resporded to the survey instrument, 12
reported having nu vocanonal programis in operation for students with special
needs. (The Office of Education included under the calegory ot special nee.ds the
handicapped and the academucally and economucally disadvantaged.) Of the 24
states from which usable responscs were recewved, 13 repotted only one such
program 1n operation in the state, 5 reported that there were - wo such prograns,
angd the balance ranged from three to seven programs with | exception, Ohw,
which reported 33 programs of vocational educaton for students with special
needs. Nationally the investigators were able 1 identify only 79 such programs
Of the 79 programs idenufied nationally, 50 were located 1n «omprehensive high
schools, 21 in general hugh schools, and 5 in vocitional high schools.

Sixty-eight percent of the “special needs™ programs had a minunum level of
ability or other qualification limitations tor errollment This factor eliminated
many students who could benefit from vocational education truning. Frag-
menlary informahion suggested Ihat vovatioral srudents tended 1o+ be sub-
stantially below other studenis 1n general academic performance. Yet, tov ofien
the vocational programs attempted to upgrade thewr student bodies and enhance
their prestige, not by providing special help 1o those who needed st, bul bv
actually eliminating such students by more stringent requiremants.

Figures compiled by the U.S. Office of Educauon showed that w [Y6a,
1,238,043 persons were enrolled n vocational education programs throughout
the country. Of thus tolal, less than | percent were persons wath special needs. In
the 1965-66 school year, of all known expenditures lor vocatienal educauon
programs n the United States, only 1 percent ot the funds were spent for yauths
with special needs. The inequrty of tlus fact becomes more apparent when one
considers that this population encompassed nat only the physically mentally
and emotionally handicapped (comprising 10 percent of the school population)
but alsv those considered academically and socioeconomically disadvantage

In partial response to the survey the Advisory Council on Vuocational Educa-
tion, in 1ts 196& report, *“The Bridge Between Man and His Work,” examined the
direction that vocational education should take, and recommended that a sub-
stanuial portion of vocational education funds be reserved for the “haid-tn-
reach” and the “‘hard-to-teach”™. that admission requirements for vocationdl
cducation be based on ability to succeed in . field ol work, rather thun on
acadermic grades or runk 1n class, and that the general curizulum an eflect be
revised to meet the needs of the studenis which 1t 1s to serve.

THE 1968 YOCATIONAL EDUCATION AMENDMENTS

in 1968 the Nutional Educauon Associaiton and the Council 11 Lacep
tional Children, with the support of many national organizations far the hand
capped, testified beforc the Congress calling for more specific provisions within
the Act to assure handicapped children’s participation n vocational education
in response Congress enacted the Vocational Education Act of 1968 (P L. 90
576) which contained the iollowing provisions’

¢ Recmphasized the inlent thal attention should be placey
on “vocalional educalion for handicapped persons who he-
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cause of their handicapping condition cannot succeed in the
regular vocational education program without special educa-
tional assistance or who require a modified vocational educa-
tion program.”

® Defined handicapped in the following manner: “'the term
‘handicapped,’ when applied to persons, means persons who
are mentally retarded, hard of hearing, deaf, speech impaired,
visually handicapped, seriously emotionally disturbed, crip-
pied, 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 membes 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 qualifications, with respect
to the special educational needs of physically or mentally
handicapped persons.” Members are to be appointed by the
elected state boards of education or by the governors.

® Required that at least 10 percent of each state’s allotment
of funds (Part B) appropriated for any fiscal year beginning
after June 30, 1969, shall be used only far vocational educa-
tion for the handicapped. This section refers specifically to the
grants to the states utlized to support basic vocational educa-
tion programs.

¢ Amended the Education Professions Development Act to
provide a special category of teacher traiming for vocatonal
education through exchanges of personnel, inservice training
for teachers, short-tern institutes, and fellowships. Particular
note was made that such training be extended to programs for
the handicapped.

The Senate in its accompanying report expressed concern that there would
be three major impediments to effective 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 following 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 mechanisms for insuring that
new vocational education centers comply with regulations prohibiting architec-
tural barriers,

3. That a comprehenstve study be undertaken to examine ways of
adapting physical plant, equipment layoul, machinery, and so forth, to the
unique vocational education needs of the handicapped. Based on the findings of
this survey it was recornmended that experimental and demonstration centers be
established to evaluaie modifications and disserinate such information o 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 meel 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 provide anciiary services for the handicapped tn vocational education
programs.

6. That expansion of vocational education on the elementuy an
post-high school levels he further emphasized for the handicapped, in thin such
programs necessitute a long-term process, from the development of waik atn-
tudes in the early schoul yrars to counsehn: and retramning {ollowng high
school.

7. That all State vocational education agencies be required (o develop
jontly with the State special education agency a comprehensive plan lor p uvid-
ing vocational education to the handicapped and that this plan be coordinared
with the general State vocational education plan.

8. That plans for vocational education for the handicapped consider
the needs of such persons in day and residential facilities whether pubbic or
private.

9. That State plans consider the unique problems ot educating handi-
capped persons in rural or urban communities. It was suggested that the use of
regional vocational education centers be considered, including reglonal residen-
tial schools for children with low ncidence disahilities.

10. That efforts be undertaken in each State o conrdinate the activi-
ties of vocational educition, vacational rehabilitanion and special education

WHAT HAS HAPPENED SINCE 1968

In 1970 115,219 handicapped children re .eived vocational education serv
ices under the provisions of the Act. In that same year 3,738,960 childien were
served. In 1970 S1.8 billion was spent totally on vocational educution with
53.8 million going to the handicapped or unly  percent of the tolal monies, and
& percent of the Part B funds.

in 1971, the number of handicapped chddren served increased tn 208,681
of the total population served of 10,495,411 with expenditures for the hand
capped increasing to $60 7 million or 2 64 percent of the total expendituic and
10.7 percent of the Part B funds. Presently the 1andicapped comprise less than 2
percent of the total vocational education enrollinent

The members of the National Advisory Council were appointed 1ncluding 4
spokesman for the handicapped. presently Dellino Valdez. [n the first 5 repoits
of that council detaihng the problems facing vacatiunal education and proposing
solutions, no significant mention was made - vocationat education for the
handicapped.

Each state has an Advisory Council with a inember representing the inteiests
ol the handicapped. A review ol the 1970 1epor 1y of the State Advisory Councils
shows that very few stale councils had mven senous consideration to the Landi-
capped nor were they 1ecommending improvements in this regard.

To the best knowledge of 1the author, praiuically nothing has been done (o
date to carry out the 10 activities 1equired by the Senate, particularly those
relating to facilities and coordinated planning
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HOW THE PROGRAM IS ADMINISTERED

At the federal level vocational education is administered in the U.S. Office
of Education by the Bureau of Adult, Vocation and Technical Education. Provi-
sions for the handicapped and the disadvantaged are administered by the Special
Needs Branch. While BAVTE 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 progrum varies from state to state, but is always under
the state education agency—although in some states policy is delegated to a
board different from the state 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 information 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 150 vocational 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 Arizona Training Center
Box 1467

Coolidge, Arizona

Number of students: 32

Type of handicap: MR

Thirty-two mentally retarded students who had been institutionalized for an
average of 5 years, and some fot 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 lwe in an institution, to become self-sustaining citizens
capable of maintaining themselves in community life.

Vocational classes are being provided in the areas of agriculture, home eco-
nomics, and trade and industry. Through counseling, evaluation, job placement
and follow-up, the vocational teachers are providing each student with the maxi-
mum opportunily to progress at his own rate, to the fullest extent of his capabil-
ities,

Academic instruction focuses on the total learning required for a student’s
successful employment. Since many of the students were found to be lacking the
interpersonal relations skills required for community living, these are included in
the course of study, along with instruction in employer’s expectations, and
attitudes for job-getting and joh-keeping.

An assessmenl of the progress made thus far by the students originally
enrolled reveals that a total income of $4,280 has been earned, and that 11
students are in full time community training or employment, 10 part-time
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employment, 7 have been referred for placement n the community o retuined
home, and 5 have recewved commtments fcir employment m the munediate
future.

Los Lunas Hospital and Training School
Los Lunas, New Mexico

Number of students: 95

Type of handicap: EMR, TMR

Vocational Horticulture Program

The objective of this program 1s to train mentally rerarded studenis lor
employment 1n greenhouse operations in the surrounding area.

The course of study covers three areas of horticulture greenhouse and
nursery growing, landscape maintenance and floral assisting.

In training as a greenhouse and nursery grower, the student leains fo
identify plants, and is instructed in growth habits, plant propogation, cuttural
practices, soils, insect and disease control, and the maintenance of horticultural
structures.

In landscape mawntenance, the student learns maintenance of lawns, lower
beds, trees and shrubs, and landscape planning.

The floral assistant course is designed ro prepare the student for wotk ma
florist’s shop.

In each of the areas, students receve clasiroom and individual wstruction,
and are given laboratory practice in the greenhcuse on the grounds of the school.
Ultimately, they are placed in one of the horiiculture businesses in the area (o
gain practical experience.

Greenville Counry Schools
Greenville, South Carolinu
Number of students. 48
Type of handicap. TMR

This program was established to meet the needs of those students who
would be eligible for vocational rehabilitation, sheltered workshop activiy and
on-the-job traiming for possible job placement in the community. A base line on
each student, both in the area of potential skills and social adjustment 1s estab-
lished, then a program and methods for implementing 1t for each student 1s
developed Lo obtawn the specific goals set for lum. Instruction includes traiming
in basic work habits, personal hygiene, simple language arts, finance manage-
ment, use of community facilities for leisure time, basic occupational and hving
safety, personal and social adjustment, and development of motor skilis.

Methods utilized depend upon base lines ileveloped, bul generally are situa-
tional 1n order to minimize the dependence upon transfer and insight.

The major program objectives are: (1) to give training in basic work skills in
selective position categories: (a) simple assembling work relating to contracls:
(b) building and grounds—maintenance; (c) focd service, (d) developng physical
coordination, and (e) domestic service; and (') to evaluate by vocational tests
and performance and aptitude tests.

A review committee evaluates the effectiveness of the program. The com-
mittee is composed of representatives from Creenwille County Public Schools,
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South Carohina 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 Distriet 109
Snohomish County Courthouse
Everert, Washingion 98201
Number of students: 110

Type of handicap: TMR

The Washington State Departments of Special Education and Vocational
Education are cooperatively funding and conducting this program which pro-
vides handicapped youths with supervised, sheltered, prevocational, and explora-
tory paid work expenences. Work stations are maintained at four sheltered
workshops in the county.

Emphasis is placed upon helping the students to develop a wider variety of
work sKills, to make more informed chowes about types of work activities
preferred or disliked, and to develop physical abuities, language skills and confi-
dence.

Woodrow Wilson Rehabilitation Center
Fishersville, Virginia

Number of students: 1,359

Type of handicap: MR, CR

The objective of the program s to prepare handicapped students for
employment in trade and industrial and business education fields. Instruction 1s
provided in typewriting, shorthand, accounting, bookkeeping, general office
practice, auto body repair, autc mechanics, auto servicing, barbering, cosmetol-
ogy, drafting, electricity, electrical appliance and motor repair, food service,
furniture refinishing and other skills.

Twenty-five percent of the instructional time of students is spent in formal
and classroom instruction, and 75 percent in 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 include 2 supervisors, 4 business and
office education mstructors, 32 trade and industnal instructors, and 12 prevoca-
tional instructors.

All participating students have been selected by field representatives of the
Virginia Department of Vocational Rehabuilitation as eligible for rehabilitation
services. They include those of low 1Q, as well as those with all types of physical
handicaps.

A more recent development at the Center is an additional prevocational
program designed to give expernience to prospective students in advance of their
being assigned to a training area. The students spend several weeks in this sec-
tion, rotating through various experiences, and being evaluated 1n terms of train-
ing for which they may have attitudes, abilities, and interest.

The program is operated by the Virginia Department of Vocational Re-
habilitation with the cooperation of the Vocational Education and Special Edu-
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cation Division of the State Department of Education

Rock Creek Center

Roure |

Frederick, Marviand 217001
Number of students. 23
Type of handicap: TMR

Thas 15 o special work-study program 1o help students aged 15-18 to niuke a
transition from the school to the community.

Twenty-three are assigned to work stations for a period of t weeks The
work day lasts for approximately four hours. liuch day, a peniod 1s set aside for
the teacher to have an opportunity to discuss the day’s work experience with the
student. At the close of the 6-week period, the tramnee returns to the classroom
for 6 weeks of needed supplemental classroom mstruction Then, the student s
given a second 6-week assignment at a1 work staiion. Duning periods spent at
work stations, the students are transported bv the regular school hus, and wie
mspected for grooming each day befare work.

The classroom program ncludes units ot instruction 1n health and safery,
social development and adjustment, grooming family bvimg, communty hving
and occupational informauon. The curriculum includes mstruction n the quali-
ties of a good worker, requirements for work permuts, how to fill out employ
meni applications, deductions made lrom wapts and why, fringe benefits, mock
job interviews, an understanding of budpeing and banking, and the development
of a good self-concept. Evaluution consists of the following (1) a coordmaton
visits vanious employers at leas! vnce w week [or a conference (2) fregquent spol
checks of pupils are made; this keeps the student aware of his responstbifines to
his school and employer. Alsu, Wl provides the teacher with information regard
ing the needs of the pupil so that these needs can be met during the school class
session: (3) employers are asked (o {ill out evaluation forms twice Juring the
16-week interval so that strengths and weakiess can be noted amt 14) both
individual and group counseling are conducted, so that students may benetul
from each vthers’ experiences

This program has brought about 4 noticeible change 1n the role of these
young people 1n the commumty and in attitudes of members of the commuunty
Theire has been a decline 1n the number of drop-outs, and an increuse 1n self-
confidence, mutual respect, and sense of prid- Examples of the 1vpes of jobs
being learned by thuose studerits are mechanics, day-care sides, wmamienance,
motel maids, domestic help, aides at 1est homies for the elderly, and busboy:.
One measure of success of the program is that inany employers request that the
student come to work for them full-tume after they tinish school.

An amportant ingiedient Lo the success of the program has been the support
ol the community at large, and especially the support uf the employers

Fargo-Moorehead Evaluation and Training Centoer
424 Sourh 9th 4venue

Fargo, North Dakota 58102

Number of students: 75
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Type of handicap: TMR

The local public schools’ responsibility for career education is emphasized
by the Fargo Public Schools. On April 1, 1970, the private, nonprofit Fargo-
Moorehead Vocational Training Center, Inc., became a part of the Fargo Public
School System, expanding the continuum of services to the handicapped from
early education to job training and placement,

This programm provides such interrelated activities as vocational evaluation,
job training, private 1utoring in academic skills, training in grooming and social
graces and other skills necessary for independent living, supervised recreation,
and a supportive counseling and guidance secvice.

The vocational evaluation unit assesses the abilities of over 300 handicapped
individuals each year through psychological, sociclogical, and vocational evalua-
tions, which take from 4 to 10 days. The referring agency 1s responsible for the
$75 fee and receives a wrilten report of the complete evaluation.

Evaluated clients may the be placed directly by vocational rehabilitation or
may be recommended for the transitionat 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 the training goals for
prevocational training. Client production is emphasized using real work as lhe
traming vehicle. Work assignmenls are given on the basis of trainee need ang as
an avenue of meeting established objectives. Supportive counseling assists the
trainee in learning to 2 productive which, in actuality involves a change in the
self-concept. Augmenting the preduction training, trainees participate in super-
vised recreation, grooming and social graces classes, private tutoring in academic
skills and speech therapy, training in independent living skills emphasizing re-
sponsibility for maintenance costs and leisure hume activilies, and participation n
job tours,

When progress in prevocational training is sufficient to atlempt competitive
job experience, a transitional on-the-job placement is provided that is geared to
the overall requirements and needs of the individual. Graduation comes when
there is reasonable job adjustment and the prospect of continued employment.

If a potential client does not demonstrate sufficient ability to profit from
the transitional workshop, he may be placed in the extended sheltered work-
shop, maintained on the center’s premise by the Fargo-Moorehead Vocational
Traning Center, Inc. The sheltered workshop goals still center around the client
and his eventual placement in & competitive job situation.

Because the center serves 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 placemeni for new trainees. As
they demonstrate thewr competencies, trainees are placed In a private apartment
(where the landlord provides a paternal eye). Thus, handicapped persons used to
a sheltered environment 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 important role in the success of the Eval-
uvation and Training Center. These include: (1) the Fargo High School work-
study program, where retarded teenagers spend a half day in the high school and
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a hadf doy m the center, {2} the unportant voordinuhon between speaial educa
tion, the center, vocational 1ehabilitation, the veterans admimistration, mental
health center, social secunty, workmen’s compensahion board, the manpowe
center, and the mode] city progtam. Ten years of practice in tratning and place-
ment of the handicapped has created a well Liained and mutualty suppaortive
staff necessary Tor handling the complex factors essential to developimg human
potcniial.

WHAT CAN YOU DO?

I Determine how your state 1s presently carrymg oui ity 10 percent obligy
tion f'nr the handicapped. In doing so, consider tae following

a. To what extent are they offering a wide variety of vocational ran
ing opporrunities to the handicapped’ Many prograns limit the handicapped to
only vne ur two vocational opportuniues.

b. To what extenr have they miegrated the handicapped i amd ex
panded the total vocational education programs.’ There should be available thice
types of programmung for the hundicapped (1) integration mto the regular voca
tional education programs, with necessary adaptations in the physical environ
ment-{2) Integralion into the regular voualwnal cducation programs. with neces
sary adaptation of the teaching strategies and supportive assistance. and (3 spe
cial vocational education programs for the handn-apped. It should be emphdsized
that the 10 percent sel aside should be limuted Lo the special program cosis
incurred as a result of serving the handicapped- not to support present generl
vocalional education services.

c. To what exient are vocanional edurcation agencles, m confunetion
with state employment agencies and state contnissions o employment of the
handicapped, secking mcreased 1oh opportnities for the handwapped * Withou
such ¢fforts traimmg will continue to be himitrd to known placement vppo
Tunilies.

d. To what extent are admission Standards o vocational cducarion
relevant to the skills necessarv to learn and pecform effectively g particudar
job? Presently standards such as 1Q scores and academic grades prahibin many
handicapped children {rom access into programs in which they could function
effecuvely.

e To what extent are they utilizing the full job training capabilities of
a community? Most communities have a variety ol agencies and programs for
develuping vocational skills. Rather than purchasing such services, the general
vocational education program has soughl 10 develop suvh programs within com-
prehensive high schools or vocational-techoical high schools This practice has
been reversed in regard to the handicapped. Caution should be taken to a.sure
that handicapped children are not simply dump.:d outside the vocational schoeol
sysiem when such placement 35 not necessary On the other hand vocanonad
educabhion should be encouraged, in terms ol thon total progrem, to utihze tolal
community services, but not in a discrmminatory tashwon,

- To whar exrent arc present trawimg programs for the handicapped
realistic and directed to placement ouiside of the trarung center? [Uappears as
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some programs, particularly (hose in institutions are no more than the present
peonage system. It s appropriate 10 frain institutionalized individuals as
groundskeepers, for example, il such training leads to employment within or
outside the institution. However, the goal should be for the benefit of the
individual and not solely tor the institution.

2. Determine how your state vocational education agency is exercising a
leadership responsibility to assure that local programs include the handicapped.
This should be conveyed through strong policies, consultative assistance and
penalues, 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
individual has available the necessary prevocational, vocational and retraining
opportunities to assure their maximum occupational development.
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Opportunities Through
HUD Funding of
Residential Facilities

Mercer L. Jackson

in November of 1971, the President called upon Federal agencies to support
the prevention of mental retardation and 10 help the menially retarded return
from institutions to the cominunity. Acting on this mandate and other related
areas of recognized need in March, 1972, Secretary George Romney established
within his office an Assistant to the Secretary, Programs for the Elderly and the
Handicapped. With these actions, a period of slow awakening to the special
needs of the handicapped gained both direction and momentnum,.

It was through 1964 amendments 1o the National Housing Act and the
Housing Acts of 1937, 1959 and 1961 that eligibdity of the handicapped for
Federally-assisted housing was first established Supportive acuon over the years
has been positive but limited American National Standards Institute Specifica-
tons for buildings and Mimimum Property Standards for housing specifically
designed for the elderly and the handicapped have been established. A study was
completed leading to the publication in 1968 of a HUD guidebook on design of
housing ler the handicapped.' Five housing projects were provided strictly for
the handicapped under fede-ally assisted programs, snd many federally sup-
ported housing units have becn construcled to specification for the elderly and
the handicapped.

As a related-action, following the enactment of P.L. 90-480, the Architec-
tural Barriers Act, HUD und other federal ugencies wnitiated programs to ensure a
barrier Jree environment in public buildings and federally supported housing
(except privately owned housing) for the elderly and the handicapped. This
ongoing effort will continue mdefinitely untldl our man-made environment be-
comes compatible with the need for full mobility of our handicapped popula-
tion.

"The five demonstration projects for the handicapped include: the Omaha, Nebraska
Association for the Blind: (he Pitgrim lutheran Church Home lor the Deaf, Los Angeles,
California; the Fall River, Mass. Hussey Haospital Project and the Toledo, Ohio demonstra-
tians seeking aiternatives to institubionalization. and the Seartte, Washungton praject for
those with mixed physical handicups.




268 synergism for the Sevennies

The Presidential mandate regarding the mentally retarded, together with
existing housing statutes, permits us to buldd upon these past actions and to seek
new and mnovarive solutivns and wider applic.tion of extsting programs {ol
housing for the handwcapped. An examination of existing progiams will be help-
ful 2

HUD presently admimisters a wade vanety of housing and health care facility
prograins which may be classified as either subsidized or unsubsidized The
unsubsidized cutegory mcludes those programs 1 which federal assstance 1s
himited to insurance of the moitgage. Private and multi-famdy residences, inter-
mediate care and skilled nutsing homes, hospitals and group { medical) practice
facilities are examples of the unsubsidized programs.

There are two basic subsidized programns established under different acts,
the low rent public housing program and the moitgage interest subsidy and 1ent
supplement programs. These have similar objeciives but differ in method: ot
apphcation and in eligibility requirements.

First, low rent publhc housimng 1s admimistere] through officially constitured
focal public bodies established under state law which are referred to as local
housing authortties. Utihzing federal programs admimsterec by HUD, they
obtain housing (new construction, rehabilitation and lease) through the sale ot
Iocal bonds which are (hen retired by the annual contribution of federal funds,
This concept 15 distinctive in its service to the lower income groips and the
regulations under which 1 operates. It can ofler homeownership as well as
rentals,

Secondly, the mortgage nterest subsidy programs serve both the home-
ownership and multr-Family rental needs, but they are dependent upun nntiatives
it the private sector for their development, linancing and management. Corpaa-
tions, limited dividend, and nonprofit sponsors, utihzing the Sections 135
(homeownership) and 236 (rental) programs, provide housing 1or the moderate
income levels. Federat subsidy payments are mace directly to the morigagee so
that mortgage payinents can be maintained at below market levels

Rent supplerments are authonzed 1o be cvsed m conunction with the
Section 236 rental program and certain selected unsubsidized renial progrims
(202, 231 & 221(d)}3)) as a means ot further adsting rents to meet the
capacity of lower income tenanis,

For the remawnder ol this presentation we will concentrate upon reqntal
programs and simply note that eligihlity for the Section 235 (homeownership)
programn 1s based entirely upon adjusted income. IHandicapped persons are eligi-
ble.

In examining opportunities for the handicapped within HUD subsidized
rental programs, we must first acknowledge several speaific eligibility require-
ments based upon wcome and definition of the h: ndicapped.

The statutory definition of handicapped ser forth in Section 202(d )4 ot
the Housing Act of 1959, as amended, states that:

The term ** ' * handicapped famlies’ means tamihies which
consist of fwo or more persons and the head of which (o1 his

*HUD programs are quite vaned and cover a wide range of necds from smgle-famav 1o
multi-family and independent Iving to skdled nursing czre facdaties. A brief Listing of HUD
administered housing programs 1s attached.
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spouse) is * * * handiwcapped, and such term 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 physical impair-
ment which {(a) is expected to be of long-continued and in-
definite duration, (b) substantially mmpedes his abiity to hive
independently, and |c)1s of such a nature that such ability
could be improved by more suilable housing conditions.
[ Emphasis added.|

This 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 ot 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)X4) definition of handicapped, which was based on “physical un-
pairment,” did not include the mentally retarded. The Department’s present
position, however, is that if the mental retardation of an individual can be
determined to be the result of a physical impairment, such as a brain damage
problem, or chemical or neurological physical mpediment to normal growth,
then that individual legally could be considered “*handicapped™ for purposes ol
determining eligibility.

Although federal programs can provide housing projects for the handr
capped, other limitations in living arrangements and the miended purpose 1o be
served by a subsidized project must be recognized. Projects designed to provide
institutional care are not authorized. Rental housing projects under these pro-
grams cannot be of the dormitory type and must provide separate accommoda-
tions for each tenant or tenanr family. Shared facilities may include kitchens and
community space. However, certain restnctions apply in the case of shared bath
or toilet facilities. Also, each project must receive un administrative determina-
tion as to management and financial feasibility.

HUD does not provide management or services bul exercises essential inter-
est in such matters through regulatory agreements.

Medical, in-patient and cul-patient care and congregale meal services may be
provided within such projects. However, the cost of necessary medical equip-
ment, the food and matenals being provided and the cost of delivery of services
may not be subsidized or included within the mortgage. In public housing, the
annual contributions contract may not include such costs,

In addition to the eligibility requirements for admssion of the handicapped,
there are tncome and in cerlain cases, asset limits that must be met. These vary
from one geographic location (o another because of variations i cost of living
and other economic considerations.

1t should be noted that accommeodations for custodial or companion asso:
ciates essentjal to the functional needs of the handicapped person may be pro
vided for in all HUD programs.

Of special interest when serving special groups is the type of housing and
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services. Most of HUD resuurces are drecied to housekeeping umts ta provide
completely ndependent hving. However, the 1970 Housng Act providec fo
congregate housing in three rental programs Pubhic Housing, Section 730 and
Section 221. Congregate housing s chawactenzed by a full cenrral tood se viee
and other services needed by more Ttad or handicapped persons. The key 1o 1he
success of congregate housing 1s the provision and assurance oi continuity o the
needed services and the abiity of tenanis to pav for these services in addi on,
sensitive design and special management siatl will be required. The concep: o
congregate housing 15 to ll the gap between the ability to live a complerely
independent life and premature iesort to o mediedl facdiy Well conceved,
adequately financed and well managed congregare houstng holds pronnse as cne
aiternate to more costly and less desirable msttunienalization for many

bt 15 probably clear at this point thar although our programs are avadibie o
serve the handicapped, the comphicated wray of techmeal requiremenis dentand
close study and consultation with specialists i the HUD field offices,

Our experience in the sociwological and psychological aspects of housing the
physically handicupped 15 himned We have long emphasized o pohicy thai con
centrations of handicapped individuals can, n any situations, be andesirable
for the tenants. Thus, we have, encouraged the mwxing of handicapped Lenants
with the nonhandicapped. The similarny of dewgn for the elderly and hands
capped plus the extension of the sections of the Acts estubhishung eligibility 1o
the elderly to include the handicapped has brought about combined elderly and
handicapped developments.

With the advent of an 1acreased variely of handicaps 1o be served wtihin
HUD programs, we recognize that vanations will be common. In this regard, we
intend to proceed cautiously with assistatee € om several discipline,, a5 we
aliempt to serve all eligible Lenants,

The Admunustration has 1mniated and 1s now aggressively pursuing severdl
actions lo improve tesponsivencss (o the needs of the handicasped ond to cen
solidate and simplhfy the adnumistration of programs The following we ol
interest:

® A legslative proposal to consolidate and sunphbfy the Natienal Housing
Act programs has been submitted 10 the Congress each year for the pasr 2 yeais
by thts adnumstration Wlile not specifically directed to the benelit of the
handicapped the improvements would gicatly enhance our abdity 1o wne Hos
population group.

® A research and demonstration project has been conducied with the local
public housing authonty and the Hussey Hospital i Full Rver, Massachuseils to
examine alternatives to mstitunonahzation of handicapped persens The tinal
report will be 1ssued within the new few weeks

& HUD has recently approved two Secnion 236 projects for the mentally
retarded, 10 be operated by the State of Michigan.

® HUD s developing a special nuiberimg and reporting system which will
identify housing for the handicupped under all HUD programs Future statistical
reports will reflect both the activity and interest ol sponsors in such housng
permitling an analysis of the variety and diversity of solutions being propuosed m
funded.
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¢ HUD is working in clese cooperation with the Rehabilitation Services
Administration in development of research and guidelines for HUD field offices
in the considerations to be observed in the approval of housing for the handi-
capped. One of the early projects will be to assess the existing HUD supported
projects housing the handicapped in order to relate that experience to our future
endeavor,

e HUD is cooperating with HEW in that Department’s search for alterna-
tives to institutionalization.

® Research proposals being entertained now include one calling for barrier
free site design of handicapped housing projects and one dealing with special
housing design and special housing facilities for severely handicapped individuals.

o 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. The President wm his Health Message to the 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 blind to see, the deaf to
hear and the crippled move.” Involved m this study are the following Depart-
ments; HEW, Defense, Commerce, HUD, DOT, AEC, National Aeronautics and
Space Administration, Veterans Administration. The National Science Founda-
tion also 1s participating.

& HUD has appointed specialists in programs for the elderly and the hands-
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 Institute 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 to have this
opportunity to report our achwities and our capacities to the Nationa] Advisory
Council for the Developmenially 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 requicements, the programs outlined
below have specific provisions designed 1o meet the needs of the handicapped.

Low Rent Public Housing: HUD authorizes properly constiluted 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 an annual contribution basis,
Housing programs include single-family detached and multi-family units which
may be rented or rented with option to buy. The Section 23 lease provisions
permit the housing authority Lo lease privately owned housing or apartments for
rental 10 Jow income families. Income and assel limits for prospective occupants



P Synergism for the Sevinties

are determined locally and approved by HUD. Rental rates are scaled by size of
family, number of bedrooms and income, with rents limted to nol more than
23 percent of adjusted income. The program serves the lower income levels,

Section 202: A prugram serving the elderly and the handicapped in the
moderate income scale, This program has be:n phased nio the Section 236
program.

Section 221(d)(3): Privately owned, federilly msured, multi-lTamdy 1enial
projects for the elderly, handicapped and displaced. Specific projects may be
authorized to accommodate tenants receiving reat supplement payments.

Section 231 (Elderly and Handicapped) Housing: Basically an unsubsihized,
tnortgage insurance program, operating at market rent levels Rent supplement
may be authonzed in such projects.

Section 232 (Nursing Homes and Intermediate Care Facilities): Skilled
nursing homes and intermediate ¢are facudities may have mortgages insured by
HUD, subject to specific regulatory requirements and a state certibication of
need.

Section 235: A mortgage interest subsidy program to enhance home-
ownership for the low and woderate income family. Purchases may invlude
single-famnily, condominium or cooperative units within statutory cost humits.

Section 236: HUD authorizes private sponsors to construct o1 substantully
rehabilitate multi-family projects for rental to Uie moderate mcume group. Suby-
sidy of the mortgage interest, down 10 a level of 1 percent is piovided as a means
of reducing rents. Eligible tenants wul be expected to pay the basic 1ent (1ate
made possible by fult applicauon of the subsidyor a grearer amouni, wherz the
level of individual income permits. This program serves an mcome level about
35 percent higher than that served by publw housing.

Rent Supplements: Low income persons and famuies who are cither elderly
handicapped, displaced by Government action, occupants of substandard hous-
ing or former occupants of homes damaged by natural disaster, are ehgible to
receive rent supplemenl payments. Rents are based upon adjusted ncome with
supplemental payments provided by HUD. The income level of elgible occu-
pants is comparable (o that in public housing. The muonty «f contract
authority made available by the Congress in recent years has been allocated 1o
Section 221{d)(3) market mnterest rate projects and to selected Section 236 pio)-
ects. A small part of the contract authority also has been allocated to State aided
projects. Although the Section 221{d)}3) BMIR and the Seciion 202 programs
have been phased into the Section 236 program  there are approximately 5,500
units in the two programs which continue tu receive rent supplements
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JURISDICTIONS

U.S. DEPARTMENT OF HOUSING
AND URBAN DEVELOPMENT

GEORGE ROMNEY, SECRETARY
RICHARD C. VAN DUSEN, UNDER SECRETARY

October 2, 1972

REGION |

Regiongl Administrator
James J Barry

Rm 800, John F Kennedy
Federal Buiiding

Boston, Massachusetts 02203

Tel (6171 223-4066

AREA OFFICES

CONNECTICUT, HARTFORD 08105

999 Asylum Avenus

Tel (203} 244-3638

AREA DIRECTOR - Lawrence L. Thompson

MASSACHUSETTS, BOSTON 02114
Bulhinch Building

15 Now Chardon Strest

Tel. (617} 223-4111

AREA DIRECTOR - M Damel Richiardson

NEW HAMPSHIRE, MANCHESTEFR 03101
Davison Building

1230 EIm $treet

Tel. (603) 669 7681

AREA DIRECTOR - Creeley 5. Buchanan

INSURING OFFICES

MAINE, BANGOR 04401
Federal Builchng and Post Office
202 Harlow Stresat

FTS Tel. (207) 942-8342
Commercial Number 942-8271
DIRECTOR - Wayne M Johnson

AHODE 1SLAND, PROVIDENCE 02903
330 Post Qtfice Annex

Tel, {(401) 528-4391

DIRECTOR - Charles J McCabe

HUD-783 (10-72) Previous Ecition Dbsolete
HUD Office of General Sarvices

VERMONT, BURLINGTON 05401
Federal Building

Elmwood Avenue

Post Ottice Bax 989

FTS Tel {802) B62-6274
Commercial Number 862-6501
DIRECTOR - Leshe E. Snow

REGION II

Regional Admimisirstor
S Wiliam Green
26 Federal Plgze
New York, New York 10007
Tel. (212} 264-8068

AREA OFFICES

NEW JERSEY, CAMDEN 08103
The Parkade Buiiding

519 Federal Sireet

FTS Tel 1609) 963-2301
Commercial Number 963 2641
AREA DIRECTOR - Philip G Sadler

NEW JERSEY, NEWARK 07102
Gateway 1 Building

Raymond Plaza

Tel {201} 6453010

AREA DIRECTOR . James P, Sweeney

NEW YORK, BUFFALO 14202

Grant Building

560 Main Sireet

Tel (716} B42-3510

AREA DIRECTOR - Frank D. Cerasbone

NEW YORK, NEW YORK 10007
120 Church Stree1

Tel (212} 264.-0522

AREA DIRECTOR . John B Maylon
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COMMONWEALTH AREA OFFICE

PUEATO RICO. SAN JUAN 00936

Post Office Box 3869 GPO

255 Ponce de Leon Avenue

Haro Rey, Puerto Rico

FTS Tel {Dial Code 106 - ask operator for
hsted number - 622-0201)

Commercigi Nuinber 622-0201

AREA ADMINISTRATOR - A Enngue Sanz

INSURING OFFICES

NEW YORK, ALBANY 12206
Waestgate North

30 Russell Road

Tel (518} 472-3567

DIRECTOR Robert J Wolf [Acting)

NEW YOREK, HEMPSTEAD 11550

175 Fulton Avenue

Tal {6516} 485-5000

DIRECTOR Ernest T Meizler |Acting!

REGION 111

Regional Adrministrator
Theodore R Robhb

Curus Building

6th and Walnut Streety

Phiiadeiphia, Pennsylvania 19106

Tel (215} 597-2560

AREA OFFICES

DISTRICT OF COLUMBIA,
WASHINGTON 20009

Universal North Building

1875 Connecticut Avenue, N'W

Tel (202) 382-4865

AREA DIRECTOR Terry C Chisholm

MARYLAND, BALTIMORE 21201
Two Hopkins Plaza
Mercantiie Bank and Trust Building
Tel (301} 962-2520
AREA DIRECTOR - Allen T Clapp

PENNSYLVANIA, PHILADELPHIA 19106
Curtis Building

625 Wainut Strest

Tel (215} 597-2667

AREA DIRECTOR - Wilham B Patterson

PENNSYLVANIA, PITTSBURGH 15212
Two Allegheny Center

Tel (412) 644 2818

AREA DIRECTOR Chales J Lieberth

VIRGINIA, RICHMOND 23219

701 East Franklin Street

Tel {703} 782-2721

AREA DIARECTOR - Carroll A, Mason

INSURING OFFICES

DELAWARE, WILMINGTON 19801
536 Wilmington Trust Building

FTS Tel 1302} 658-6361

Commercial Number 658-6911
DIRECTOR - Henry McC Winchester, Jr
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WEST VIAGINIA, CHARLESTON 25301
New Fedaeral Building

500 Quarrier Street

Post Otfice Box 2948

FTS Tel. {304) 343 1321

Commercial Number 343-6181
DIRECTOR H Willism Rogers

REGION IV

Regional Adrministratgr

Edward H Baxter
Peachiree-Seventh Bui ding
50 Seventh Streat, N [
Atlanta, Georgia 30323
Tel 1404} 526 5585

AREA GFFICES

ALABAMA, BIRMINGHAM 35233
Qanil Building

15 Sauth 20th Street

Tel. 2050 325-3264

ARESa DIRECTOR .on Wil Pirts

FLORIDA. JACKSONVILLE 32204
Paninsutar Plaza

661 diversice Avenue

Tel '304) 791.2626

AREA DIRECTOR  f-orrest Y Howell

GEORG!A. ATLANTA 30303
Paachiree Center Builcing

230 ‘eachiree Street, N W

Tel 404} 5264576

AREA DIARECTOR E Laman Seals

KENTUCKY, LOUISVILLE 40201t
Children’s Hospital Foundation Bldg
601 isouth Floyd Strect

Past Otfice Box 1044

Tel 1502) 582-5254

AREA DIRECTOR - Virgil G Kinnaire

MISSISSIPRI, JACKSON 39213

101 { Third Floor Jackson Mail

300 Woodrow Wilson Avenue, W

Tel. 1601) 948-2338

AREA DIRECTOR - James S Holand

NORTH CAROLINA, GREENSBORO 27408
2309 West Cone Boulevard

Narthwest Plaza

FTS lel 1919} 2759361

Cominercial Number 1759111

AREA DIRECTOR - Fuchard B Hernwal|

SOUTH CAROLINA, COLUMBIA 29201
1801 Main Streel

Jetfeison Square

Tel. 1BO3; 7655591

AREA DIRECTOR - Chitton G Brown

TENNESSEE, KNOXVILLE 37919
One Northshore Building

1111 Northshore Drive

FES lel. (615) 524-4561

Comimercial Number %84-8527
AREA DIRECTOR Carroll G Oakes
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INSURING OFFICES

FLORIDA, CORAL GABLES 33134
3001 Ponce de Leon Bouleverd

FTS Tel. {305} 350 55687
Commaercigl Number 4452567
DIRECTQR - William . Pplisk!

FLORIDA, TAMPA 33809
4224-28 Henderson Boulgvard
Post Ottfice Box 18165

FTS Tm. (813} 228-7511
Commarcg! Numbar 228-7711
DIRECTOR - K Wayns Swigar

TENNESSEE, MEMPHIS 38103
28th Floor, 100 North Main Strest
Tel (901} 534-3141

DIARECTOR - James E. Kerwin

TENNESSEE, NASHVILLE 37203
1717 West End Building

Tel {615) 749-5621

DIRECTOR - Gecrge N. Gragson

REGION V
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INSURING COFFICES

ILLINOIS, SPRINGFIELD 62705
Lincoln Tower Plaza

524 South S8cond Street

Posr Otfice Bor 1628

Tel (217} 525-408%

OIRECTOR - Boyd O Barton

MICHIGAN, GRAND RAPIDS 49503
521 Divisign Avenue North

Tel {616) 456-2225

DIRECTOR - Alired Raven

OHIQ), CINCINNATI 45202

Federal Oftice Building

550 Main Street. Room 9009

Tel {513) 684-28B84

DIRECTOR - Charles Collins {Acting}

OHIO, CLEVELAND 44199
Federal Building

1240 East 9th Street

Tel (216) 5224065
DIAECTOR - Chorles P Lucas

REGION VI

Regional Admimstrator
George J. Vavoulis
300 South Wacker Dnve
Chicago, hnois 6O606
Tel 1312) 353-5680

AREA OFFICES

ILLINQIS, CHICAGO 60602

17 Marth Dearborn Streat

Tel {3121 353-7660

AREA DIRECTOR - John L. Waner

INDIANA, INDIANAPOLIS 46205
Willowbraok 5 Building

4720 Kingsway Drive

Tel {317) 633-7188

AREA DIRECTOR - Steven J Hans

MICHIGAN, DETROIT 48226

Sth Floor, First Nauonal Building

660 Woadward Avenue

Tel. {313} 226-7900

AREA DIRECTOR - Winam C. Whitbeck

MINNESOTA, MINNEAPOL)S—ST. PAUL
Griggs Midway Buiicing

1821 University Averue

St Paul, Minnesota 55104

Tel (612} 7254801

AREA DtRECTOR - Thomas T. Feaney

OHID, COLUMBUS 43215

60 East Main Strest

Tel. {(614) 469-5737

AREA DIRECTOR Fergus A. Theibert

WISCONSIN, MILWAUKEE 53203
744 North 4th Street

FTS Ta {414) 224-314
Commarciel Number 272-8600
AREA DIRECTOR . John E Kane

Regional Adminiitrator
Richard L Morgan

Federal Burlding

B19 Taylor Stieet

Fort Worth, Texas 76102

Tel (817) 334 2867

AREA OFFICES

ARKANSAS, LITTLE ROCK 72201
Room 1490, Union National Plara
FTS Tel. {501} 378-5401

Commercial Number 378-5921

AREA DIRECTOR Thomas E. Barber

LOUISIANA, NEW ORLEANS 70113
Plaza Towser

1001 Howard Avenue

Tel. (504) 527-2062

AREA DIRECTOR - Thomas J Armstrong

OKLAHOMA, OKLAHOMA CITY 73102
X1 North Hudson Straet

FTS Tei (405} 2314831

Commercial Number 231-4181

AREA DIRECTOR - Robert H. Breeden

TEXAS, DALLAS 75202

Room 14-A-18, New Dallas Federal
Buiiding

1100 Commercé Street

Tel (214) 748-1625

AREA DIRECTOR . Manuel Sanchez M1

TEXAS, SAN ANTONIO 78285
Kathson Buillding

410 South Main Avenue

Post Office Box 9163

FTS Tel. 1512) 225-4685
Commercial Number 225-5511
AREA DIRECTOR - Finms E. Joly
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REGION VH

Regional Administrator
Elmer E. Smith

Federal Office Building

911 Walnut Street

Kansas City, Missour 64106

Tel {816) 374-2661

AREA OFFICES

KANSAS, KANSAS CITY 66117

One Gateway Center

B1h and State Avenues

Post Oftice Box 1339

Tel {816} 374-4355

AREA DIRECTOR - Witham R Southeriand

MISSOURIL, ST LOUIS 63101

210 North 12th Streat

Tel 1314} 622-4760

AREA DIRECTOR Eimo O Turner

NEBRASKA, OMAHA $3106
Univac Building

7100 West Center Road

Tel 1402) 221-9345

AREA DIRECTOR Guy J Birch

INSURING OFFICES

10WA, DES MOINES 50309
210 Walnut Street

Room 759 Federal Buiiding
Tel (515) 284-4510
DIRECTOR - Nate Ruben

KANSAS, TOPEKA 66603

700 Kansas Avenue

Tel. (913} 234-8241
DIRECTOR Jim Hati (acrning)

REGION VIII

Regional Administrator
Robart C Rosenheim

Federal Building

1861 Stout Street

Denver, Colorado B0202

Tel. {303} 837-4881

INSURING OFFICES

COLORADO, DENVER 80202
41th Floor, Title Building

909 - 17th Street

Tel (303} 837-4521
DIRECTOR - Joseph G Wagner

MONTANA, HELENA 59601
616 Helena Avenue
Tel (406) 442 3237
DIRECTOR - Orvin B Fjare

NORTH DAKOTA, FARGQO 58102
Federal Building

653 - 2nd Avenue N

Pos1 Office Box 2433

Tel 1701) 237-56136

DIRECTOR Duane R Lifiry

Synergism for the Seenries

SOUTH DAKQTA, SIOUX FALLS 57102
118 Federal Building US Courthouse

400 5 Phillips Avenue

FTS Tel (605) 336-2223

Corimercial Number 336-2980
DIHECTOR Rodger L Rosenwald {4Acting)

UTaH, SALT LAKE CITY Ba111
12% South State Street

Tel 1BQ1} 524.5237

DIFECTOR - 1. C Homney

WYOMING, CASPEF 82601
Federal Oifice Buillding

100 Eas1 B Street

FT: Tel (307) 265-13252
Corimercial Number 265-4310
DIRECTOR - Miller Brown

REGION IX

Regional Administrator
Aobert H Baida
450 Golden Gare Avenue
Pos Qitice Box 36003
San Francisco, Cahforma 94102
Tel (415) 566.4752

INSURING OFFICES

LOUISIANA, SHREVEPORT 71101
Ricou Brewster Building

425 Muam Street

FTS Tel {1181 425-6601
Commercial Number 425 1241
DIRECTQOR - Rudy l.angford

NEYY MEXICO, ALBUGUERQUE 87110
625 Truman Streer, N E

Tel. 1505) 843-3251

DIRECTOR Lurther G Branham

OKLAHOMA, TULSA 74152
1708 Utica Square

Pos1 Office Box 405«

FTS Tel (918) 584-7435
Corwmercial Number 584-7151
DIRECTOR - Robert H Gardner

TEXAS, FOART WORTH 76102

819 Taylor Streer

Room 9AJS5 Federal Building

Tel (817) 334.3233

DIRECTOR - Richard M. Haslewood

TEX AS, HOUSTON 77002
Room 7415 Federal Buiiding
515 RAusk Avenue

Tel (713) 226-4335
DIRECTOHR - Wilham A Painter

TEXAS. LUBBOCK 79408
Courthguse and Federal Offiee Butlding
1209 Texas Avanue

Past Oftice Bax 1647

FTS Tel (808] 747 0265

Commercial Number 747-3711
DIRECTOR - Don D Earney
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AREA OFFICES

CALIFOANIA, LOS ANGELES 90057
2500 Wilshire Boulevard

Tel 1213) 6885127

AREA DIRECTOR - Raymond Carresca

CALIFORNIA, SAN FRANCISCO 94111
1 Embarcadero Center

Suite 1600

Tal. (415) 556-2238

AREA DIRECTQR - James H. Price

INSURING OFFICES

ARIZONA, PHOENIX 85002
244 West Osborn Aoad

Post Otfice Box 13468

FTS Tel. i602) 2614434
Commercial Number® 261-4461
DIRECTOR - Merritt R Smith

CALIFORNIA, SACRAMENT(Q 95808
801 | Street

Post Office Box 1978

Tel. 1916) 449.3471

DIRECTOR - Richard D. Chamberlain

CALIFORNIA, SAN DIEGO 52112
110 Wemt C Sureet

Posr Oftice Box 2648

Tel (714) 293-5310

DIRECTOR - Albert E. Johnsan

CALIFORNIA, SANTA ANA 92701
1440 East First Street

FTS Tel (213) 836-2451%
Commarcial Number: {714} 836-2451
DIRECTOR - Robert L. Simpson

HAWAIL, HONOLULU 96813

1000 Bishop Street, 10th Floor

Post Office Box 3377

FTS Tel. (Dhal 415-556-0220 and ask
operator for 546-2136}

Commercial Number 546-2136

DIRECTOR - Alvin K. H. Pang

NEVADA, RENO B9505

1050 Bible Way

Posi Oitice Baox 4700

Tel. (702) 784.5213

DIAECTOR - Morley W. Griswold
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REGION X

Regional Administrator

QOscar P, Pederson
Arcade Plaza Building
1321 Second Avenus
Seattle, Washington 98101
Tel (206) 442-5415

AREA OFFICES

OREGON, PORTLAND 97204

520 Southwest 6th Avenue

Tai. (503! 221-2558

AREA DIRECTOR - Russell H. Dawson

WASHINGTON, SEATTLE 98101
Arcade Plaze Building

1321 Second Avenue

Tel (206) 442-7455

AREA DIRECTOR - Marshail D Majors

INSURING OFFICES

ALASKA, ANCHORAGE 99501

344 West 5th Avenue

FTS Tel. {Dial 206-442-0150 and ask
operator for 272.5561 Ext. 791)

Commercial Number {907) 272-5561 Ex1 791)

DIRECTOR - James Tveit {Acung)

IDAMO, BOISE 83701

131 Idaha Street

FTS Tel. {208) 342-2232
Commercial Number: 342-2711
DIRECTOR - Reno Kramer [Acting)

WASHINGTON, SPOKANE 99201
West 920 Riverside Avenue

Tal. 1509) 456-2510

DIRECTOR - E. Daryl Mabeg
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Services Available to

The Developmentallv Disabled
Through the Bureau of
Education for the Handicapped

Thomas Irvin

INTRODUCTION ~ PURPOSE

The Federal government made s first foray into the education of the
handicapped in 1954, when President Eisenhower signed the Cooperative Re-
search Act. In 1957 Congress earmarked 3675000 of s fust million-dolar
dappropriation for research related to the education of the mentally retarded. In
1958, 1t provided for a comprenensive program 1o caption films for the deaf and
ane to train professional personnel to work in the education of the handicapped.
By 1963, there were enough Federal programs supporting such efforis to make it
worthwhile to establish in the Office of Education a separate Diwvision of Handi-
capped Children and Youth, and in 1967 that Dvision was made into the Bureau
of Education for the Handicapped. With the passage of P L. 91-230 on April 13,
1970, all major Federal legislation relating to the handicapped was consolidated
into a single Education for the Handicapped Act. And this legislative action
Jormally recognized the handicapped as a distinci population with just clmms ro
a share in the nation’s resources

It is the responsibility of the Burequ of Fducation for the Handicapped to
administer this law.

The purpose of this paper, as implied in the Title, 1s (1} to present an
overview of those programs within the Bureau of Education for the Handicapped
which suppert educational activities and services for developmentally disabled
chuldren, and (2) to present BEH major objectives and strategies.

BEH BACKGROUND

The Bureau of Education lor the Handicapped (BEH) 1s one of seven major
operating units within the Office of Education (The Office of Education is one
of the basic agencies within the Department of Health, Education and Welfare).
[t has the distinction of being the only Bureau wathin the Office of Education
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that was legislated nto existence. The 89th Congress took this unusua. step
because of 4 1ecognized need tu have a single, top level administiative unt
within the Office of Education which would be responsible for the adminstra
ton and coordination of all programs or components of such programs which
directly affect the education of handicapped children.

Organmizationally, BEH 1s comprised of the Office of the Associale Commp.
sioner (which mcludes the planming. evaluation and managcment funchions at
the overall Bureaud and thiee mujor operating Iivisions A Division o1 Trinnmg
Programs, a Division of Research, and a Dvision of Educational Seivieey The
varieus programs or tunding authoritics admunstered by these three divisions
will be presented 1n the following pages

DIVISION OF TRAINING PROGRAMS

The Division of Tramng Programs (DTPY adimimisters one of the aldesr
cateponical programis in the Office of Education This program was authone 2d b
Congress m 1958 under Public Law 83926 (Trauming of Leaderdip Pessonacet o
the Education of Mentally Rerarded Children' I was amended several Inngy,
bui most notably 1n 1963 when President Kennedy signed Public Law 8is-1¢04
(The Mental Retandation Facilities and Community Mental Health Centers Con
struction Act). Sectien 301 of that act amendid P.L 85-926, to authorize the
tratming of personnel in all areas dealing with handicapped children The pregram
1s now referred to as Pare D, Education of the H indicapped Act

The Division of Traiming Programs provides program assistance grarls 1o
State departments of educatian and over 300 u.titunons of higher educatio n ton
the fraumng of personnel n the education ot handicapped ciuldren Gran s ae
alsu available 1o colleges and umiversities (only) lur the naming ot physical
educalion and recreation peisunnel to work witl the handicapped.

In addition 1o the above program assisiance prants, the Division also
administers a special projects program. The purpose of this progiam s to plan
for, expeniment with, and cvaluate the elfectiveness and efhuiency ol new
models 1n prepaning personnel to educate handicapped childeen. These types af
projects are expected to result 1 programs which can betler meet the manpowe
needs wn the [reld of special education. State equcation agenuies, institunians ol
tugher education and other non-profit and private agencees are all elyible ton
participalion mn ths program on a discretioniry hasis

The DTP also earmarhks lunds each year (vunently $800,0000 t suppor
part of the cost of the special education dirension in 18 of the umversity
affiliated facilities. Usually the funds have been uscd to support a director of
spectdl education within the centers. (Construclion and core operaling suppon
for these Facilities s authonzed m the Developmental Diabilinies Act, P
91-517)

The overall budget for FY 1972 for trainmg program s $35 nulhor  An
estimated 22,000 personnel will be tramned as a resuit of this program. Al pres
ent, 1t s qupossible (o estumate the actual nuwnber ol dollars that have heen
earmatked ot the total aumber ol personnel o be tramed for the devzlop
mentally disabted. However, high prionity has been assigned to progiams prepar-
Ing educational personnel lor multi-handicapped, severely and protoundly e
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tarded, autistic, and learming disabled children. Many of the children in these
sub-populations are included in the developmental disabilities definition.

Some college training programs pteparing special teachers under this
authority are also beginning to focus more and more on direct hands-on involve-
ment with handicapped children in the classroom setting, as a basic, on-going
part of the traiming program. For example, at the University of Wisconsin, the
program training teachers for severely mentally retarded children 1s conducted
primarily in a local Madison Public school for the trainable mentally retarded.
The children in the program are severely returded, some not toilet trained, and
some have been excluded from the more traditional special 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
experience how to work with the severely retarded.

DIVISION OF RESEARCH

The Division of Research, as the name implies, is responsible for the
admunistration of research, innovation, and demonstration programs designed to
improve educational opportunities for handicapped children. The Division sup-
ports investigators and organizations in the discovery, organization, and sequenc-
ing of knowledge for the maximum educational benefit for the handicapped.

The current (1972) budget for this program s $15% million. Approximately
135 projects are bemng support with these funds. It 15 estimated that nearly
one-third of the projects focus on or include children who are developmentally
disabled. Following 15 a listing of some of the projects currently bemg sup-
ported:

I. Responses Pattern in Brain Damaged Children and Teaching Styles
2. Coordination and Integration with Day Care Agencies of In-Patient and
Out-Patient Education and Evaluation
3. Programmatic Research Project in PE for the Mentally Retarded Child in the
Elementary School
4. A Program Project, Research, and Demonstration Effort in Anthmetic
Among the Mentally Handicapped
A Center for Innovation in Teaching the Handicapped
6. A Diagnostic Physical Educaiion Center for the Trainable Handicapped Chil-
dren
7. Determining Criteria for Assessment and Remediation Procedures
Selected Developmental Physical Skills of Trainable Mentally Retarded &
Multiple-Handicapped Pupils
8. A Study of Behavioral Change in 50 Severely Multi-Sensorily Handicapped
Children Through Application of the Video-tape Recorded Behavioral Eval-
uation Protocol
9. Project on the Classification of Children
10. A Demonstration of Three Models of Advocacy Program for Develop-
mentally Disabled Children

wn



282 Synergiam tor the Seventies

DIVISION OF EDUCATIONAL SERVICES

The third division with BEH, called the Diwvision of Educationdl Services,
provides distmibution of resources to assure that educational services for the
handicapped can be initiated, expanded, or extended at the state and local levely
Nearly 75 percent of the Bureau's total hudget 1s admimstered i this Divisian
The Division 15 also unigue in that the majority of its fundimg authonmes include
child centered, direct service programs. That s, mstead of the funds bemg used
to supporl traming o1 research activities per e, they focus on providing doec
educational and related services to indwidual hindicapped chldien

The Division 1s divided into three maor wints: Media Services and Caphoned
Fims Branch, Program Development Branch, and Aid to States Brinen  The
vanous programs admimistered under cach of rhese three branches aie deseribed
in the following pages

Media Services and Captioned Films Branch

The media services and captioned films program s essentialiy sell enpiana-
tory. The onginal authonty, the Captioned tilms for the Deat program (P L
85-905), was authonzed by Congress in 1955 und 1t was exlended n 1368 (o
include provision of media services for all type: of handicapped children

In addition 1o the captionmg of educanonal and recreational tilims, tlus
branch also supports’ (1) four Regional medu centers for the deat, (2) thirteen
insiructional malerials centers serving all rypes of handicapped childrer,” and
(3) the Nauonal Cenrer lor Educational Mcdiz and Maternals in Columbus, Chio
This center 1s concerned with the development, validation, field testing and
dissermination of educational materials for all handicapped gioups

*It 1s worth noling that over 300 associute mnstructwonal materialy centers have heen
established os adjancts to the 13 Centers through state, local and other bederal funding
resour(es

The FY 1972 budger for the Media Services and Captioned Films Program s
F13 mullion. 1t 1s impossible to estimate at this tinke the amount of those tunds
being used with the developmenially disabled population But, 1t 1~ cle: that
this program has significant potential for DD :hildren and 1t should he pointed
out that high pnionty has been assigned wathin the Branch ro providing mstrue-
tional materials which are applicable o the cducation of multi-handwapped
children, as well as developing teacher frainung materials for teachers who are
being prepared 1o meel the needs of this sub-gioup withm the handicapped
population

Program Development Branch

The Program Development Branch s responsible  for  adnunistering
the child centered dscretionary  authorimes within BEH (1e, ‘hese
authonties which provide direct lunding 1o ndividual project applicants o a
competitive basis). There are three programs within this Eranch Larly Child-
hood Education, Deaf-Blind Centers, and Proziams for Chitdien with Learning
Disatilities. A fourth program wea, Child Advocacy Centers, will be discussed
later.
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{. Early Childhoud Educarion Programs. The early Childhood Education
program was authorized by Congress in 1969 to provide grants or contracts to
pubhc and private agencies to stimulate the development of comprehensive edu-
cational services for young handicapped children (0-8 years). The current budget
of 7% milhon 15 supporting 9> projects, including at least one project per state.
Approximalely 4,000 children are being served, of which approximately 35
percent are developmentally disabled.

Many projects involve relarded chidren, and frequently the mult-
handicapped retarded. One project 15 actually conducted in a state instutution.
The purpose of this particular project 1s to reduce the dependency of the child-
ren involved by maximizing their potential. This 1s being done by attempting to
change spectfic behaviors in the chiidren. There were 60 children in the original
project whose ages ranged from early infancy to about eight. Most of the chil-
dren are profoundly retarded and had been excluded from the educational and
training programs withan the institution. The results of this project have been
very promising thus tar. Most of the children are more independent than they
were prior to the program, and many are now participating in the nstitution’s
regular education and traimng programs. Twenty-two of the children have lelt
the wnstitutional setting and are now being accommedated in local community
programs. This program has changed the staff’s expectations about the capabili-
ties of the mentally retarded. There are sumilar projects around the country
whuch are supported through other funding resources.

2. Deaf-Blind Programs. In 1968 Congress authorized funds for establish-
ing comprehensive regional deuf-blind centers. Since the nception af the pro-
gram, 10 regional centers have been established and are presently in operation.
The current budget for this program s $7% million.

Prior to the 1964-65 rubella epidemuc, there were an estimated 600 deaf-
blind chuldren in the nation, ard approximately 100 were enrolied in some type
of formal educational programn, usually in a private institution. Following the
epidemic, the Nauonal Center for Disease Control estimated that there were
nearly 4,000 such children. Surprisingly, but unfortunately, the Center’s esti-
mate proved to be low. The 10 Regional Centers have already located 4,700 such
children. Of this number, approxunately 1,300 are enrolled in educational pro-
grams, 700 are recewing diagrostic and evaluation services, 200 are receiving
crisis care services, and nearly 3,000 parents are receiving counseling services.
(NOTE: The Coordinator of the Bureau’s Deaf-Blind program estimates that a
mimmum ol 50 percent of all deaf-blind chiddren would fit the developmental
disabilities definition.)

Al the present time, there are 92 educational programs in 46 States, which
are supported by the 10 Regional Centers. For example, the Center for the
Southeastern States, at Taladega, Alabama, has a contract (through the Federal
grant} with the Schuol for the Deaf and Bhind at St Augustine, Flonda to
support “‘tutor companions” far some of the “more able™ deaf-blind students
who reman in the State, rather than going 1o the facility at Taladega.

3. Learning Disabilities Program. Special programs for children with spe-
cific learning disabnlities were authorized in 1970 under Part G of the Education
of the Handicapped Act. Under this program, funds may be used to establish and
operate model centers for the improvement of Education of learning disabled
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children. The funds also may be used for traming special personvel o 10
support research and related activities.

Specific learning disabilities 1s a very dilticult area to discuss in this vontex,
because of the fantastically wide varance of opuion amnong professional person-
nel as to the nature and extent of the disability and the number of childien who
are included 1 this classification. Typically, th: incidence 1ates which are used
are |-3 percent of the child populition However, it has been puinted out
recently that the mcidence rates more accura ely fall between three and hve
percent of the chuld population {e g., between 1,800,000 and 3 million childien}
It 1s estimated that aboutl 20 peicent of this population are biain injures, and
would seemingly be ehgible for services unde the Developmental [isabilitres
definition.

The present funding level for this progrma 1s $2% mullion. Twenty (firee
model-demonstiation service projects are currently being supported, all of wiich
are at the planming stage or eurly development.il level These 23 grunts have all
been awarded on a competitive basis to state departments ot educanon

Aid 1o States Branch

The third Branch within the Diwision of Educational Services 1s the Aid 1o
States Branch. This Branch 1s responsible for the adnumstiation of the staie
formula grant programs within the Bureau e, grants which go to stute educs-
tion agencies on the basis of 4 lormula specified in the law. The states then
award the funds to local education agencies, erther on a competitive or entitle-
ment basis, depending upan the specification in the ndividual legislative
authority.

All four of the authonties 1n this Branch wie child centered dneet servie
programs. They are described as follows

f. PL 89-313. The P.L. 89-313 amendnient 1s Title | of the Elernentaiy
and Secondary Education Act ot 1965 provides supplemental assistance to states
to extend and improve the quality of educational services for children n state
operated and state supported schools for the handicapped (including State e
dential schools for the deaf and blind and insiitutional programs lot the men-
tally retarded).

There are very few restrictions on how these tunds can be used Forexani-
ple, they can be used 1o employ stall, or purchiase cquipment and muterialy, o
to caity out almosl any cunceivable activity. Bul the central theme 15 always the
provision of direct educational services and improved educatienal opportuniny
for individual handicapped children.

Thus is the largest program, fiscally, withun the Bureau The cuirent budge
is $56 million. Approximately 158,000 chidren are served by the P L &49.313
agencies and schools; and over 50 percent of 1he chidien szrved are mentally
retarded. It 1s estumated that nearly two-thurds of all chuldren n 313" program,
fit the developmental disabilities definition.

P.L. 89-313 15 a program wtuch has really made a differzace in the educa-
tion of handicapped children. As hmiuted as the funds are {in terms of overail
costs for educating such children), they have made a difference between whether
some children receive educanional services or no program at all. and there are
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many children, previously considered to be hopeless crib cases who have
responded to traiming 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 exciting program which has paid off year afier year in raising the
functional level of severely mentally retarded persons; and there are simlar
projects at Wheat Rudge in Colorado, Fairbauit Siale Hospital in Minnesota, and
so torth.

There has been a signiticant trend recently toward the de-centralization of
the population served under P.I.. 89-313. For example, in 1965-66, 98.7 percent
of the chiddren were n an nsiitutional setting vs. 1.3 percent in some type of
day program. Today, only 60 percent of the children are in institutions with 40
percent being served 1n some Iype of state operated community programs. Most
of the older children apparently are moved to family or group homes or other
community settings and receive their education and other services in small cen-
ters. This shuft has real implications in terms of developmental disabilities activi-
ties, particufarly in relation to the development of comprehensive, coordinated
plans for serving the DD population

2. Part B Programs. A companion program to I'.L.. 89-313 1s Part B of the
Educauon 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 imtiate, expand and improve special education programs for handi-
capped children in local education agencies (i.e., the local school distoct is
responsible for the education of these children, as opposed to the state itself, as
15 the case under P.L. 89.313).

This has traditionally been the foundation programi within the Bureau, al-
though the budget is relatively small (currently $37'% million, with an authonza-
tion of uver $200 million). This program, hke P L. #9-313, also has had a real
impact on the field of special education. In fact, it has had, overall, the most
significant, far reachung effeclt of any Federal education program to date—
particularly in terms of bringing visibility to the handicapped population. This
visthility (which came about because of the planning efforts and the face to face
contracts between state and local officials during the early days of the program)
resulted 1n demands for service lrom local school superintendents and parents
heyond thal which would be normally expected.*

“Hecauw the funds are o limited n Lhis program, most States have elected to make
grants to lacal school districts on a competitive basis,

3. Ser-Aside Programs. There ate two other programs, which the Aid to
States Branch does not administer directly; but the Branch does have a liaison,
comdination role with the ac¢ministering agencies. These two authorities are
called set-aside programs, becanse a portion of the funds appropriated annually
musl be earmarked (set-aside) lor programs and projects for handicapped chil-
dren.

a Vocational Educatin.  Yocational Education is one of the sel aside
programs. The Vocational Education Act of 1968 specified that 10% of the
funds annually appropriated under the Act must be earmarked for conducting
career education programs tor handicapped students. If the funds are not used
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tor this purpose, they simply revert 1o the Treasury (they cannot be useid for
other purposcs, or other types of programs). Approxnnarely $38 million s avail
able tor such programs this year. and about 11000 pupils will be served unde
this authornity. Unfortunately, there are no spec e data at this tume on the Ivpes
ol handicapped children 1ecernving these services bur 1t s gquile clear that v
tonal education 1s potenually o very sigmibicant progrin fer abl handicapped
children--including the developmenially Jdisabled
b Trle I, ESEA  Tode H ot ahe Flqmentary and Secondaiy Fduca-

tion Act 1s another set-aside prograin The purpose ol this futiding authorty s 1o
provide grants to states to be used v supputng mnovative and exemplary
projects n elementary und secondary education-at the local school distric
level. It 15 essenuially a sk money progiam, w th the mtent bemg to replicate
any promising prachices which result from the projects

Under the Taw, t5 percent of the funds nius' be set aside fon special projecis
for handicapped children This currently amonts to aboul %20 nndhor  Of
approxmmately 200 projecis for the handicapped recommended in 1971 by Srtare
Title HI personnel as bewing exemplary, saine 70 percent were projects in which
developmentatly disabled children could and dul receve services. These projecis
ranged 1n scope from programs speciticatly designed for the newrologically i
paired and rubella children, (o dragnosuc and prescnplive prograins which served
a range ol handicapped

The {ollowing are hitles o some of the projects conducted under 1his pro-
gram
I. Famity Learnmng Center fur Childhen wil Developmental Language L

orderts
2. Communicating Classroom Management Tecanigues
3. Computenzed Performance Adupled Resources v the Education ol

Handwapped Children
4. Guaranteed Performance Contract lor Mentally Handicapped
5. Behavioial Engineering tor Handicapped Chi dien
6. IDhscovery Thiough Outdour Education
7. Pie-sheltered Workshop and Commumity Placemen! Program

BEH OBJECTIVES

IL seems appropriate al thus pont ta present the major fong-range objectives
of the Bureau of I'ducahion for the Handwapped and to discuss sonwe of the
uverall strategies used by the Burcau in catrving out s mission

1. Pritnary Gaal Fust, u should be pomted st that the pomary goal o the
Burean has always been tv equalize cducational opporiunny tur handiwapped
children so that each cluld will be able 1v achieve his Tullest potentual, and
ultimately will be able [0 parnicipale construcinely in sociely o the miaxarm
of his own abilities as an individual.

2. National Commitment. This, basically  a philosophical goal, which 1
generally acceptable to personnel m the education of handicapped chilcren.
However, 1in the Sprning of 1971, Commssioner of bducation, Dr Sidney
Marland brought tlus notion into the realm of reality He publicly called o



Conference Proceedings 287

local state, and Federal education agencies 10 join together in making a national
comumitment to provide full educational opportunity for all handicapped chil-
dren by 1980. This was quite a significant step, because it was the first tume ever
in the history of the Office of Education that special education was given such
visibtlity.

1. Objectives. The following are the five major objectives of the Bureau:

(a) To assure that every handicapped child is receiving an appropriately
designed education by 1980 (85 percent by 1978).

(b) 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 utilizes his fullest 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 all schools serving hundicapped children have sufficiently
trained personnel who are competent in the skills required to aid each chid in
reaching his full potential.

(¢} To enable severely handicapped children and youth to become as in-
dependent as possible, thereby reducing their requirements for institutional care
and providing opportunity for s:1f development.

4. Exrent of Needs. The needs are evident, as indicated [rom the following,
partial list.

(a) More than four million 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 wmillion such children are totally excluded from
school systems.

(b) Only 21 percent of the handicapped students leaving school in the next
4 years will be fully employed or in college. Forty percent will be under em-
ployed and 26 percent unemployed.

(¢} There is a serious shostage of special education manpower. It is esti-
mated that nearly % million professional personnel are needed in order to meet
the 1980 full services commitment. In addition, teachers currently in service will
need additional training, in order to assure that handicapped students will be
provided a quality education.

BEH STRATEGIES

In order to carry out the previously menuoned objectives, the Bureau of
Education for the Handicapped has adopted 1wo major strategies: (1) develop-
ment ol a catalytic role, and (2) adoption of a covordination and mutuality
planning strategy. These two stralegies, which are described below, transcend the
individual programs which were described earlier in thus paper.

Catalytic Role. In three of the five objectives cited eartier, the key action
word, from the BEH vantage point, is the word ASSURE. The Federation gov-
ernment at this point in time is not 1n a position to assume major support for the
education of handicapped children; and it is actually the junior partner in the
Federal-state-local educational partnership.

Data from a recent study suggests that the cost of a quality education for all
handicapped children would be approximately $5 billion. State and local educa-
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tion agencies are presently spending approxumnately $2 bdlion It 1s clear that the
present level ol funding within the Bureau of Education tor the Handicapped
(3220 mullion, including set-aside funds) 18 suh that a catalytic, secd money
type of strategy 1s essential. This type of stratesy 15 a basis for mosl ol the BEH
progiams.

Dr. Sidney Marland m a speech made at ihe National Convention « I the
Council for Exceptional Children last year addressed the issue of calalytic fund-
ing. He pointed out that the Otfice of Education could set i1s goals in tenns of
just how tar the Federal dollars go. Far example, BEH could elect ta use (he
$37% million under Part B, EHA, 1o extend services 1o 20,000 more children
But through caretul plannming between state, local and Federal agencies this
amount could be used as a catalyst to stnnulate better education programs for
hundreds of thousands of children. The Bureau elected to tollow the atler
strategy. [t 15 interesting to note that 90 percent of the Part B funds are used (1}
as seed money to stunulate the development of basic progiams for the hand
cappud (e.g., more special teachers, or speech chnicians), in which case progrime
started on Federal dollars are picked up on S.ate and local tunds, and (2} 10
carry out pilot-demonstraihion activities for various types ol programs and serv-
ices for which the States do not have enabling lepslation.

An example of this lype of catalytic-muitipher effect 1s seen 1n the tevision
of state laws Lo support new programs started with Federal funds In Calitcin,
for example, programs tor multi-handicapped 'vere previously not supporiable
on Stale funds. Five pilot projects were imuated with approximately $170.000
in Federal funds. These projects demonstrated 10 the State Legislatuie the ctti
cacy of such programs, and the State law was umended 1o accommaodate 'hese
children. In the first year of funding, $1.7 milhon was expended by the State ton
programs for the multi-handicapped. This repreents a [0O-told increase over the
amount of the onginal Federal investment,

Coordination and Mutuality of Planning Strategy

Coordination and mutuality of planning are clearly interrelated witk the
catalytic strategy. The Burean ot Education for the Handicapped s a wmall
bureau n terms of dollats and number of stafi and 1t represents a minanty
group withuin the Jeld of education. The Burean learned very early i its ¢ ais)
ence that working Logether and coordmating with other agencies 15 essential 1
progress 15 going Lo be made in extending services to handicapped chuldren The
first toray into coordinatum was directed at gettmg the OF “house mn order -
There are a whole host of OE funding authonities (including the four programs n
the Bureau’s Aid to States Branch previously mzntioned, as well as the tramning
quthority in the Dwision of Trainmg Programsy which have their own speciiic
purpuses, but which also can have (remendous sverlap 1n the types ol projects
and aclivities which are conducted For example, Part D, EHA 1~ o rring
authority; yvet there also is a traming component in Part B, P L 89-3 13, Tutle Il
and Vocational Education. I there 15 coordimated planning within each state
education agency, 1t might be possible to combine traming efforts i a way
which would be as efficient as currying out separste traung prograns. and ¢ o so
al a reduced cost.
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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,
systematic planning in the education of handicapped chuldren. The primary pur-
pose of these conferences has been to allempl to bring about more effective use
of the scarce resources available for the education of the handicapped, by reduc-
ing the fragmentation and duplication of eflort which can exist, and thus maxi-
muzing the effectiveness of these funds.

When BEH talks about cooidinated planning, at least in the context of the
above programs, the term 1s used to mean (1) mutual, before-the-fact identifica-
tion of major problems, objectives and strategies (involving all pertineni agen-
cies), and (2) mutually pre-determining how the funds from each of the various
programs van be used most effectively 1n meeting the objectives.

Work has also been underway in recent years with other agencies in HEW.
The Chud Advocacy programs are an excellent example of inleragency coopera-
tion. The National Institute of Mental Heaith, the Social Rehabilitation Service
and BEH are jointly funding a senes of chud advocacy projects throughout the
nation; and the three agencies have joini monitoring responsibility for these
projects. This type of coordmation, and these types of projects, will help insure
that children 1n local communities will be guaranteed appropnate services, rather
than being allowed to go unserved because of “‘institutional” conflicis as to
which agency is responsible for the child.

DD Role

It should be clear thal the above commenis on coordination underscore the
basic concept of the Developmental Disabilities legistation. The DD Act 1s really
not a program operation authority, nor does it offer basic support for programs.
Rather, 1t is a coordination authority. The bringing together of the nine agencies
to engage in target group planning is as essential to the success of assuring
appropriale, quality services for the DD population, as it is for BEH to engage in
mutuality of planning wath participating state and local agencies. The concept of
a coordinating function is not only inherent i the Act itself, but the amount of
funds avaitable in most states is too limited to be effectively used for purposes
other than planning, convening, and coordinating. Conversely, these three activi-
ties, when accomplished, will maximize the effectiveness of the scarce resources
available from each of the participating agencies on behalf of DD children.

SOME ISSUES

The following are some of the pertinent issues related to the DD legisiation,
from the BEH standpoint. Most of these issues clearly underscore the need for
coordnation.

Mulitiplicity of State Plans

There are a whale host of State plans within HEW—one for nearly every
program authonty {(including the DD Plan, itsetf, Title Itl, ESEA, Vocational
Education, Part B, EHA, etc.). There must be a fantastic overlap in these plans,
and the effectiveness of any one plan must be sharply reduced by such multi-
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plicity. The number of plans should either be reduced, or provision should be
made for showing within each plan the nature of ns relanionship with other
program auvthorities.

Developing Meaningful Plans

It 1s clearly possible tor the nine agencies invoived in this legislation to leed
in sufficient information to enable a State DD Coordinator to develop his State’s
Plan; and it is possible to comply with all of the other requirements of the At
and yet never realize a real, valid, tunctional plan for serving developmentally
disabied children. 1t 15 the observation of thix writer that this 1s nore the rule
than the exception n most state plans, including many ot the DI Plans The
process of planning together, before the fact, us well as on a continuing basts. 1s
essential to the development (and umplementation) of a successful plan

In order to meet the real intent of the Act, people must be comnutled v
the concept ol coordinated planming—particulurly those persons who are at the
highest decision making levels within each State. But this kind of cemnuniment
will be made only when there is a firm bebel on the part of the people involved
that such mutuality of planning really pays uft.

Developing Joint or Interlocking Agency Objectives

Some of the major governmental agencies have well delined. measurahle
objectives. For example, BEH has a tull services ubjective with a nime trame ot
1980; the Secretary of HEW has a dependency reduction goal. and the Presi-
dent’s Committee on Mental Retardanon proposed a 50 percent reduciion in
mental retardation by the tuin of the century All of these are viable ohjectives.
But if each were presented in isolation helore a congressional commitiee or to an
administration budget group, such presentations could raise questions i the
minds of the comnuttee members, and could result in a horrendous credibility
gap. There is a need for an official acknowledgement of the interrelationshup
between all HEW objectives which are directed at the sama target population
and, where possible, each agency’s objective st itements should acknowledge any
obvious articulations of the objectives of other agencies



Federal Programs Admunistered or Monitored by the
Bureau of Education for the Handicapped, U.S. Office of Educaton
Fiscal Year 1972 Appropriation

(Total — $227,291,116)

Appendix A

Type of Assistance

Authorizarion

Purpose

Appropriation FY
1972

Who may epply

Where 1o get informanon

Services

Programs tor the
handicapped,
preschool,
elementary and
secondary

Programs for the
handicapped 1n state
supported schoogls

Title 1, Supple.
mentary education
centers and services

Early education for
handicapped chil-
dren

Education of the
Handicapped Act,
P.L.91-230.Part B

Elementary and
Secondary Educa-
uon Act, Title d
P L 891313
Amended)

Title HI, Elemen-
tary and Secondary
Education Act, as
Amended

Educatian of the
Handicapped Act,
P.L.91-230, Part C,
Section 623

To strengthen
educational and ielated
sarvices tor
handicapped,
preschool, elementary
and secondary children

To strengthen educa-
tion programs far chil
dren in state gperated
or supported schoois
for the handicapped

To provide grants for
supplementary, innova-
tive, or exemplary proj-
ects for the educational
rmprovement of the
handicapped

To develop model pre-
school and earily educa-
tien programs for
handicapped children

$37.500.000

£56,380,000

$16,438,116 repre-
sents 15% of state’s
total Title L atlot-
ment

$ 7.500.000

Local agencies apply to
state departmenis of
education

Elg:ble 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

Dwision of Educational
Services, Bureau ot Educa-
1on for the Handicapped

Division of Educational
Services, Bureau of Educa-
tion for the Handicapped

Divisian of Educational
Services, Bureau of Educa-
tion tar the Handicapped;
or Division of Plans and
Supplementary Centers,
Bureau of Elementary and
Secondary Education

Division et Educational
Services, Bureau of Educa-
tion for the Handicapped
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Ty pe of Aot Arithericafion

Prrpose

Approprigfion Y
1972

Whe vigy appiy

where o g tRformaion

voacanonal Educa-
tion Amendments
of 1968

Vocationar educa-
uan programs for
the handicapped

Media services and
captioned him 10an
prograrm

Education of the
Handicapped Act
P.L.91-230, Part F

To prowvide vocational
educanon and services
to handicapped chil-
dren

A) To advance the
handicapped through
film and other media
including a captioned
film loan service for
cultura! and educa-
uponal ennichment tor
the deafl

8) To contract for
reésearch in use ol edu-
cational and training
films and other educa-
tional media far the
handicapped, and for
their producnion and
distribution

Cl To contract for

training programs Iin the

use of educational
med:a for the handi-
capped

D} To establish and
operate a national cen-
ter an educatonai
media

$39.273.000 repre-
sents 10% of the
basic state allotment
under Part B of the
1968 Amendment
ta the Voc Ed Act

$ 6,000.000

{Included above)

iIncluded above)

{Included above)

i_ocal educational ager-
cies apply to state de-
partments of educatian

State or focal public
agencies and schonls
orgamizations, ar groups
which serve the hand:-
capped, their parents,
emplavers. o- potental
ernployers

By invitation

Pubiic or other non-
profit institutions of
higher education for
teachers, trainees or
other specialists

Institutions of higher
education

Division of Vecational
Tec¢hnical Education,
Bureau of Adult, Voca-
nianal and Technical Edu-
cation Reqional Office, ar
Division of Educational
Services, Bureau of Educa-
uon tor the Handicapped

Dwision of Educanonal
Sarviees Hurean nf Fdygeas
tion for the Handicapped

Dwision of Educational
Services Bureau of Educa-
tion for the Handicapped

Dwision of Educational
Services, Bureau of Educa-
tion for the Handicapped

Dwisiaon of Educationa!l
Services, Bureau of Educa-
tuon for the Hanaicapped
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¥
Type of Assistance

Authorizanon

Purpose

Appropriation FY
1972

Who may apply

Where 10 get informanion

Deaf-Blind centers

Information and
recruitment

Programs for Chil-
dren with Specific
Learning Disabiltties

Research |

Regicnal resource
centers for improve-
ment of education
for handicapped
chiidren

Handicapped re-
search and related
activities

Education of the
Handicapped Act,
PL.91.230, Part C,
Section 622

Education of the
Handicapped Act,
P.L. 81-230, Part D,
Section 633

Education of the

To develop centers and
services for deaf-blind
children and parents

To improve recruitment
of educational person-
net and dissemination
of information on edu-
cational gpportunities
for the handicapped

To provide for research,

Handicapped Act, P.L. training of personnel
91.230, Part G, Secuon and to establish and

YT
oo

Education of the
Handicapped Act,
P.L. 91-230, Par1 C,
Section 621

Education of the
Handicapped Act,
P.L. 91-230, Part E,
Section 641

operaie model centers
for children with speci-
fic learning cisabilities

To develop centers for
educational diagnosis
and remediation of
handicapped chiidren

To promote new
knowledge and develop-
ments with reference 1o
the education of the
handicapped

$ 7,500,000

$ 500,000

$ 2,250,000

$ 3,550,000

$15,455,000

State education agen-
cles, universities, medi-
cal centers, public or
nonprofit agencies

Public or nonprofit
agencies, organizations,
private agencies

Institutions of higher
education, state and
local educational agen-
cigs and othér pubic
and nonprofit agencies

Institutions of higher
education and state
education agencies, or
combinations within
particular regtons

State or local education
agencies and private
educangnal organiza-

tions or research orgaru-

zational groups

Dwision of Educational
Services, Bureau of Educa-
tion for the Handicapped

Dwvision of Educational
Services, Bureau of Educa-
uon for the Handicapped

Dwision of Educanional
Services, Bureau of Educa-
uon for the Handicapped

Dwision of Research,
Bureau of Education for
the Handicapped

Division of Research,
Bureau of Education for
the Handicapped
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Tvpe of dsastancc

Auihoriainm

Purpeoce

Appraprigtion +}

1972

Who gy apph

Where 1o ger mjormaiion

Physical education
and recreation for
ihe handicapped

jraining -l

Trarning personnel
for the education nf
the handicapped

Training ot physical
educators and recre-
ation persannel for
handicapped chil-
dren

Educanhan of the
Handicapped Act,
PL 91230, Part E,
Section 642

Education of 1he
Handicapped AcCT,
P.L.91-23Q, Part D,
Secuon 631, 632

Education of the
Handicapped Acrt,
P.L 91.230, Part D,
Secuon 634

To do research in areas
af ghysical education
and recrcaticn for
handicapped children

To prepare and nform
teachers and gthers
who wark in the educa-
ton Gf the handrcapped

To train persgnnel in
physical education and
recreation to: the
handicapped

(TOTAL —$227,291,118)

$

$33 545 000

300,000

700,000

State or local education
agencies, publc or non-
oro¥it private educa
tional or research
agencies and organt-
zatieons

Srate educalion agen.
cigs, insutwations of
higher educatian, and
Sther appropniate ngn
profit institutions or
agencies

Institutions ot higher
education

Dwisian of Research,
Bureau af Education
far the Handicapped

Dwision of Training Pro-
grams, Bureau ot Educa-
tion for the Handicapped

Dwision of Tramning Fro-
grams, Bureau of Educa-
tion for the Handicapped
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Part V
State Legislative and
Administrative Action

Editor’s Notes

Traditionally, state poverniment has pliyed a vital role 1n organizing, financ-
ing and delivering setvices Lo the developmentally disabled. The emerging recog-
nition thal society has a responsibility for caring lor 115 least fortunate members
has led to an expansion 1n the role of the public sector generally; at {east in
terms of the developmentally disabled, this growth in program responsibihty has
been most evident at the state level.

Enactment of the Developmental Disabilities legislation thrust upon state
government a broad new mandate to plan, implement and coordinate federally
funded services fo the mentally retarded, cerebral palsied and epileptics. There-
fore, it seemed important to designers of the November Conference that the
viewpoints of state legislators and admunistrators be cleatly articulated.

In his paper, Allen C. Jensen identifies the major trends in organizing and
delivering 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 specific trends reviewed by the author are: (1) reorganizations
which are leading toward the consolidation of human service programs into ong
or two agencies of state government; (2) creativn of sub-state human service
areas; (3) establishment of state planning or integrated planning and budgeting
agencies in the Governor’s office; (4) a nise m “consumerism™ and a resultant
prolhiferation of advisory boards and counculs: (5) increased state legislative staff.
and (6) growth n the involvement of elected state officials in federal-state
relations.

Ernest Dean discusses the nuplications of the Developmental Disabilities Act
from the perspective of a state legislator who has long advocaled expanded state
services for the developmentally disabled and other handicapped citizens. He
reviews the functions of state legislatures and discusses the results of an informal
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 1 serving the developmentally disabled and closes
with a few cautions, suggestions and recommendations to members of state
DDSA councils.
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Dynamics of Change in State
Government—Impact Upon
The Developmentally Disabled

Allen C. Jensen

Meost of the participants in tus conlerence are, because of the primary role
of States in administering the federal grant-in-asid Developmental Disabilities
Program, aware of the changes in state government of their own respective state.
A primary purpose of this paper, therefore, is to attempt to identsfy the
dominant themes of these changes n all the States so as Lo assess their collective
impact on policy development and planning and the administration of programs
for the developmentally disatled. This 15, uf course, a difficult task. While 1t 1s
often easy to assess the actual structural changes we see taking place n state
government and the changes 1n decision-mnaking processes: to assess the actual
impact on a particular clieni group such as the developmentally disabled
becomes rather difficult.

Such an effort must recogmze wide variations between States; not only
variations as to the nature of changes such as consolidation of human service
agencies, increased emphasis on cross program planning, or increased staffing for
state legislatures, but also the stage or phase of such changes. Phases range from
early planning, to eady implementation, to reevaluation of earlier changes In
order to determune further modificattons of structure or process for
admunistering human services programs. The following are the changes in state
government which will be discussed 1n this paper

A Reorganization of state governments to consolidate into one or two
departments a large number of human services programs.

B. Establishment by executive order or state legislation of common
sih-state services areas for staie human services programs.

C. Establishment of a Governors’ state planning or integrated planning
and budget office andfor establishment of planning and budgeting divisions n
consolidated state human services agencies.

D Consumerism and manageable administrative structures—the
dilemma.

E. Increases in state legisfative siaff.
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P Increases in siaie elected officaals nnolvement m federal-state
refarions.

REORGANIZATION FOR CONSOLIDATION

A dommant theme of state governmeni changes in the pust five v so yeas
has been the reorgamization of state povernment A number ol separate huiman
service programs have been consohdated into laige departments called Hurnan
Resources Departments, Health and Weltare Departments of Health and Sc.cial
Services or a stniilar name

The major comohdation trend at this poan places welfure social services,
which are now a 24 billion dollar federual prograni. in the same deparrment with
the mental health and mental retardation service agencies. Twenly-foin states
have done this Twenty states have the wellare cocial services program and the
public health progiam in the same depuriment. Fitteen states put wellae sovial
services . the same department with mental health, mental relndation, and
vocational rehabihitatton. While at this pontt in time probably half the stares
have the vocational rehabilttation program 1a the educanion depaitiment, there 15
a strong trend to place 1t in social services depa Linents

There are 19 states that have 10 or more seivices (such as those for me 1lal
health, mentally retarded, corrcclions, employment, weltane social servizes,
pubhec heaith) wn a4 consolidated deparvment of human resources. There aie
states 1n which seven o1 more of the programs related 10 thz Developmenial
Disabihties Act and requued 1v be mcluded under the state plan are in one
consolidated agency.

These agencies are organized 1n varons ways Some are organized according
to their primary functions such as operations, technical assistance, plmning and
evaluation and management seivices. Uthers arc urganized by program such as
public health, mental health, employment service, welfare, etc

In public admumistration termis the reasons for such action nclude

I To reduce the number of individual agencies reporting duectly to
the Governor thereby ncreasing the Gavernor’s ability to coordinare and
adnmunister human service programs

2. To give authonty for courdmating a broad range ol human service
programs to a single agency admumustrator or admimnistrators,

1. To improve managenal systems andyor capabilities of the state in
respect to the delvery of human services

It 1s recognized that al the objechives 1t admunistering human serv ces
programs are staled predomuinately in tenms ol efticiency, cost-benefits nd
ecanomies, fear and skepticism is felt by sume They teel significant service goals
include attempting to achieve greater human dignily. where benelils miy he
measured in terms of sell care, not always selt support. and where the necd For
individualized services may 1un counter 1o alteripis o dachieve economy :und
elficiency by gioup services

Many of the programs and services needed by those with developmental
disabilities are included 1 such vconsolidated human  services program
departments. A recent analysis ol consohdation considered those tederally auded
programs adimnistered by States which aie 10 be included n the cross-programn
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planming element ol a state plan under the Developmental Disabilities Program.
About half of the States had 70 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 some
similar title) is apponted. His responsibility during the transition period 1s to
develop a recommended aJdministrative structure for the department for
consideration by the Governcr and legislatute. The form and lines of authority
for the consolidated human services departments will be better known following
the transition period.

[t 15, quite frankly, tou early to tell what the total impact of these
consolidated human services departments will be on services to the
developmentally disabled.

Form and structure ol slate government are important as potential tools.
However, the use of such Iools as relates to a particular chent group will depend
on several variables. Among these variables are: (1) the size and scope of the
departmeni in which the various service programs are localed, and (2) the
location in such departinent of the specific federally funded program for those
with developmental disabilities.

State elected officials are, like federal officials, often confronted with
competing demands, i.e., for establishing major visibility, for coordination
power, or for high level advocacy positions in state government to represent
various groups of people needing governmental services, including not only the
developmentally disabled, bui the aged, children, the mentally Jl, etc.

It must also be recognized that there 15 the necessity for interagency
planning and programming for particular services such as health, social services,
food and nutrion programs, manpower programs, and chudd development
services, elc.

[t should be noted thal the specific agency or advisory council for the
developmentally disabled is not the only place in state government where the
various roles and functions (advocacy, planning, coordination, and the power to
ailocate resources for services to the developmentally disabled} take place.

SUB-STATE SERVICE AREAS

Another trend has been the establishment, by execulive order to state
legislation, of common sub-siate service areas for stute human services programs.
Over 40 states have created common sub-state planming and service areas
which are to be used by apencies and organizations in state government for
planning and admumstering programs. This effort is in various stages of
development from the imitial designation of such areas to more highly organized
sub-state service districts with major involvement by local government,
The purposes of such actions wnclude
I. To provide a conunon population base for defermining needs ol the
individuals in an area for a number of interrelated human service programs.
2. To provide a common geographic service area which facilitates and
simplifies communication between human service agency personnel.
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3. To allow the use of the same field office sccommudations and some
general services personnel by more than one agenqy.

4. To provide opportumty  for geeater  anvolvement by ol
governments 1n the planning snd provision of human services md forellect the
local priorities and situations.

It is recognized thai some scrvices (1or exariple, a neighborthood center as
contrasted to a vocational training center} may require vaned sizes of populuaon
groupings and geographic areas. However, sub-aria designation for certam k.nds
of services does not mean thal the basiw concept of common sub-state service
areas Is negated. This type of effort certmnly 15 one that should be suppuorred
Those concerned with the developmentally disabled should be helping the states
make systems workable.

[ 1temember that about seven years ago in the state where | worked the
employment service thought that sub-state regions were a tremendous idea They
decided to concentrate mosi of then services in the small ity that was located 1n
the middle of a sub-state service area having a 50 mile radius |t was 4 misus: of
the concept of sub-state service areas because many of the people they were
trying to serve with the mtensive services didn’t have transportation In miny
cises, there need 1o be and are bewng estublishec satellite centers and cutreach
programs to take the services 1o the people These are camplementary 10 the
central otfice intensive service capahilities

The following 1s a brief description by the s ate planming pifice m Georpia
of the plans being made 1o utilize sub-siate areas :s the merging point for vanous
human services and as a logical extension of the consohidation of all hurin
service programs.

“The most significant health related mitiative taken Ly
Georgia during the past year has been tle consohidation of all
human services programs nlo a singl: Stale agency Ihe
objective of thus consolidation 15 1o cr:ate a single force n
government  whch widl etficiently  deliver  comprehensive
programs and services tor the phy<cal, mental, and socidl
well-being of Georgia™s citizens As a logical extensior of this
effort we are beginning to merge senices at lhe pownt of
dehvery. Human development services in Georgla will be
administered at the substate level throuvgh Human Resoucces
Dnstricts For actual dehivery ol services, each district will be
subdivided into Area Service Nerworks viith 4 populat on base
of approximately 200,000.

The Area Service Network will coriprise a Headyuarters
Unit, staffed by a director, special tmental heatth personnel,
and prolessionals, paraprolessionals, ang general stafi related
to the full range of human development ervices The Network
will provide assessment and diagnosis services, counscling,
protective services. foster care adimimis ranon, et Iminally,
iwo Health Access Statjons will be developed lor each
Network, to serve secondary populat.on centers o each
district. All day vare centers lor the aged, pre-schoolers.
mentailly retarded. etc.. as well a~ gioup homes tor the
disturbed, though not co-localed. will by attached administra
tively to the Area Network Headquarters Umit

At the county level, Human Resources local olfices will
make extensive use of paraprofessionals for outreach and
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extension services, providing referral to professional assistance
as needed and brnging a npew perspecthive to case
managemenlt ”

PLANNING AND BUDGETING

Stil another trend has been establishment of a Governor’s state planning o1
integrated planning and budget office and/or establishment of planning and
budgeting divisions in consclidated stale human services agencies. Among the
purposes of such actions in state government are

1. To relate budget requests to the Governor's program prionties and
goals.

2. To interrelate program and budget requests from the various
department adnunistrators with related service functions.

3 To facditate the definition of responsibilily among agencies in the
department and berween Jepariments and possible shifting of specific
responsibilities provided by separate service agencies in the agenctes and
departments.

Once again with the broad array of services and programs which are needed
by the developmentally disibled and which are required to at leasi be
coordimaled on paper in the state plan for the developmentally disabled, the
question must be asked whether or not the lederal program requirements are
complementary to what some states are attempting to do through integrated
planning and budgeting systems which cross a number of program lines

CONSUMERISM AND MANAGEABLE ADMINISTRATIVE STRUCTURES —
THE DILEMMA

Perhaps 1t 15 useful to point out that one of the major dilemmas 1s that as we
develop more sophlisticated admunistrative mechanisms and structures for
delivering services, there 1s a t1se in what 1 called “consumernsm™ and increasing
federal requirements for adwisory or policy making councils for particular
services ur programs. This may conflict with efforts to consolidate agencies and
provide adnumistrative means for coordination, etc. of a broad range ol human
services. Achieving o balance between “consumerism™ {crtizen and client group
partictpation 1n the planming and policy making process) and manageable
administrative structures with sufficient centralization of authority is one of the
most difficult problems facmg those organizing and developing consolidated
agencies.

INCREASES IN STATE LEGISLATIVE STAFF

Another major change i 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 specializalion of the staff for state legislatures.
Many state legislatures are now developing staffs which have specialization for
dealing with the handicapped, or welfare, or education. Such staff offers state
legislators independent information and program analysis sources and increases
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their abihity to estabhish priorines and aflect the means of delivening services fu
the developmentally disabled

INCREASED INVOLVEMENT OF STATE ELECTED OFFICIALS IN
FEDERAL-STATE RELATIONS

The office of Federal-State Relations of the Councl of State Governments
in Washington, D.C. was established wn 1967, Since that time Governors,
legislators, budget officals, planuers, and other siate officials have recewved mare
direct information about federal legislative and admunisteatwe actions, There
have also been major increases 1n the opportunities for direc! mnterachion with
the Congress and federal execulive branch officials by slate elected oflicials and
their staffs. Such interacuon has permitted states to express thewr views on
various proposals to create or modity federal grar t-in-aid programs.

Perhaps some of the most significant etforls 1o involve stale oificials n
federal-state relations will be held 0 December 1972 and January 1973 A
conference for state budget officers and two conlerences for state legislators and
their stalfs will be held dunng this peniod Requirernents and options avadable 1o
states under the revised social services program asthorized in the Social Secunty
Act, und the revised welfare program four the aged, blind and disabled will be
discussed with the state officials attending the conferences. These progiams will
have a significant impaci on the developmentally disabled.

Last May The Council of State Governmerts convened lor the hirst tume
with about a dozen directurs of state consolidated human resources dgencies
The ad hoc one day conference provided these citicials with an opporiumty to
exchange ideas as lo goals, primary accomplishnents, and chief problems they
have confronted They visited with HEW Secretary Llliot Richardson regarding
the interrelationship between state consolidated human services departments and
his eftoris to (1)Ybe more responsive 10 these knds of (hanges in siale
goverrument, and (2) provide additional ools to States o improve the
admimstration and integration of human services.

Al that particular meeting there weie some commenis by Ihe human
resources departrnent direclors which summarize some ot the (tungs discussed n
this paper. Here are three comments which | think are pertment

I. The goals ot reorgamzation won’'t be accomphsihed until the services
are put together at the local level

2. Problems anse because of publw expzctation thar inajor savings will
result lrom reorgaruzation. [n fact, increased uccessability and needs assessment
capabilily may so increase demands for services that 1t oflsets any savings
resulting from reorganization.

3 Accommodation must be made for the changes ol roles ool the siate
statutory boards and comumissions (which olten have very prestigious people
sitting on them).

This hist of changes in state government 1s not exhaustive but perhaps i
gives some ndication of trends which will have an impact on e
developmentally disabled

Two brief papers hy duectors of the state consohidated human resources
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departments in Arkansas and Florida which describe the structure, goals, and
current activities of their respective departments follow in Appendices A and B.

COMMENTS AND IDEAS FROM RESOURCE PERSONS

Al Marshal

One danger of burying the program for the mentally retarded n a
larger human resources department is dilution of the clout of those
advocates for a specific clien. 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 commissioner—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 Children
“coming down like a ton of biicks™ on a commissioner for mental retardation
who has to speak directly to the 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 m 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 service and the functions of integrated planning {or various
kinds of governmental services. This is one reason many states have established a
state planning agency or planning coordination 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 services,
you may create a very useless animal. The department could be so large that it
could not possibly deliver the day to day services.

Doris Fraser

Listed three points about change in American society:

1. The U.S. has an open-ended society that is able to change, going to
change, and a Constitution that ailows 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 citizen,
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 13, “The extent to which your family and my family know
where the decisions are made, who is responsible, and who toscontact to get
things done, plays an importani part of the total scheme of government.” This
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knowledge 1s also relaied to the degree of alienation of the people (tom federal,
state and local government.

An instrument an stale povernment that ~an aflect resouree allocannn s
needed mm order to really alfect the vanous stale programs and tedeol
grant-in-aid plans which attect the developmentally disabled

INOTE  Her comments are hased on her vxperence since 1967 o the Office
of Planmung i Massachusetts where a team wis responsible for devetoping the
plans for the modernization of state government. That planning resulted i a
coherent form of government where there had reviously been 172 departinents
and 323 boards and comnmssions. The Bureau of Developmental Disabihities
whuch she directs 1s now 1n the Executive Office of Admimstration and Finance
because 1t was felt that it was important to set .1 prionty for u vulnerable part ol
the population called the mentally retarded. |

A lot of the rhetoric about the need for increased efficiency and
effectiveness in government 1x political. 1t 15 based on the tremendous pigssure
caused by nsufficient revenue tu meet the competing demands for services amid
by muny politicians’ unwillingness to state wha the nature ol tax reform should
be.

Integration of services must he a4 “hottom up' as well as “lop down ™ atfan
Some of the most sophisticated luman serviars planming tor reorgamzation 15
reprgamzing the service delivery sysiem itselt, at the bottom.

local service dehivery reorganizalion should include case management
centers

In the past, service delivery has combined two mportant tunctions The
person responsible for delivering services has been (1) the manager of the :hent
and (2) he was the provider of seivices tu that client as well | beheve that s
wrong because 1t prevents the opportunity lor :lear cut evaluation The service
provider 1s not in a position to evaluaic the seivices he gives That task belongs
to someone else.

[n our sociely with 1ts complex tunctions there needs to be a person 10
manige Lhe services and the person(s) in the services His whole jub 15 the
responsibiity ol seemg that this person ot camily 15 managed thiough the
systern. His job 1s ditterent from that of the service piovider. He becomes an
advocale who 1s proteching the chent i making sure that the systom s
adequately planning fuc and meeting service needds (number of days In teatnent,
day care, in institution, checking back to see whether the treatment 1s effective)

Another element in service delivery 1s consumer representation In maay of
the laws being passed you will find new processes being built into pubhc services
appeal mechamsms and review mechawisms are bewng hult in With ¢the aid ol
federal regulations i Title 19 there 1s going 1o be annual review, penodic review
etc. These are very crucial things where any kind of human services legislat-nn 1<
up for consideration. Citizens must have a built- n system of appeal

WORKSHOP DISCUSSION

Will many more states consolidate hunmon resources departments or witl there be
a breaking off?
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Jensen:

That's difficult to generalize because there's an extreme degree of variation.
Some guvernors can live with the situation where they have a large number of
people reporting to them. Some 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 Yaork. There isn’t a single appropriate way to do
tt for each and every state.

Who sets the priorities for determining who receives services?
Fraser:

The question 1n Massachuseits right now 15 basically how much authority do
you give the sub-state area admirustrator.

A mamn inefficiency of our governmeni 1s the failure to make program
managers of our program servicers. Regional administrators must have some
flexibility in thew own budgets to be able to deal with regional differences such
as increased pressure for a particular service wn any given fiscal period (for
example, training versus counselors). They need an account through which they
can respond to the unmet needs of a particular service area. Of course there must
be certain basic eligibility conditions set as there are now. If you go to a stronger
and «fronger vendor payment program, then ol course you are into the rate
setting approach as opposed to the public institution approach.

A rising pressure for change is the request for community based programs
for people who have by and large been in the institulions. Now consumers are
saying this 15 no longer adequate and that institutions are inefficient from every
point of view. They want a vendar payment program utilizing a full mix of
proprietary, non-profit, and diversified sponsorship to produce continuity of
care.

Most of those delivering or adminustering services, including those running
the big public institutions for the mentally retarded, have the right objective but
the machinery 1sn’t in place yet I think it wall take the next 10 years to get into
the vendor approach to the care of the severely disabled.

It 15 well agreed that there is the need for resource reatlocation—1.e.. shifting
resources from mstitutional careé to community based care. However, there will
be problems related to the displacement nf the work force in institutions, with
resulting pressure on legslators from those workers. In the power struggle we’re
going to need a new breed of nanagers whom the Jegislators trust and respect.

Where did the impctus for stale reorganization originafe?
Jensen:
There are three puossible reasons for reorganization

1. Frustration—150-200 state agencies and no way governors’ staff
cuuld relate to that many agencizs.

2. Efficiency—centrahization of some of the administrative functions.

3. Reduce fragmentanion—umprove effectiveness of programs by
consohidating related agencies in such a way that coordination at the operating
level will serve to strengthen all programs so combined.
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Marshal:

Part of the impetus (ur reorgamization in states s even maore basic For many
years the federal government played a minor role unul the 1930°s Mosi Jirect
services and many mdirec! services were performed by local governments. During
those years the state governments were the mcsi ineffective level ol gavernment
because Lhey were not expeclad or called upon o perform a lot of services

Then came the need for state government 1o become an elfective operatrg
government. As the federal governmen! began Lo participate with funds and with
standards and guidelines, a vehicle was needed that could be effective within the
power units that already existed, namely the state governments There camne
about an emergency recognition that some ot the problems to be solved, the new
levels needed, and the new roles that we wanted government 1o play, could no
longer be handled by one local government.

The emergence ol the nation had caused local governments (o start 1o loswe
some of their efficiency. At ihe same tme, n arder to be elficient we needed a
level of puvernment below that ot the federal government. While polhitical
scientists promoted regional government, obvicus political 1easons dictarec o try
at making state government becore an etfective government

The great American traditions ol efficiency and economy weie natural
(additional) incentives

In the last |5 years, every piece of federai legislation that | know ol has n
one way o1 anolher strengihened the ole o state government. 11 s been an
evolutionary process.

How do you accomplish statc reorganization and at the same tme ger the
information down to the local level abour what 1s gomg on at the staie leve!’

Marshal:

The workers in the vineyard know about it and they know about vt soon!

To develop a strong central form ol government, the best way 1< to get all
the people who can (o participate in the develspment of and acceptance of the
plan. Then eventually, a point 1s reached where some peoptle yjust do not want 1o
accept the new look. Those people musl leave.

The worst possible techruque is to go the opposite route and leave eld
people out of the development process. It the tield people don’t want the chiens
to know what the reorganization 1s about. o v they want to distort 1t because
they don’t buy the 1dea, weren’t consulted about 11, don’t Like 1t, or sume other
reason; you're dealing nut only with 2 man of ignorance but also with un
outright attempt by your stalf to destroy the plan, to nusinform and onslead
people.

In our reorganizahion ellorts we've always made 1l one responsibilily ol (he
new entity to reach oul and spread the gospel of the new look No one elw cun
do that successfully because anycne else appear:. as an outsider.

Fraser:

In Massachusetts the state stall spent a gre it deal of time at meetings of the
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Massachusetis Association of Retarded Children orienting them to the political
possibilities that this recrganization has for them.

We must have people m government who are willing to go out and converse
with the consumer on his terms. Unfortunately, not many in government can do
this comfortably; by and large they’re gquite defensive.

Jensen:

Some states include dissennnation of information between levels as one of
the tunctions of the sub-state area directors.

A comment was made about state legislative involvement and checks and
balances.

Dale Engstrom

We've been talking about government agency hes al 1he state level but don’t
forget the legislative branch. In the last 10 years there’s been a great change in
the calibre of state legisiators. Those knowledgeable peaple who are willing to
take initiative provide more of 3 check and halance between the legislative and
executive branches of state government than we’ve had in the past.

New roles of citizens were stressed.
Fraser:

We need to note the role i which citizens are increasingly taking on more
and more authonity. We see new lypes of boards and commissions emerging
Those with monitoring, policing and program policy formulation attributes drop
down to sub-state junsdictional levels. That’s okay. We don’t want to
consalidate everything. We need vehicles {or people to be involved. People have
to tdentify with policy formation. These are tremendous learning processes.

Even if the Kennedy mental health system did nothing else, it did involve
citizens 1n a new Kind of way. { 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 want to give it up.

One of the greatest challenges of reorganization, then, 15 examining under
what conditions citizens will paiticipate. There is a widely held notion that the
executive branches of government have become so powerl{ul that the citizen has
no opportunity to participate 1n shaping his own destiny. Many policies and
pracedures are set down with no chance of appeal. When even the middle and
upper middle classes lack the time and appetite for the battle, the poor citizen is
helpless. Therefore, citizen participation in determining conditions for citizen
involvement 1s especially impor tant.
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Appe iy A
STATE OF FLORIDA

DEPARTMENT OF HEALTH AND
REHABILITATIVE SERVICES

BACKGROUND
Prior to July I, 1769, Flonda’s executive tranch ol state goveranment £4s an
unwieldy and unresponsive struciure compcosed of more than 270 separale
mndependent  administrative  agencics In the sprinpg o 1967, o newly
reapportioned state lvgislature met and drafted a new conshitulion for | londd

This new Constitution included a provision which regued that all 1 1he
executive agencies of Flonda would be reorcanized nto not more than 75
administrative departments prior to Tuly I, 1969 From the Constulutiongl
mandate for reorgamizatton grew Florcla's ww Department o Heilth aml
Rehabilitative Services

Prior to reorgamizaiion, there existed 15 independent agencies wearhing inoan
area described as human resources oy ~oual and health cervices These apenoies
were as follows:

Dwvision of Correcuions

Dwvision of Youth Sveviees (Youth Cutrections)

Division of Mental Health (Institutions and Comianity Prograni s
Division of Mental Retaidation

Division of Vocational Rehalbalitahon

Flonda Council for the Bhind

Commission on Aping

Crippled Children’s Commission

State Depariment of Public Welfare {Public Assisiance and Medicad)
Division of Community Hospitals and Medical Facirtics

State Board of Health (Inciuding Countyv Heaith Departments)
State Tuberculoss Board

Pest Cantrol Commuissian

Compiehensive Health Plannng

Alcchobie Rehabilnanon Progiam

The above dgencies together include 3707 of all state emnployees ¢nd un
annuat budget of over $600,000,000. They were administered hy vanions
commitices composed of members of an elected cabimet ar ndependent boards
and commissions appoinied by  the Governor  This  semi-independent
multiheaded adminstration resulted inoa sys'em which wias unfesponsve (o
policy direction from the Governor ur the legtslature and winch did net aave a
clearly defined admsnistrative authority which rould be held 1ccountalle tor the
action or inaction of the agency

Recent advancements in computer and management mnformalion sysiems
and comprehensive planning provide the technology tor developing o moie
efficient means of delivering social services. Flonda's previous structiie ol
multiple, independent social service dgencies did not pravide the orgamizationl
basc necessary to lake advantage ol modern managemenl tools Conscquently s
comprehensive deparlment was created under 1he aulhonty of a single sec elary
appomnted by the Governor. This new Depaitirent ol Health and Rehabilinatve
Services combined the above 15 agencies 1nto nine divisiens ircludimg

Adult Corrections Family Servicen

Youth Services Health

Mental Health Admiustrative Services
Retardation Plannng and Lvaluation

Vocational Rehabilitation
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The new Department of Health and Rehabilitative Services includes most of
those agencies which, prior to reorganization, were making an uncoordimated,
duplicative effort to deal with problems of Flendians.

[he need for coordination of social services 1s emphasized by the trend to
develop community-based service programs and to provide service Lo famiulies
rather than service to indwviduals. For example, correctional work release
centers, rehabilitative faciities, youth halfway houses, community mental health
centers and public health clinics are developing at an increasing rate. Each
agency fleels that it 1s umguely quahfied to treat the family. Since most
disadvantaged families sufler Trom several disabihities, the overlap of services and
faciities 1s signuficant in terms of cost eflfectiveness of the tax dollar spent.

In order to effect admimustrative accountability, the reorganization of
Florida health and rehabditative services included the abolishment of all state
boards and commissions, as well as local boards and commissions 1nvolved 1n
admimistrative or quasr-administrative activities. Thus resulted in vesting all the
power and responsibiily lor admimistration of all social service agencies 1n a
single secretary appointed by the Governor.

The creation of the new Department of Health and Rehabihitative Services
estahlished the framework from which could develop a more effective and
efficient means to deliver health and rehabilitative services in Flonda The
Department has moved in the direction it appeared the Legislature mmtended.

A central computer-based information system, utihzing remote video
communications, has been developed for public assistance payments
management and Medicaxd prior authorizalion and control. This system is being
expanded mfo a single integrated departmental information system.

A umform system ol 11 «departmental regions has been developed and all
program operations have been realigned within the new regional structure. Three
experumental departmental adrimstrators have been assigned responsibility for
coordinating and admimstenng three of the regions. Departriental staff Divisions
of Administrative Services and Planmimg and Evaluation are developing a
comprehensive program planning budgeting system which to date has provided
the managemeni framework by which Flonda has increased its federal funds
undur Titles IV-A and XVI of the Social Securily Act.

Within one experimental HRS region all services are being developed and
coordinated through single comprehensive service centers. Service centers are
under a single director responsible to the departmental regional administrator
with authonty over all program/service components. Uniform apphcation forms
and central case management are being developed within the local service
cenlers.

A system of accountability for chent progress toward self-sufficiency (f
possible) is bemng implemented within two regions on an experimental basis. The
system includes identiflication of community and individual needs, avalable
resoucces, cost of present servives and projected costs to meet unmet needs. This
15 an expermmental effort to develop appropriate accountability withun the entire
health and rehabulitative services system. This includes holding the service system
accountable for client progress at the pownt where the services are delivered, as
well as holding the Governor and the Lepslature accountable for allocaling
sufficient resources to meel identified service needs within the state.

Appendix B
ARKANSAS

DEPARTMENT OF SOCIAL AND
REHABILITATIVE SERVICES

In 1968, the Chairman of the Department of Political Science of the
University of Arkansas presented a plan for reorgamzation of State Government
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in Airkansas to lormer Governor Winlthiop Rocketeller In January, 1971
Goveinor Dale Bumpers adopled a modufwation of this plan and presented #t to
the 1971 General Assembly, The plan was passed as Act 38 of 1971 The
language of the Act gives some indication of he poals of reorganizatton [he
stated legislative purpases were to create a structure ol state government which
would be responsive ta the needs ot the people of the srale and sufficiently
flexible to meel changing conditions, to establish execulive authonity over those
areas where executive responsibihty existed. 10 provide a reasonable npportinity
to c¢reate budgetary and admunstrative  cfficiency  within  an  orderly
orgamizational structure of state government, to strengthen the roie of the
General Assembly n state governinent, to encourage gredter participation ot the
public in state government, to effect the grouping of state agencies into 4 inuted
number of departments prunarty according to funchion and to elhmnalc
overlapping and duplication of cffort.

The objectives of the reorganization as stated in the orginal plan are (1) 1
attempts to reduce the fragmentation amounting almost to chaos in the present
administrative organwzation by combining the multitude of agencies into 13
prncipal departments. (2) It aliempts to upprove the eflecliveness of proprams
by consobdating related agencies 1in such a way that coordination at the
operating level will serve to strengthen all programs so combinzd, (3) It attempts
to go as far ay administrative machinery can go toward msuring thal the moaost
effective and efficient use will be made of the state’s resources

The recommendation for a Department of Human Services wds, 1 the
wording of the reporl. “to attempl to combine in one department a number of
agencies which have programs directed at persons who by virine of age,
economic status or other factors, are marginal participants in the social process ”
Although not specifically stated as a goal, there was an implication that service
programs would be more effective at the community level and that inore federal
funds would be avadlable under a systemn of coordinated service dehivery. Both
predictions, incidentally, have been amnply justified.

We have provided an orgamzation charl of State Government 1 Arkansas
which shows the Department of Social and Rehabilhitative Services, which 1s a
depariment of human services. in relation to the other components cl the
executive branch. In addition. we have provided an orgamzation <hart which
shows the divisions of the Department of Social and Rehabilitative Services
There are six divisions, 1n addihion to those units that are attached ditectly to
the Otfice of the Director.

The diwvisions are. Mental Health Services, which includes the State Montadl
Hospitals and Community Mental Health Services, Juvendz Services which
mcludes the State Truining Schools for Juvendes and a newly created
Community Services Division. Workmen's Comipensation Commission. wluch
Trankly should not have been placed 1n a Department primanly devoted to
services, Mental Retardution-Developmental Disabilities Services, which includes
tlhe Arkansas Children’s Colonmes and a Division ot Community Services,
Rehabititation Services, which includes the Rehabiitation Service Programs tor
the Blind, the handiwcapped and the disadvantaged. the Commsswon on
Alcoholism, the State Kidney Disease Coimamission, and the Arkansas
Rehabihtation Research and [Iranmg Center Fnally, the Social Services
Division which was forinetly the Department of Pubhic Welfare. It includes the
iraditional welfare, social und medical piograms as well as the Office On Aging

Four programs relating to education and eaily childhood development were
iransferred to the Department and hiave been vombied mio 1he Larly
Childhood Developmment Program which is attached directly to the Office oi the
Director It 1s hikely that we will eventually c¢reate a new division which will
imclude small programs such as Early Chudhood Development Program. the
Office On Aging, the new Al:cholism Program under the Hughes Lepslation,
and possibly other programs of a simuar nature including those which provide
consultation and technical assistunce to communities.



Conference Proceedings 313

It is difficult to single out two accomplishments of the Department during
the first year of operation. There have been many significant accomplishments
and they are interrelated. For example, one major thrust of the Department has
been to increase the quantity, quality, and responsiveness of services at the
delivery level. In order to bring this about, we have used state appropriated
funds from the Community Mental Health Division, Juvenie Services Division,
Mental Retardation Division and Rehabditation Services Division to match funds
from Titles IV-A and XVI available to the Social Services Division, and thereby
increase funding of programs threefold. Because of the scope of this increase it
was necessaty to call the Legislajure into special session to give the Department
additional spending authority in order to handle the new state and federal funds
passing through the Social Services Division. A second accomplishment which 1s
related to this is the department’s regionalization program with the creation of
eight service regions covering the state. [n the future all planning and supervision
of our human services programs, particularly at community level, will be
regionalized with the hope that they will 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 ouf a demonstration project in one of the regions of the state. It is
probable that we will be able to fund a position of coordinator in the remaining
seven tegions with funds saved through a Department-wide Public Service
Careers Project for approximately one million dollars.

Predictions that the Commissioners over the various agencies in the new
department, who formerly reported only to the Governor, wouid not be
cooperative, and would not woik for the betterment of the department were

wrong. The Comnussioners have responded in a professional manner and have
given full support to the Departmental concept. Each agency has benefited n
significant ways from reorganization due to increases in funding and through
new support services from the Office of the Director, and from the various
project grants that have been awarded to the Department as a result of
reorganization. We estunate that the financal benefits of reorganization have
been at least 20 times as much as the costs involved 1n setting up the Director’s
office. These will be continuwmg benelits that should become even greater
benefits during the coming years.
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State Legislation and
Procedures as They Affect
The Developmentally Disabled

The Honorable Ernest H, Dlean

FUNCTIONS OF THE LEGISLATURE

For a Developmental Disabilities Counctl to perform adequately in serving
the neurologically handicapped, they should have a knowledge of the following
functions of a state legislature:

. The legislature has the responsibihty to make sure that everything it
does 15 in harmony with the federal and 115 own state constitution. It 1s also the
responsibility of the legislators to update lhese documents to guarantee equal
rights for all, including those with disabailitjes.

2. It has the duty of lawmaking. It may delegate this authority to other
agencies of state government and/or local political subdivisions of government.
Rules, ordinances and regulations fit this category. Appropriating money and
levying laxes 1s part of the lawmaking authority.

3. It has the responsibility of formulating the general policy of siate
and local government. 11 provides the setting for debating public issues and lor
finding solutions to state problems. [t 1s where most statewide political disputes
are formally settled.

4. 1t has the responsibility of coordinating the role of the federal gov-
ernment in a statewide system of dehivering services.

5. It is where the actions of state officials and state agencies are
scrutinized.

6. 1t has the responsibility of initiating and approving interstate com-
pacts and agreements.

Most state legislatures are becoming better organized to do the job required
of them. They are increasingly capable of carrying out the functions as outlined.
There are many aids available to the individual legislator and to the legislature as
a body both while in sessjion and befween sessions.

These are:



WHILE IN SESSION

Adequate staff to serve the legisliature and
its Individual committers and, 0 many
slales, the Individual leghslalors,

Budget audit stafi which delermines reve-
nue, identitles priorities and legisiative 1n
ient, anad reports on acceuntabihity of funds
expended.

I_egal counsel to draft bills and to search Lhe
code as related to proposed bilis

Synergism for the Seventies

BETWEEN SESSIONS
The stedl aaditionally makes -tudles oyt

probplems which require ieqisialive aciinn

The bucye! aum! «taft also conducts q post
audirt,

L.egal ccunsel also represents tne leglsliture
N court actlon, makes a search of any one

poruian >f the code on any subject, such as
inose r:ating to the handicapped, and
mukes re commendation: faor change

In addition to the above aids, the following organizations prove heneficial m
helping the iegislator and the legislature pertor.n their functional roles These
are:

1 Regional and national cunterences or specific subjects

2. Regional and national policymaking « enferences.

3. Regional conferences to produce ard approve inverstule compacts
and agreements.

4. The National Council of State Governments and 1ts af thated andd
cooperating orgamzations, including.

a. Natonal Legislative Conterence 'vhich establishes a set ot palics
positions through seven functional committees. 1wo of these committees should
have a strong relationshup to puograms serving rhe handicapped These are 1he
Nauonal School Finance Study Committee which is giving consideration to the
matter of special educatton, includng meeting the needs of the handicapped
The other 1s the Human Resource Conunitiee A least three ol the other N L C
committees could give some consideration 1o policy positions in eeting the
needs of the neurologically handicapped.

b. The Educauon Commussion of the States.

¢. The regional offices of the Council of State Governments Six
offices ure operated, including one in Washington, D.C , whose purpuse 13 to
appraise the legislature of what the federal government does in relationship to
programs whuch affect the states

d. National commuitecs aof the Council of State Guvernments, such
as the ope I chair, which is charged with intetfac.ng what the 10 regional otlices
of the federal system do in dehivering federal services 1o the states.

€. A national commutiee on suggestod state legislation

f. Then there s the Advisury Comnussion of Intergovernmenial
Relations which 1ncludes congressmen, senators, state legislatars, cabinet
officers, governors, mavors, and county orficials which ikewise relate 10 the
whole government mix in serving people.

As a legislator, 1 receive reports, studies, policy 1recommendations and mode)
laws from all these sources. | nught add that, some, but not enough, considera-
tion to the Developmental Disabilities program lias been given by any of these
commttees or commussions. Much needs 1o be cone hy those interested in the
developmentally disabled to elfectively ielate to the legislator, the legisla ure
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and the multiplicity of commissicns and organizations serving legislators.

Any organization serving the developmentally disabled should know that
the state legislature is the focal point 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 to delivery of social services. Therefore, it
behooves those interested in developmental disabilities legislation to zero in on
the state legislature and the organizations which serve the legislature in recom-
mending where we go in providing needed services for the neurologically handi-
capped.

To give the broadest coverage possible in the limited time for preparing this
paper. (1) letters* were sent to legislators from several states asking for informa-
tion regarding state legislation and the Developmental Disabilities Service Act;
(2) actions taken by the national organizations serving the state legislatures were
researched regarding legislative recommendations 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 lJegislature has been examined and the job being done by the states in
relationship to the Developmental Disabilities program has been evaluated.

*See appendix for a copy of a typical letter,

The Constitution

The Federal Constitution leaves the responsibility for delivery of social
services to the states. One then needs Lo turn to the state constitution. The only
references to the neurologically handicapped in Utah’s state constitution are
four subsections as follows:

1. “Idiots, insane persons and certain criminals are ineligible to vote.”

2. “‘ldiots are ineligible to hold public office.”

3. “The legislature shall provide for the establishment and maintenance
of a uniform system of public schools. These public 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 supporied by the state in such a manner and
under such boards of control as may be prescnibed by law."

Other states have had constitutional revisions and updated the language
related to the handicapped.

Recommendation: The Developmental Disabilities Council should take
a leadership role in supporting legislation necessary to bring about these consti-
tutional changes. 1f the people in any one state will not support a constitutional
convention, 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

Code Review — Any one slate will have many divisions of state and local
government charged with delivery of services {o the neurologically handicapped.
Many laws have been passed relating 1o thes: agencies of goverument ealing
with mental retardation and some with the other neurolagical handicaps.

Examples in the Utah Code

Cruel treatment or neglect of an idiot 15 a misdemeasior,

Annulment of adoption is permitied within five years where u child is
afflicred with feeble-mindedness as a result of a condition exisning prior to
adoption.

There 15 not one statute 1n Utah relating 10 cerebral palsy. There are others
which are equally degrading to the handicapped. However, some sections of the
code are very satisfactory. Some states have adopted model laws relating to the
handicapped. Other stales need to review all statules on the books and adopl a
model law governing not only education, but also health services, and the ole ot
the institution(s) in providing backup services for community programs.

Budget — Many states appropnate money {0 many agencies lo serve the
handicapped. fn many (nstances, agencies conipete for the availlable money
When this happens, the wise muney-conscious egislators play vne agency against
the other and both agencies then emd up short of budge! needs to serve the
handicapped.

Recommendation: A master plan should be developed wherein all
agencies serving the handicapped can inlerrelite to the best advantage ol the
total program.

Developmental [Disabihues Councils in each state should assume the r2spon-
sibibty for looking al a total legislanve prosram to serve the neurologically
handicapped. They should commumnicate thetr recommendations to the legisla-
ture.

Serting General Policy of State and Local Government — Each state legusta-
ture, 1f «f has not already established the policy far a statewide delwvery system
serving mental retardation and the other hundicapping condiuons, should do so.
In the state policy, provisions should be given (o the role of the institutiengs) in
providing a baitery ol backup services for local commumty programs. Much of
this paper will hinge upon this concept.

The legistature has the responsibility of defining what stare agencies will
do tu delivery services ar the local level of government.

It has the further responsibilitv of defining the role of local government
in the delivery of services to the consumer

Each state legislature should provide by law:.

(1) That the top administrators in education, vocational rehabditation,
wellare, health, vocational education and menial retardation, et , should come
together in statewide planning and coordinating efforts of all divisions ot gaveri:
ment for a unified delivery system ol services.
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(2) An interagency work committee should be established to deliver
services according to the policy established under number one above.

Another aspect relating to the function of setting state policy might be that
of settling disputes between government agencies providing services. To settle
these disputes, usually the legislature holds hearings where the public can voice
1ts opinions.

Recommendations:

{1} 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 call upon the state legisla-
tures to accomplish this end.

(2) Another important consideration in setting policy, as related
to the developmentally disabled, is the role of the state institution(s) in a state-
wide system of delivering services to the developmentally disabled.

An institution should be the focal point around which the following pro-
grams can be built and deployed throughout the state or even throughout several
states:

(a) Medical research, medical training 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 implementing
programs to minimize the caus: once it is detected.

(b) The institution should serve as a training ground for professional
personnel who will work in the field. This should apply to undergraduate and
graduate students in the fields of medicine, psychology, law, engineering, social
work, special education, speech and hearing, recreational and occupational
therapy, etc.

{c) The institution can serve as a resource to parents who reside close
to the institution for day programs where there is no program available at the
community level.

(d) The institution can serve families who need short-tern care for a
family emergency, a planned vacation, or for other needs on a guest basis fora
short period of time.

(e) The institution should move in the direction of placing severely
retarded adults in small residential homes near the institution where the institu-
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, 1n cooperation with vocational rehabilitation serv-
ices, should establish sheitered 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 institutton(s) for such activities as church, shows, dances, picnics,
recreation, etc,

(h) The institution(s) and all its resources should serve community
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clients 1n terms of diagnosis and evaluation. Communty chents should he in-
cluded in medical clinics canducted by the state \lepartment of health and/ur the
umversily hospilal and lield al the instlulion(s)

(i) The institution(s) should vpen facdinies, including, recreational
parks, gymnasiums, church facilities, elc., > the pubhic so thev can dentily with
the imstitution(s).

(1) The nstitution(s) should open doois w0 the umversity, high school
and common school students for workshops en niental retardation

Role of Federal Govemment in State Aftairs — The ilegislature has the
responsibility of coordinating the role ol the foderal government with u state-
wide system of delivering services.

The legislature finds itself plagued with aimost endless numbers of utles and
subsections of titles to federal acts which relate to programs serving the handi-
vapped, disadvantaged and elderty. Making sense out of what the federal govern-
ment does, as they are responsible for nitiating programs mto the states, czuses
the state legislature “f7rs "

Another major concern of the state legislat nes relates to federal and state
court cases declaring unconstilutional state law: and stale practices of miecting
the constitutional rights of people. Note needs ti be made of the rash of federal
and state court cases declaring state and local school finance formulae un-
constitutional.

Special attention is given to meeting the needs of the hundicapped as evi-
denced by the Pennsylvania and District of Columbia “night to education’ cases.
The upcoming session of the 30 state legislatures will be wrestling with this
concern. In Utah we are looking at a weighted pupil expenditure tormula which
would give extra attention to those with disabilities.

Another major consideration which should be made in the school finance
tormula 1s to provide preschool and health programs for those under six years of
age. A major breakthrough needs to be made to serve infants and preschool
handicapped children, especially to identify and treat the cause of their hunds-
caps at as early an age as possible.

The legislature, in looking at the Developmental Disabihties Service Act,
does so with these questions in mind.

1. Once we get the program started and established will the federal
government cease to fund it, thereby causing th: state to provide the means of
continuing it?

2. Why should the regianal offices of Health, Education and Welfare,
responsible for the act, dictate the membership of the committee which will
advise the state and/or local agencies of government in administering the pro-
pram?

Recommendations:

1. Developmental Disabihities Courcils should wait 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 should continue to
fund the program thus alleviating the need for th- states to pick up programs the
federal government initiates; and (b) lo work out a better system of attaching
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appropriations to bills which are enacted, and of handling presidential vetos of
appropriations bills.

2. The federal system responsible for the Developmental Dis-
abilities Service Act should be advisory to the state agency in administering the
act and should not dictate procedures under which the state agency will act.

Scrutiny of State and Local Government

The legislature is, by using professional staff, able to scrutimize state and
local government agencies. They have staff which can perform the following
duties to aid the legislature:

1. Designating legislative 1ntent as to what appropriations or tax
authority should be used for.

2. Conducting a postaudit 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 again determine that they represent the interests of
the 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 disabled. Federal, state, and local governments should
be partners in the Developmental Disability program. No one should be short
circuited in the delivery of services to the program. All three levels of govern-
ment should be partners in the delivery system.

Interstate Compacts and Agreements

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 mught be specialized services for the blind, deaf, and severely
retarded. Another could be a setting with strong sewzure control medication,
education and recreation for those with excessive seizures who are extremely
retarded.

Recommendarion: Each tegion of the Council of State Governments

should be encouraged to:

1. Hold conferences of Developmental Disabilities Councl mem-
bers, administrative people respensible for the act, and legislators, to develop a
close working relationshup.

2. To stnive for interstate agreements to provide speciality pro-
grams including (a) research; (b) education (for all health professionals, including
M.D.’s); and (c) special care programs serving several states.

LEGISLATIVE INQUIRY OF SEVERAL STATES

Questions were posed in letters sent to legislators from 20 states regarding
the DDSA program in their state. This was done to get a flavor of state legislative
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action as a result of DDSA

Fourteen of the 20 states responded, manv of them after the paper was first
presented at the national conference.

Questions asked were.

1. Whar are the problems and tssues ¢ oncernmg DDSA in vour state’
2. What are legislative concerns regarding the DD act?
3. What is the role of state instinition{s) in serving MR ”

Much infoermation was received from either the Jegislator to whom the letter
was addressed or from the state agency to which the legislator referred the letter
for teply.

Some of the responses from the several states are included

State of Washington Reply — November 2, 1972

“We feel far less money s available now under the DI> Act than was pie-
viously available for our state. Where previously :ather large grants were avadable
for MR construction and assistance progiams, the grants now available through
the DD Act appear to be nch less. This now becomes a matter of legislative
concern.

“There is a [ederal requirement ol establishing a state planning and advisory
council. A probable legislative concern in this instance would question not only
the need for a state councd to oversee the administration of a program of this
magnitude, but 1t would also question the diversion of the funds necessary to
support the council from the basic objectives of the program. Not that the
Legislature would feel that nothing could be gained from planning and admu-
stration help to the program, but a parent councu could stifl2 tnnovative admint-
stratton 1n the field, as well as detract importunt dollars from other worthwhile
objectives.

“A second additional legislative concern may be expressed 1n the limited
application of funds in the total field. No prescnt quarrel exists with the applica-
tion (which is controlled by the Secretary, HEW), but 1f the list does not expand
to allied disability fields some concern may he expressed. From onr pusition
(although this certainly may not be the case), it 1s our understanding thal cere-
bral palsy, mental retardation, and epiepsy are the primary recipient disabilities.
Other physical and mental disabilities exist, including multiple disabilities, which
are not clearly delineated as eligible fields of funding. Parhaps expansion 1s
envisioned, but if not, this may be an area of concern.

“Finally, some discussion must be directed toward the changing staie pro-
gram as it relates to the changes evident at th: federal level. The state program
has been in evolution. From a former major emphasis un institutional care, the
stale program is now directed toward local and community projects with co-
operative arrangements in allied fields Lo establish work potential and rehabilita-
tion. From our own understanding of the changes operating in the stare pro-
gram, one very important aspect is the establishment and organization of service
staff who can assist in the transition from irect institutional care to group
homes and community projects by servicing the developing local catchment
areas. From the legislative view, concern 1s expressed that sufficient state and
federal funds may not be consistently availabl: to effect an orderly transition in
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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 an alarming rate. If the main thrust of the state
developmental disabilities program continues to be toward small, community-
based facilities, it is imperative that federal aid continues and in sufficient
amounts to ease the transitional burden.™
State of Ohio reply — November 2, 1972
*“1. Proposed expenditures under new Federal Law

The Ohio State Plan for Developmental Disabilities was submitted to
the Social and Rehabilitation Service in July, 1972, It provides for expenditures
in fiscal year 1973 as follows:

Expenditures

Expenditures

from all of federat

sources funds

Planning $ 215,000 $170,000
Adminlstration 260,000 200,000
Sarvices 738,362 967,362
Total $1,213,362 $937,362

In the development of a comprehensive system of services, the top prionty will
te given to funding training workshops and hiring consuitants to perform
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, protective services, personal advocacy services, infor-
mation and referral, follow-up services, family supportive services, education 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 protective 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 1s
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 considering the substitution of community services
for institutional care to be a well esiablished direction, rather than a new one.)

*3. Problems

The Planning Director and Administrator of the Developmental Dis-
abilities program 1s concerned that funding for this program is uncertain for the
years after fiscal 1973, and that tunds must be requested on a quarterly basis.

A problem for the General Assembly in attempting to determine pro-
gram priorities and revenue requirements is the confusion of overlapping pro-
grams planned by state and local agencies in response to Federal incentives.
Although the Developmental Disabilities Services and Facilities Construction
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Amendments of 1970 requue the states to describe services bemng provided fo
persons with developmental disabilities under eight o1 nore uther State plans,
and prohubit duplication or replacement of other programs, no information 1s
presently available concerning developmentally disabled persons served 11 such
programs. Each type of service may be provided by al least two other fedesally-
suppoited programs in Ohio, and sonte may e provided under as munv as 10
programs. In addition, federal allotments may be distributed to other agencies
and contracts made for the provision ot services. It 1s possible to envision the
Devclopmental Disabilities Office reimbursing the Department of Puhlic Weltare
from Developmental Disabilities funds for counseling services 1o develap-
mentally disabled persons on public assistance and a local Welfare Department
reimbursing the local Mental Retardation Boad from Social Services Funds for
the same services.

“4. Role of State Institutions

The state institutions for the mentally retarded had an avernge dailv
resident population of 8,993 in fiscal year 1972 The family care program was
serving 312 persons at the end of the year. Although the average population
declined from about 10,000 during the iast five years, the imphcations of 1he
dechne may be misiead, suice the counties rxmam under 1 guota system lo
admussions. Three of the six insttiiutions - Jhio operate community nervice
unils, providing out-patient and after-care services to a total of abour 1,400
persons. One of these units provides partial hospitalization ™

State of Montana Reply - October 30, 1972

I. What are the problems which relate 1o the program i your srate’

“The chiet problems we have had aie involved with nrme and space, prob-
lems which you share. Basiczlly, our orgamization 1s not yel strong cnough 10 be
able to supply close enough supervision to our inany individual programs We do
not have the flexibility of response Lhat 1s necessary We depend on local volun-
teer supervision ang this 1s not adequate of anid by 1tseli. We have overcomu this
problem to some extent by employing a per-on who literally hves an wheels
with the overall assignment of “managing” these services throughout the entine
state.

“A further problem 1s a fack of full and ¢ smplete cooperation between the
departmenls of state organization, there do exist the mevilable jealousies. We
find that once we can get below the depurtmental level, thar the buredus withun
the various departments can cooperate quite weil between departments,

“We have, of course, the nevitable problem of Aor crough state vr local
dollars TO PURCHASE AVAILABLE FEDER 4L DOLLARS Theretore, many
deserving local efforts must go unbinanced. L1 1solated instances, we do have
focal effort which exceeds our ability 10 bring our limited (S100,000) DD (unds
to thar specific project. This 1s tough decision making, bui t 15 e kecpimg with
our philosophy ol a hoadcast etfort across all regtons.”

2. Whut is the role of your Instiiunionfs) m serving MR, including s/ rhewr)
refationship to community programs’
“As you know, Montana 15 umque in having a single director of both 1ts
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major institution(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, our
institution is seen as being flexible and willing to get out of being a provider in
instances when the community 1s capable of being the provider. The organiza-
tion of the institution is a duect reflecrion of the organization of the state, Qur
state has been divided by executive decree into five distinct regions and the
organization of the institution is also divided into the same five units of manage-
ment.”

3. What are the legislative concerns regarding the DD act?

“We have four 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 legislative
sanction the developmental disabilities council or tu keep it at its present non-
statutory level, Qur third concern is to devise the means by which local and/or
state funding can be made available to the Division of Mental Retardation in a
sufficiently flexible form that it can respond to the many available federal
efforts. Our fourth concern 1s that there is always the overnding concern that
through the use of federal funds we develop programs which might cease to exist
with possible disappearance ol federal funding.”

The State of Colorado Reply -- December 11, 1972

“The major problems relating to the Developmentally Disabled Program in
Colorado are thus:

1. 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 {ederal guidelines.
For example, HEW is broadening the categories 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 state 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 Adwvisory
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 agency 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 directad 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 state 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 wus passed after state budget re-
quests were prepared. Additionally, threv fiscal y ears of funding have been com-
pacted mmto an 18 month period of time. 1t 1s not anticipated that theie wifl be
future problems concerned with the budget cycle. however.

4. Lag in capital construction — each state had the option ol utihzing
federally appropriated funds for services and construction up to 50 percent of an
annual appropriation. Councils and agencies were encouraged by the federal
representatives to address services until appropriations were sutficient to warrant
facility construction. This position was adopted by Colorado. The Councd inde-
cated that a federal appropriation of $7,800,000 would be mure appropriate 1o
congider facilities planmng than the present appropriation of $180,600. Untl
such time as the federal appropriation is sufficent, faclity planning and :on-
struction is at a standstill.

5. Lack of agency coordinarion - at present, several stute agencies
provide services {o persons with developmental disabilities. There 1s currently an
attempt to identify those agencies which provule the 16 discreet services and,
once 1dentified, encourage greater coordination of these various state agencies

6. Lack of data adaprability — much ol the data requested of the state
program for developing the required annual State Plan by HEW has not heen
programmed nto the compuiers operated by the relevant state agencies,
therefore, requested ddata has not been available. Obtauung statstics s
dependent on other means of surveying, etc.

“In explaining the role of state institutions in serving mental retaidates, Lhe
role of the 23 community mental retaidation :enters should be emphusized
These autonomous centers are funded by the stat: on a per pupil basis ($840 pe
client) to provide services to those mental retardates for whom nstitutionaliza.
tion is unnecessary. For providing services to those mental retardates who
qualify for funding under sections 4A and 14 of the Social Secuniy Acl (welfare
recipients and the needy blind), the mental ret.ardation centers are funded by
matched federal and state sources on a 75-25 percent basis. With these funds, the
centers can purchase the professional services cf private agencies, | such are
available, or may develop their own programs if jirofessional service agencies ule
not readily available in the area. The state mental retardation institutions, ol
which there are three, piovide services to those mdividuals for whom mstitunion-
alization is required.

“Funded by state and federal appropriations, these three institutions gen-
erally develop their own programs, yet do purchase some services from other
agencies—most notable is the purchase of spe:ial educational services fiom
school district.

“Under development win Colorado is the Hospital Improvement Program
(HIP), by which the Division of Mental Retardation rents group homes fuor the
placement of institutionalized clients. Associated with HIP is the Normalizauon
of Community Residential Services program, which is addressed to the service
needs of all placement facilities for mental retardates in the state, including
those individuals placed under the HIP progranm. Both of these programis are
totally funded by federal appropriations.

“Providing diagnostic and evaluation services, thiough 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 moe affluent areas. These federal funds will termi-
nate in July 1973, however, and the state is being requested to assume funding
of this program.

“Trends in methods of serving mental retardates and other neurologically
handicapped individuals has not been surveyed in this state and thus question #5
cannot be answered.

*A legislative problem does exist in that the General Assemnbly has failed 1o
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.”

State of lowa'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, (c) by court commitment, or (d} when community
facilities and programs to meet the individual’s needs do not exist.

“Each evaluation for admission to a state hospital-school produces a care
and training prescription, and a recommendation for either community program-
ming or institutional admission. Community programs are encouraged and
assisted by Mental Retardation Specialists, based at the institutions, who coordr-
nate these developments in light of the area's peeds. 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 operators. 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 public infor-
mation services on the condition of mental retardation.

“A major trend worldwide—and in Iowa—is to reverse the institutional
movement back toward community life and services, and providing for the re-
tarded through mainstream rather than specialized-programming for them. This
allows the institutions to become Resource Centers, offering a wide array of
supportive services to community programmng, providing intensive short-term
trairung for the MR and their families, and also serving the small number of
long-term patients with multiple handicaps, for whom life maintenance services
are primary concerns. Most handicapped can live in a family setting, if there are
local services available to serve their special needs.

“An lowa legislative committee 1s 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. This would constitute further
disruption of lowa's DDA effort, and cloud the distinctions among those condi-
tions in legislators’—as well as the public’s—minds.”
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State of Tennessee Reply — December 5, 1972

“The chief problems encountered with regird to Developmental [hsabilities
Service Act programs in Tennessee are
I. Valid wdenufication of handicapped persons for planning purposes.
2. Amount of money available to Ter nessee to adequately meet needs
as spelled out in the act.

“The three state inshitutions continue to serve grealer numbers of the mer-
tally retarded than any other combination ot agencies. [n tecent vears, and
pasticularly since the advent of the Developmer tal Disabilities Service Act. 1here
is a prowing emphasis on decentrahzation, and the institutions through their
outreach programs are making major contributions toward the return 1 the
mentally retarded to their home communities.

“In the legislative area, we are concerned primandy with the ourcome of the
Mandatory Education Act in Tennessee.

“The emphases wiuch diclate the direchon 1n which Tennessee 1s tryimg o
go are’ (1) wide local commututy involvement, « 2) cooperation to avoid duplca-
tion of effort, (3) accountability in areas of hoth programmng and funding,
(4) establishment of procedures 1o assure quality control in planmng anc pro-
grams, (5) decentralization, (6) comprehensive survices n geographical proxunity
to the home communities of developmentally disabled persons.”

State of New Mexico Reply — October 25, 1972

“Our main problem 1s that of marching funds which will be discussed in
reply to your sixth item.

“The Department of Hospitals & tnstitutions administers the MR programs
and nstuitutions and 15 now actively moving tow ird community programs fci the
MR and DD population. This Depariment has o pilet progran i a four county
area, legislatively funded by the state, wluch is a community program providing
comprehensive services including residential facittties. The program 1s presently
being expanded to seven counties fo include an entire planning districe The
Depaitments of Education, Health & Social Services, and Hospitals & Institu-
tions work cooperatively (o providing the comprehensive setvices of this pilol
program. The Department of Hospitals and Institutions now has 17 other pro
grams throughout the state which are providing some of the basic MR seivices
and it is planned tha! n five years compreh:nsive services will be avinlable
statewide,

“A marked thrust is seen in the direction of public and privaie agency
coordination of programs, services, and funding as mentioned 10 [tem |. The
Developmental Disabilities program has been instrumental in involving Areawtde
Comprehensive Health Planning Agencies as the catalync agent for this coordmi
tion. Public health associations should alsp be involved but the problem here 15
one of convincing the multiple generic vrganizalions and profzssions that habih
tation and rehabilitation of the handicapped 1s a public health problem

“To date, there has been no legislative concern regarding the Developmental
Disabilities Act. The administering agency was designated bv Executive Qrder
and no appropiiation for DD was specifically requested. A:w noted above, 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 that categorizing so
specifically for legislative purposes is a detriment to planning and funding com
prehensive services for 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 admini-
stered by the Division of Retardation which 15 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 commuruty service centers, with an emphasis on the coord:-
nation of programs with local organizations and other state human service agen-
cies that provide services to the developmentally disabled. The
deinstitutionalization and humanization of services to the developmentally
disabled is a major thrust of the Division of Retardation being accomplished by
trying to serve the developmentally disabled in their own communities.”

State of Texas Reply — October 27, 1972

“The basic problem confronting us in Texas appears to be the lack of an
integrated service delivery system on a geographic 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 Disabilities
legislation points the way to solving this problem through its emphasis in intes-
agency cooperation in planming and implementation, but the current funding
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 which
would encourage us to make some longer term funding commitments to local
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 their develop-
mental disabilities monies.

“In brief, we feel in Texis that the Developmental Disabilities Act 1s one of
the most creative and workable that has ever come along. Qur experience has
been highly positive, and we hope that Congress will give us the opportumty to
demonstrate the effectiveness of this type of unique federal-state partnership
even further.”

State of South Dakota Reply — October 25, 1972

“In regards to problems itelated to our state, 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 recerve in benefits to the
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handicapped people.

“The lack of guidelines, regulations, and leadership trom the Washington
level has provided South Dokota with numerons problems in atteinpunyg, Lo
adrminister this program. Also the lack ol time and staff 10 accomplish much o
the detailed planning and voordination in develsping the state plan 15 a greal
prublem.

“I believe that South Dakots is beginning o totally change ity emphasis
from that of large scale institutionalization 1o the provision of community pro-
giams and services. Our stitutions’ populauon 13 being reduced and slioule be
reduced substantially more in the next few years An emphasis 1s very denmilety
being placed on the use of existing generic serviLes rather than the continuocus
development of specialized programs for the handicapped. Our goal 1s to provide
the developmentally disabled with the ability to vse those normal services which
are avalable to everyone within South Dukota. Proposed statewide lepislation
providing lor equal state and county support of community services will be
introduced 10 our state legislature tlus year. It passed, this legislation will be the
key in the development of alternatives to large sczle and long term mstitutionali-
zation,

“Qur state hopes that the Developmental Disabilities Program will be pussed
again in Congress, however, we do hope thai mor.: concern will be given to 1ural
states and their special programs

Siate of Alaska Reply

“I think if there arc any pimary problems m Alaska, they relate to the
small amount of money which 15 awarded Lo the state on a population basis und
rather inadequate in combating the entire problem. Related to this small amount
ol money 15 the rather cumbersome mechanmism demanded by the lederal govern-
ment, namely the Governor’s Planning and Adwvisary Council on Developmental
Disabuities which msists upon personally allocating almost every penny ot the
money. The small amount of money 1s uggravated by the high cost of living and
transportation m Alaska.

“In comparning our programs for the Developmentally Dizabled m Aluska
with those 1n our neighbor states and actually all of the lower 48, we feel that
we have made a great deal of progress. With no waiting list and with 1wo
nstitutions whose programs are completely rehatuhitatton rather than custodial
and with the fluidity mentioned above, we feel we are 1 an enviable posttion [n
the next few years we should be able 1o fill in the gaps in services 1F we work
apgressively on this and have the support of our .late officials and legislatar. i
the capitol.”

State of North Dakota Reply — October 18, 1972

“I do have a few thoughis on the subject. My contact with the committee
set up to plan the use of the DI> money and process grants has been minumal. [t
has been enough however, 1o feel strongly that somehow the grants ~eem to go
to existing programs for expansion. While our state has never done enough for
the retarded whose needs are almost Timitless, 1t has had a better program 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. 1 guess what ['m 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 1n 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.

*I 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 resource 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, 1 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 not using their DDSA money as fast
as they should. This is not the 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 of definition of ‘other neurological impairments.’

“In respect to new directions in serving the Developmentally Disabled, we
feel in 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.

“Leguslative concern regurding P.L. 91-517 would include the problem of
appropriating up to the authorized levels in the legislation; better definitions of
terms such as other neurological handicaps; and more definition of the duties
and responsibilities of the Planning and Advisory Councit.”

SOME NEEDS WHICH MUST BE RECONCILED IN THE SYSTEM TO
ADEQUATELY SERVE THE NEUROLOGICALLY HANDICAPPED

Service Programs

Although much progress has been made in recent years towards alerting
legislators to the needs of the neurologically handicapped, much more needs to
be done. The Developmental Disabilities Service Act Councils should take aggres-
sive action n alerting their legislators to the needs in any state which has not
accomplished the following:

1. Adequate funding to establish an accurate 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. Established pre-school programs for the child and programs for
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parents in health care, genetic counseling and edu.ation.

4. Established work, recreational and educatonal programs tor the
out-of-schoo! handicappecd.

5. Adequate commumity service programs ullizing the state agencis as
back-up services to all communily programs. Su:h agencies as the stale mental
retardation institutions, department ol health, departrment ot welfare. state
medical colleges and hospital should be included in this delivery system.

6. An institutional program with a stiong community-centered pio
gram with a free flow of students back and forth to adequately meet the needs
of all. Make sure institutional programs unprov: on a parallel basis with com
munity programs.

The legislature must define the role of the wnstitution as a cotunumty
related program-—that 1s, the services of the instirutton should be focused upon
community clients who need service not available near their own homes. Over
the past years parents have sought services from our state schools tor the
following reasons:

a. The retarded individual is a physicat or psychological burden and
represents a problem of health to the parents.

b. The retarded individual represents 1 threat to the weltare of the
family.

¢. The retarded individual constitures a :ocual problem and 1v 1n nee of
social controls.

d. The retarded individual 15 unable to vbiain an adequate program o
his needs near his own home.

Under the phulosophy that an mstitution 1s 4 part of the community, it then
follows that institutional residents should have Tull access to all community
facilities and programs and that imstitutional programs should be available to the
community.

Research and Training

Although this is not a dehneated responsibility of the Developmental Dis-
abilities Council under the Federal Act, the State Developmental Disabihijes
Councils must take an active role in balancing these programs in the statewide
system to more adequately serve the neurologically handicapped.

Training — As vet, relutively few medical schools expose therr students to
the practical evaluation, recognition and manage-ment of persons with chronie
neurological handicaps and retarded developmen.. The acute disease. the critical
case, the rare syndrome and the immediate threat o health, take precedence and
too often describes the physician's concept of his total patien: responsibiliny He
has lirtle preparation and even less interest in assisning the palient for whom he
canno! cure or correct the defect.

Greater effort in all medical training siruaiions should be made 1 train
students to: (1) recognize defective growth, {2) know and treat prompily those
acquired diseases which can cause brain damage (3) search diligently for new
explanations and conditions of retardation, and {4) be aware of and prepared to
work with state and private programs for the evaiuation, education and habiita-
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tion of persons with reurological handicaps,

Again, the legislarure should take positive steps 1o see that adequate training
is included in the curriculum and laboratory experience of every medical student
who will be licensed and practi-ing where he may be treating pregnan! women
and infants. This can be done through licensure laws and examinations by licens-
ing boards.

Stifl another, even greater problem rests in e educanon of the practicing
physician who has little or no fraining in pediatric neurology, vet Is treating
pregnant women and infant children.

Research — Developmental Disabulities Councils can go the extra mile and
help the state legslature realize the importance of research.

What is on the horizon in research and mental retardation? Recent classifica-
tion figures from the mental retardafion research facility at Waverly, Massa-
chusetts, and from our own unit in Utah, indicate that the causes of retarded
development below the 50 IQ range 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, such as PKU, abnormal fat
storage, thyroid disease and sugar metabohsin defects,— 5%

Classifiable malformations, such as Down’s syndrome {(mongolism),
other chromosome abnormalines, myelomeningocele and multiple major mal-
formations — 25%

Unknown causes, such as those assocuated with 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 complicattons from head injuries
go undetected for too long and brain damage results. Practicing physicians on
the “firing” line need to be alerted to the urgency of these situations. [nfectious
disease research groups need mujor support (o further investigate and find effec-
tive treatment for virus diseases which cause grain damaging encephalitis. We are
on the verge of prevernting many virus diseases altogether, if research funding can
be promoted.

Research wnto the genetic and acquired causes of epilepsy is a desperate
need and requires combined efforts of menlal retardation foundations, epilepsy
foundations and public, state, and federal funding.

Congenital malformations. Major and minor defects of body development
are found among a major segmen! of our resideniial popularions. Classifiable and
nonclassifiable malformations comprise 47% of the entire group under 50 IQ.
This includes chromosome abnormalities and many others which appear to have
familial factors. Dr. Warkany's newly published text, Congenital Malformarions,
and the emphasis placed by the National Foundation on Birth Defects, eputo-
mize the magnitude of the problem and the frustrations met by medicine in
dealing with this problem. Generic factors play a role and there are still many
undefined acquired factors, as exemplified by relating German measles 1n preg-
nant mothers to their malformed offspring. Despite advances in bone, heart,
intestine, and kidney corrective reconstruction and transplantation which have
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helped many persons, we cannot reorder the maiformed brain. We need 1o
identify predisposition to malformation and prevent its occurence when possi-
ble. This is simply another example of funds being needed for research in the
area that counts—prevention.

State legislatures musl balunce medical research and training ot the medical
student and the practitioner ir . a desired mediwcal approach serving the neuro-
logically handicapped. Yet, . legislature within the 50 states has given the
slightest attention 1o medicine and its responsibility to mental retardation. I1's
tume for a breakthrough m this vital reform program.

CAUTIONS, SUGGESTIONS AND RECOMMENDATIONS

Developmental Disabuities should, in the opimon of this writer, go beyond
the true definition of the federal act and embrace all dimensions of programs
wiuch can serve the neurologically handicapped. The program should strive Tur
balance between the federal, state, and local levels of government 1n a compre-
hensive statewide delivery sysiem. The state councd should use thew legislature
as the mstrument to gain this balance. The counci should concern itsell with a
total program necessary 1o serve all neurologically handicupped children and
adults.

Wherever a dispute anises between forces serving community programs and
forces serving state sponsored services, the council should seek to balance the
forces so that as near as possible one legslatrre program enhancing and inter
relating both community and institutional programs can be presented 10 the
legislatan.

State councils should interrelate to assist the federal government i Carrying
out the Developmental Disabilines Act. Perhaps under the National Associanon
of Coordinators of State Programs fui the Menrally Retarded, or some other
national association of state people, state counc ils, along with their state admmni-
stration, should join together on a regional basis to serve those with specl
handicaps, and those professionals who serve th. handicapped.

APPENDIX A

QUESTIONS AND ANSWERS WHICH CONCERN DEVELOPMENTAL
DISABILITIES SERVICE ACT COUNCILS

The following was taken fiom the question and answer period ai the
Nalionai Developmental Disabidities Conference

Should the funding be caregorical as related 1o a specific handicapping
condition, or should it be designated for the Developmerntal Disabiliries?

Legislators present felt the block grant for developmental disabiities was
best. Senator Dean felt that the Developrmental Disabilities Service Act funding
was categorical in pature and should remain tha way.

Is i1 a good thing to have an umbrella organization for the defivery of services 12
the handicapped?
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California has this plan but has found difficulty in: (1}acceptance,
(2) working together, (3) matching and qualifying for federal funding. There 1s
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 does the legisiature 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 il 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 planming function to ascertain what is the best
system to serve all handicapped children and adults and to recommend who
should do it.

3. 1t should serve in a coordinating role to interrelate all agencies in the
statewide delivery system of services to prevent duplication of services.

4, It should serve a legislative function recommending adequate budget
and delineation of program to serve the handicapped.

How do you get the passive legislator to learn what developmental disabilities is
all abous?

Personal contact by those who know and care—preferably by someone
whom the legislator knows and respects. Personal letters, unlike any other letter
written on the same subject are also good. Invite the legislator to sponsor legisla-
tion embraced by a large group of parents,
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Part V1
Special Services

Editor’s Notes

The Developmental Disabilities Act specifies a list of 16 fundable services.
The obvious intent of the architects of the Act was to permit the broadest
possibie interpretation of the uses to which grant funds might be put in order to
offer siate program ofticials the widest possible latitude in fuling existing and
future gaps in services to the developmentally disabled.

Without doubt, residential programming for the developmentally disabled
has received more public aitention and has stirred more interest and controversy
over the past few years than any other service area specified in the Act. Duning
this peniod, millions of words have been wrillen about the deplorable conditions
which exist in public and private institutions for the mentally retarded, and
dozens of plans for solving these problems have been put forth. Yet, despite
encouraging signs of progress in some states, the Nation stdl 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 reforming the present 24 hour care delivery system. Helsel
outlines a course of action for state DDSA advisory councils to follow in dealing
with whal she terms the councils’ *“‘top service priority”-i.e. establishing appro-
priate and adequate community-based alternatives for long-term care of the
developmentally disabled. She suggests some of the dilemmas Councils will have
to face in approaching this task, delineates the necessary elements in an effective
long term care system and discusses alternauve components of a well-rounded
residential program. The author also touches on the need for a back-up system
of protective services and describes a2 model case management, protective-
advocacy system currently being developed in Ohio. She closes her paper with a
brief teview of some of the sources of federal aid available for constructing and
operating long term care facilitiex for the developmentally disabled.

Butterfield argues that Littic use has been made of research as a tool for
unproving residential programming. He sees the development of accreditation
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standards as a hopeful precursor of change »ut warns thal the cunient JCAH/
ACFMR emphasis on process or outcome measures i1 1ts surveys ol residential
facilities must be mamntained. Court intervertion as repre:ented by the recent
decision in the Alabama “‘right to treaiment case” 1s also viewed by the author as
“an important stimulus for reforming nstitutuonal services to the mentally re
tarded and other developmentally disabled people.” Butterheld concludes by
calling for more and better research studies more elfective management and
in-service traming, apphication of accreditativn standards and turther cowrt -
110ns.

The second, and often overlooked, component of the Developmen .al s
abilities Act is the University Affiliated Facilites (UAF) program. Authoriced
under Title Il of P.L.. 91-517, the some 35 UAF’s, which are currently in vauous
stages of planning and operation, collectively possess a vast reservolr cf ralent
and expertise which promises to serve as an invaluable back-up systein to service
delivery agencies. Juls S. Cohen discusses developments leading up r) the
establishment of the Unwversity Affiliated Facilities program and reviews the
present activities of UAF s in 1he areas of traiming, technical assistance, vutrearh,
service and consultation, service to state DDSA counals and reseaich. He ends
with a few brief comments on the emerging role ol the UAF program *

Al least two of the services specified in the Act have only been added to the
lexicon of developmental disability planners in recent years—transportation and
protective and other social and sociolegal services. For this reason, the Conter-
ence planners felt that papeis on these subjects would help state DDSA council
members and staff appreciate some of the challenges amnd opportunities pre-
sented by these two areas of service.

The unique problems imvolved in transpo ling the developmemally disabled
are discussed 1n a paper by Willlam J Bean. He divides the problems into two
major areas” mobulity limitations of the physicully handicapped and transporia-
tion problems of mentally retarded persons Parbcular attention 1s given 1o
reviewing the findings of a recent report by the President’s Committee on Menal
Retardation entitled, Transportation of the Menrally Retarded * The author
closes with a commentary on some of the public policy issues raised ny the
recent debate over making transportation facilities accessible to handwapp:d
persons.

Keith A. Yelinek stresses the fact that the emerging recogmition of the need
for protective services is a ditect ofishot of the growing number of developimen-
lally disabled persons living 10 the community. He discusses the legal underpin-
mings for the three types of guardianship plans generally available (guardian ot

*In conjunction with the National Conference, the Division of Levelopmental [hsabi-
ties also pubiished a descriptive brochure concerning the UAF program bree copies of the
brochure, entitled Umversity Affilated Facilities An Quvervrew are avalable hy writing the
UAF Hranch, Division of Nevelopmental Disabilities, RSA, SRS, Department ol Healih,
Education and Welfare, 330 "C" Street S.W Washinglon, [).C. 20201

rTransportation af the Mentally Recarded, President’s Commttee on Mental Returda-
lion, June 1972, Prepared undér contract by Harold T. Wise Assocated, Washington, D L
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the person, guardian of property and guardian of both the person and the estate)
and concludes that guardianship laws in the Umited States are primanly durected
toward protecting property rather than safeguarding the nights ol the individual.
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 indicating that such approaches will play an unportant future role in a total
protective services system.
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Long Term Care
Services for the

Developmentallv
Disabled

Elsie D. Helsel

ESSENTIALS AND ALTERNATIVES

Introduction

The devetopment of appropriate and acceptable community based alterna-
tives for long term care for the developmentally disabled is probably the top
service priority on Developmental Disabilities Councds’ wish lists this season.

However, the pay from wish list to unplementation is fraught with more
booby traps than a mine field in a war zone. Many problems in this area are not
even recognized, yet alone defined. Hard experiential data based on careful
research is almost completely Licking. The problem is not only one of not having
answers. At this point in time, many groups rushing inio the operation of small
group homes don’t even ask the right questions!

In addition, no one seerns to be taking a leadership role in collecting, col-
lating, evaluating and disseminating the little bit of experiential knowledge that
we are beginning to accumulate.

Someone has said we have momentum without rationales. We have initia-
tives without tested models. We have starry-eyed well-meaning enthusiasm with-
oul direction. We have workshop after workshop that starts from scratch to
reinvent the wheel and ends up recommending another survey or study.

So What Are Developmental Disabilities Councils Te Do

Developmental Disabilities Councils charged with developing comprehensive

plans for a State, including long term care plans, can start by.

1. Developing a philosophy and rationale {or their State in keeping
with reality and their resources.

2. Identifying the issues and problems — especially those that have
surfaced from the long term care efforts of others.

3. Defining the basic elements of long tenm care and the population 1o
be served;
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4. Inventorying Lthe alternatives available, the resources, and identityving
unmet needs:

5. Setting objectives and reahstic nme «hedules.

6. Evaluating and redirecting clforts and resouryes as needed

Philosophy, Principles, Rationales

Betore embarking on 4 long term care plan, DDA Counails must be honest
with themselves and make some hard decisions. When they eribruce high wound-
g concepts such as ' normalization puinciples.”” “developmental models™ and
“community based alternatives,” do ihey mean these concepts to apply 1o all
the developmentally disabled who need them, or only Lo the chosen few who
“adjust well 1n the community,” “*have hopeful putenual for workshop plice
ment,” “are ambulatory,” “won’t cost you much,” and “are 1eimbursable under
a federal program.”

Such decisions muke o tremendous diflerence in how you go about plan
ming, what rele you assgnp to your present mstitutions and what kinds ol com
munity alternatives you develop.

If some of cur developmentally disabled citizens are more equal than
others — then DDA Councils should he honest and say so

This paper is based on the assumption that every human life s valuahle
cveryone 1s capable of growth and Jdevelopment throughout lilz. the prmgiples ol
normalization apply 10 everyone. everyone can lwe in a comeaunity facilitv and
no one should he denicd iany appropuate progrim because 1t cosls too much or
his potential is too limuted.

Il we accept the developmental model as an appropriate one for loug ter
care services, then we will not tolerate care thal 1s merely custodial on care tha
13 dehumanizing 1n any residential facdity from the smallest ol group homes o
the targest of institutions.

Goals lor residennial programming based on the developmental model wili
be designed Lo increase the restdent’s control over hus environment, tnereas: the
complexity of his behavior, and maxumze his human gualtties,

One strategy for maximizing human qualities 1s the normalization principie
of Nuje' as set forth w the PCMR publication Thangmg Patrerns i Residential
Care. This approach requires that the developmentally disablzd person have an
envitonment and a life style that is as much libe 4 normal one as possible His
living arrangements will therefore be homehke and his daly routines and hie
style will follow that of his normal peers sofar as his disability will permt
(For a detailed discussion ol the implications of the developmental mode and
the normalization principle see the NARC publications “*Residential Progian
ming for the Mentally Retarded Persons” Vols. [IV.!5

Il we accept the prnciple that, with appropriate modification and acyusi
ments, éveryone can live in community bhased facilities, then the role o the
institution must be redefimed. [t can no longe be a repository for those whu
have for vne reason our another been rejected as non-feasible for programnnny
This 1s particularly true of the nonambulatory who are consigned to institutions
There is now ample evidence thal the numbers ol ndividuals who are 1uly
bedfast- those for whom vut-ol-bed activily 1s ¢ threat 1o hie—is verv smal' 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’?).

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 require sophisticated and spe-
cialized tramning 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 most planners, administrators, 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, rationalizations, attitudinal biases, preconceived
rigidities, labor practices and capital investments get in the way of trying to
work out plans for long term care and services which best serve the develop-
mentally disabled individual and his family, take into account some of therr
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:

1. 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?

5. Should programs in residential facilities (community or institu-
tional) be self-contained or should residents go out into the community for
service programs?

6. Can the UCP Mini-Team Cross-Modality approach for out-of-bed
care be implemented on a wide scale in order to eliminate bedfast wards?

7. If a decision is made to go all out for small community-based
residential facilities what do you do with the multi-milion dollar investment in
old buildings in our present mnstirutions?
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8. How can you carry on research if you don’t have a large control-
lable population”?

9. How can you offer specialized services if your population . simall
or dispersed?

10. As large institunons are reduced 1 size, whai Jdo you do about the
resultant labor problems? How do you deal with the civil service and seinonty
requirements of state systems and labor winons’

I'l. How small a group home can be opejated (rom a hinanclly Teia-
ble point of view? Is there a size below which we must always think in fermes ol
core support?

12. Should vou teli residents of an zrea 1 which you plan to place o
small group home about your intentions or should you just move in?

13. Are some types of residential are.s easier 1o penetrate rhan cthers?

14. How do you answer parents” peifectly vahd questions concerming
the safety of their sons and daughters in small ;roup homes- particularly parents
who have chosen institutionahzation as o wiy ol guaraneemg a hfeume o
protection for their sons und duughters’

15. II dependent individuals are placed out in the communily who will
be responsible and accountable for monitonng their care and day to day ucthvi:
uies over a lifetime?

16. Who will monitor the monitors to see that hwman and civil nights
are not abridged?

‘These are Just o tew of the questions that must be addressed 1 we are (o
provide a continuum of residential services for alk ol the developmentallv dis-
abled who need them.

ESSENTIAL ELEMENTS IN 3 LONG TERM
CARE PROGRAM

Long fterm care means more than a place to live—1t includes all al the
ramifications of meeting the hfetime service needs of those who cannot live
independently. in this paper, we are trying to focus altention on that segment ol
the developmentally disabled population that :annot, even with the hest 1reur
ment, educational, and vocational trainmg services make 1t on therr vwn o
society. The expectation 1s that they will nevec be able to mamtain themselves
independently. They will need help tn munagirg themselves and/or their affans
throughout their lives.

Formerly they and Lhewr fanulies had but one alternative for long 1enn
care —Institutions for the Feeble-Minded and Eptleptic Now ut {ung last, alternir
tives are being developed for them in the communty.

It should be borne in mind that this group Ul include nut just the meraily
retarded but also those so severely physically handicupped or with such seizuge
problems that they cannot live independently.

Long term care includes, at the very leust, the following cssential elements

1. Alternatives and choices [or sutiable living arrangements
2. Appropaate day to day program. of achvity or work that will
enable the individual to develop s potential d live, with digmity, a ful and
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satisfying hife,

3. Protective advocacy and monitoring safeguards which check regu-
larly not only on the health hasards and physical safety of the residents but on
the adequacy of their programs as needs change over a hienime. Such a hfelong
monitorng system requires sone provision flor follow-along services. Some of
the mechamsms are protective services, personal advocacy services, accreditation
procedures and life safety codes.

4. An adequate financial base of vn-gomng support for long term care
services.

ALTERNATIVES FOR LONG TERM CARE

Group Homes

Of all of the community based alternatives for living arrangements, parents
and professionals alike seern most turned on by the potential of small group
homes. To date this arrangement seems to be the most acceptable and to hold
the best possibility of fulfilling “normalization™ expectations.

Group homes are loosely defined as “small™ il they house fewer than 20 and
“large™ If they have 20 to 200.

The push into small group homes 1s coming from two prunary directions
State governmental officials responsible for MR and DD programs who see them
as a way vut of some of thewr problems and dilemmas: and parents who have
never accepted institutionalization as an alternative. The parents involved are
frequently the same ones who sparked the parent movement for the develop-
ment of community services in the early 50’s. They know how to get things
done. What they need are sound guidelines.

Some of the questions to which both groups need answers are.

Clieny Groupings
1. Who will live in the home? What degrees of retardation, kinds
and frequency of seizures, kinds of mobility problems can be accommodated?
2. What mixes of the above groups or mixes with other groups
such as college students, veterans, elderly, and other handicapped will work?
3. How and who will do the selecting of the people who wili
reside in the home?

Program Needs
4. Depending on the group selected, whar will be their needs for
care, supervision, management and day to day programming?
5. How will the program needs be met? Within the facility or
externally by communily services?
Staff

6. What staff will be needed and how wall the staff be tramed”
Should institutional staff be retrained and moved oul into community hormes?

Ardrudes
7. How do you select the location for the home? Are some res)-
dential areas more accepting than others?
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8. How do you deal with community attitudes so that the group
home is accepted? Do you have an advance public relauons campaign or d2 you
just move m?

9, How do you deal with parenal attitudes so they will use the
home and/ot will not resist moving their sons or daughters out of an instlution
into the home?

Protective Services

10. How do you provide for accountable morttoning so thar the
care and program remains appropnate throughout the hletime of individuals®

Il. How do you protect agammst underutihzation because of
parental fears?

12. How do you assure that monitoring services will not over-
protect” How do you msure that individuals have the opportumty to make
decisions affecting thewr lives 1o the degiee that they are able?

13. How do you provide for proiection of civil and human righre?

Zoning—Codes
14, How do you approach zoniny, problems? What stiategtes work
best? What resources are avaitable and appiopriate as problems arise”
[5. How do you approach the problems of »udding codes and
health and safety codes? What strategies are av ulable here? What resources oxisd
for guidance?

Costs and Funding

16. Are there any hard data available on the minmmum numbers in
a home to asswie financial feasibility of the operation?

17. What hard datu are available on the cost of operating small
group homes?

18. What funding resources—both federal and state— are avetlable
for ongoing operating costs?

19. What federal or state resources are avadable for funding for
construction, remodeling, and purchase”?

20. Is any nformation avalable on costs for remodeling sersus
costs for new construction?

21. For what types of facilittes 1s scereditation avaduabie?

Some of these questions have answers So>me have partial answers. Some
have no answers. What 1s needed now 15 a gathering together and stiategic analy-
sis of what works in the placement and operation of group homes and what
doesn’i. This information could then be published in a Handbook lor Profes
sionals and Parents who are planning to start group homes. In the meanome, a
good rule of thumb is to {ind someone who 15 operating a home sumilar 1o the
one planned, to go wisit the home and talk with the persons responsble, 10
observe the types of clients and the day lo day operation. Lists ol such homes
are being prepured by the National Association of Private Residentiai Faihities
for the Mentally Retarded. This new national group has ather informational
materials available and, at the conclusion of theu present project, will be pub-
lishing a Directory ol Private Residential Faclities. [Manfred Hall, Executive
Director, National Association of Private Residential Facilities for the Mentally
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Retarded, 1411 Jefferson Davis Highway, Arlington, Virginia 22202.%] The
Rehabilitation Services Administration has also funded a project to evaluate
group home programs. [Dr. Gail O'Connor, Research Director, Rehabilitation
Research and Training Center in Mental Retardation, College of Education, Uni-
versity of Oregon, Eugene, Oregon, 97403.'9]

Institutions

No one takes satisfaction in poor care—least of all superintendents of insti-
tutions who struggle daily with problems of inadequate budgeis, insufficient
staff, old buildings, large client 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 1ssue is an approprnate con-
tinuum of care for all individuals who need 1t.

At this point in time despite all the histrionics and hand wringing institu-
tions arte a npecessity. 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 are productive.

There are several activities underway that should be helpful. Standards have
been developed by the Accreditation Council for Facilities for the Mentally
Retarded and a voluntary accreditation procedure is now available. The Stand-
ards were developed by this Council 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 Associations, Inc. State officials, concerned superin-
tendents and parents now have some guidelines and yardsticks to use in gaining
increased public and legislative support. The Standards are appropriate for 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 Accreditation
Standards. Federal programs such as Medicaid, Social Services, Title | of the
Elementary and Secondary Education Act are becoming increasingly available to
state institutions to help them in upgrading services. [n the 92nd 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 have problems. Certainly the role of the nstitution
must change as it takes its place as one of the components of a continuum of
community services. Whether institutions will survive depends a great deal an
whether they can shift to a new role and how productively they can fill this role.

Regional Residential Centers

Regional residential centers which 10 years ago were thought to represent
the millennium arriving, have lor the most part been duplications in microcosm
of large institutions. They do have the advantages of reduced size and of being
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comumunity based. There residents vsuallv paruaipate tr community services ehal
are appropriate. Some centers oifer day tranng, programs lor communly tesk
dents so they do become part ol the community continuum ol progiam services
For the most part, however, ciie s shll congregate and hardly im keeping with
the normatization principle

Foster Homes

More and more stales are rurrnung to foster home placements for udults as
well as chuldren as an alternative toanstiutional placement. Where the siate has o
good system of home-linding and adequate social case work backnp, this has
been a reasonably good alternalive and less costly than mstitutional care, Where
parenis have mshituhionalized children early i order to nsure a sale protechive
environment, and wheie these children have now been placed cut in [oster home
care, the use of foster homes has posed some serous adpustment problenns

One good resource for basic daia on costs, staffing and the realitics ol foste
home placement for adults 1s the 5 yeur project of the New York Service for the
Orthopedically Handicapped (Nash7?). This project showed clearly that fusies
home placement 15 an effective alternative for care for cven severely physicully
handicapped adulis so long us g pood socnd cas: work suppoil systein s avail
able.

Adoptive Homes

As attitudes toward haudicapped children chinge, adoption of such chddien
becomes an incressingly used resource Tor leng term care Not only does 1
obviously provide a much more normalizing and Jevelopmental cnvironment o
the child but a recent study by the Columbia Sch ol of Socat Work! shows 1 16
be a much less costly way to provide canc-roughly cne-tifth he cont f fosien
care aucordimg Lo the study

Nursing Homes

For severely disabled indwiduals necding nu sing care, placement i nursiag
homes has becn reasonably adequate so lonyg a3 young adults are not pleced
singly in homes and so long s programs by the day are provided owiskle the
nursing homes. With the avadability of federal funds through medicaid, nursing
home placements have, unfortunately, sumetunes been used mappropndiely

UCPA, Inc., has for several years had some affiliates using nursing home
placements 1w guod advantage. Sume alfdiates have been able 1o wel privale
sources o build nursing homes Irom which cure «ould be purchased Where care
and program are individualized and the affiliate nas acted as an gdvacate when
problems arosc, such placements have heen reasonably good dand incanimtul
relationships have developed betwecn the eldedly .nd the young resident. in such
facilitres.

Hostels

Buth New Yark {Departnient ol Mentad llvgicne” ) aml Miclugan ([
Record' ?) have stute Tunded hostel progriams which provide partial Tundig 1o
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cunstruction and ongoing maintenance. The tenn “hostel™ seems to include any
type of supervised living arrangements from upartment living to group homes of
all sizes.

Contracted Services

Some states are now contracling for residential services with private cor-
porations. Although it is possible to provide adequate residential services in this
manner, unless the state also has a protective advocacy system for ongoing
monitoring of such placements, serious problems can and do arise. One state
which is presently usmg such a system has just 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
home. Contracted services without safeguards can result in care that is just as
bad as the very worst of our institutions. We can be faced with hundreds of small
snakepits if adequate safeguards are not required.

FOKUS

[n Sweden an organization, FOKUS, has taken responsibility for providing
the supportive service necessary for severely physically handicapped persons who
want 1o live independently in the community. FOKUS helps such individuals
plan and secure living arrangemenis, dress, eal, move about, run an apartment,
and work—but only to the exten they believe 15 necessary and only on call from
the handicapped individual. In the Uniled States, the only alternative for such
severely disabled individuals other than their own home would be a very skilled
nursing home or an institution. Slides are available to show how even exceed-
ingly handicapped individuals can live independently in an apartment modified
architecturally to suit their needs. This apartment is located near a complex of
community services which provide for the material, social, intellectual and work
needs of the occupants. Occupauts 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 anangement could readily be used with epileptic
persons with uncontrolled seizures who need only accasional supervision or help.

Public Housing for the Eiderly and Handicapped —
Other HUD Programs

Two communities, Toledo and Seattle, have on-going public housing pro-
grams tor the elderly and handicapped. The future possibilities of such mixes are
limited only by our own ingenuny—or lack of it. Several states and commumnities
are exploring the use of HUD lunds 1o provide non-institutional housing for
adult developmentally disabled.

Apartment Buildings

ENCOR in Nebraska 15 providing some excellent experiential information
for this type of living arrangement. Although at this time most of the residents
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are ambulatory and only mildly to moderateiy retarded, the polential for all
kinds of developmentally disabled individuals s very exciting indeed. Using ihe
ENCOR approach with appropriate supervision and backup support and Irying
different mixes of normal families, college studenis, mentally retarded, phys-
cally handicapped and epueplic individuals the possibilities for developing appro-
priate patterns for residential living in communines seems endless

Hotels and Motels

Some expernential knowledge is avadable in this area. Motel 66 1n Caltornia
and the Hotel Experience of the Division of Mental Retardation in llhinos are
two illustrations of using this type of [acility for residential care. Once again the
key not only to success but to the avoidance of catastrophe 1s an accountable
monitoring service which will watchdog the cate and programs of the residents.

Own Home

Some information is available from places like Connecticut where one of the
regional centers took responsibility for setting up a small group home using the
personal home of a retarded middle aped woman whose family had died. With a
responsible agency and s backup monitoring system this certainly provides an
acceptable solution for long term care. It also has the advantage of keeping out
of t1ungles with zoming ordinances and code regulations if the number i un-
related residents is kept to four.

Summary

In summary there seem to be plenty of options for the development of
alternatives for community living. Additional resource pieces that have helpful
information are. “Residential Needs of Severcly Physically Handicappeu Non-
Retarded Children and Young Adults m New York State (Fenton® ). Reswdential
Care Needs: Handicapped Persons Pilor Projec:, California®: and the chapter en
residential services in Vol. IIT of the hook, Mental Re(ardaﬁ'on(HeIse]s) Two
excellent publications that include up to the minute reports on current activities
in the area of long term care and services are  The Record' ' pubhcation of the
National Association for Retarded Children’s Residential Service Commuttee and
New Directions, a monthly newsletter ol the National Assuciation of Coordr
nators of State Programs for the Mentally Retarded, Inc.®

PROTECTIVE ADVOCACY

Of the basic essentials for long termn care, three ase fanly well undeisioud
and usually included in long term care plans— 1) alternatives for living, 2) day 10
day programs, and 3) funding sesvurces

One absolutely essential con.ponent—a pro:ective advocacy service—is apt Lo
be overlooked. Or, as has been the case with in.titutional placements, it 1s apt to
be considered unnecessary because the superintendent or the opeiator of the
facility can provide protective advocacy. Such, unfortunately, 1s not usually the
case. Especially when dependent individuals are involved, some type of menitor
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g 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 service.

Some of the elements that seem to be essential in any model, however,
include:

l. Clear separation of the service delivery function from the monitor-
ing, protecting and advocating function.

2. Responsibility 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 mins-
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 Protective-Advocacy System

In Ohio where a case management prolecuve services system went into
effect under law July 1, 1972, the various responsibilities are defined and
assigned as follows:

1. Case Managemenr -- Case Management services provide or see that
the service is provided: intake, counseling, diagnosis and evaluation, prescriptive
programming, referral to appropriate services, regulal assessment of outcomes
and modification of program prescriptions. In addition such a service has the
capability of responding on a 24-hour, seven days a week basis to client needs.

2. Protective Service ~ A Protective Service is a monitoring, tracking,
appraising, counseling, and advocating service for individuals who need help in
managing themselves and/or their affairs.

3. Personal Advocacy Service — A service in which an individual
assumes responsibilities for looking after, as if they were his own, the interests,
nights, and personal needs of a developmentally disabled individual.

Other states have different ways of defining and assigning responsibilities.
The important fact to note here is that a long term care program must address
the problem of seeing to it that all of the responsibilities are assigned and that
someone Is accountable.
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Ohio DDA Councils Involvement in Long Term i are

The Ohio Developmental Disabulities Planning and Adwvisory Council desig-
nated as 1ts top priority a1esidential model of services which included protective
services, case management, personal advacacy ard a commitment to the develop-
ment of community alternatives for long term czre.

In order to get this project off the ground funds were given to a consotliun
of Ohio Association lor Retarded Children, Epnlepsy Foundation of America,
and Uuted Cerebral Palsy of Ohio Lo conduct a residential serninar which would
involve as participants state leaders, state aduwunistrators, piofessionals in the
field, volunteers and the handicapped themselves. The semnar was to ‘ocus
atteniion on the program needs in the residential services area and to iav out
some philosophical positions and guidelines for the State of Ohio 10 take with
regard to residential services.

In addition to dralting 12 working assumplions for a state residenual serv
ices program, the attendees at the conference pussed a resolution reconnmending
that vver the next 10 years the present institutional system be phased out: that a
system ot community based residential units be developed, and that any monies
earmarked lor construction for institutions be reallocated fo construction os
such units. The conference further recommended that funds be requested frum
the DDA Councd for a Residential Planming Project to develop a state plan
which would be a compilation and collation of 10 grassroots district plans
developed by reactivated citizens committees in each of the 10 districts of Otio

Governor John J. Gilligan addressed the clusing session of the senunar and
endorsed the recommendations. In order to get the citizens commidtees react
vated and the eftort rolling at the grassroots, DDA provided funds for the huwng
of a State Coordinator. The DDA Council also agreed to fund the residential
planning project providing the consortium of tiree agencies would ncorporate
in order to provide a sound adnunistiative structure for the supervision and
carrying out of the projectl. At time of this writ ng the groups have incarporated
under the name of Ohuo Developmental Disabilities Incorporated, have elected
officers, have appointed hoard members, and are in the process of huing stasf

Backing up this effort the Developmental Disabildities Council has also pro
vided funds to the Division of Developmental Disabilities 10 expand its case
management system so thut the entire state 1s covered. This system provides m
each of the 10 districts of Ohio, a Distiict Offi:e which is the pomni of re‘erral
for all individuals and families who need or thiak they need 1esidential or nther
services. After intake and evaluation every effo: t wil be madez to find a suitable
residential placement in the community. If ths 1s not possible the indwidual
may enter the institutional system. All entries .nd departures from the mstitu
tional system will henceforth be made through the distnct offices. Some fundmmg
for residential placements is already available through family care tunds in the
Divisions budget. To provide more adequate fundmg for this endeavor, the
Division of Mental Retardation and Developmental Disabiities will include i line
item in 1ts next years budget for additronal lunds for purchase of residennal
care. The Governor has already dicated his support of this request,

As individuals are placed either in commuuly placements or in the stitu-
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tion, a referral will be made to the protective service of the state authorized
under House Bill 290. This bill provides for ongoing follow-along monitoring
services to check regularly on individuals in its care and report in writing at least
annually to the Direclor of the Division of Mental Retardation and Develop-
mental Disabilities on the condition of the individual, his response to the pro-
aram, and the appropriateness of the placement. Also authorized under this bill
is a public guardianship program for those individuals who are felt to need this
amount of supervision and control. Parents can apply for this guardianship while
they are living or ask for it as a successor guardianship in their wills. A computer-
1zed tracking system will be used to follow individuals in the protective service
30 that they do not get lost. DDA funds have already been ailocated to develop
rhe system.

The protective system has been operational since July 1, 1972 with 12
workers plus an adminisirator avthorized. Although this program is budgeted by
the Division of Mental Retardation and Developmental Disabilities, some DDA
funds have been assigned so that this program can be expanded as rapidly as the
Division is able to hire and train workers. Workers are nservice trained in a
traimng course conducted by the University Affiliated Facihity in Columbus, the
Nisonger Center. The training program is funded with DDA funds.

In the meantime, with DDA Council “nudging,” the Division of Mental
Retardation and Developmental Disabilities and the Department of Weifare have
negoliated a contract using social services funds to hire 100 additional protective
service workers and 100 additional case managers.

As a watchdog on this state cperated protective service, the DDA Council is
also funding a project for the development 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 citizen’s
committees and with the voluntary agencies at the local level in the development
of this system. Once again DDA funds have been allocated to the University
Affiliated Facility in Columbus to train the personal advocacy workers.

Thus DDA funds have been used to help put in place a resource. Salaries of
the state citizen’s commitiee coardinator and the stale personal advocacy co-
ordinalor will be ongoing commilments on the part of the DDA Council. DDA
Council funds will also provide angoing Iraining support for these programs.
Initiaflly some project monies will be vsed to help agencies get their personal
advocacy projects off the ground. However, in the long run these programs will
be expecied to be staffed by the agencies themselves wath volunieers serving as
advocates.

PATTERNS OF FEDERAL SUPPORT

Long term care for a developmentally disabled individual is expensive. The
cost of institutional care over a lifetime has been estimated at somewhete be-
tween $300,000 to $500,000. At present no type of help or catastrophic insur-
ance is available to help families meet such astronomical costs.

Recent acts of Congress have, however, provided bits and pieces of help
with some of the elements.
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Funds for Construction of Living Arrangemenis

In addition to DDA funds there are three major resources tor construction
funds for long term cace lacdities.

l. Housing and Urban Development funds under Section 231,232, and
236 of the National Housing Act of 1959 are uvailable l'or construction, rehabdi-
tation and equipping ol long term care faciities such us nursing homes and
ICF’s.

2. Health, Education, and Welfate tunds are available under the Hill-
Burton Program which provides grants, loam. and loan guarantees for the con-
struction, rehabilitation and/or equipping of long term care Tactinies. For those
living in Appalachian areas Appalachian 202 and 214 funds are also availuble.

3. Under Sections 502 and Section VII-A of the Small Business Act
loan guarantees and direct loans are available from the Small Business Admini-
stration to construct, expand, rehabiditate andfor operate long term care laci
ties

Federal Funds for Ongoing Operating Costs

Resources for operating costs of long term care can come trom many
sources. The primary funding resources are  Medicaid, Social Secunty, third
party payments including heaith insurance, patient or family payments. local 1ax
levies, and general fund appropriations.

Under the Social Secunty titles there are several possible funding resources,
For those individuals in calegorical assistance programs or living 1n states where
the medically indigent are covered, Medicaid funds are avadable for care
skilled nursing homes or in intermediate care facdities. Under PL 92-223 rederal
maiching under Medicawd becanie available fcr care of the mentally retarded n
public insututions whuch qualify as ICF’s provided that health or rehabditative
services were avallable and provided rhat the resident was 1ecewving active treat-
meit. In addition, each such elipible person tn a public insttulion or nursing
home or ICF who 1s getting Medicaid fund: alse qualifies for wp to $29 per
month for incidental expenses.

Aid for the Permanently and Totally Disabled

The ‘recently passed antendments fo the Socl Security Act contar u 1eal
breakthrough fur suppurt of ongoing costs ot care for disabled individuals.
Beginming 1n January, 1974 the Aid for the Permanently 1nd Totally Disabled
program will be “federahized,” and administered by the Socl Secunity Admiun-
stration under federal uiteia and guidelines At this time there wall be fedyrat
basic support {or disabled individuals of $130 per month In addition, the dis-
allowances have been liberalized and mdwviduals may keep up 10 $2U per month
from any resource. They may also keep up (> 365 per month of earned mecome
and half of any addinonal esined income up t» the maximum allowed The $130
per month 1s reduced hy one-third 1f the mdividual remains at home  The break-
through tnsofur as long term care 1s concerned 15 that parental hability for
individuals above the age of |8 wdl be remved Not anly will evary disabled
individual above the age ol ¥ gualify for support funds, bui ehgilicy Tor
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categorical assistance programs usually implies eligibility for Medicaid to cover
health costs and eligibility for social service programs including protective serv-
ices, wnformation and referral services, homemaker services, nutrition services,
adull education services, training and employment services, chore services, and a
whole host of other benefits. States are expected to add 1o these federal funds in
order to provide an adequate suppori base for appropriate long term care.
|Ediror's Note: See also discussion of the provisions of the Social Securty
Amendments of 1972 (P.L. 92-603) in Jerry Turem’s paper entitled **Services
Under Titles IV and XVL.”

Social Security Benefits Under Title I1

Childhood Benefits (formerly Adults Disabled in Childhood). If parents are
covered by social security or ratiroad retirement, 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
individual is eligible for three-quarters of the benefits of the parent. After a
24-month initial period beneficanies of Childhood Benefits become eligible for
Medicare. As basic social securily benefils increase, therefore, so will children's
benefus.

Disabiliry Benefits Disabled workers in sheltered workshops can qualify for
disability benefits on their own earnings. The amount of work needed to qualify
depends on the age at which the individual becomes disabled. If disability occurs
before the age of 21 the individval must have credit for 1% years of work in the
3-year period ending when application is made. When 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

Since other sections of this Conference are addressing indepth the funding
resources for programming, this paper will merely list some of the resources:
Titles [, UI and VI of the Elementary and Secondary Education Act; the
Rehabihtation Act; Titles I, TV. X, XIV, and XVI of the Social Security Act,
Comprehensive Health Planning, Vocational Education Act, the Adult Basic
Education Act, in addition to th: Developmental Disabilities Act.

Protective Services

The new Social Security Ainendments contain helpful provisions for social
services—including prolective services for all recipients of categorical (welfare)
programs. Since permanenily and totally disabled individuals over the age of 18
will now qualify for aid for the disabled il they have no financial resources of
their own, they become eligible for social scrvices. In addition, there is a special
priority coverage with open-ended funding (up to the limit given to the state on
the basis of its population) for children and adults who are mentaily retarded.
Although there was some confusion and misunderstanding on the part of some
members of Congress concerninyg the use of the term “mentally retarded” rather
than “developmentally disabled” Congressman Mills has assured us that it was
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the intent of the Conference Committee to invalve them. Congressman Malls o
speech on the Floor of the House concerning the definition of “menually
retarded™ explained the mtent of Congress thus y:
“The term ‘mentally retarded” does not apply to a speaiiie
ament or disabiity as known by th: medical profession |t
normally describes persons—and this 15 our wtenhion - wha,
because ot neurologeal or other causces at buth or in earlv
childhood have increased difficulties 11 thor focial lunclion ™
{Congressional Record?)

Hence all developmentally disabled indwidual: should quahfy for tunding ton
protective services from social services lunds. [=diror’s Nore See further aiscu s
s1ion of this pomnt w Jerry Turem’s paper entitled “Services Under Tutles IV and
X[V *

CONCLUSIONS

As Developmentual Dhsabilities Councils really get rolling and the individuals
administering the varnious federal-state programs at the state level woik 1opgethe
around specific problems, 11 1s obvious that miny new possinilities tor conpera
tive action 1n the provision of comprehenswe long term care programs will he
found. It would seem we arc himited only by cur creative imaginanions ard o
will to accomphsh our goal.

There are lots of options for developing lung term care services. There are
few models. There 15 a great need for someane ta assume responsibility to
putteng 1t all together

President Nixun has asked that the large mistitutions be reduced i popuia:
tion by one-thurd. Those people can’t just sit or curbstones. Communily alierm
tives must be developed Yor them. Hopefully we wul not repeat mistukes ol the
past. Hopefully we wall not exchange Christmas in purgatory m large mshitutions
in the country for dozens of small Christinases in purgatory n group homes in
the city.

In closing the residential services serinar in Ohio, Governor Gilhigan perhaps
put his finger on the key to the whole problem. He said

“The one thwg that [ would nsist upcn, [ will cell you now in
response to your |l-point platform i« that there be citizen
participation in these programs .t all levels fram panning (o
implementation | will say that unless we have that, we are nei
going to makc any real or lasting progri ss. | don’t care how 1he
system 1s designed, 1t wil have a way of <hppwig into a
bureaucracy more concerned with the wellbeing of the people
operating it than the people 1t serves It's the nature of the
game, Full citizen participation at all evels, at all tunes, is the
only way we are gaing to make progress and the only way wo
are poing to protect what we have uchwved (Ohio Resudential
Seminar, Proceedings' )
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Factors in Planning
Residential Arrangements

For the Developmentally
Disabled’

Earl Butterfield

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 main
residential services for the developmentally disabled 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. If 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 hospitals, then you
should look more directly at the problem. Examine the photographic evidence
of Christmas in Purgatory. This document by Burton Biatt 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 facility for the retarded. Observe, if you are allowed, each living unit
in the facility. Ask yourself whether the activities you see seem beneficil for the
children who are participating in them. Observe their food and how 1t 1s pre-
sented to them. Determine how many residents are seen, let alone served, by the
professionals who are retained by the facility and wnquire 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 disabled.

' This paper was presented and has been revised in view of its discussion at the National
Conference on Services and Facilities for the Developmentally Disabled, Washington, D.C.,
November 16-18, 1372,
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Resist the temptation 10 blame anyone for the deplorable condimons and
lack of treatment in residenual facities for the retarded. You may have a giea)
urge 10 damn and punmish those who seem most immedidately responsibie, the
admnmistrators and employees of the facilitics. They seem responsible usually
anly because they have remained at the scene ot the crinie, and they have
usually done that because they recognize the size ot the problem and are tiying
to improve the situation. Recognize at least, that powerlul social and econormme
forces have acted for generations 1o mold The nstitunonal system whuse shor
comings are so reacdily apparent today, The eugemic movement and the pred
depression, to name only 1wo soclal movemerts, caused many of the ills ol
today’s 1esidential facilities Blaming those who now st 1n positions ot authoriry
for the consequences of such forces, which acted hefore theur tenuee, 15 un-
productive at best. At worst, 1t results n defensive mancuvers that furthe
reduce the effectiveness of thuse very people who must do most ot rthe work o
improve Tesidential services. Muteover, those people who are now n the van.
guard of reformers, more often than not, draw their mspiration and proposed
innovations from experiences in exwisting {actities for the retacded

Do not succumb (o the behel that nothung :an be done. It 15 oo eady an
excuse 1o conclude thal because well-meaning people have {ailed for generaiions
lo find ways to provide humane care and habilitating services {or the develup
mentally disabled, that you cannol now rise above the forces that have put rhem
down. Our knowledge 1s greater, our resources more abundant, and the woial
clunate more conducive to helping the afflictec than it has been for decades
Thus, some residential facilities are dramatically improving their conditions and
services, The task now is to increase the number of facilities that are improving
and to accelerate the pace of change

INCREASING AND REFINING KNOWLEDCE

Some of us, and | put myself squarely m this group, believe thai increasing
and refimng knowledge is a key to mproving scrvices for the developmenitally
disabled. We have sought several kinds of knowledge For example, we duocu
mented that residential services were imperfect by showing that some tacibiues
had more beneficial effects upon thewr residents than others, und that even the
most beneficial programs fell short of reasonable standurds of 1esident impr yve
ment. Thus, when 1Q change is the crienon for g sy service, the inest rentark-
able improvements have been n the vicinity of 5 1Q points The children whe
showed these ‘‘large” 1mprovements generally came from such adverse pre-
institutional environments that the most reasonable conclusion about why they
improved was that they were removed from a bad situation, not that the nsiyu-
tional program was better suited to them than tc chidren who came from mare
satisfactory backgrounds and showed either no increase or actually lost 1Q
points.

The work of Miwchacl Klaber 15 an excellent example of trying ro imprave
residential treatment by increasiog and refuming knowledge Dr. Kiaber examuned
mtelleciuul, self-help, und happimess behaviors ol carelully-matched severely re-
tarded people 1n six differcnt residential tacilities. He demonstrated that those
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facilities which promoted residents’ happiness also promoted their self-help and
intellectual behaviors. One can 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 different 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 training 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 developmentally disabled.

MANAGEMENT AND INSERVICE TRAINING

During the last 20 years, many researchers have gathered information which
clearly shows how residential services for the developmentally disabled can be
mmproved. Until very recently it has been difficult to justify and maintain the
belief that this research contributed anything to the improvement of conditions
in residential facilities for the mentally retarded, because its implications were
not used. Just accumulating information had not improved residential services.
The reason, some have concluded, is that conventional research reports do not
reach the people who influence residential service programs. It follows that if the
implications of those reports were disseminated to the proper people, they
would change residential services to make them reflect research findings. The
question is, who are the proser people and how should the information be
conveyed to them?

The people who can influence residential services can be divided crudely
nto two categones’ managers and service deliverers. Managers include superin-
tendents and other administrative personnel within institutions, as well as their
immediate extra-institutional superiors. Service delivery personnel are profes-
sionals such as physicians, psychologists and teachers, and technicians who are
usually called aides or attendants. The technicians are far and away the largest
group. Many efforts have been made to convey relevant information to both
managers and delivery personnel. Managers have been invited to participate in
conferences and workshops. Fur example, Michael Klaber, with the assistance of
the Social Rehabilitation Service, 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 unport the
implications of his research into the institutional systems of all of the United
States. The Southern Regional Education Board has implemented a more formal
and long-term management iraining program which combines all of the best
features of management tramming employed n industry. Personnel from many
institutions participate in this program. Service delivery personnel regularly par-
ticipate in inservice training programs of many sorts. Practically every residential
facility for the retarded has ar inservice training 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



164 Synergism for the Seventies

to assess the impact of such efforts has concludeo that the impact was small. The
consensus is that the delivery of services depends on local tradition, and thar the
informal power struclure of residential facihties funcnions to preclude innova-
tion and change of that lradition. | beheve this conclusion | also believe that 1he
power structure which