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PREFACE

The material presented here was devel oped as part
of a National Conference on Initiative Functions of
Devel oprmental Disabilities Councils held in Wnter Park,
Col orado, June 11-14, 1974. |t was organi zed by the
Devel opnental Disabilities Technical Assistance System
(DD TAS) for the training of Devel opnental Disabilities
Council chairpersons and staff directors fromnine states.
One of the major goals of that conference was to obtain
the assistance of those participating in the conference
inrefining the material so that it would have nore val ue
to Council chairpersons and staff directors across the
country. This volune is the result of that process.

One of the innovative aspects of the conference,
whi ch sonme of the participants thought should be shared,
was the structure of the conference itself. That infor-
mation is included in Appendix 1.

Many people assisted in the planning, devel opnent
and inplenentation of the conference and |ater work on
the materials. There is no way to list the names of al
who hel ped and contributed to the success of a truly
shared effort. A committee of the DD/ TAS staff assumed
responsibility for coordinating the devel opment of the
conference. That committee, chaired by JimPaul, in-
cluded Dan Davis, Jo Lowe, Paula Hanmer and Ron Neufel d.
The entire DD/ TAS staff shared the work and responsi bi -
lity for the conference. Jo Lowe, G ant Wl sl agel,

Moni ca Hedgecock and Anita Buie made special contributions
to the success of the conference. Each participating
chairperson and staff director nmade their own individua
and inportant contribution w thout which there would

have been no conference. The consultants were

out st andi ng. (Consultant and participant nanmes in
Appendi x 2)

The material in this nonograph really belongs to
all of these people. The authors assuned responsibility
for putting it together. In that effort the work of many
is also acknow edged. Zena Harvley and Pat Trohanis are
very high on that list.
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Advocacy Potential

The purpose of this brief paper is to set forth a
point of viewrelative to Devel opmental Disabilities
Councils which forns the phil osophical basis for consider-
ing the advocacy potential of Councils. That potential
derives fromthe flexibility available to Councils in
deciding how to act on their mandate to provi de conpre-
hensive planning relative to devel opnental disability
services. Wthin the constraints of their own account-
ability, Council decisions nmust be based on an anal ysis
of two sets of issues: (1) those having to do with the
needs, rights and total welfare of the devel opnentally
di sabl ed person and (2) those having to do with the orga-
ni zati onal problens of service delivery. The Council's
organi zational structure and identity nust be fashioned
out of an adaptation of its own value systemto the parti -
cul ar characteristics of the ecology of the state govern-
ment (administrative, legislative, and judicial) in which
it is to function.

The DD Council has enornous potential as a unique
structure in state governnent for inproving the total
system of service delivery for persons who are devel opnmen-
tally disabled. That potential can be developed if the
Council is able to: (1) generate, specify, and organize
for effective action its own convictions and beliefs,



relative to the problens of serving the devel opnentally

di sabl ed; (2) develop a |eadership and operational style
that has workabl e diplomacy in that state's organizational/
bureaucratic ecology, and (3) acquire the technical conpe-
tencies necessary in order to efficiently and effectively
inplenment its intentions and to interact successfully with
ot her organi zations. The advocacy of the Council is
evidenced in two ways: (1) the value systemor beliefs

it adopts and (2) its own actions which give witness to

t hose val ues.

The organi zational ecol ogy, policies and guidelines
of agencies, existing |legislation, resources and idiosyn-
crasies of agency |eadership are natural constraints for
the Council's devel opnent. They are, however, not fixed
boundaries for either vision or the identity of the Coun-
cil. They serve nore to assist in the political and
bureaucratic gui dance of the Council, not in fixing its
course or determining its advocacy m ssion. These con-
straints can become the focus for the devel opnent of sone
of the Council's goals.

The Council does have alternatives in defining and
seeki ng an advocacy course. Those alternatives, neither
formul ated nor inplenented in a vacuum nust be devel oped
relative to a set of standards, criteria or values. What
the Council stands for causes it to act significantly.
Believing in something that nust be acconplished or
changed puts the Council in a volitional as opposed to a
deferential or passive node. G ven the anbiguity of the
| egislation and regul ati ons, those convictions or beliefs
can properly be derived fromtwo sources: (1) the client
and (2) the care-giving system

The client, the devel opnentally di sabl ed person,
has constitutional rights as a citizen. Denial of any
of those rights conpounds the disability. Those rights
nmust be secured, especially in those instances where the
di sabl ed person is either not able or not permtted to
rise to his own defense.

The devel opnental |y disabled person has a right
to live in his owmn community. |If rejected by his own
famly, he has a right to resources for a decent life



wi t hout conpromising his own personal integrity.

The devel opnental |y di sabl ed person has a right to
pursue a life beyond stigma. This neans having an edu-
cated citizenry, an accommopdating physical environment,
alternative resources which are not characterized by
deneani ng | abel s or exclusive inconmpetency criteria for
participation, and an advocate to nonitor his well-being
and to assist in increasing productive and adaptive inter-
action between the devel opnental |y di sabl ed person and
hi s environment.

The devel oprmental | y di sabl ed person has educati onal
psychol ogi cal and nedi cal needs which nust be net appro-
priately, sufficiently, and on time. The devel opnentally
di sabl ed person has a right to appropriate educationa
and treatnent resources. No sub-human or even sub-
standard environnent — physically, socially or norally —
can be rationalized as acceptable.

The care-giving systens are, thenselves, a source
fromwhi ch we can extract information for devel oping the
pur posi veness of the DD Council. Care-giving systens
have becone | arge, conpl ex, bureaucratic structures.
Therein lies nmost of the work of the Council.

Bureaucratic systens can beconme encrusted with
patterns, ritual and dynanmics that contribute to their
own survival. "Caring" is not a central function. The
client is a coomodity. Major decisions are nmade at the
point in the bureaucracy farthest fromwhere the client
is located. There is usually not a good system for

nonitoring the well-being of the client. The system
has not done well in nonitoring and holding itself
accountable for client welfare and contributing to
client achievenent. Data regardi ng what happens at

the level of the client receiving service changes by

the time it reaches the apex of the bureaucracy where
deci sions are made. Bureaucracy is progranmed for coor-
dinating and controlling, not for being coordinated and
controlled. Each bureaucracy tends to seek its own |eve
of activity, its own character and style and to establish
and defend its own turf. Energy required for survival is
taken off the top of the energy available. Remaining



energy is invested in constructive, devel opnental, and
client-oriented goals. Large bureaucracies are character-
i zed by excessive nonproductive costs, inefficiency,
rigidity, closedness, and resistance to | eadership and
change. Rational planning and deci si on-maki ng have not
been characteristic features of |arge bureaucracies.

The inportant roles and functions of DD Councils
are as nunmerous as the needs and rights of the devel opmen-
tally disabled person. The ultimate concerns of the
Council nust be the rights of the devel opnental |y di sabl ed
person that are denied. Each Council must fashion its own
beliefs and convictions out of the problens and the possi -
bilities of the organizational/bureaucratic ecology inits

own state. Its intent is to see to it that the rights of
the devel opnental | y di sabl ed person are not denied and
that these rights need not —nmust not — be conpromn sed

as the Council develops its own style and strategies for
becom ng an effective adaptive conponent of the state
system

The following statenents illustrate the kinds of
beliefs or values that could constitute a creed for a DD
Council as an advocacy nmechanismin state governnent.

1. Councils should adopt an initiative posture,
actively advocating for the interests of the devel opnen-
tally disabled person

2. Councils should prompte the concept that
human rights and constitutional assurances undergird
all program and environnental standards.

3. Councils should pronote the freedom and freeing
of the devel opnental |y di sabl ed person

4. Councils should insure that the dignity of the
devel opnental |y di sabl ed person is not conpronised in the
process of providing services.

5. Councils should maintain a debureaucratized
perspective on the devel opnental |y di sabl ed person, his
needs and the resources he is actually receiving.



6. Councils should beconme active agents in plan-
ning for and insuring accountability to the devel opnental -
|y disabled person

7. Councils should pronote a structure whereby
deci sions regarding the lives of the devel opnmentally
di sabl ed person are made as close to the person as
possi ble (and by that person wherever possible).

8. Councils should insure a "fit" of data on the
devel opnental |y disabled person and the realities of his
or her life.

Each Council nust develop its own list of beliefs.
The process of Council menbers nmeking their concerns and
beliefs known to each other and then to all sectors of
the hunman service bureaucracy in their state is itself a
power ful advocacy activity. Wat we believe is what we
wi sh to represent organizationally and progranmmatically.
The DD Council is free to devel op an advocacy posture:
phil osophically —what it believes; organizationally —
the structure for inplenmenting those beliefs; and pro-
grammatically —the specific instruments by which those
beliefs are exercised.



Council as Advocate

The recent conceptual evolution of advocacy has
been thwarted by confusion in the area of definitions.
Advocacy was popul ari zed several years ago when Federa
funds were released to launch a nunber of experinenta
advocacy progranms. Since that time a |arge nunber of
prograns and projects bearing an advocacy | abel have
appear ed. It is the witer's opinion that a close exam
ination of those activities |abelled as advocacy woul d
fail to produce a unique theme that woul d distinguish
them frommany other human service enterprises. The
guestion then nmust be raised: what is unique about advo-
cacy?

To begin with, advocacy broadly considered is a
set of beliefs which result in action ained at defending,
mai ntai ning or pronoting a cause. Advocacy activity
interacts both with individuals and with the systens
that have been created to serve individuals. Froman
i ndi vi dual perspective, advocacy involves acting in
behal f of, or pleading a cause for another. It may take
the formof an able person fighting for someone who is
not able to fight for hinself, maintain his cause or pro-
tect his own human rights. The uniqueness of an advo-
cacy perspective is perhaps nost clearly visible at the
poi nt where advocacy interacts with the systens that
exi st to serve handicapped clients. It is the advocate's



belief that a program should be accountable to the clients
it serves. The effectiveness of a system should be mea-
sured by its responsiveness to client needs in contrast
to system mai nt enance needs or the conveni ence of a sys-
tems staff. An advocacy perspective starts with the
client and attenpts to exami ne services through the eyes
of the client. The orientation of the advocacy approach
to the human rights of the individual client is so
strong that the advocate's style might be characterized
as zealous. An advocate is fanatically devoted and par-
tisan to his client. |If need be, an advocate is willing
to fight for a cause in behalf of his client despite re-
sistance and intinidation fromthe system

Advocacy as an individual activity is as old as
the human race. In fact, a very inportant dimension of
child rearing is directed toward training a child to be
an advocate for himself. For an individual to success-
fully enter adulthood inplies that he has attained a re-
latively high | evel of independence. That means, in
part, that he has becone a self-advocate. One aspect of
normal i zation training for handi capped persons involves
hel ping themto reach their highest possible |level of in-
dependence or to increase their ability to advocate for
t hemsel ves.

Beyond an individual, the fanily in our social
structure is viewed as the basic advocacy unit. The
famly bears responsibility to its dependent young and
handi capped nmenbers to engage in advocacy activities.

In rural America, the famly, the Church or a comunity
was often highly successful in advocating for the needs
of their respective nenberships. It was often true

that rural famlies |acked access to care-giving facili-
ties for handi capped persons outside of their own conmu-
nities.

In a small community, handi capped persons nmay have
been known by all of its nenbership. The strengths and
limtations of persons were likely to be known by every-
one, and in many instances, conmmunity support was gener-
ated for the handi capped person and the fanmily. Enption-
al support was available for the fanmly, and corporate
care was provided for the person as care was needed,



rangi ng from personal supervision to the supervision of
wor k that the handi capped person could nanage.

Along with the industrialization and urbanization
of our social structure, we have w tnessed a breakdown in
famly and conmunity solidarity. Wth this breakdown,
the capability of fanmilies, churches and comunities to
advocate for their nenbers has been dimnished. G ven
the size, conplexity and inpersonal nature of nany of
our human service arrangenents, it is often inpossible
for even competent and highly independent individuals to
advocate for thensel ves. Despite conpetence levels, in-
di vidual s are often ruthlessly dominated by |arge organi-
zati ons.

Due to the apparent breakdown of the informal, hu-
man advocacy procedures that have operated in the past,
we are confronted by a need to identify sonme new advocacy
approaches. In this paper, the clients needing advocacy
are the devel opnentally disabled, a mnority population
whose cries are seldom heard in the political and bu-
reaucratic streans of local, state and federal organiza-
tions. Unlike the informal, unstructured advocacy tech-
ni ques of the past, the time has conme to consider the
val ue of pronoting the concept of advocacy for the devel -
oprnental |y disabled as a social nmovenment. Needed is a
novenent ained at assuring the human rights of the
devel oprmental | y di sabl ed person; a novenent ained at
rendering services accountable to their clients; a move-
ment committed to identifying and providing support for
ef fective advocates; and a novenment geared toward a
functional yoking together of individual advocates.

In order for advocacy for developnentally dis-
abled persons to flourish as a social novenent, severa
alliances are needed. Those alliances include: devel op-
mental |y disabled consumers; non-handi capped advocates
for devel oprnental |y di sabl ed persons; professionals and
non- pr of essi onals; programs in institutions and comruni -
ties; a variety of fragmented categorical groupings; and
finally, representatives fromthe public and private sec-
tor. The intention in this chapter is to explore the
potential of Councils for the Devel opmentally Disabled to
function as advocacy nechanisns within the system It



will focus primarily upon the nmerger that is needed be-
tween the public and the private sectors or the alliance
bet ween advocates inside the system and advocates out -
side the system

| NTERNAL AND EXTERNAL ADVOCACY ACTIVITY

Two forms of advocacy activity have energed at
this point. They can be characterized as internal and ex-
ternal advocacy. Internal advocates work within the sys-
tens that support them whereas external advocates receive
support from sources that are independent from the systens
in which they performtheir advocacy activities. One ma-
jor objection to internal advocacy prograns is that ad-
vocates in the systemlose too nuch freedomto act in an
obj ective, unbiased fashion in behalf of their clients.
"Whose bread | eat, his song | sing." To the extent
that this adage is true, advocating within the systemis
a di sadvantage. \When client advocacy activity results
in conflict between the advocate and the system providing
hi s support, an advocate nay feel pressured to conpromn se
an ideal. It's difficult to bite a feeding hand. If a
systemresists the advocacy activity of the advocates it
sponsors, it may enploy a variety of "cooling out” tac-
tics. For example, advocates may receive work assign-
ments that create distance between advocates and their
clients. The risk of systemco-option or "cooling out”
suggests that there may be an advantage for providing in-
dependent support for the work of advocacy to give as-
surance that the systemin which the advocates work will
not control them

One of the advantages of advocacy fromw thin the
systemis that advocates are likely to have greater ac-
cess to information about prograns serving their clients.
External advocates tend to be adversaries of the system
System adversaries are often disliked by service provid-
ers and they are therefore denied access to the service
delivery settings and to inportant sources of information
I f advocates cannot nonitor the delivery systemdirectly,
then the information on which they base their actions
nust be second-hand information. The actions and accu-
sations of advocates nust be based on accurate infornma-
tion. A rapid errosion of advocacy credibility wll



result from actions and accusations based upon false in-
formati on or inconplete data. System adversaries nmay be
viewed as Quixotes tiltingwithwindmlls. They don't
know the issues and they don't know the enem es

Anot her inportant difference between internal and
external advocacy concerns the tactics they enploy. |In-
ternal advocates are likely to believe that human ser-

Vi ce systems can be renewed and that this renewal can be
acconpl i shed fromwithin the system \Wen they are faced
with a problem their first approach is to bring about
change by negotiation. Confrontation is a last resort.

It has already been pointed out that external ad-
vocates are often characterized by a strong negative sys-
tembias. They contend that our current human service
systens are beyond redenption and nust be di smantl ed.
Their intent is to destroy and start anew. They view
negotiation with the human service establishment as a
waste of tine and nove imediately to confrontation
Caught up as they often are with their obsession to tear
down the existing structures of the system they some-
tinmes overl ook their advocacy goals and fail to foresee
the injuries that their clients nay suffer in the system
di smantling process. Additionally, the external advo-
cate may not be able to offer the support a client may
need if existing services are withdrawn. They may see
the problens, but stop short of providing solutions nmuch
like the terrier chasing a |oconotive. What will he do
with it when he catches it? There are many natural ad-
vocates and potential advocacy allies in the system A
whol esal e condemation of the system all of its parts
and all of its personnel, is likely to stand in the way
of an alliance between the internal resources and an
advocacy novenent.

Anot her di sadvant age of external advocacy prograns
is that they tend to be transient. Financial support is
often small and short term A single charismatic |eader
is often responsible for the genesis and direction of the
program Generally, a small band of highly comitted
persons work toward solving a small nunber of specific
problems. \When the problenms are solved or appear insolu-
bl e, when financial support collapses or when the |eader
di sappears, the novenent is likely to vanish.



The foregoing polarization of internal and externa
advocacy activity is seldomw tnessed in the extrene forns
descri bed. However the distinction between internal and
external advocacy is a useful one in order to help Counci
advocat es consider the strengths and weaknesses of the
di fferent approaches. Despite the differences between the
i nternal and external advocacy approaches, it is likely
that they woul d agree upon the problenms facing the devel op-
mental |y disabled persons. The differences between the
two approaches concern the tactics they use. (Cbviously
there are advantages and di sadvantages to both internal
and external advocacy approaches. For advocacy to becone
an effective social nmoverment, it will be necessary to in-
tegrate the strengths fromboth approaches. This entails
t he devel opnent of an advocacy nechanismw thin the sys-
temthat has a strong alliance with organizations from
the private sector.

It is intended in this paper to exam ne the capa-
bility of Councils for the Devel opmentally Disabled to
function as advocacy structures within the systemat the
| evel of state governnent. The role and functions of
Councils as outlined by the federal legislation (P.L. 91-
517) include a nunber of provisions that enable themto
undert ake advocacy responsibility for devel opnentally
di sabl ed persons. Anong the |egislative provisions that
establish internal advocacy functions are: conprehensive
pl anning for devel opnental |y disabl ed persons, service
coordi nation, and service nonitoring. In order to plan,
coordi nate and nonitor, Governor appointed state councils
have been established. These councils include nmenbership
from several consumer groups and a variety of state agen-
cies. An attenpt is made in the follow ng discussion to
i ndicate the kind of advocacy activity that DD Councils
can provide for developnentally disabled clients at the
| evel of state governnent.

ACCOUNTABI LI TY AND MONI TORI NG

As internal advocates for devel opnentally dis-
abl ed persons, one of the functions of a Council for the
Devel opnental ly Disabled is to render the human service
network, fromthe |evel of State agencies to the |eve
of the service delivery network, appropriately account-



able to developnental |y disabled persons. It is this
witer's belief that over time, human service prograns
are often guilty of misdirecting accountability. That is
to say, many public prograns are self-serving and nore re-
sponsive to the needs of their enployees than they are to
the public and their clients. In a denocracy, the princi-
ple is generally accepted that the elected governnent and
its adm nistration nust be accountable to the people. Ac-
countability is a strong word. At the very lowest |eve

it enbraces the notion of a tie, an allegiance or a com
mtment. At another |evel, accountability means answer-

able to, responsible to and dependent upon. |If state
programs are answerable to and dependent upon the public,
exposure to the public and openness is inmplied. In many

i nstances, decisions in human service systens are nmade

wi th the convenience of the staff in mnd rather than

the needs of the clients. Enployees often find thensel ves
answering primarily to other enployees or working to main-
tain the systemfor staff convenience. Cdient needs be-
cone secondary. Staff centered progranms are likely to be
closed systens in the sense that they resist externa

i nvestigations and are not open to the public. Exposure
to the public mght result in criticismor a loss of the
privileges and advantages that staff centered prograns
provi de.

VWhen an enployee in a public service program nust
make a deci sion between self-serving action or action in
behal f of the clients, it is clear that the client should
be served. Cccasionally, however, public enployees are
confronted wi th maki ng deci sions between conflicting in-
terests. In such an instance, a "right" decision may be
nore difficult to find. A "decide for yourself exanple”
is presented below. Let's suppose it has been reported
to an elected state official that state cars are being
used for private purposes. One solution that has been
proposed to prevent this abuse is that decals be placed
on all state cars. Cars froma residential school for
enotional ly disturbed youth are identified with a state
psychiatric hospital. On several occasions the students
are enbarrassed when riding in the marked state cars,
and they are harassed by |ocal youth because of their as-
sociation with a psychiatric facility. In this instance
the state official is faced with conflicting account-



ability. On one hand, the official may feel a need to
protect the interests of the general public, who elected
him against the m suse of state property. On the other
hand, the state official should feel a keen sense of re-
sponsibility for and accountability to the enotionally
di sturbed popul ation entrusted to his care. It is this
witer's opinion that the psychol ogi cal and enoti onal
wel fare of the residents in the state school should pre-
vail over the financial considerations of the politica
constituents. However, in situations such as the one
presented above, the public official may choose to sup-
port a decision that is not in the best interest of the
m nority disenfranchi sed population. Wen this is the
case, advocates are needed to help protect the rights
and interests of the handi capped persons.

A variety of advocacy nmechanisns are needed to as-
sure appropriately directed accountability. Sel f-serving
bureaucracies need to be confronted and state officials
need support for making responsible decisions in favor
of devel opnentally disabled clients (consunmers). Aggres-
sive support for state officials is especially necessary
when decisions in favor of a mnority group nay result
in aloss of political support fromthe general public.
Devel opnental Disabilities Councils are in a position to
provi de support for advocates in the system Councils
al so have the potential to assure properly directed ac-
countability in the hunan service delivery system

Next, several techniques are presented that a
Council can enploy to assure accountability to devel op-
mental |y disabled clients.

One technique a Council can use to assure properly
directed service accountability is to nonitor hunan ser-
vice prograns. To nonitor is to watch. One of the ad-
vantages of nonitoring prograns is that services often
inprove sinply as a function of nonitoring. Several in-
vestigations provide support for this observation. For
exanple, Dr. 0. Lindsley, who devel oped the precision
teaching procedure, once attenpted to identify a variety
of factors that contributed to change in human behavi or
(1972). None of the interventions investigated appeared
to make a difference. The single significant variable



that appeared to affect behavioral change was the process
of data collection itself. In an experinent conducted by
Dr. J. Reid, it was discovered that the accuracy of data
coll ected by behavi or observers increased when they were
bei ng watched (undated). Simlarly, in their experinents
with oppositional children, Dr. G Patterson and Alice
Harris discovered that interaction within famly units
changed when observers were present (undated).

The point is that in many instances it has been
denonstrated that the behavi or changes if subjects know
they are being watched or nonitored. Wth this in mnd,
perhaps inproved or redirected program accountability
could be acconplished if a variety of nonitoring proce-
dures were established to watch service providers. Per-
haps devel opnental | y di sabl ed persons would be guaranteed
their fair share of public resources if the decisions of
elected officials and the activity of state agencies were
nmoni t ored by nechani snms advocating for the devel opnental |y
di sabl ed. At the service delivery |evel, perhaps nonitor-
ing service providers would result in nore responsive
prograns for devel opnental ly disabled persons. At the
i ndividual level, it is likely that nonitoring woul d as-
sure nore effective use of existing services and provide
i nformati on concerning the need for new prograns.

There is no short cut to individual client nonitor-
ing. Although the nost effective watching is provided by
the nenbers of a client's famly, there are times when the
famly may not be fully aware of a client's needs, nor of
the services that are available. For this reason the par-
ents of handi capped persons should be trained to recognize
client needs and be apprised of the resources that can
meet those needs. |In sone instances, client nonitoring
within the famly nmay not be sufficient. In the absence
of support by trained professionals, some comunities have
successfully organi zed groups of volunteers that can func-
tion as extensions of the family. Once again volunteers
cannot be expected to function successfully w thout sub-
stantial training concerning client needs and avail abl e
and needed resources. Hence, it is this witer's conten-
tion that professionals nust |aunch extensive recruit-
ment and training prograns ained at nobilizing nei ghbor-
hood and conmmunity based organi zations, trained to



recogni ze areas of unmet client needs, and trained to
identify and access avail abl e resources.

At another |evel, the quality of service-provision
for devel opnental ly disabled clients should be checked by
programnoni toring. Prograns shoul d be checked to guar-
antee that: the rights and interests of clients are pro-
tected; that the service provided is responsive to client
needs; and that the physical facilities are designed in
the best interest of the client. Substantial know edge
about human service prograns is required at this l[evel of
nmonitoring. On one hand, programnonitors nmust know how
to identify programweaknesses. At the same time, they
shoul d be aware of programalternatives for service de-
livery. In this way, an advocate as a nonitor can offer
constuctive criticismwhen program weaknesses are exposed
and can negoti ate change.

Despite industry's recognition of the need for
quality control, nonitoring has never been viewed as a
necessary procedure for quality control in human service
settings. Traditionally, the general public has invested
blind trust in professionals and service providers to "do
good" and has refused to get involved. To suggest the
need for nmonitoring in the human service delivery system
smacks of distrust. Service providers tend to recoi
wi t h def ensiveness, suspicion and counter-proposals to
"cool -out™ the nmonitors. Yet the recent exposes of hu-
man abuses in institutional settings such as WI | owbrook
in New York and Parsons State Hospital in Al abama clearly
indicate the need for programnonitoring in residenti al
settings. The periodic programreviews or site visits
often sponsored by the state departnments responsible for
these programs are sel dom adequate nonitoring procedures.
It is too easy for program staff to hide programweak-
nesses behind brief superficial investigations. Al so the
occasional inquisition of a dedicated newsman or a consum
er organization will often result in enployee routes and
reorgani zation. But the renewal resulting fromthis kind
of monitoring is often short |ived.

A few institutions, recognizing the need for con-
stant programnonitoring, have been attracted to the con-
cept of advocacy as a way to nonitor their prograns and
assure service accountability to their clients. In one



such institution, a teamof five advocates has been hired
to monitor services provided for seven hundred residents.
They are accountable directly to the Superintendent.

When they encounter violations of resident rights or pro-
gram weaknesses, the advocates set in notion a process of
negotiation with the staff to correct the problems. |If
there is disagreement between the staff nenber and the
advocate, or if the staff person fails to nake program
changes in the interest of the client, confrontation is
used. Unresolved conflicts are taken directly to the
Superintendent and the Human Rights Committee. The Hu-
man Rights Conmittee consists of institution staff,
residents and the parents of residents.

Advocacy designs such as the one described above
may have val ue not only for programnonitoring but also
for tracking clients on an individual basis to assure
the appropriate provision of services. Programweakness-
es are often exposed by this nonitoring procedure. The
problens of this design are the sane di sadvantages speci -
fied for all internal advocacy activity. The risk is
co-option or "cooling out." Furthernore, if the hiring
of advocates is a decision that institution admnistrators
are free to make, then institutions that nobst require
nonitoring services are likely to be the ones that will
resi st advocacy services. | deal Iy, advocacy in institu-
tions should be externally accountable, and advocates
shoul d be paid froman outside source. One suggestion
is that DD Councils establish | ocal or regional coun-
cils to whom advocates would report. Finally, advocates
as nonitors nust devel op excellent data collection skills.
It has already been pointed out that nothing can erode
the credibility of advocacy activity with greater speed
than fal se information.

Anot her technique for programmonitoring that is
currently in use is the application of program standards
for community and regional institutions. Apart from
standards devel oped by individual states for their own
use, the standards for residential facilities and stan-
dards for conmunity agencies devel oped by the Joint Com
m ssion on Accreditation of Hospitals are the nost widely
known and used. These standards are particularly usefu
for indicating programgaps and weaknesses.



The onbudsman nodel devel oped in the Scandanavi an
countries is another nonitoring procedure for prograns
at the state level. Effective advocacy by onbudsnen re-
quires the direct flow of information fromclients to
t he onbudsman. When the onbudsman is confronted with un-
net client needs or violations of client rights, an at-
tenpt is nmade to elimnate the cause of the unmet need or
rights violation at the systemlevel. Successful onbuds-
man activity calls for a substantial power base inside
the system

The need for client and programnonitoring was re-
cogni zed by the staff of Child Advocacy System Project, a
nei ghbor hood advocacy program conducted in Mrganton,
North Carolina. Two procedures were developed in this
project, one, a procedure for nonitoring individua
clients (Pelosi, J. & Johnson, S. L., 1974) and, two, a
procedure for nonitoring prograns (Holder, H D., Pelosi,
J., &Dixon, R T., 1974). The individual nonitoring
procedure suggests a procedure for helping nonitors to
recogni ze when advocacy is needed and how to go about ac-
cessing resources in behalf of the client. The program
noni toring procedure suggests approaches to identify pro-
gramweaknesses froma client perspective, and suggests
ways to render programs accountable to their clients.

An inportant consideration in service nonitoring
is the location in state governnent of the nonitoring
nmechanism Effective nonitoring is unlikely to be ef-
fective outside of the agency in which the nonitor is
| odged. Al so, unless the nonitoring nechani smhas sub-
stantial support fromoutside of the system then it
nmust depend entirely upon support fromthe chief execu-
tive in the host agency. The best insurance for effective
nonitoring is a network of councils extending from nei gh-
borhoods to counties to nulticounty districts. These
councils should involve citizens and have substantial sup-
port fromthe private sector. At present, the councils
can | ook toward consuner or parent groups such as the as-
sociations for retarded children or sone of the energing
noncat egori cal consuner organi zations.

Despite the negative reception that the concept of
nonitoring is likely to encounter in human service



settings, service nonitoring is an inportant aspect of
assuring prograns that are accountable to devel opnentally
disabled clients. Mbnitoring should take place at al

| evel s of activity ranging fromthe client to the service
delivery systemto the state agency. Monitoring sponsor-
ed by a systemneeds the unqualified support of the chief
executive in the programor agency in which it is |ocated
and nonitoring outside of that agency is likely to be in-
effective. The chances for effective nonitoring are in-
creased when the nonitoring agency has support fromthe
private sector. Finally, the results of nmonitoring need
to be communicated to persons or organizations that can
bring about change in those systens.

COVMUNI CATI ON

The story is told of a farner in Maine who had a
tel ephone installed in his home. One night, while a
nei ghbor was visiting with the farner, his phone began to
ring. Despite repeated calls, the farmer refused to an-
swer his tel ephone. \When asked why he failed to pick up
his receiver, the farner replied, "I had that durn thing
installed for ny convenience."

The human service delivery system cannot afford
the luxury of one-way comunication. Commrunication con-
cerning citizen needs and problens nust flow upward from
conmunities to state programadm nistrators. Sonme or-
gani zati on nust then assune responsibility for apprising
the public and |egislators concerning the needs of devel -
opnental |y disabled persons. Finally, the communication
cycle is not conplete until the public is apprised of
the various prograns and interventions that are created
in response to client needs.

Si nce comuni cati on exchange concerni ng human ser-
vice delivery is weak in nbst states, it is this witer's
opi nion that DD Councils mght assune responsibility for
establ i shing a conprehensi ve comunicati on networKk.

At the level of state prograns, comunication be-
tween state agencies is essential in order that the Coun-
cil acconplish the work of conprehensive planning and
service coordination and if it is to influence hunman



services from an advocacy perspective. Change that can
be acconplished through negotiation is likely to be nore
ef fective than change that is sought as a consequence of
confrontation. Although all of the changes that may be
needed to support the rights and interests of the devel op-
mental |y di sabl ed person nmay not be acconplished through
negoti ation, negotiation should be the first tactic em
pl oyed. Confrontation should be a last resort. Negotia-
tion requires comunication. For this reason, Councils
nmust set up a systemof internal comrunication with al
parts of the human service network at the state |eve

that it hopes to influence.

Councils, as advocacy mechani sns, nust al so devel op
a system of information exchange between the public and
the private sector. It is often true that state agencies
and human service prograns becone closed systens because
they try to hide programweaknesses. I nevitably program
weaknesses that threaten program administrators are ex-
posed to the public. In the wake of inquisitions and
public exposes, enployees are often fired and prograns re-
organi zed. Inquisitions and public exposes do not guar-
antee constructive changes. However, the public has a
right to information concerning both the strengths and
weaknesses of the prograns that are supported by public
funds. G ven this knowl edge, the public has responsibil -
ity for identifying and hel ping to provide solutions to
the problens that face its programs. In this witer's
opi nion, this kind of openness with the public would tend
to reduce the nunber of programinvestigations that re-
sult in shocking disclosures and public recoil. An ap-
propriate function of Councils is to create a channel of
conmuni cati on between public prograns and the public.
Support fromthe private sector cannot be expected unless
this kind of communication exists.

One strategy that a Council mght use to provide
information to the public concerning the delivery of ser-
vices to developnentally disabled clients is to hire a
conmuni cation specialist to conmunicate with the public
through radi o, television and the press. This person
should be familiar with all progranms serving devel oprmen-
tally disabled clients in his area, and he or she should
know how to collect information concerning interactions



bet ween t he di spensers and receivers of care. The comu-
ni cati on specialist would agree to spend a proportion of
his tine collecting data in human service programs. This
data could then be reported to citizens in the comunity

t hrough newspaper articles, by news releases to television
and radio stations and by public presentations to civic
organi zations and groups such as school boards or | ocal
parent and teacher associations. Citizens mght be left
to judge the nature of the interactions, but both negative
and positive incidents should be reported.

It is interesting to speculate on the potenti al
power of such a conmuni cation design to render the ser-
vice delivery systemnore responsive to the public and
its clients. Hopefully the public would become nore
know edgeabl e concerning its prograns and subsequently
nore involved. Perhaps Council action groups would or-
gani ze to inprove weak progranms and support woul d be
generated for the natural advocates that would be identi-
fied.

In order to initiate conmunicati on between state
organi zations and local citizens, the Council for the
Devel opnmental ly Disabled in Utah conducted a series of
televised public hearings. The hearings were held in
seven different locations in the state. Persons were
contacted in each county to dissenmnate information con-
cerning the hearings and in order to nake |ocal arrange-
ments. Letters announcing the neetings were sent to
parents of handi capped persons, agencies working with
t he handi capped, State |egislators, educators, and | ocal
and county officials. An attenpt was made to avoid hol d-
ing the neetings in facilities that were associated with
a particular agency or program

Six to eight nenbers of the State Council conducted

the hearings. All local citizens conming to the neeting
were enrolled at the door and asked if they w shed to
speak. If so, they were invited to speak in the order in

whi ch they were enrolled. Because speeches were often
spont aneous, tape recordi ngs were made and stenographic
notes were taken. Citizens who did not wish to speak
were invited to subnmit witten statenments. After the
citizens had spoken, raised issues or asked questions,



menbers of the council, agency personnel or legislators
responded. CGitizens attending the nmeetings ranged in
nunber fromfifteen to four hundred.

The recurring thenme expressed at the hearings was
the need for: increased noney in special education; re-
nmoval of the categories of mental retardation, |earning
disabilities, enotional disturbance, etc.; community
training prograns for the adult handi capped, especially
the severely disabled not eligible for rehabilitation
services; recreation and transportation; early diagnosis
and intervention; parent training; comunity based resi-
dential alternatives in addition to State institutions;
elimnation of architectural barriers and access to in-
formati on about services. It seens likely that know edge
abl e professionals would have identified a simlar I|ist
of needs. This kind of information should generate
greater confidence anong professionals in devel oping
closer ties with citizens fromthe private sector.

The citizens who participated in the U ah hearings
indicated that they were pleased to have a forumin which
they could express their concerns, frustration and anger
They expressed a desire for nore hearings in other parts
of the state, especially in rural areas. During the hear
ings, parents of devel opnental ly disabled persons were
nmade aware of services in their area that they had not
known of previously.

In addition to learning of needs fromcitizens,
there were nunerous advantages in the hearings to the
Council itself. First, the Council's visibility was in-
creased and its identity established, and second, the
hearings resulted in inproved comunication between citi-
zens and the Council.

In addition to the television coverage provided by
the hearings, news releases were sent to |ocal weekly
newspapers and hearings in the nore popul ous areas of the
state were covered by daily newspapers with statew de
circulation. The exanple cited contains nmany ingredients
of a sound conmuni cation system It included face to
face encounter between citizens and state |evel program
adm nistrators. It encouraged private citizens to make



statenents concerning needs as they saw them and it gave
the public an opportunity to ask questions of state em

pl oyees. The information emanating from the hearings was
di sseni nated, using television and the press. This would
seemto be a good starting point for a sound and conpre-
hensi ve communi cati on network between state prograns and
local citizens. It could also provide initiative for the
private sector to organize into action groups.

There are, of course, many ways in which communi -
cati on exchange can be acconplished in a state. In sone
states, films, slide-tape presentations, and panphlets or
fliers are produced in order to disseninate information
concerning client needs and services. Conferences and
wor kshops are al so conducted to bring together various
interest groups and devel op action plans.

In this witer's opinion, all of these activities
are needed to assure conplete Information sharing anong
| egi sl ators, state agencies, consumer organizations, |oca
governnent agencies, service delivery units and private
citizens. The sharing of this information should not be
left to chance. Rather, a careful design accounting for
all parts of the social structure should be devel oped
At every level careful consideration should be given to
the comunication technique that is nost effective.

THE PUBLI C ALLI ANCE

It has already been pointed out that an effective
advocacy systemrequires an alliance between the public
and private sectors. Staff that are supported by devel -
opnmental disabilities resources usually receive their
salaries froma state agency. |In this sense they are
part of the state systemand run the risk of becom ng
an additional agency of state governnent and being
"cooled out" like any other internal advocacy nechani sm
Unli ke nost state agencies, Councils for the Devel opnen-
tally Disabled have the opportunity of relating to a
council that consists of a variety of state agencies and
several consuner agencies. Persons supported by devel op-
mental disability funds might be viewed as advocates
within the system The external advocates are private
citizens working for and committed to the devel opnenta



disabilities movenent. Staff to the Councils should be
viewed as seans in the fabric that bring together not only
the public and the private sector but also the profession-
als or service providers and the nonprofessional citizen

Hi storically, many parents of handi capped children
have abdi cated programresponsibility and service delivery
to professionals. Unfortunately, professionals alone
have been unable to devel op a system of services that
adequately responds to the needs of handi capped persons
in this country. On one hand, there are trenmendous gaps
bet ween services, and many handi capped persons are not
provided with the help and support they need. On the
ot her hand, there are many overl apping services and
scarce resources are wasted. Finally, many of the ser-
vices that exist are inflexible and unresponsive despite
information that indicates the need for change.

In sone instances, professionals point out that
the parents prefer to be relieved of responsibility for
handi capped persons. Additionally, the general public
tends to have a narrow range of tolerance for physica
or behavioral variance. Professionals point out that
even if public citizens wish to beconme involved in ser-
vice delivery as volunteers, training themtakes nore
tinme than it's worth. To the extent that these atti-
tudes exist, one can understand the inpul se of profes-
sional s to undertake programdevel opment and service de-
l'ivery without involving parents or the general public.

I f professionals were adequately serving the needs
of handi capped persons w thout help from parents and
other public citizens, we could accept their independence.
But, since confusion seens to reign in the human service
network and since we continue to be faced with many unmnet
needs, a strong case can be made for the devel opment of
sound |inkages with the general public.

Areas of support that can be provided by the gen-
eral public range fromdirect service, and individual and
programnmonitoring, to participation on boards and politi-
cal | obbying. 1In each of these areas, professionals
shoul d assunme responsibility for recruitnment, organiza-
tion, and training.



In the area of direct service, it is clear that
in the foreseeable future there will not be sufficient
public resources to provide the kind of staff to client
rati os that are necessary to adequately serve the needs
of devel opnental |y disabl ed persons. At the sane tine,
the interest of parents and their potential for providing
service has not been realized.

The Regional Intervention Programin Tennessee, as
described in Chapter 5, provides us with an exanpl e of
an excellent, cost effective programfor enotionally
handi capped children utilizing citizen participation.
Parents applying to have their children admtted for
treatnent nust agree to receive training and work in the
prograns for six nonths after their child has graduated
In this way, the project functions with only two ful
time staff nenbers and backup consultation from profes-
sional s.

In Nebraska, a programof "live-in friend" involves
a citizen advocate sharing an apartment with a retarded
person who has been di scharged froma residential in-

stitution. The occupations of "live-in friends" have
i ncl uded students, social workers, teachers, sal esnen and
secretari es. In nost instances the "live-in friends" are

not paid for their participation in the program The
"live-in friends" are benefactors (Heber and Dever, 1970)
and teachers for their roommate in noney managenent,
shoppi ng, use of public transportation, cooking, self-

nmedi cati on, use of telephones, and |eisure time activities.
It has been reported that the programis effective and
econoni cal (Perske, R & Marquiss, J., 1973).

The concept of "benefactor” which undergirds the
"live-in friend" originated froma study of persons dis-
charged froma residential institution in California
and who nade successful adjustnents to the cultural main-
stream |In his research, Edgerton reports that the
critical factor in comunity adjustment was the relation-
ship of a retarded person to a benefactor. Benefactors
hel ped themmintain: "(a) their self respect; (b)
their ability to cope with the world; and (c) their
ability to 'pass' for normal and to deny their nental
retardation" (Edgerton, R B., 1967).



The foregoing exanples of citizen participation in
direct service activity are presented to indicate the need
to capture a large potential source of manpower. It is
likely that there are many persons enployed in private
enterprises with a keen sense of altruismand no outlet
for that inpulse.

In addition to direct service activity, there are
other areas of activity in which support is needed from
the private sector. For exanple, action that is highly
controversial should in npst instances be undertaken by
groups or persons fromthe private sector. Confrontation
by staff nmenbers of the Council may result in a breakdown
of comunication in the systemor may absorb so nuch staff
tine that the work of planning and coordination nmay be
i gnor ed.

At other times effective enployees in state pro-
grans or working for the Councils may sonetinmes need
protection fromfickle political nachinery. In this
witer's opinion, human services need to be depoliticized.
In the neanwhile protection fromthe political systemis
nost effective when it eninates fromthe private sector
Support is also needed fromthe private sector in the
area of lobbying and legislation. In the past, consuner
organi zations such as associations for retarded children
have been nost successful in obtaining the passage of
| egislation favoring devel opmental |y disabled persons.
Whil e professionals can help in the work of organization
and training, it is the weight of consumers that wll
produce political action

Finally, it is becom ng increasingly popular to
establ i sh boards with consumer representation. To the
extent that this trend continues, Councils for the devel -
opnental |y disabled need to recogni ze the need to provide
training and education that enables consuners to function
in nore than token roles on boards.

CONCLUSI ON

Successful direct service activity is difficult to
provide fromthe state level. One reason is that they are
too far renoved fromthe service delivery setting to be



adequately sensitive to the client needs. Anpbng the
products of state operated prograns are the |arge region-
al institutions that exist across the country. |n order
to operate these institutions and in order to manage ot her
aspects of service delivery fromthe state, top heavy
adm ni strative organi zations tend to devel op. I n many

i nstances pl anners, personnel departnents and fisca
agents are not adequately in touch with consuners to
know their needs. In order to exercise control froma

di stance, state agencies tend to devel op rul es, regul a-
tions and reporting procedures that seriously hanper pro-
gramstaff. Additionally, a large regional institution
has its own inpersonal routines to regulate the daily
novenent of staff and residents. The result is often a
"top heavy", client insensitive systemthat spends the
bul k of its energy and resources maintaining itself.

One alternative is to keep services small and nu-
merous, in order that the services be located close to
the consuners, thus enabling consunmers to remain close
to their natural environments. These services m ght
then be made accountable to | ocal boards. If the node
of locally operated prograns were adopted, the role of
state agencies would shift from service provision to en-
abling and nonitoring. State agencies would focus upon
pl anni ng, resource acquisition, training, information
di sseni nati on, organi zational work and nonitoring.

To the extent that state agencies should be cau-
tious concerning their involvenment with direct service
provision, this is even nore true for Councils for the
Devel opnent al | y Di sabl ed. Persons and organi zations
with an advocacy perspective are often easily seduced
into case advocacy activity. At this point it seens
prudent to advise Councils to assune the role of "enabler"
rather than the role of "doer" of advocacy activity.
Since state agencies have the resources for service pro-
vi sion, the business of direct service should be left to
them The Council might work toward creating the kind of
regional and |ocal organizations that would eventually
lead to decentralization and | ocal service delivery, uni-
fying all conponents of the system and bringi ng about an
al liance between the public and the private sector. In
this witer's opinion, service coordination is likely to




be acconplished with greater ease at the local than at
the state | evel.

If Councils attenpt to provide direct service to
clients, they will find that their neager resources will
soon be gone and they will have little to show in terns
of ongoing activity. Additionally, the time required to
engage the action needed for case advocacy woul d soon
absorb all of the tine of staff and Council alike, and
no tinme would be left for planning, coordinating and com
muni cati ng. Advocacy as direct service activity inevi-
tably results in high profile controversial activity.

G ven the recency of devel opnental disabilities |egisla-
tion and the recency of Council interaction with prograns
at the state level, high profile, controversial activity
may result in a premature death of the Councils and the
devel opnental disabilities nmovenent. Council staff should
spend their time in admnistrative enabling activity. As
advocates inside the system they should work toward de-
veloping an alliance with the private sector, the externa
advocates, and help themdevelop their skills in account-
ability procedures and service provision.
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Consumer as Advocate

I would like to share a few words with you which
wi || hopefully make the word advocacy have additiona
nmeani ng. | think I should first give you a very brief
story about ny life, sonething which |I very seldomdo.
| was born in 1932. Because of ny Cerebral Palsy, |
went in the hospital in 1934 and didn't |eave that sane
hospital until 1942. At the age of eleven or twelve, |
still couldn't wal k without some kind of physical sup-
port.

About this sanme tine, | was sitting in ny nother's
yard one day, and | said to nyself, "This is not for nme.
I"'mgoing to have to nake a life style for nyself." |
i mredi ately began. | picked up a hand | awn nmower that
was |leaning at the side of ny dad's garage, and | started
to mow the lawn. Soon | inproved and began mowi ng ot her
| awns for about two or three dollars a day. | wasn't
maki ng enough noney to even pay for ny shoes, because
wore out a pair every two weeks due to the way | wal ked.
But | kept going. Over a period of 27 years, | built ny
own | andscapi ng corporation in which | now enploy seven
men and two secretaries.

My life was also growing in other ways, for | nar-
ried the nost beautiful girl | ever saw. Needless to say,




she becane an integral part in nmy acconplishnents. Her
name is Margaret. Six nonths before | got narried, we
bought an apartnent house. Margaret, a polio victimfrom
early childhood, and | lived there for six years. Later,
| designed and built by own hone specifically to nake it
as useful as possible for ny wife. As stated, my wife is

a polio victimand therefore, | wanted to build a house
so that Margaret could get fromone roomto the next in a
matter of seven steps. | built this house which nmy wife

and | presently reside in, but that's enough about nme and
my personal life.

| want to share a brief thought with you, and that
thought is that the nost beautiful thing in nmy estimation
is awman that is about to becone a nother. What is
nmore beautiful than the beginning of life? Nothing. No
matter what you see out these windows there's no conpari -
son. And that person--that child that cones out of the
nother's wonb has a right to live as nornmal as possible.
And an institution is no place to begin. There should
not be any barriers to blacken the roomof that child's
life. We all know that for some stupid reason, and they
are stupid, there are barriers. And let me tell you
sonet hing--these barriers are going to be lifted, because
beautiful people like you are hel ping; how could they
help but to be lifted? Nothing on earth can survive by
i tsel f--nothing.

| was sitting in ny sister's yard one day and
t hought maybe | would just relax in a | ounge chair and
take a little snooze. So | clinbed onto the |Iounge chair
and was just about ready to close ny eyes when ny little
nephew ran fromaround the front of the house. He
stopped suddenly at the foot of nmy chair; he was staring
at ne. | pretended that | was sleeping and he came up
to the side of the lounge and continued to stare at me.
Then he noved away towards the back of the yard and |
just peeked to see what he was up to. Albert stood
beside a little hole in the ground and then he went
back out to the front of the yard. He cane back in
about two or three minutes with a tree no taller than
a foot high. He put this little tree into the hole,
then he shovel ed back the dirt around it. He then got



alittle pail of water and put water around it. | got up
fromthe lounge and | said to him "Albert, what are you
doi ng?" He said, "Uncle Frank, | found this tree in front
of the yard underneath the front stairs and it wasn't
getting any sun and | thought naybe if | took it and
planted it in the center of the yard it would get the
proper lighting." |I said, "Fine, but that isn't enough."
He said, "Wat do you nean?" | said, "Look, you go into
the house, tell your nother you want two sticks and you
want sone string." And he did. He cane out with the
string and the sticks. | buried the sticks and tied the
twine fromthe tree to the sticks. Then | said to

Al bert, "Now Al bert, let the rains come, let the w nd

bl ow, that tree can now grow up into a strong tree." He
| ooked up at ne and he said, "Gee Uncle Frank, you're
smart." | said, "No, when you get to be ny age, you'l
know this."

| feel that in order to be a good Christian you

cannot do it by yourself. I cannot be a good Catholic
if I do not go to Confession and receive the Sacranent
once a month. |t cannot be done by onesel f, no way.

When you are dealing with human lives you are dealing
with people that are just as good as anyone. You are
not just dealing with a contractor to build a bridge
or a road, but these are people. They bleed just Iike
you and me. They cry just like you and me.

Many years ago, when | was quite young, | once
said to myself, "Wy did God do this to me? There has
got to be a reason.” And by God, five years ago, |
found that reason. | realized that because | have
lived the experience of a handi capped person, | can
put this know edge to use to help others as an advocate.
When peopl e don't have the confidence they can make it
because their handi cap overwhelns them it helps to
know that soneone else with the same probl em has had
success just as they can if they really try.

Education is no good w thout the sticks to support
it. |If one does not have the sticks of notivation, sensi-
tivity, and intelligence, education is not worth a bean
when it conmes to hel pi ng underprivil eged, handi capped
people. It is too bad the criteria to obtain these sticks



do not often consider a fellow like nmyself, and there

are many, nmany, nore. It is too bad that we cannot enjoy
a teamlike yours as full tine menbers. It really helps
you peopl e, and nakes your jobs easier by giving you
better insight to the problens, although you don't total-
Iy know t he probl ens unless you ve lived them  You know
the frustrations that one |ike nmyself goes through; but
for me, no nmore, | have licked them

The frustrations are many and if | go through one
of them please do not think that | amfeeling sorry for
nmysel f. I amnot |ooking for your synpathy. I just
want to point out a few experiences that a fellow like
nysel f went through in life. Wat do you think it
would be like to sit at the sidelines of a football gane,
basket bal | game, hockey gane, or a baseball ganme, and you
see your friends playing and you realize the next hour
you are going out there and do a beautiful job. However,
you know way back in your mind that this thing will never
happen. How do you think one feels when he neets his
friends on a Saturday night at the local gas station and
gradually all of themdisappear. They did not realize
that while they were going out with girls, | would be
wal ki ng hone at 9:00 on Saturday night. Believe me |
have done it many, many times. And | never went in the
house, because nmy nother used to know what was happeni ng,
and | would just sit in the yard in the dark and say, well,
sonme day. How do you think it feels to see guys go by in
a car with their girls next to them the radio full blast
in the sumrer with the top of their car down? And you
know that you can drive and they (the Registry of Mtor
Vehi cl es) forbid you to have a driver's license. But
that doesn't bother ne now because you see | have a

license. It took me 10 years to get it but | got it.
And now | drive 8 ton trucks, as well as a new $20, 000
bul  dozer which | will be operating in a couple of weeks.

What I'mtrying to say is, if | can do it, why
can't the next handi capped person do it? Wy can't they
be given the chance? Wy can't people stop |ooking on
the negative side and start |ooking at the positive?
Because that's all it takes. Believe me, that's all it
takes. If we are given a chance, we can do wonders. Do
you think that all the handi capped are great? No way.



Just like any other group, there are sone that take advan-
tage of their situation. They get on welfare or say,

"I don't have to work; | can get public assistance." But
these poor souls do not know what they are missing. In
the morning | wake up at 5:00 and take our dog for a walk,
conme back and have breakfast, kiss ny wife goodby and then
7 men are waiting for ne in the field to give themdirec-
tions and orders. But | want you to know that | work

ri ght beside all of ny nmen; shovel and pick, picking up
boul ders, whatever we do | amright there because | had a
chance. And now | am an advocate instead of client.

Advocacy, you know, is a very difficult subject
because you see, you nust know how to advocate. Every-
thing that you advocate for is different. And, the only
way that you are going to beat this rotten system that we
l[ive inis towrk with it and prove that it is rotten.
Never, never be afraid to call a spade a spade. People
that tend to hold back do not know how nuch damage they
are doing, not only to the people that they are serving
but to thenselves. If you do not like your job, get out.
The space is very, very val uabl e.

There is much, nmuch nore that | want to say, but
think I will just summarize a little bit. First of all,
on behal f of all of the handi capped persons in this coun-
try, | would like to take this opportunity to thank you.
You see, | took the right to be free and |I took the right
to be me. Second, | want to leave you with alittle
thought. If one fails to plan, one plans to fail.



Planning and Evaluation

The intent of this chapter is to describe two
maj or pl anning problens facing a Council on Devel opnenta
Disabilities. The first probleminvolves the strategies
a Council could utilize in undertaking its planning
responsibility. A potential solution to the problemis
offered in the formof a planning nodel. The nodel is
intended only as an exanple since many Councils have
al ready established procedures which work well for them
For such Councils, the planning nodel will probably prove
only of passing interest. The second probleminvol ves
the relationship of DD Council and the person or persons
enpl oyed to assist in the Council's planning efforts and
the inplications that relationship holds for the inple-
ment ati on of Council plans. The goal of the paper, then
is to describe one nodel of Council planning and to depict
concerns that those assisting in the Council's planning
may have

CQUNCI L PLANNI NG ~ TWO TRENDS

For the purpose of this paper, planning is defined
as engaging in a process of determ ning which alternative
solution to a defined need is nost appropriate in light of
given resources and constraints. Once the solution is
agreed upon, planning is also required to delineate a
strategy for inplementing the solution. Determning the



procedures that will be used in agreeing upon sol utions
and inplenentation strategies also requires planning, and
different methods are frequently used in the planning
process.

Currently, two distinct planning trends exist
among DD Councils. One trend is that the Council is a
respondi ng body. The Council reacts to ideas and issues
generated by others. Sonetines the Council relies
heavily on its planning staff as the prine source of
i deas and issues. The purpose of the Council becones one
of approving, nodifying or rejecting ideas.

A second trend is that the Council is action
oriented, but not to the point of rejecting ideas and
i ssues brought to it. Rather, the action orientation

causes the Council to define a role for itself and its
agents relevant to sone problemwhich the Council as a
whol e has determined is of inportance to DD persons. For
exanpl e, the Council continues to review state plans or

fill gaps in services, but the Council also plans activi-
ties for its nenbers and staff which will make a direct
contribution to fulfilling the needs of the devel opnen-

tally disabled citizen

O course, action planning by a DD Council is the
i ssue of primary concern. |In order to engage in it, staff
and nenbers nust accept several assunptions. The very
exi stence of a Council 1s based on the assunption that
persons with differing interests and backgrounds are an
appropriate population to develop and review plans for
DD persons. Additionally, Council menbers and staff nust
accept their own legitinacy to engage in the active plan-
ning process. The federal legislation grants this |egi-
timacy to a degree, and sone states have expanded it by
| egislating additional statutes. Also, Council nenbers
and staff have to assune that a nmenber was placed on the
Council, because he or she has know edge rel evant to the
function of the Council. Mny Council nmenbers, in fact,
possess extensive know edge about the needs of DD persons
and the denographics of their state. They also represent
the know edge of others regardi ng what needs to be done
for DD persons.



As such the Council represents an evolving organi-
zation of people constantly increasing their know edge
and experience in the needs for services for the devel op-
mental |y disabled. This aggregation of people and
resources represents a decision group which has both the
knowl edge to assist DD persons in accessing needed ser-
vices and the accountability for the nature and success
of those services.

COUNCI L PLANNI NG A MODEL

One thing that a Council engaging in action plan-
ning learns quickly is that there are too many needs to
whi ch the Council could respond. Moreover, different
menbers of the Council place different value on the
varyi ng needs.

The initial action for a Council, then, is the
establ i shment of sonme consensus about its beliefs and
priorities. There are nunerous nmeans by which this can
be acconplished, but in order to be effective, a strategy
seens best which allows maxi num participation of al
Council menbers and whi ch does not allow doni nati on by
verbally fluent nenbers. Wthout such a process, the
deci sions made nmay be accepted by a menber, but he may
select not to participate in the action or nmay attach
the ownership and responsibility to the few verbal nmenbers.

One DD Council which utilized the action planning
nodel found its nenbers quickly agreeing on the ngjor
beliefs of the group. These beliefs were adopted as
Council priorities. The Council also defined needs of
DD persons and then ranked them by order of inportance.
The follow ng excerpt from docunentations of their initial
pl anni ng session provi des exanples of the Council's
responses to devel opnent of policies and priorities:

Policies - Overriding priorities for DD prograns

The following statements were generated by the
Council in response to the question, "Wat char-
acteristic should any program serving DD peopl e
have?" The intent was to establish the genera
phi | osophy of the group. Only a sanple of



policies follow

A. Enphasis should be placed on the indivi-
dual, his rights and the responsibility
of society to neet his individual needs.

B. Services should be designed to encourage
the acceptance of DD people, recognizing
their uniqueness and individuality.

C. Services should be provided in the | east
restrictive manner.

D. Each individual has a right to a continuum
of services which enphasizes a novenent
toward nornal cy.

Priorities - Rank ordered problens that DD persons
face in receiving services

In response to the question, "Wat barriers are DD
peopl e facing in receiving needed services?", the
group identified 24 barriers. The purpose of this
activity was to all ow each Council nenber to voice
his concerns. The 24 barriers established by the
group were then categorized into the 14 itens.
Fromthe list of 14 barriers the Council was able
to identify 7 major problemareas. Only the top
two priorities follow

1. Individuals who have responsibilities for
DD citizens have a need for nore informa-
tion regardi ng devel opnental disabilities
service roles, services avail able, and
their own responsibilities.

2. Services to DD people are being inhibited
by the need on the part of decision nakers,
such as the DD Council, regional boards and
state agencies to know who is being
served, who needs to be served and what
the quality of services are.

The product of defining beliefs and priorities also

has several secondary effects. It provides information to
non- mnenbers of the Council as to the purpose and enphasis
of the Council. O course, the taking of a stance by the

Council may lead people to disagree with it and to



seek actively to alter the beliefs of the Council
Neverthel ess, it may al so encourage sone to seek assis-
tance fromthe Council, or it may reinforce the beliefs
of others and cause themto respond in a positive manner
to some need. Finally, defined priorities can provide a
focus for planning specific advocacy activities, either
regionally or statew de.

Once a Council has defined that which is inportant
toit, it can begin to establish directions for its ac-
tions. A generally accepted nmethod for describing what
the Council will do is the devel opnent by the Council of
goal s and objectives. Goals indicate the |long range
intent of the Council. Several objectives are usually
devel oped and associated with each goal. (Objectives
specify what results will be obtained over a period of
time, and the assunption is nmade that arriving at those
results will eventually lead to obtaining the goal

For exanple, the Council which devel oped the
policies and priorities previously cited also devel oped
goal s and objectives for each of their top two priori-
ties. In this case, the Council selected to divide into
two small groups and to develop the goals and objectives
based on policies and priorities of the full Council
The results of their effort, which follow, were present-
ed to the full Council for its approval:

Goal 1 - The DD Council will devel op a procedure
or procedures to assess the information need of
those persons responsible for providing services
to DD persons and to communi cate information and
establi sh exchanges in areas which will reduce

i nformati on gaps.

ojective 1 - The DD Council will develop a request
for Proposals (RFP) to contract for the design of

a needs assessment process. The RFP will designate
information to be collected, viewpoints to be
assessed, needs and suggestions to be identified,
the population to be sanpled and the product to be
devel oped. The RFP for the needs assessnent will
be devel oped in one nmonth, contracted in an addi -
tional nmonth and conducted in a period of 6 nonths.



ojective 2 - The DD Council will stinulate the
devel opnent of printed material, video materials,
state tel evision programconmercial time, inser-
vice training formats and resource bureaus, etc.
to meet the information needs identified.

Goal 2 - The DD Council will forma task force of
DD Council nenmbers, state agency personnel, techni-
cal experts in evaluation and other interested
parties as needed, to specify the quantity and
quality of information desired by the Council for
nmor e objective decision making in its program

pl anni ng.

oj ective 1 - The DD Council, by March 1, 1975,
will develop a procedure for the continuous

eval uation and review of regional board plans.

The procedures will be derived from and responsive
to the need for information as expressed by DD
Counci | menbers.

ojective 2 - The DD Council will comm ssion a
study to review the eval uati on procedure which can
be used by local DD service progranms and the State
DD Council to assess the gaps in services and the
i npact that DD services are having on DD clients.

The commission will contain representatives of the
DD Council, regional boards, evaluation profession-
als and relevant others and will be charged with

review of alternative evaluation strategi es and
resources which nmight be brought to bear on the
problem The end result of the study will be a
report to the Council reconmending a plan of
Counci | acti on.

The devel opment of goals and objectives by the
Council also sets into play two other parallel and
on-going activities. First, the Council nust reviewthe
action goals and objectives in light of plans and re-
sources being generated by other state public and private
agencies. The process of reviewnight entail the formal
anal ysis of activities of relevant others, or it may
entail informal discussion and revieww th others.

Second, the Council should put into play sone set of



activities to validate the worthiness of their goals and
objectives. A goal could be set to have blind people
learn to nake broons, and an objective would specify
that they will make 50 broons a week. But the goals and
objectives could be irrelevant to the needs of blind
people. To avoid engaging in msdirected activity, the
Counci| must engage in directed inquiry to determ ne the
feasibility and significance of its actions.

VWen the Council has established goals and objec-
tives, tasks can be specified for neeting the objectives.
Sorme tasks might be undertaken by council nenbers and
staff, while others might be assuned by state agency
personnel. One method of task conpletion used by many
councils has been the awarding of special planning or
denonstration grants.

The results of Council plans can be nonitored over
tinme if the Council has clearly defined its goals and
objectives. Moreover, if the actions of the Council have
been wel |l docunented a major portion of the Federal/State
pl an can be quickly assenbl ed.

Pl anning for Council action, then, is one trend in
pl anni ng styles for Devel opnental Disabilities Councils.
It requires that a Council periodically review the posi-
tion and direction of its activities and reaffirmits

beliefs, policies, goals and objectives. It also requires
that the Council have soneone to be a full-time advocate
for its positions. In general, the task of carrying out

the Council's plan or of nonitoring others in the fulfill-
ment of those plans has been the responsibility of a staff
pl anner or planners. The position of planner for a DD
Council is a unique one in State government, and the fol -
| owi ng section of the paper attenpts to relate one of the
problenms that a Council nust recognize that its staff
faces in the role of inplenenting Council plans.

THE COUNCI L PLANNER

This section of the paper describes the major types
of relationships and sone of the consequences of these
relationships for the staff planner of a DD Council.
Specifically, the follow ng types of relationships are



described: 1) the relationships between the planner and
the DD Council; 2) the relationship between the planner
and the state agency by whomthe planner is salaried; and
3) the relationship between the planner and other exter-
nal organi zations, e.g. the federal agency. The relation-
ships described do not refer to any particular state
agency, Council or planner.

The DD Pl anner occupies a position which is essen-
tially |located between two organizations, the state
agency (or agencies) and the DD Council. A person in
this position usually has the responsibility of represent-
ing each organization to the other and the responsibility
of representing certain aspects of both organizations to
ot her audi ences. On the one hand, the planner is seen as
a menber of the Council with the responsibility of faci-
litating internal administrative matters and representing
the Council to the state agency (or agencies) in such a
way that the Council can conduct its affairs as it thinks
best. On the other hand, the planner is seen as a nenber
of the state agency with the responsibility of seeing
that the general expectations of the agency are not
violated by the Council. In addition, the planner is
expected to represent the agency and the DD Council to
external organizations, such as federal funding agencies.

The administration of internal matters of a DD
Counci |l contains sone issues that are not found in many
ot her organi zations. The Council menbers are nore ori-
ented toward advocacy and assuring the delivery of
services than toward creating orderly admnistrative
syst ens. Di fferences and di sagreenents between and anong
Council menbers are likely to be of an issue nature and
settled by debate, group neeting or sinply isolation from
the source of the difference or disagreenent. The infre-
qguency of Council neetings and the specification of action
by the Council require extensive time for devel oprment.
This orientation does not lend itself either to "day-to-
day" or urgent organizational deci sions.

The rel ati onship between the state agency(ies)
and the DD Council presents a different set of conditions
for the DD planner. Since he represents both organiza-
tions under differing conditions, neither organization is



certain of his primary reference or |oyalty. If he is
extremely successful in having the Council's expectations
met by the state agency, then the agency is likely to
grow suspi ci ous. If he is seen as over zealous in pre-
senting the agency's expectations, then the Council is
likely to question his allegiances.

It is also necessary for the planner to represent
the agency(ies) and the DD Council to external organiza-

tions. The essential problems here are that more of the
representation nust be nediated through the organization
bei ng represented. For example, if the state agency is

being represented, the planner usually nust "go through”
the state agency. The process of "going through" has

many forms. One form for exanple, is the procedure of
approving a report. Few people can resist changing a
docunment placed on their desk for approval, and it does

not take many "changes" before the deadline for the re-
port is not met, and the planner has not represented the
agency or Council appropriately. Anot her form of "going
through" is when the reports to external agencies pre-
pared by the planner are presented by sonmeone in the

state agency or on the Council. It is an unusual person
who can present and interpret a report without intimte
knowl edge of its preparation. G ven a poor representa-

tion, it is even more unusual to find someone who thinks
it was his presentation of the report which was the rea-
son for the poor presentation.

The representation of the agency and the Counci
to external organizations is additionally conplicated by
the contacts the agency and the Council menmbers have
wit h external organizations. For exanple, it will be an
enbarrassed planner who attenpts to provide program
accountability data for a grant without knowi ng that an
addendum written as a memo three months after the grant
was approved, significantly changed the nature of the
grant.

The planner, then, is in a position of having to

represent an organization - the DD Council which resists
management and regulation - to other state and nationa
organi zations - organi zations which want systematic in-

formati on about the intentions and actions of the Counci
but who both encourage and reinforce the discretion



i nteractions and conplexity of the Council
CONCLUSI ON

Devel opnental Disabilities Councils are an uni que-
ly qualified body to plan and advocate for neeting the
needs of DD persons. Sone Councils have chosen to be
assertive in their planning. For those Councils, a plan-
ning procedure is necessary to assure that the views of
all menbers are an integral part of any plans devel oped.
CGood planning can lead to significant actions by the
Council on behalf of DD persons and also to the fulfill-
ment of the legal obligations of the Council in concert
with its action role. The inplenentation of plans re-
quires the support of personnel who have been invol ved
in the planning process and who understand the Council's
belief and policies. Gven the nature of the DD | egi sl a-
tion, support personnel nust be enpl oyees of an ongoing
state agency, a policy which places individuals who assune
those roles in an unique position —one which nust be
understood by the Council and accounted for in Counci
pl anning. The successful Council which engages in action

planning will actively include all menbers of the Council
and staff in the planning process, and the resulting plans
will represent significant tasks which are consistent

with the role of the Council and the organizationa
conpetency of the staff.



Consumerism

The Devel opmental Disabilities Act of 1970
clearly recognized the inportant role of the consumner.
By requiring that at |east one-third of the nenmbership
of Devel opnental Disabilities Councils be consuners,
it provided the Council with a very inportant resource.
In addition, of course, it provided the consuners with
opportunities to take an active role in planning for the
devel opment of conprehensive services for devel opnental ly
di sabled citizens. The roles of consuners in advice giv-
ing, planning and advocating have been, and are being,
recogni zed as inportant functions.

What has been neglected are the functions of ser-
vice giving and service monitoring in which consuners
can also play an inportant, if not indispensable, part.
In a few places across the country, these functions have
been recogni zed and field tested with very promising re-
sults. Hopefully, these results will be replicated and
i nproved upon el sewhere

There are several substantial reasons for involv-
ing consuners and consuner representatives, nanely
parents, in service delivery systens for the devel opnen-
tally disabled. To identify a few (1) parents know
their own children best and this know edge can be used
to good advantage by others working with the children



(2) often parents spend nore time with their children
than do others, and this tinme can be used to work with
their children in a manner consistent with the center's
goals; (3) parents can be of significant help to one
another in that they share sinilar problens and can
identify with and support one another; (4) parents can
provi de the program staff w th ongoing evaluative feed-
back which can assist the programin being accountable
and i n maki ng progranmatic decisions; (5) parents can
provide child behavioral data that can be used to nonitor
intervention effectiveness; (6) parents supply a source
of manpower not readily available fromother sources be-
cause of the lack of finances and training.

Each of these points is worth el aborating upon
and nost of them have been explored by other authors
(Oa & Reisinger, 1971). Cearly, there are not suffi-
cient services for handi capped children. Even though
services have increased rapidly since the Bureau of Edu-
cation for the Handi capped and the Devel opnental Dis-
abilities Act cane into being, at the rate services are
expanding it will be decades before all the devel opnen-
tally disabled are provided with conprehensive services.
There are nany reasons for this state of affairs; two
principal reasons are a lack of financial resources to
provide prograns for the devel opnental ly disabled children
and a lack of trained personnel. To accelerate the pro-
vi sion of services, prograns are needed whi ch provide
quality services for devel opnentally disabled children at
| ow costs and do not rely conpletely on professionally
trained practitioners for all or even a majority of the
intervention services. For exanple, prograns currently
bei ng funded by the Handi capped Children's Early Educa-
tion Program are averagi ng over $3000 per child served
and a ratio of fewer than six children served for the
equi val ent of each full-time professionally trained staff
menber. \Wile these costs, in terms of noney and man-
power, are not too great for a society to spend to assist
handi capped children, at present our society is not wll -
ing to make these kinds of resources available to serve
all devel opnentally disabled children. Therefore, pro-
fessionally trained persons who have the responsibility
for providing services for all devel opnentally disabled
children nmust develop and inplement service systens



which are likely to provide quality services with sub-
stantially lower financial and human resources.

Parents are one source of such human resources.
They are readily available. They are already engaged in
preparing and teaching their children and are eager to
| earn nore effective ways to rear their children and pre-
pare themto live in society.

OVERVI EW

A project that recogni zed the val ue of this human
resource early inits inception is the Regional Interven-
tion Program (RIP) of Nashville, Tennessee. This program
was one of the first group of projects funded by the Bu-
reau for the Education of the Handi capped under the Handi -
capped Children's Early Education Programin 1969.

The description of RIP is here presented both as
i nformati on and encouragenent to those interested in
devel opi ng prograns utilizing effective, |owcost consum
er participation. Wile admttedly detail ed, the descrip-
tion allows the Council nenber to exanine the steps
t hrough which the service delivery systemwas devel oped
and clearly denponstrates the integral part that can be
pl ayed by consuners in nmaintaining such a system Hope-
fully, it will suggest sone viable answers to specific
guestions of how a simlar programm ght be inplenented.

The Regional Intervention Programwas described
by its first director as "a social experinent in which an
agency of people, the Tennessee Departnent of Menta
Health, in cooperation with Peabody College and the Nash-
ville Junior League, provides the citizens of the state
with a permanent organizational structure, wth support
for that structure, and with continuity of information
within that structure, but the citizens thenselves inple-
nment the organi zation to provide services to their chil-
dren to their own satisfaction.” (Ora, 1972 )

The program serves devel opnental |y disabled and
behavi oral |y di sordered preschool children frombirth to
age five froma twenty-six county nental health catchnent
area. Children and their famlies are referred to R P by



mental health centers, pediatricians, general practition-
ers, public health nurses, welfare workers, parents and
ot her agents and agencies when the famly is no |onger
able to cope with the behavior and |earning problens of
the child. The tinme between contact with the project and
the beginning of service to the famly ranges in nost
cases fromtwenty mnutes to forty-eight hours. Thus, RP
is a flexible service systemalways ready to adnmit addi-
tional famlies on a no-reject basis. |If the famly feels
it can profit fromthe services of the program it is

al ways adnitted.

The decision to becone this flexible has neant
that RIP had to design a system for delivering services
that is capable of readily providing for new famlies at
any time. Although RIP was originally designed to pro-
vi de service through the vehicle of professionals, the
utilization of parents in the service delivery system
soon becane a matter of necessity and desirability. A
consuner-i npl ement ed service system gradually evol ved
wherein consunmers provide all direct service and nonitor-
ing of the program wth the support provided by five pro-
fessionally trained special educators. Designed and im
pl enented as such, it is possible for the project staff
(nrade up of parents and professionals) to provide conpre-
hensi ve services for approximately fifty additiona
famlies during each year of operation. Conprehensive
services include transportation, intake, parent training
i ndividual tutoring, preschool classroons, day care for
si blings, medical and behavioral consultation, hone
visits, liaison with the social service agencies, place-
nent and follow along. Through these services, R P s one
objective is to prepare the famly and the child for the
child's mai ntenance and devel opnental progress outside of
institutional care. This goal is realized if the child
continues to nake progress after being placed in a regular
day care program or public school classroom

In order to neet this objective and deliver ser-
vices, RIP is organizationally divided into functiona
nodul es whi ch achi eve managenent objectives (Figure |).
Each nodul e is supervised by a resource person who has
had professional training, but all the services are pro-
vi ded by parents who have been served by RIP. The entire



project is nmonitored and eval uated by an Eval uation Com
mttee consisting of three parents and three consultants
who are selected by the parents through procedures estab-
lished by the Conmittee or parents. This comrittee neets
regularly and has the responsibility for approving and
generating project policies and for eval uating ongoi ng
activities. Al project personnel nmeet with the conmittee
at least monthly to report on nodule activities and indi-
vidual famly progress.

The conmittee in turn transnmts a nonthly report,
consisting of the minutes of its neeting and its coments
on the neeting, to the Coordi nator, Preschool Prograns
Branch, Division of Children and Youth Services, Depart-
ment of Mental Health. The Coordinator's office has al -
ready perceived that such a systempermits extrenely close
and politically astute nmonitoring with m ni rum admi ni stra-
tive overhead.

The second | evel of the programis the professiona
resource staff which provides a m ddl e-nmanagenent function
within the project. Each staff nenber in this |evel has
specified areas of responsibility which are outlined by
managemnment objectives following the format of Reddin's
Ef fecti ve Managenent by Objectives (1971). For exanple,
the principal of RIP is responsible for the overall adm n-
istrative operations of the program The professiona
staff personnel do not provide conventional special edu-
cation services themselves. They work individually with
parents and children only for the purposes of nodeling
and training, but nost direct services are provided by
trained parents with whom these resource personnel con-
ti nuously consult, train, nmonitor, evaluate, and
direct. Essentially, the professional staff nmenbers
are consultants, providing expertise and personal sup-
port for planning and teaching, to parents who are re-
sponsible for the inplenentation of the program

The third level of the programis delivery of ser-
vices which is totally parent-inplemented. At this |eve
are parents who have received training to work with their
own children and have denonstrated particular expertise
in at least two dommins: technical and interpersona
conpetence. Their technical conpetence i s, of course
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constantly growing and nmay be in one or nore areas of
project services such as intake interviews, child assess-
ment, classroomteaching, individual tutoring, hone vis-
its and child managenent. In every case, however, these
consuners have denonstrated that they can operate within
a nanagenent - by- obj ectives framework and can reliably
utilize the data collection procedures of RIP. For at
the center of all RIP services is the inportance of ob-
jectives and data-based eval uation

I ndi vi dual factors such as personality style, in-
terpersonal skills and interests are also considered in
determ ning what responsibilities and functions the par-
ent is to have. These decisions are nade by the parents
who have provided the new grant with services along with
the resource personnel

Demands for a variety of regional treatnment ser-
vices, constantly shifting referral patterns, and nulti -
pl e fundi ng sources over the past five years have largely
determ ned the nunbers and kinds of clients served by
the RIP program The follow ng description of the current
programin terns of its clients and referral base will,
hopefully, be a useful reference to those interested in
the evolution of the Regional Intervention Program

Bet ween June of 1969 and March 21, 1974, RIP served
a total of 254 families. At present, approximately forty
famlies are actively enrolled in the programw th an ap-
proxi mat e average rate of attendance of 65 percent. Thus,
about twenty-six famlies daily participate in the pro-
gram These fanmilies have an average of 1.6 preschoo
children who attend RIP, bringing the progranis daily at-
tendance to approximately twenty-six adults and forty
chil dren

The average RIP child is forty-one nonths old upon
referral and generally will remain in the program for 8.1
nont hs.

For the past five years, nost of the referrals
(76 to 80 percent) were nales and approxinmately one-half
of RIP's current referrals could be classified as serious-
Iy devel opnental ly del ayed. That is, significant delay



exists in the | anguage, notoric and cognitive areas. The
remai nder of the children are nondevel opnental |y del ayed,
severely behaviorally disordered children who typically
have been referred as "brats", oppositional or hyperac-
tive children.

Currently, 24 percent of RIP's fanmilies are bl ack,
havi ng been typically referred by local Wl fare Depart-
ment social workers, public health departnment nurses,
child devel opment clinics and, occasionally, a private
pedi atri ci an.

In the first two years of operations RIP relied
very heavily on local pediatricians fromthe Metropoli -
tan Nashville area for referrals (in 1970-71, 76 percent
of all of RIP's referrals originated from pediatrici ans).
However, over the past three years, the pediatric refer-
ral rate has stabilized between 25 percent and 29 percent
as more nental health centers, social service organiza-
tions and hospital -affiliated diagnostic clinics begin to
refer to the program Thus, the programis nowfairly
representative of the general popul ation of the mniddle
Tennessee area with 38 percent of its families in an in-
come range bel ow $7, 000, 51 percent between $7,000 and
$13,000, and 11 percent above $13,000 annual incone.

Furt her, as awareness of the programhas grown, nore fam
ilies fromrural m ddl e Tennessee are daily attending RIP
At present, nearly 25 percent of the progranmis fanmilies
travel nore than fifty nmiles per day (round trip) for ser-
vices and sone of these conmute over one hundred niles

per day.

| NTAKE

When parents and visitors first arrive at the Re-
gional Intervention Program they are shown a slide show
whi ch gives an overview of the services and phil osophy of
the program

The purpose of the Intake Module is to famliarize
new fanmilies with the program to provide themw th sup-
port and understanding, to determ ne the next steps in
providing help for the fanmily, and to invite the parents
tojoin if they wish. The intake process is designed to



be as informal, informative and supportive as possible.
Because prescriptive diagnosis and assessnent is seen as
an ongoi ng process and an integral part of service itself,
there is no need to collect involved diagnostic data. In-
stead, the parent is asked sinply to describe what the
child does or does not do that is excessively disturbing.
This information is then used to place the family in the
correct service nodule and to identify parents who have
had similar problems and can be of help.

Fol lowing the intake interview, the parents are
shown a slide show describing the program services and
are then taken on a tour of the program It is explained
that parents are expected to devote fromsix to nine hours
a week at the programworking with their children. How
ever, once a prescriptive programhas been designed and
i mpl emented for them and their child is making steady
progress, they are expected to commit thenselves to an
addi tional six months of volunteer work with the project
hel pi ng others |ike themnsel ves.

From talking to parents who are involved in the
program they discover that npbst enjoy working after
their child s intensive training needs are met. To nost
parents, the opportunity to develop talents and abilities
they may not even have known they had provides an outl et
for self-expression and creates a sense of satisfaction
and acconplishnment. Also, many of the parents have rea-
lized that the program s objectives of hel ping people to
help their children and each other reflect their own
val ues and beliefs. Only after the parents have had a
chance to acquire all the information they need does the
fam |y make a decision whether or not to participate in
the program As soon as they join, usually within an
hour or so of arriving, case responsibility passes from
the Intake Mbdule to a Training Module. The coordi nator,
who directs the Training Modul e, imediately assigns
ot her parents who are successfully dealing with sinilar
probl enms to provide support to the new famly until they
begin to make friends on their own. A training schedul e
whi ch usual ly begins the next day is set up for the child.
If the family has other needs, the Training Mdul e coordi-
nator alerts support nodul es. In consultation with the
resource personnel the Intake coordinator can imediately



activate a nassive effort fromteans of trained workers
as well as educational, nedical and social services. By
the end of the norning, the fanmily has a |ist showi ng who
to call for what and what to do next. More inportant,
they realize that they are no longer alone. People |ike
t hensel ves whom they can trust are using a carefully de-
signed systemto help them

DI RECT SERVI CES

The family and child are then placed in a Service
Modul e, either the Individual Tutoring or CGeneralization
Trai ning Modul e and a d assroom Modul e.  The first two
nodul es are designed to devel op individual prograns pro-
viding group learning experiences for the child and group
t eachi ng experiences for the parents.

A child unable to conmunicate appropriately is as-
signed first to the Individual Tutoring Module. The In-
di vidual Tutoring Mddule's goals are to produce function-
al speech or other adaptive behavior in the child and to
i nstruct the parents about how to devel op these skills in
their own child at home. Training begins at the child's
present |evel of developnent. For instance, it may start
with getting himto | ook at people, to follow instruc-
tions, to imtate notions, sounds or words, or to recog-
ni ze and nane things.

In Individual Tutoring rooms the child' s nother
begins by learning to record which stimuli are presented
to the child and how many correct responses he or she
makes. Wthin a few daily sessions the parent becones
the teacher as well as the pupil. The parent presents the
training stinuli to the child and reinforces correct re-
sponses, teaches the child at hone every day and records
the child' s responses on a data sheet. Al programtrain-
ing is designed solely to teach the parents what to do at
home. The parent comes in daily to the I|ndividual Tutor-
ing Module to denpbnstrate progress nade in the home pro-
gramand to confer with the case nmanager on procedures
as deternmined by the parent's and the child's needs. In-
di vidual tutoring experiences such as inmitation and speech
training are used because they have been repeatedly found
to be an effective nethod of teaching parents. Once



skilled in these procedures, nobst parents can, after a
little denpnstration, not only teach skills like toilet-
ing and dressing, but abide very well by the programs
rule for generalization of learning: "Any desirable
behavior that the child |learns anywhere is thereafter re-
quired and reinforced everywhere."

Sone families who enter the programdo not go into
t he | ndividual Tutoring Mdul e because they have other
ki nds of problems. The Generalization Training Mdule is
designed to take care of these problems. They seek help
because their child has brought them near collapse with
severe tantrunms, constant crying, whining, and genera
unmanageability. The child may have upset neals, re-
fused to go to bed, abused hinself, his parents, his
brothers and sisters, and his pets, destroyed things in
the home, or defied all attenpts by his parents to disci-
pline him

Assigned to the Generalization Training Mdul e,
these fanmilies soon learn that the problemdoes not re-
side solely in the child. Research has shown that such
behavi or disorders in toddlers are acute and interactive
and unless help is given at an early age, such children
are in for serious problens.

In this nodule, training for parents and child
takes place during a twenty-minute structured play ses-
sion, which is designed to elicit bad behavior fromthe
child. The parent is instructed to request the child
to change toys every two mnutes. The parent-child
interaction is analyzed by continuous data recording
Wth the case nanager, the parent follows a manual of in-
structions and vi deotapes which teaches the parents how
to assume increasing responsibility for operating the
nodule. As in all the training modul es, procedures are
primarily designed to teach the parents what to do at
home.

In nost cases the parent's request for the child
to change toys every two mnutes results in a consider-
abl e amount of oppositional behavior including screaning
throwi ng objects, sulking, and general unnanageability.
Parents often respond to this behavior with al nost



constant attention as they try to get the child to con-
form thus, inadvertently reinforcing the inappropriate
behaviors. After baselines on the parent and child be-
havi or are established, parents are taught to ignore in-
appropri ate behaviors and praise and reinforce appropriate
behavi or. These procedures normally result in signifi-
cant increase in praise fromthe parent and sharp de-
creases in oppositional behavior fromthe child. Wthin

a three to four week period nost parents are taught new
and successful child nanagenent skills.

VWile the famly is being served in one of these
nmodul es they are al so assigned to a classroom Both
parent and child begin in the Intake Preschool. |In ad-
dition, if the famly has other preschool children who do
not have day care, they are included in the classroom
pr ograns.

The Intake Preschool does not have responsibility
for the famly; responsibility always rests with only one
nodul e at a time. Nonetheless, the Intake Preschool is a
maj or training center for both parent and child. Again,
a standard training manual is used by the nothers. \Wen
the parent has denonstrated that he or she can accurately
record a nunmber of dinensions of teacher and child be-
havior in group situations, the parent and child advance
fromthe Intake Preschool. Continuous data recording
shows when the child' s behavior is acceptable for one of
three other preschools. One preschool is for tiny tots,
and for toddlers who function at the sane level. The
curriculumis built around devel opi ng gross and fine
nmotor skills and single words. Another preschool is
| anguage-oriented and these children are usually involved
in individual tutoring. However, sone brothers and sis-
ters or children fromthe generalization training nodul e
are included as |anguage model s. The Language Preschoo
wor ks very closely with the Individual Tutoring Mdule.
Unli ke any of the other nodules related to group activi-
ties, the Language Preschool sonetines assunes responsi -
bility for a famly, especially when the primary objective
is to provide extensive |anguage stinulation so that the
child can enter a classroomin the community.

The third preschool is a class designed to be like



those the children will encounter in the community.
Teacher-pupil ratios are lower here than in other pre-
schools, and soci al experiences are stressed. As in al
the Program s preschools, however, the child is still on
an individualized course of instruction; however, he re-
ceives less individual attention than in the other pre-
schools. The child' s progress is evaluated on a day-to-
day basis by recording behavior and conparing it with
instructional objectives. The resulting information is
monitored by the child's parents, by the teachers and
the resource personnel, and by the personnel of the Liai-
son Modul e, who at this point, take over responsibility
for the famly. As the child proves to be ready for re-
turn to comunity schools, the issue of an appropriate
mat ch between family and conmunity services arises. The
Li ai son personnel already have records on the child from
the Programis own conmunity preschool, and maintain an
enpirically evaluated listing of placenents appropriate
for various children. They investigate possible place-
ments and consult with the parents about the nost appro-
priate placenment. When the child noves on to another
primary educational system the Liaison personnel (who
are a group of parents who help as they are needed) pro-
vi de support and consultation to the new teacher. They
may actively assist a teacher in progranmming for a child
pl aced in her class.

Al so, should the fanmly encounter further difficul-
ties, the Liaison personnel are the link to the support
or intervention systens needed. All the famlies going
back to community services know they can obtain help from
the programif they have problems. Conversely, the pro-
gram does not hesitate to call on its evergrow ng net-
wor k of parents throughout the region for tenporary
assi st ance.

PARENT TRAI NI NG RECAPI TULATI ON

In RIP, parent training and project services are
the same; the entire project is designed to help parents
hel p thensel ves and other parents. Parents are first
taught to collect data systematically, using baseline and
mul ti pl e baseline recording procedures, for the purpose
of tutoring their child and evaluating the child's



progress in the preschool classroons. Next, parents are
taught the essential skills of behavior nodification, re-

i nforcenment, timng, shaping, fading, stinmulus selection
and programming. As they denonstrate their behavior com
petencies they begin to receive instruction in the genera
t heori es of behaviorismas presented by Skinner (1953) and
Bijou & Baer (1961). They then | earn nore about child
devel opnent, primarily focusing on |anguage devel opnent,
but al so upon social and notor devel opnent.

Once their child is nmaking steady progress and
parents have denonstrated conpetency in sone of the basic
skills, they begin to offer volunteer services which can
be the beginning of a new career for sone. |If the parent
has denonstrated mastery in individual tutoring or gener-
alization training, he or she can begin as an assistant
in these nodules. |If they showed interests in one of the
preschool classroons, they could begin an assistantship
there. |In sone cases, the parents teach others to coll ect
basi ¢ behavioral data, but if they show progranmr ng and
deci si on-nmaki ng conpetencies they can take on nore and
nore responsibilities in one of the service nodul es.

In nost cases parents finish their six nmonths of
vol unteer service and | eave the service-giving aspects of
the program Sone, however, stay on with the program as
vol unteer assistants, or in sonme cases where particular
skills and interests are shown, as paid enpl oyees respon-
sible for a service nodule (e.g., Intake Preschool). 1In
sone few cases, having denonstrated a good grasp of al
functions of RI P, they would take on greater responsibil-
ities such as directing the Intake or Liaison nodul es or
bei ng responsible for parent coordination and assi gnnent.
In a few sel ect cases, sone of these parents would becone
menbers of the Evaluation Committee, or would, with the
addi ti onal professional training, become full-tinme resource
personnel. Wthin the programall parents |earn inportant
and val uabl e conpetencies which they have an opportunity to
use continuously in positions of their own choice.

EVALUATI ON

There are three types of evaluation performed by the
RIP staff: individual child progress evaluation, group or



nodul e eval uati on, and project evaluation. Data is consid-
ered the basis for all decision making in the program The
success of programmatic intervention is dependent upon val -
id and reliable data. Therefore, RIP places substanti al
enphasis on training staff and parents in data-collection
procedures that have been designed to nmeasure rel evant be-
havior with reliability.

I ndi vidual data is collected in individual tutoring,
generalization training, the classroons, and by the Liaison
Modul e.  Using baseline and nultiple baseline procedures
the staff observes specific behavior in various response
cl asses such as imtations, verbal behaviors, notor behav-

i ors, cooperativeness, attending, etc. The data are used
to deternmine the functional effects of the intervention
bei ng enpl oyed.

G oup data is collected primarily by the classroom
nodule. In the Intake Cassroomdata is collected to deter-
m ne both individual and group perfornmance on the on-task/
of f-task dinension. The goal for each child is to be on
task 85 percent of the tinme or nore for three consecutive
days. During specified tines children and tasks are ob-
served by two independent observers. These observers sweep
the roomat specified tine intervals and independently re-
cord who is on task or off task as well as teacher atten-
tion. Percentages of on- and of f-task behavior are devel op-
ed after twenty minutes of classroom observation. These
data are used to deternine individual child progress as well
as group performance as a neasure of program effectiveness.

Simlar data procedures are used to measure verba
behavior to deternine the anmount of social play and inter-
action in the community classroom and in the |anguage cl ass-
roomwhere the goals are to increase overall expressive be-
havior. Here, the objective is for each child to engage in
cooperative play behavior at |east 40 percent of the tine
during a free play period. The Liaison Mddule uses simlar
procedures to followup on children as they are placed in
other settings and also to describe and eval uate other pre-
school prograns for the purpose of catal oging potenti al
pl acement settings for R P children

RIP is also constantly in the process of utilizing



data to determ ne overall programeffectiveness. The
Eval uation Conmittee regularly eval uates nodul e perfor-
mance and programeffectiveness. In addition, RIP has
been the subject of two nmjor evaluations. One was con-
ducted by the research cooperative and funded by the
Bureau of Education for the Handi capped. The result of
this study was the designation of the Regional Interven-
tion Programas one of 12 exenplary prograns for children
wi th behavioral problens in the nation (General Learning
Corporation, 1972). Another study was conducted, at the
request of RIP staff and on a subcontract basis, in order
to determine RIP's cost effectiveness as a service program
(UT Industrial Engineering Economic Analysis)

Annual operational costs for the Regional Inter-
vention Program (including all overhead, nmintenance, and
non-clinical services) are as follows:

Fi scal Year 1969-70 $ 29, 000
1970-71 $ 94, 000
1971-72 $152, 000
1972-73 $177, 000
1973-74 $210,000 (projected)

Data conputed on April 1, 1974, indicated that the
current cost for the past five years has been $2,291.33
per famly (total direct costs divided by total famlies
served). Data projected fromthe first three quarters of
operation for Fiscal Year 1973-74 suggest that the cost
per case during the current year will be $2,233.63 (total
direct costs divided by the nunber of famlies signed in-
to the programin 1973-74 plus famlies continuing in
daily treatment who signed into programprior to 1973-74).

These costs per child may seemrather high, but
one must consider that the cost covers conprehensive ser-
vices to the famly. These services are provided five
days a week for a period averagi ng over eight nonths and
i nclude parent training, transportation, day care for the
child and other preschool siblings, and ancillary ser-
vices. The ancillary services provided cost-free to the
parents include nedi cal, neurol ogical, psychol ogical, and
soci al services, for which R P pays over $15,000 a year.



A review of the case files of RIP established that
158 children were "admitted" during this three-year period
(1969-1972). «Qut of this total of 158 cases, 64 cases
were identified as probable C overbottom (State institu-
tion for the retarded) candidates (i.e., with high proba-
bility, they would be adnmitted at C overbottomwhile a
child). Furthernmore, fromthese 64 cases, 10 cases were
selected in which the evidence concerning the child's
future comitnent to Coverbottomprior to his treatnent
at RIP, was absolutely certain. For each of these 64
cases, including the 10 highly docunented cases, Dr. John
Ora made projections concerning the probable date of ad-
m ssion and |length of stay of the child in O overbottom
or an equivalent institution both with and w thout the
i nvol venent of RIP in the case. The judgenents provided
by Dr. Ora for the 10 highly docunented cases were then
i ndependently reviewed with conpl ete agreenent by an ad-
m ssi on psychol ogi st at C overbottom

Assuming a 60-year |ife expectancy and an annua
cost of institutionalization of $4,000 coupled with 5 per-
cent inflation, the present worth (1969) of the state's
anticipated future cost of supporting the child, both
with and without RIP was calculated. The difference be-
tween these two costs is interpreted as a benefit attri-
butable to RIP and thus a savings to the state. Consid-
ering all money costs for the three years and only the
savi ngs associated with the 10 highly docunented cases,
the followi ng benefit-cost ratios were obtained:

4.69 (4 percent)
3.13 (6 percent)
1.66 (10 percent)

In other words, at all three interest rates the state of
Tennessee has saved nore dollars than have been invested.
In considering the above findings, it is inportant to
note that the only benefits included represent dollar
savings to the state and in no way to the famlies in-

vol ved nor the obvious contributions that an individual
makes when going through life as a participant in society
rather than as a patient in a nmental institution

It is evident that, based upon sone conservative



assunptions involving only a small percentage (7 percent)
of the total fanmlies served between 1969-72, the RIP pro-
gramreturned to the State of Tennessee at | east 66 cents
worth of nonetary benefits for each dollar expended on
behal f of the programis clients (based upon a conserva-
tive annual discount rate of 10 percent). These figures,
however, do not reflect some of the program s non-nonetary
benefits:

1. probable prevention of behavior problens in
children born to nothers subsequent to the
not hers' training at RIP,

2. devel opnent of trained volunteers who could
prove useful to other community action pro-
grams,

3. inproved manageability of children in public
school s,

4, provision of a laboratory for testing nove
approaches to keeping famly life intact,

5. possible reduction in juvenile delinquency for
children treated in RIP,

6. training in marketable skills for parents, and

7. possible additional tax revenues resulting
from gai nful enploynent of parents who may
have been unable to work without R P involve-
ment .

In sunmary, the Regional Intervention Programis a
service delivery system carefully designed to provide for,
and inplenented by, parents of devel opnentally disabled

and behaviorally disordered children. It is a system
which is nanaged by stated objectives and eval uated by
data to serve the fanmlies' best interests. It is a ser-

vi ce through which parents learn to help thensel ves and
others like themat costs which are |ower than custodi al
and institutional care.



CONCLUSI ON

After the RIP Programwas presented to the DD par-
ticipants at the Wnter Park Conference, a discussion |led
to the follow ng conclusion: Devel opnental Disabilities
Councils could increase consumer involvement in the plan-
ni ng, devel opment and delivery and nonitoring of services
if they were to do any of the foll ow ng:

(1) Hold public hearings and have consuners and parents
express needs

(2) Establish hot lines for consuners to give and gain
i nformation

(3) Hold systematically sanpled interviews with consuners

(4) Require that projects funded with DD funds invol ve
consuners in their planning process

(5) Require that projects funded by DD funds have con-
sumers on their advisory boards

(6) Require that projects funded by DD funds have ongoing
nonitoring by consuner conmittees
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Regionalism

This book attenpts to deal phil osophically, con-
ceptually and funtionally with the Devel opnental Disabil -
ities Council and its advocacy m ssion as an organi za-
tion in state governnent. A very basic set of issues
that underlies the operational integrity of the Counci
has to do with the formof the organization itself. That
is, the Council nust be organized in a manner that makes
mani fest its values and that operationally nakes possible
the efficient achievenent of its goals.

Devel opnental Disabilities Councils have been com
mtted to insuring the delivery of appropriate services
to the devel opnental ly disabled at the tinmes those ser-
vices are needed. One organizational formor practice
energing that has some potential in facilitating the Coun-
cil'" s interest as a corporate advocate for the devel opnen-
tally disabled is regionalism

This chapter includes three sections. The first,
by Humberger, presents information on regionalismas a
concept and its relationship to the advocacy perspective.
It includes information on recent devel opnents in region-
alismand inplications of those devel opnents for the de-
vel opmental disabilities novenent.

The advocacy perspective insists that, as much as



possi bl e, the consuner's experience of services and the
service delivery system should judge the efficacy of
those services and systens. Mich of this issue is ad-
dressed in the chapter by Fusco. The advocacy perspec-
tive also urges that, in as much as possible, services
shoul d be organi zed, nonitored and inplenmented by con-
sumers or their famlies. The chapter by W egeri nk,
Parrish and Buhl describes an approach to consuner orga-
ni zed and inplenented services. The najor advocacy issue
involved is to insure nore specific accountability to the
consumners.

The second section of the chapter, by Bauer, pre-
sents a parent's view on organi zing groups and accessing
services for developnentally disabled children. It is
included to enphasi ze the personal stance that any or-
gani zing effort nust have to harness services for people.
Regi onal or |ocal groupings have as one of their primary
reasons for being to oversee and assess the val ue of ser-
vices and have first-hand know edge of devel opnentally
di sabled citizens.

The third section, by Davis, describes sone strat-
egi es and net hodol ogy for inplementing progranms within the
general advocacy-oriented regional perspective provided in
the chapter. This section, "organizing conmunities", fo-
cuses on procedures for interfacing different groups, set-
ting priorities for programdesign, and inplenmenting and
devel opi ng constituencies for programinpl enentation

SECTI ON |
REG ONALI SM AND ADVOCACY

The primary relationship being exam ned here is
that between citizens and their needs on the one hand,
and the capacity for governnental structures, on the
other, to nmeet those needs. |In particular we are concerned
with the capacity for regional, nulticounty structures to
deliver services to devel opnentally disabled persons.

Regi onal or multicounty service delivery systens
are not a new phenomenon, although during the past few
years federal and state governments have increasingly



noved toward rationalizing all responsibilities into the
hands of locally elected officials. Mre and nore, the
primary sponsor for such service delivery is the Councils
at the county level. Councils of Governments (COGs) are
simlar to Econom c Devel opnent Districts, Regional Plan-
ni ng Conmi ssions, and similar regional agencies, in their
efforts to provide increased cooperation anong |ocal of-
ficials and to facilitate planning for services on a com
non basi s.

The significance of the regionalismissue for DD
Councils arises fromthe fact that while COGs once had
only coordination and planning functions assigned to them
and then usually in physical resources, they are now being
given service delivery functions in both physical and hu-
man resource areas. The State of North Carolina, for
exanpl e, has 17 COGs, and the CGovernor has just issued
executive orders assigning "unbrella" service delivery
responsibilities to themfor aging, manpower, famly plan-
ning, and nutrition services.

The inportance of understanding regionalismis
al so heightened by the recent publication of several do-
cunents on Substate Regionalismby the National Advisory
Conmi ssion on Intergovernnental Relations (ACR) in Wash-
ington. In addition to a conplete analysis and survey of
the status of substate regionalismexisting in the coun-
try now, ACIR has al so suggested nodel |egislation for
states to inplenment what is known as the UMIO Strategy —
Unbrella Multi-Jdurisdictional Oganization Strategy. The
di fferences between the present COG structure and the
proposed UMJIO approach to regi onal human services is out-
lined in the documents. The nost significant difference
in the nodel proposals is that UMIOs have the authority
to deliver services in any given nulticounty region
COGs, on the other hand, are purely voluntary organiza-
tions with no power, only planning and coordination re-
sponsibilities. Locally elected officials could secede
fromthe COG at any time if it was not felt to be in
their best interests.

The significance of this devel opnent in terms of
advocacy in the Devel opnental Disabilities nmovenent is
that in COGs, and particularly in Econom c Devel opnent



Districts, there is usually some provision for mnority
and | ow income participation in decision nmaking, though
the majority is usually conprised of locally elected of-

ficials. In the UMJIO approach, no such provision is made
with a mninmumof 60%locally elected officials, and with
no specifications as to the renai ning menbership. It is

safe to say, given the results of the ACRreport, and
given the reactions of locally elected officials to the
comunity action prograns of the last ten years, that
mnority and low incone groups will not systematically be
represented in the decision-making system In fact,
clients in general are nore likely to be advocated for by
ot hers who may not know, understand, or even synpathize
with their particular service needs or problens.

In sum under the UMIO strategy, the |locus of de-
ci si on-maki ng power over human service progranms at the
regional level is noving dramatically out of the hands of
the specific service agencies and into those of |oca
elected officials. In this witer's view, this repre-
sents an unfortunate and potentially disastrous shift in
terms of self-advocacy, client input and control over de-
cisions affecting their lives directly, and the possibil-
ities for delivered services to directly reflect the needs
of the clients. Putting structural distance between ser-
vices and clients by concentrating decision-maki ng power
in the hands of those not directly affected serves neither
the devel opnental ly disabled citizens of the community,
nor the community at large. It is an infringenent on the
denocratic rights of specific client groups to have so
little control over the service delivery systens which
heavily inpact on their |ives.

Returning to the concept of regionalism we have
as a society devel oped problens of a magnitude that re-
qui re governnmental responses on a |evel greater than the
town or county. Pollution and transportation are two
excel | ent exanpl es of how individual citizens' needs
cross jurisdictional boundaries. Hence, over the years
| ocal governments have banded together to form specia
districts which have the characteristics of allowing a
regi onal response to a problemw thout threatening the
aut onony or power base of specific |ocal governnents.
The nature of our regional problens are such, however,



that in the past ten to fifteen years there has been a
vast proliferation of these special districts, nost of
whi ch had no coincident boundaries. A citizen nay be
subject to the authority of up to 15 or 20 different
legal entities, fromschool districts and county govern-
ment to pollution abatenment and sewage districts, each
with different boundari es.

Seeing this proliferation as a threat to rational -
ity in planning and cost effectiveness, the federa
gover nnment sought, through specific |egislation, to pro-
not e regional coordination and planning. Primarily
t hrough the housing acts of the last ten years, and
particularly what is known as 701 Conprehensive Pl anning
| egi sl ati on, COGs have been encouraged; primarily netro-
politan areas have been required to create coordinating
agencies to qualify for funds.

As COGs and Devel opnent Districts or Planning Com
nm ssi ons were given increasing responsibilities, however
it became painfully clear that they were not profession-
ally equipped to handle them Also, local elected offi-
cials had neither the time, resources, nor in sone cases
the interest, to support the regional agencies. There
is a distinct fear anong these officials that COG have
been voluntary organi zations; there has been serious
questions as to their viability.

Therefore, it is reasonable to see the ACCRre-
commending a strategy for nulti-jurisdictional organiza-
tions with significantly greater authority, particularly
mandat ory nmenbershi p and taxi ng power. However, without
representation of clients in the decisions which affect
their lives, and with the concentration of that power in
the hands of local elected officials who may or may not
have the interests of lowincone or ninority groups at
heart, the legitimcy of the new UMIO approach is in
guestion.

What of the future of these regional agencies in
relation to Devel opmental Disabilities? The future of DD
in relation to regionalization rests in an understandi ng
of what the Individual states are doing, their direction
in terms of regionalizing human services or adopting the



UMIO | egislation, and their ability to establish DD ser-
vice regions in a stance which can take the greatest pos-
si bl e advantage of the UMIO novenent. W stress that by
maki ng cl ear our own val ues on advocacy, and by under-
standing the relationship between advocacy and the region-
al structures we are proposing, we can then be one or two
steps ahead of our states. Perhaps we will be in a posi-
tion to influence and educate our state planning offices
about the needs for client input into the regiona

deci si on- maki ng processes.

The regionalization process, in conclusion, is an
old one, but has the strength to overcome many of the | o-
calist obstacles presently being thrown in its way. De-
centralization of service delivery is the current node
of the federal and state governments, and will continue
for sone time to come. W nust understand what this
means in terns of services for the handi capped, and, if
at all possible, take the initiative to insure that our
advocacy val ues are reflected and that the needs of handi -
capped people are reflected in a legitimte regional ser-
vice delivery system

SECTI ON 2
A PARENT' S VI EW OF THE ADVOCACY ROLE OF
DEVELOPMENTAL DI SABI LI TIES COUNCI LS

To be truly effective, any organizing effort in be-
hal f of developrmentally disabled citizens nmust encourage
and utilize input fromindividual consuners - from those
whose involvenent is direct and personal. Consuners, or
their representatives have first hand know edge of the
needs of developnentally disabled clients, information
which is essential if the service delivery systemis to
be truly responsive to real needs of people.

This section explores, froma personal perspective,
ways in which parents can becone effectively involved in
the service delivery system Additionally, it addresses
the issue of the Council's role in insuring the provision
of conprehensive services to the devel opnental |y di sabl ed.
As planning and as advocating bodies, DD Councils are in
uni que positions to maxi m ze consuner involvenent. In
this effort, regional nechani sns have nuch potential as



organi zati onal neans for coordinating conmunity services.

One aspect of advocacy is parent education and
training, and | would like to share with you sonme of ny
experiences in organizing parent groups over the |ast
five years. Sone were nore successful than others, and
I hope the reasons for the successes or lack of sane may
be hel pful to you in your own progranmm ng

The first parent group with which | was associ at ed
was school -centered and grew out of the mandatory parent
education, training and therapy prograns which we attend-
ed as part of the conditions for keeping our child en-
rolled. The school in Pittsburgh provided a day program
for developnentally disabled children ages 3-6. There
were no restricting qualifications for the child, such
as being anbul atory and/or toilet trained, which was un-
usual at that time. The school served a 250 square nile
area so many parents drove long distances, as did | (50
mles round trip), to get their children to school. At
first the idea of making three extra trips per nmonth for
parent education, parent therapy and nothers' training
sessions seened |ike a burden, but attendance was re-
quired to keep one's child enrolled so we all did it.

The sessions, however, were so helpful, and we all grew
so much in understanding and skills through them Soon
we were tal king about formng a Parent's Association to
make the work of the school known to the people in the
communities it served and to the legislative representa-
tives fromthe area in order to pronote understandi ng of
devel opnental | y disabled children and to encourage | eg-
islative changes in their behalf. CQur achievenents in-
cluded maj or coverage in all comunity newspapers and an
increase in the number of volunteers serving the schoo
as a result of comunity awareness. All state and feder-
al representatives fromthe districts served visited in
the school and saw the needs of the children and what
could be acconplished with training and intervention

| believe this program centered in the school,
was successful because a cl ose common bond between par-
ents was devel oped, particularly through the education
and therapy sessions. In addition, our county and state
associations for retarded children were strong united



organi zations, and we worked with and through them naking
our small voices even | ouder.

Two years ago we noved from Pittsburgh, Pennsyl-
vania to Col unbus, OChio; a friend who was a caseworker
for Franklin County Children's Services called to ask ne
to talk with a young nother of two nicrocephalic children
who currently were placed in foster hones. The nother
wanted to have her children at home with her, but ex-
pressed a need for training in how to handl e themwhen
she did have themhone again. | then began to call al
agencies in the county to inquire if a parent education
and training programwas offered that was open to parents
who were not directly attached to any particular facility
A nunber of phone calls netted only referrals to other
agencies, and finally | was referred to the very case-
wor ker who had called me in the first place. At this
point | decided that no such programwas avail able and
that the need for one existed. | then contacted the Di -
rector of the Gtizen Advocacy Programin the Counci
for Retarded Children of Franklin County who worked with
me to design a series of eight nonthly evening seninars.
We listed the cooperation of the Franklin County Program
for the Mentally Retarded and made the sessions avail abl e
to parents of children in their preschool and early child
hood cl asses, as well as to persons in the community at
| ar ge.

VWhat were the results? Both parents and teachers
in the Franklin County Programwho attended the sessions
found theminformative and hel pful. W were disappoint-
ed, however, in that we did not reach the nunbers of
people in the comunity that we knew mi ght benefit from
t he program Even providing trained baby-sitting ser-
vices and transportation did not bring out the people we
had hoped to reach.

After conparing our effort with other parent train
ing prograns, such as those operated by the Portage Pro-
ject in Wsconsin and the Regional Intervention Program
in Nashville, Tennessee, we concluded that the |arge
group structure only works well when it is school -
centered, attendance is mandatory, and parents feel a
comon bond (e.g., fromthe sane nei ghborhood, or



children in the cane class). On a countyw de or regiona
basis alternative forns of parent education in which the
service is taken to the parents through home trainers,
vol unteer parent visitors, behavior nodification special-
ists, etc., seemto be nore effective

Currently we are beginning a Volunteer Visitation
Program in whi ch parents of handi capped children are being
trained to work with parents of newly diagnosed devel op-
mental |y del ayed persons. Referrals are nmade to the Pro-
gram Coordi nator by nmenmbers of the medical community who
have all been alerted to the program and the services it
provides. Followup is imediate with an attenpt to
mat ch parent visitors to the famly on the basis of age,
type of disability, etc.

It is too early yet to evaluate the effectiveness
of this program but it is hoped that this will be a way
to reach those who need information and training and to
shorten their search for appropriate services, if indeed
they even attenpt to find them O course, one of the
maj or problens facing this program (as well as others)
is finding those persons who need services. Those who
are already in touch with agencies or enrolled in schools
and progranms may need inproved services, but they are at
| east known to the service providers. There are many
ot her persons who have as great or greater need who are
not known to the service providers, they may be unaware
of existing services or may lack the time, nobney or enp-
tional stamna to pursue them And there are still those
who woul d rather hide their problem than seek help for
t hem

A large nunber of the persons who are not reached are
ininner-city, rural, or poverty areas. These are the
sanme areas wherein a | arge nunber of persons are born or
becone devel opnental |y di sabled through circunstances
such as poor nutrition, inadequate pre- and postnata

care, inadequate housing, or lead poisoning. If we are
to reduce nental retardation (for one) by half by the
turn of the century, it will be necessary to reach out

to these areas and to take comprehensive services to al
the people without waiting for themto conme seeking them



In ny view, the Devel opnental Disabilities Councils
have a responsibility to encourage and provide this kind
of outreach either through their regional organizations
or through some simlar structure. The Devel opnental Dis-
abilities Councils are in a position to have an overview
of services provided and should set as a priority item
the attenpt to close the gaps between services and to
elimnate the overl aps. | do not suggest that the Coun-
cils try to do the entire job thenselves or that they
have to create a new | evel of bureaucracy, but rather
that they serve to coordinate the efforts of those agen-
cies which are already functioning and encourage themto
broaden or limt their progranms where necessary and to
cooperate with other agencies which are simlarly involved

I woul d al so suggest that the Devel opnental Dis-
abilities Councils not linit thenselves to working with
agenci es which specifically serve devel opnentally dis-
abl ed persons, but that they work with and through al
comunity-centered programs (e.g., settlenent houses,
nei ghbor hood recreation centers, conmmunity nental health
agencies and 4-H etc.). It is through these other groups,
not solely concerned with devel opmental disabilities, that
the "m ssing person" (those who need services but may not
have sought or found them) will be |ocated

Generally, there will be a need for |egal, educa-
tional and citizen advocacy progranms, but the extent of
each will vary fromone community to another. The fol -
lowi ng are questions that the Councils might ask them
selves in the course of establishing a conprehensive
advocacy program

VWhat is the nunber of people needing services?

Howwi || they be |ocated?

What are the needs of the constituents?

How wi I | those needs be deterni ned?

What is the best way to provide services?

W11l the Council coordinate all advocacy efforts



of other agencies?
How wi | | agencies report to the DD Council ?

What control will the DD Council have over the
efforts of other agencies? (e.g., the quality
and scope of prograns.)

Howwi Il this control be effected?
Wio will keep a check on the systen? How?

WIIl there be separate offices for Citizen and
Legal Advocacy or will all advocacy efforts be
coordi nated by the sane person or comittee?

I woul d hope that the Devel opnental Disabilities
Councils woul d organi ze thenselves in a way that would
allow themto serve as a bridge between various agency
advocacy prograns so that information is shared, gaps
closed and overlaps elimnated. A DD Council, inforned
as to the nunber of devel opnentally disabled persons,
their needs and those of their famlies, and aware of
the scope and quality of existing services, is in a good
position to take the initiative in guaranteeing the rights
of devel opnental | y di sabl ed persons as their advocate
before the | eaders of state governnent.

SECTION 3
ORGANI ZI NG COVWUNI TI ES TO SERVE
DEVELOPMENTALLY DI SABLED CI TI ZENS

This section focuses on a general organizational
strategy for both forming and interfacing groups in order
to inmplenment progranms. A procedure for organizing groups
and interfacing themis presented as a tool for program
i mpl ementation and insurance that prograns are devel oped
from an advocacy perspective. Two points relevant to an
advocacy approach are enphasi zed here: (1) that groups,
in this case regional councils, take the initiative in
pursuing prograns they consider inportant as opposed to
assum ng a nore passive, responsive stance; and (2) that
prograns and priorities are always set fromthe perspec-
tive of developnentally disabled citizens.



Since many constituencies are required in order to
provi de conprehensive, coordinated prograns, existing
groups nmust be identified, and those persons who are not
presently organi zed nust be brought together. Such
groups can include direct service providers, admnistra-
tors of service organizations, consunmer organizations,
and devel opnental |y disabled citizens. In order to bring
together these different types of groups, and those group
to be formed, an additional, neutral group is needed that
can coal esce these different segments. The term "neutra
is used deliberately to inply that no one constituency
domi nates or controls programdirection. To insure an
advocacy perspective, the neutral group must always view
and initiate its program devel opnment from the perspective
of disabled citizens.

Di sabled citizens are often viewed as inconpetent
or unable to be self-determning. Disabled citizens are
consi dered an essential conponent of the design put for-
ward here. This stance is a value judgnent based upon
two points: (1) developnentally disabled citizens
shoul d have access to services that nmeet their particular
needs, and (2) a choice of services should be avail able
since that choice provides checks and bal ances on quality
and increases the dignity of the individual

Several principles are cited to capture sone of
the above statenents.

In the area of service programdevel opnent, region
al areas suffer fromproblenms of |ack of coordina-
tion of existing services.

Practically speaking, any effort for the devel op-
ment of services begins with sone individual or
group, within or outside the conmunity, who per-
ceives the need for such services.

No one individual or group, within or outside the
comrunity, represents the spectrum of services
needed in toto.

Al'though third party support or active participa-
tion in a planning effort can provide expertise



ot herwi se not avail able, ownership of the proposed
programnust be maintained in the hands of the com
munity itself.

If the third party, a neutral group, is seen as a
facilitator and information source, it nust recog-
nize the need for freedomto negotiate with differ-
ent factions in the commnity in order to forma
coalition of support.

Agenci es which financially support planning ef-
forts frequently put linmtations on the consti-
tuency of the planning group and/or activities of
that group.

A service program planning effort, which wll
ultimately belong to a given comunity, should be
carried out by a teamwhich includes representa-
tives of the follow ng key factions: service pro-
viders, service receivers, comunity decision
makers, general public, and third party facilita-
tors or neutral groups.

Consi dering the goal of designing a service pro-
gram for devel opnental |y disabled citizens, we nust as-
sune that there exist several groups within each area
who have resources which could benefit and identifiable
needs which could limt such a program Those resources
and those needs must be identified in a nonthreatening
manner. The first step is to fornulate an information
base.

The role of the neutral group is designed to stim
ulate and facilitate the devel opnent of prograns, and to
follow up on programinplenentation. |In addition, the
neutral group would serve as a vehicle for comunication
bet ween exi sting service agencies, the decision makers,
the public, and disabled citizens during both the plan-
ning and inplenentation phases. Serving as a communi ca-
tion link, the neutral group becones the principal source
of information, thus naintaining a powerful independent
integrity.

The following principles can be formulated in



establishing an information base:

1) An essential prerequisite for any organization-
al programdevel opnent effort is the existence
of an infornmation base related to the identi-
fication of existing resources, the identifi-
cation of existing needs and the conpilation
of issues of concern to all individuals and
groups identified

2) The indigenous neutral group should be the
prine contact, "own" the infornation base,
serve as a vehicle for comuni cation between
the factions in the conunity, and aid in the
i mpl ement ati on of prograns.

Once the information base is collected, centra
programneeds can be identified. This process narrows
the nunber of persons and groups to be involved in the
design and inplementati on of prograns. Usually included
are parents of disabled citizens, disabled citizens them
sel ves, service providers, administrators of service
agenci es, and | eaders of relevant organi zations. G oups
to be involved need to be contacted individually, because
each will have a different perspective of the issues. To
conbi ne groups indiscrimnately when there is differentia
information on issues is to: (1) artificially associate
per sons unaccustoned to working together on an issue, (2)
confuse the issues by aggregating a variety of perspec-
tives, and (3) enphasize points of discrepancy and dis-
sention rather than points of agreenent.

W have adapted a procedure entitled "Nonina
G oup Procedure” (Van deVen and Del becq, 1971), which is
a tool that facilitates the setting of priorities and
using those priorities as a base for conbining inforna-
tion across groups to devel op progranmns.



NOM NAL GROUP PROCEDURE

This procedure assunes that there are statenents nore per-
tinent for sonme groups than for others. For example, it
is a nore appropriate question to ask health providers
"What are the barriers you face in delivering health
servi ces?" than to ask the question "Wuat are

the problenms famlies face in gaining access to health
services?" The latter question night be nore pertinent

to famlies than the forner question

An outline of the procedure follows:

1. Wth groups of five to eight participants, hand out
an 8 x 11 sheet of paper with a clear statenent of the

i ssue (often specified in terns of barriers) pertinent to
that particular group, typed on the top of the sheet.

2. Request each person to individually make a list of re-
sponses to the issue typed on the sheet of paper. Request
no talking. Let the participants know that their lists
will be shared with each other.

3. The recorder (person conducting the procedure) lists
on a flip chart each person's list of responses, one item
at a tine per person, round-robin until all itenms from
everyone's |list are exhausted. Allow duplication, avoid

di scussion, justifications, etc. Nunber eachitem(l...n).

4. The recorder reads each itemfor clarification and
understanding. Itens should not be elimnated. Dupli-
cations nay be grouped (for exanple itenms 3 and 8 may be
grouped and treated as one item).

5. The recorder hands out five 3 x 5 cards to each par-
ticipant. Have each person select and write, by name and
nunber, one itemper card, the five nobst inportant itemns.
Once those five are chosen, give the nost inportant item
of those five a "5" and circle that number; the next nost
inmportant itemreceives a "4" and so on down to the |east
i nportant itemwhich receives a "1".

6. The recorder prepares a tally sheet on the flip chart
as follows:



PRIORITIES

Item Ranks Sum of Weighted Priority
# assigned to Ranks Sum
then
2 2, 1 3 6 3
14 3, 4, 1 8 24 2
7, 20 5, 5, 4 14 42 1
18 2 2 2 4

7. The recorder asks for the itens (colum 1) and their
ranks (columm 2) from each participant, round-robin, one
itemat a time, starting with the nmost inportant item
that itemreceiving a rank of "5", and so on until each
participant's list of five is exhausted.

8. The recorder suns the ranks (colum 3), multiplies
that sumby the nunber of persons giving that itema rank
(colum 4), and the highest weighted sumis the top pri -
ority, the next highest sumthe second, etc. (columm 5).
Exanpl e nunbers are provided in the above table.



Several principles are cited that should be con-
sidered in using any procedure that interfaces groups:

1) Rather than assenbling all interested parties
or groups in order to deternmine priorities for
program devel opnent, it is recommended that

the information base be broadened to include
the priorities of each faction independently.

2) The Nominal G oup Procedure is a useful tool
for identifying group priorities. |t enpha-
si zes consensus rather than di ssension and
clarifies issues of concern for each group

3) Coalitions can be formed on the basis of
priorities of the individual factions, once
agai n enphasi zing points of simlarity.

4) Such coalitions perceive group ownership of
the problemand can thus work as a group to
pl an sol uti ons.

5) Individual group nenbers of the coalition
feeling less threatened, are norewilling to
pursue the task of inplenentation and to con-
tribute the resources available in their own
particular group. |Inplenentor roles thus
become defined through the process itself.

The title of this section, "Organizing Communities
to Serve Devel opnentally Disabled Citizens", and nmuch of
the content presented, mght suggest to the reader that
everyone's involvenent in the devel opnent of services is
bei ng advocated. This point deserves clarification. The
neutral group involves all possible interested individuals
and groups in initial information interviews. The menbers
of the neutral group and planning coalition, however, are
selected on the basis of their role definition related to
the central theme of concern derived fromthose inter-
views —not everyone should be involved in the actual
pl anning and inplenentation effort.

The task of information gathering has an essenti al
by- pr oduct . Constituenci es are devel oped which cut across



i nterest group boundaries and which focus on the new pro-
grans bei ng devel oped. Representatives from each group
have uni que information to contribute (for exanple, par-
ents are the only experts available on the problens their
particular famlies face). The interfacing of these
groups through an informati on base has the effect of
devel oping a unified constituency w thout dissention and
confrontation. The different groups then have a basis
fromwhich to jointly devel op prograns since each has a
defined and contributing role.

Qur experience suggests that, while considerable
effort needs to be spent on understanding the existing
soci al network through the process of sequenced infornma-
tion, sharing information develops role definitions for
each group and allows the cooperative devel oprent of new
prograns. Checks and bal ances energe because the con-
stituenci es become accountable to one another, and they
cooperatively defend the programto outside groups and
devel op resources both with their coalition and with out-
si de groups.

Note: Del becq, A. L. and Van deVen, A.H "A Goup Process
Model for Problem Identification and Program Pl anni ng.
Journal of Applied Behavioral Science. Vol. 7, No.

4, 1971, 466-492




oriented nodel for service delivery. Eligible clients,
often referred to as the "creamof the crop", are those
who denonstrate potential for gainful enploynent in the
conpetitive market. Rehab has justified the investnent
of public funds on services for handi capped peopl e by
the profit-return - that is, rehabilitation prograns pro-
duce tax paying citizens. Until the Rehabilitation Act
of 1973, service priorities have been directed to the

client with the highest potential - not the one with the
greatest needs. Severely and mul tiply handi capped
peopl e, like the developnentally di sabl ed, have been

excluded from the prograns especially "targeted" for the
handi capped, such as V. R, as well as fromgeneric
human servi ces avail abl e to nonhandi capped i ndi vi dual s.

Much recent discussion in the Devel opmental Dis-
abilities field focuses on two conpl enentary, often
overl apping, strategies for changing this situation
resource devel opnent - the accessing of people, infor-
mation, materials and noney; and advocacy - the securing
of rights and entitlements for vul nerabl e individuals
and groups. Both are change-oriented and both share
the common tactics of nonitoring, intervening, and
i nfl uenci ng.

Those who seek a share of public resources in be-
hal f of the devel opnental |y di sabl ed, monitor, intervene
and influence the decision points of public resource
distribution at policy, admnistrative, and di sbursenent
I evels. Actions being taken include: |obbying the state
| egislature and the U.S. Congress, engaging in grants-
manshi p and purchase of service contracting; devel oping
conmuni ty organi zati on and support, exercising policy
review and channelling planning input to all state-
federal plans for human services; review ng and partici-
pating in local and state budget decisions; devel oping
coalition support, and identifying and devel opi ng key
| ocal and state agency contacts.

Advocacy activities for the devel opnentally dis-
abl ed range from the one-to-one fellowship or friend
services prograns, to referral and follow along services,
to representation at administrative appeal s procedures
related to service eligibility determ nations, to



RevenueSharing

"The true neasure of a society can be seen in what
it does for its nenbers who are | east endowed." 1961
John F. Kennedy

Traditionally, the American public has relied on a
conpetitive society instead of a rights entitlenent
society. Historically, we have resorted to Social Dar-
winismin law, in governnment, and in distributing public
resources. W have a track record for allocating public
resources - including human services - on a w nner take
all and profit-oriented basis. The |osers have included
groups at a conpetitive and profit-return di sadvant age:
the poor, the disabled, the very old, and the very young -
as well as those denied the opportunity to conpete -
racial minority groups and wonen. As |osers, these groups
have received unequal treatnment and an unequal share of
public services such as education, health care, housing,
enpl oyment, protection, and legal aid. A conpetitive
system of distributing resources puts the burden on the
i ndi vidual to access his share.

On a small scale, the Vocational Rehabilitation
program - the ol dest federal program for the handi capped
(enacted 1921) epitomnmi zes the conpetitive, profit-



litigation for individuals or groups (class action suits) ,
to the evaluation of service providers and nonitoring
service standards conpliance. The advocate's focus is on
the deci sion points of service delivery at the policy

| evel, the administrative |level and at the "hands on" pro-
gram | evel

Opportunities for collaborative strategizing
between the resource accessors and the advocates are
l[imtless. For instance, the l|ocal devel opmental disabi -
lities advocate is in a key position to nonitor publicly
funded comunity services and require accountability
frompublic agencies. The consunmer advocates provide an
essential information link and feedback to | obbyist and
conmmuni ty organi zers on the inplenmentation of public
policies and operation of public programs; sinmlarly,
class action victories in right to service litigation
require resources for inplenentation and will require
| egi sl ation, appropriations, and community support. In
this second case, resource devel opnent provides follow
t hrough for advocacy.

The chall enge for Devel opnental Disabilities Coun-
cils, and indeed for all of us in the Devel oprnenta
Disabilities novenent, is to synchronize our activities
in resource devel opnent and advocacy to deal with chang-
ing patterns of public funding represented in new prograns
such as Revenue Sharing and the Suppl enental Security
| nconme program

As DD Councils dedicate their activities to change,
usi ng resource devel opnent, advocacy, and other strate-
gies, they engage in what | affectionately refer to as the
legitimate hustle - that is, inducing, shoving, pushing,
jostling, and hurrying the systemto yield funds and ser-
vices and opportunities for the devel oprnental ly disabl ed.
This chapter explores past and future trends in federal
fundi ng of hunan services and attenpts to identify
sone appropriate organi zational response to the
legitimate hustle as it is nmanifested under New Federa-
[ismtoday.




PAST AND FUTURE TRENDS I N
FUNDI NG AND ORGANI ZATI ONAL RESPONSE

The 60's

During the 60's, social action and social |egisla-
tion opened up a plethora of new federal programs for
many di sadvantaged groups, including the mentally
retarded. The War on Poverty, Vista, rural and urban
poverty programs, neighborhood health centers, and many
ot her prograns targeted special needy popul ations. By
this action, the federal government deviated from the
traditional competitive mode and asserted a responsibi-
lity to protect the rights and entitlements of vul nerable
groups and to direct the flow of public resources to
target groups previously underserved by local, state, and
federal governments.

Maj or federal initiatives of the 60's to distri-
bute services and resources to disadvantaged groups can
be characterized by:

1) The Funding Mechani sm Federal ly supervised
grant prograns
2) Two guiding principles for social change

a. Use of advocacy services to inform people
of their rights and provide expert assis-
tance and | egal procedures in obtaining
services.

b. Enf orcement and nmobilization of consumer
participation and rights in planning and
i npl enenting services.

These policies have influenced public funding
trends in 1974. It is important for Devel opmental Dis-
ability advocates to analyze the "good ol' days" for
strengths and weaknesses, and the short and |ong range
i mplications for today and tonmorrow. What wor ked and
what didn't work to deliver services on the basis of
human rights and entitlenments?



The Categorical G ant

The 60's categorical grant prograns chanell ed
Federal funds to specialized services for defined target
groups. Money to plan, construct, and staff specia
prograns flowed fromthe federal treasury to service
organi zations often by-passing state and | ocal govern-
ments. Typically, categorical grants inpose conditions
on local recipients including "matching", contributing
a portion of the total expenditures.

Deci si on nmaking and accountability rested in the
Nation's Capital - in the Congress and in the executive
departrments. A handfull of effective advocates, |ike
El i zabeth Boggs and El sie Hel sel, could and did nake
significant inpact on |legislation and appropriations
for the disabled at the national |evel. The nental re-
tardation legislation of 1963, 1965, and the creation
of the Bureau for Education of the Handi capped pro-
vided specially targeted prograns. Devel opnent al
Disabilities professionals and their agencies |earned
to participate in grantsnmanship, a variation on the |egi-
timate hustle thene. Service providers knew who and
where to call in HEWfor infornation about funding. From
the point of view of resource devel opnent and service
provi ders, the systemwas safe and controll able.

The security of the days of categorical funding
beckons to many of us who | ook back nostalgically to the
60's as a time of vigorous federal enforcenent of the
rights of individuals to special services. Accustoned,
albeit conditioned, to pulling the categorical lever to
access federal funds, we felt safe. And many of us grew
confortable with our ability to hustle that system

W thout question, the categorical programs of the
60's made inportant first steps towards equal entitle-
ment to public services for many people who had been
denied services in the past. The Mgrant and Seasona
Farm Wor kers Assi stance Prograns, the O der Anericans Act,
a cluster of Appal achian devel opnent efforts, and the
Nei ghbor hood Youth Corps - all legislative acconplishnents
of the 60's - denonstrated a comitment of our nationa
governnent to a nore bal anced share of public resources



for all citizens. Sone daring programinnovations were
funded, service intervention theories were tested, and
successful approaches to human service problens were docu-
mented. And that is significant.

Yet, it is inportant to renmenber that, while
governnent protection of categorical groups' services
shi el ded many individuals previously at risk in conpeting
for services, the conpetition for grants anong profession-
al s, universities, and voluntary agencies cane to an al
tinme high. Providers devel oped the skills of grantsman-
ship RFP's, grant writing, budget fudging, and referenc-
ing the Catal ogue of Federal Donmestic Assistance. And
for better or worse, the prospect of federal dollars
lured vol unteers, parents' groups, and universities into
the busi ness of providing direct services.

Most inportantly, the categorical approach has
not achi eved an equitable distribution of federally sup-
ported services to individuals in need. Sone crucial
i nadequaci es of the "categories" include: gaps in eligi-
bility - many needy people, for instance, the working
poor - don't "fit" target group definitions; gaps in
services and |ack of coordination anong fragnented ser-
vices - or "Does Special Education talk to Social Ser-

vi ces?" - probably not; creation of specialized services
for target groups only, segregating the eligible indivi-
dual s fromnon-target (i.e. non-handi capped conmunity).

Advocacy and Consuner Rights

However, it is not the mechanismfor distribution
of public funds that will really distinguish the 60's.
VWhat set the |last decade apart fromothers was the deli-
berate federal action to redistribute political power
and influence to disadvantaged groups, particularly the
bl acks and the urban poor, and to challenge the tradi-
tional service institutions at the local level. Authors
Alan Gartner and Frank R essman note: (Barr)

Where there is a strong tendency to reject, sim
plistically, the sixties for their failures, for
the expectations raised but unrealized, it is

i nportant to nmmintain perspective and to recogni ze



that the source of the many powerful cultural and
institutional changes that are creeping into our
lives actively began to appear in that era of pro-
test. (Gartner & Riessman, 1974, p. 9)

These new rel ationships were to a |large degree
acconplished by two subtle strategies: advocacy services
and consumer organizations and participation. Di rect
federal efforts were of course mobst dramatic in the area
of the poverty programs and civil rights. Sargent Shriver
former Director of the War on Poverty, described the
Economi ¢ Opportunity Act as "for the poor what the Nation-

al Labor Relations Act was for unions. ... It establishes
a new relationship and new grievance procedure between
the poor and the rest of society." (Piven & Cloward,

1971). Adm nistered by a new agency, the Office of Econo-
m ¢ Opportunity, (OEO), programs under this |egislation
performed a variety of advocacy functions for the poor.
The issue was welfare rights.

Staffers in federally funded storefront neighbor-
hood service centers took sides with the poor and became
skilled in fighting |local welfare departnments. Lawyers
joined the social workers, challenging and reversing
wel fare deci sions:

A series of judicial decisions in the 1960's has

the effect of underm ning sone of the regul ations
by which the relief rolls had been kept down.

For decades refornmers had | obbied unsuccessfully

for legislative repeal of residence |aws,

man-i n-the-house rules and enpl oyabl e nother

rul es. But in the 1960's, these foundation
bl ocks of the "poor |aw' were washed away by
one court decision after another. (Piven &

Cl oward, 1971).

Bet ween 1966 and 1968, OEO spent $85 mllion on
| egal services. OEO attorneys, in 250 projects, pronoted
"institutional change through lay reform?" Test cases
and class action suits were |itigated. Signi ficant vic-
tories were achieved in public welfare |aw. I n many
i nstances, the mere threat of court action by |egal advo-
cates pronpted wel fare departnments to make procedura



changes and rel ease information and manual s.

Par al egal s, nonprofessional personnel trained in
specific facets of welfare |aw, served as "lay advocates."
In 1964, one of the first training prograns for paral egal s
was established by OEO at the Di xwell Legal Ri ghts Asso-
ciation in New Haven.

Advocat es broke through an official infornation
barrier by forcing welfare agencies to rel ease procedural
policy statements and wel fare manual s previously unavail -
abl e. Handbooks, panphlets, fliers, and wel fare guides
alerted the poor and their advocates to the ins and outs
of service benefits.

By 1968, nei ghborhood service centers enpl oyed
100, 000 professionals and comunity residents - a form-
dabl e corps of outreach workers. Their efforts hel ped
forge an inforned constituency anong the poor. Wlfare
reci pients learned about their rights and entitlenments
to service and the specifics of welfare policy. Most
i mportant, the poor |earned that people could fight wel -
fare departments successfully. In the decade ending
Dec. 1970, the welfare casel oad increased by 225%
(Piven & Cl oward, 1971).

Corollary to their advocacy enterprise, the feder-
al governnent advanced a policy of "consumer participa-
tion." The involvenent of the consuners (in this case
the poor themsel ves) was of course a major principle of
60's social programs. The OEO |aw required maxi mum
feasible participation of the poor in planning and inple-
menting prograns, giving themwhat Robert Kennedy call ed
"a real voice in their institutions."

One of the nost significant power resources the
governnent provided was a principle that the poor
shoul d be involved in policy naking, in prograns
that affect them (Piven & Cloward, 1971, p. 274)

VWhat the Great Society did was begin to come to
grips with the sources of this resistance by ex-
erting various fornms of pressure .. . on loca
governnent for the reformof its service systens -



a point that critics constantly overl ook
(Piven & Cloward, 1971, p. 268)

The war on poverty prograns, nunmerous conmunity
boards, and, indeed, the Devel opnental Disabilities Act
of 1970 - with its consuner oriented State Pl anning Coun-
cil are exanples of legislated involvenent for specia
groups of consuners. The consuner novenent took hold
with the general public also. In 1960, no state had a
consuner affairs office; by 1970, thirty-three did; by
1973, all fifty states, 110 cities, and 25 counties had
such offices. Federal consuner protection |laws and con-
suner information and education prograns have facilitated
consuner entry to the decision process in the public and
private sectors. Many public interest groups have used
consuner participation to gain |everage in decision nmak-
ing. Authors Gartner and Ri essman (1974) also note that
with the involvenment of consuners, the real advocacy
i ssues of quality, equity, appropriateness, and account-
ability in human services have surfaced and nust be
dealt with by agencies and professionals:

with the 1960's cane demands about the qua-

ity of these (hunman) services and controls by
the consuner regarding their character and direc-
tive. This is an extrenely inportant denmand, one
that goes right to the teeth of the battle for
human services . . . the demands of the 1960's for
consuner invol venent, greater participation, and
the general expansion of service awareness are
critical elenents in the battle [for hunan
services]. (p. 65)

1975 - New Federal i sm

This review brings us to our present predi cament -
that is, coping with a new philosophy and style in Wash-

ington - The New Federalism It is not our purpose to
di scuss the pros and cons of political theory here. It
is inmportant that we focus on the real life inmpact of the

New Federalism and on what we nmust do to adjust to sone
new rules of the hustling game. The New Federalismis
changing basic and famliar organizational relationships
anong Federal, State, and |local |evels of governnent.



New Federalist policies aimat decreasing federal dis-
cretion, influence, and regulation of publicly funded
prograns. The funding nechani sns we have grown so com
fortable with are being replaced by two ngjor innovations
"cash out" and revenue sharing. W are already feeling
the inpact of these two funding devices and can expect
their inpact to dominate federal support of human ser-
vices for a good nmany years to cone.

Cash CQut

Cash out changes the form of federal benefits.
Federal noney paynents would be made to individuals in-
stead of funding for direct services; the federal govern-
ment woul d provide cash assistance to eligible, needy
i ndividuals. Many services now provi ded woul d be re-
pl aced, "cashed out", either through increased noney, pay
ment, and cash grants to individuals or through internedi
ate strategies such as vouchers, negative incone taxes,

and insurance. Individuals would then be free to buy
their own services. Proponents of this approach cite
the foll ow ng advantages: individual choice, sinplified

adm nistration, and the efficiency of the private econ-
ony mar ket incentives.

Revenue Sharing

By this nechanism the federal governnent makes
bl ock grants to states and |ocal governnents in broad
areas (health, education, social services). States and
local cities are free to decide priorities and prograns
and allocate funds with little federal regulatory con-

trol. General revenue sharing and special revenue
sharing for housing, manpower, and Social Services
are now operating. A revenue sharing bill for health

is pending in Congress.

Bot h of these new funding strategies are consis-
tent with the nove toward "decentralization": that is,
shifting responsibility for social prograns away from
Washi ngton to state and local officials, to individuals,
and to the private sector providers. Such a shift, of
course, has anultiplier as well as a geographical or
spatial effect. W have nultiplied the decision points.



38,000 units of local government are deciding how to
spend $30 billion in general revenue sharing; by 1976,
1400 district offices of the Social Security Adm nistra-
tion will be determining eligibility for SSI benefits of
nearly 9 million individuals; 50 states and thousands of
| ocal prinme sponsors are allocating more than $3 billion
in special revenue sharing for housing and manpower in
FY 1976.

Whil e such decentralization results in a nuch
needed sinplification of adninistration and accounting
fromthe federal perspective, it increases the conplexity
of the decision and allocation procedure as viewed by
the indivi dual

What happens to vul nerabl e individuals - the
di sabl ed - who have nultiple service needs over a |ong
period of tine? How do the disabled hustle this systenf
How do they see to it that |ocal government is respon-
sive, that is, allocates funds to provide for their
human servi ce needs? How do they know when their eli-
gibility for benefits is wongfully denied because of
msinterpretation of SSI policy at the SSA district
of fice?

These are not only questions of responsiveness in
al l ocating public resources but also questions of account-
ability. Wi is nonitoring the 38,000 units of |oca
governnent to see what happens to $30 billion - not the
Departnent of Treasury. And SSA's quality assurance pro-
cedures for SSI are incapable of checking the appropriate-
ness of "informal denials" of SSI applications.

In both prograns, there are too nany deci sion
points, with yes/no authority over public resources, to
nonitor efficiently froma centralized base. Qur recent
experiences with SSI and revenue sharing indicate that
in the absence of sone external accountability,

di sabl ed peopl e benefit poorly from these public pro-
grams. A fewillustrations:

A General Accounting office (GAO report, based
on a survey of 250 |ocal governments including the 50
cities and counties that received the |arge amounts of



revenue sharing funds in 1972, reveals that prograns

for vul nerable groups with high service needs received
little fromgeneral revenue sharing. The study pronpt-
ed Rep. John Bradenmas (D-1nd.) (1974) to say recently
that local units of government are "alnpst totally ignor-
i ng handi capped persons, children, and the elderly in the
use of revenue sharing funds."

O the local revenue sharing budgets surveyed by
GAC

1) Only about 3/10 of one percent, or $4.3 mllion
of the $1,374 billion available to the govern-
ments surveyed, went to programs for the handi -
capped.

2) Only 18 governnents surveyed spent any of their
revenue sharing noney on progranms for the
handi capped.

3) Only about one percent or $15.4 million went
for children's prograns.

4) Only 2/10 of one percent or $2.9 mllion of
the total entitlenments were directed to pro-
granms benefiting the elderly.

It is clear that revenue sharing dollars won't flow into
human services or devel opmental disability prograns with-
out action at the local |evel.

Oversight hearings on SSI by the Senate Sel ect
Conmittee on Aging documented that thousands of needy
di sabl ed applying for SSI benefits have been experienc-
ing 7 and 8 nonth delays in processing their forms.
Rigid policies operate on the "l aw of deterence" prin-
ciple. Qutreach progranms to enroll newy eligible dis-
abled children and adults in SSI are nonexistent. D sabled
i ndi vidual s experience a total |ack of proper program
i nkages from SSI to energency assi stance, Medicaid, food
stanps, social services, and sonetimes vocational reha-
bilitation. Many disabled individuals have been denied
their legal right to

1) file awitten application for SSI (one m | -
[ion individuals were denied a witten appli-
cation in the first 3 nonths of the program



2) request a presunptive disability determ nation

3) receive $100 energency paynent

4) receive manual "force paynents" each nonth
after they have waited 30 days or longer for
an eligibility ruling

In January 1975, syndicated econonics journalist,
Sylvia Porter, wote that the program (SSI) "is not the

great reformlaw it was heralded to be. It is a dis-
grace." The SSI programrequires eligible individuals
to assert and prove a claimto benefits. It is an ad-

versary procedure, not a hel ping service. The program
and the adm nistrative machinery are not designed to
seek out and deliver needed benefits. These service
statistics illustrate the point:

MIlions of eligible individuals are not receiv-
i ng benefits.

*SSA, conservatively, estimates 7 million in-
dividuals are eligible for SSI paynent.

After 12 nmonths of the program 3.8 million
peopl e are receiving checks.

*SSA estimates that one nillion needy dis-
abled children are eligible for paynents. In
Dec. 1974, fewer than 68,000 children were re-
ceiving benefits.

Needy di sabled people wait nonths for benefits.

*Processing time for disability applicants
under SSI ranges from2 to 8 nonths.

Basically, the decentralized fundi ng nechani snms
pose two problens for the disabled and their advocates:

1) Protection of individual rights and entitle-
ments to public benefits

2) The advocates right to know and question how
deci sions are made in allocating public funds

VW need to exam ne the cash-out and revenue sharing



met hods of resource allocation to identify what we can do,
and how we can organize to see to it that this system
works in a way that is open and responsive to disabled

i ndi vi dual s.

Simul ati ng the Advocacy - Resource Probl em

In conjunction with this conference, DDTA devel op-
ed a set of materials to sinmulate the problens a disabl ed
i ndi vidual faces in applying for benefits under the
Suppl enental Security Incone (SSI) program Using this
approach, planners, advocates, handi capped i ndividual s,
and ot her DD Council nembers assune the roles of disabled
applicant, Social Security Adm nistration O ainms Repre-
sentative, Social Services Case Wrker, Vocational Reha-
bilitation Counselor, and Legal Advocate. The materials
and a description of the procedure appear in the Appendi x.

In the first segnent, the disabled person, M.
Long, is allowed five minutes at each of the three ser-
vice points (SSA, Social Services, and V. R.). His
objective at each service point is to nmake an application
establish eligibility, and claimthe maxi nrum benefits
package. Staff at the three service points inpede the
obj ective. However, when M. Long goes through these
service points a second tine, he is acconpanied by a
| egal advocate who assists himin acconplishing his
obj ecti ve.

Sumary

The resource devel opnment groups in Denver focused
on three areas for DD Council advocacy in response to
probl ens of the disabled SSI applicant. First, the
group stressed the need for State Councils to devel op
training experiences for direct service delivery staff
in SSA District offices to develop a better basic under-
standi ng of prograns and resources available for the
handi capped at the federal, state and |ocal Ievel
These staff devel opnent efforts should include content
to sensitize staff to the needs of the disabled and to
assist staff in their ability to conmunicate with handi -
capped people. These training efforts are seen as an
essential first line effort to inprove the decision



nmaki ng and the "hel ping capability" of those who have
face-to-face contacts with SSI applicants

Second, in view of the deficiencies of the SSI
programin responding to the needs of disabled applicants,
DD Councils should continuously nonitor the inplenenta-
tion of SSI, identify specific state and |ocal problens,
intervene at the policy making level to inprove the pro-
gram (such as persuading states to provide suppl enenta
paynments for the disabled) and act in coalitionwth
other state DD Councils and concerned groups to influence
nati onal policy decisions, such as the Church amendnent.

Third and finally, DD Councils nust provide in-
formation and individual advocacy assistance for poten-
tial applicants. Councils nust assure that there exists
in each state rigorous outreach activities (especially
to reach needy disabled children), and availability of
| egal and paral egal counseling to help disabled appli-
cants through the SSI application process and the
appeal s process when necessary.



DI SPLAY

OBJECTI VES: RESOURCES MCDULE

That partici pants devel op:

Conmi tment that DD Councils have an inportant,
essential role in nmonitoring service agencies and in-
tervening in behalf of the disabled.

Commit ment that DD Councils have an essentia
role in influencing the systemto accommopdate and be
responsive to needs of the disabl ed.

Under st andi ng of nonitoring and influencing
tasks, resources, and strategies as related to public
assi stance and revenue sharing.

Enhanced comuni cation skills, interview ng,
presenting.

Enhanced analysis skills of primary source docu-
ments - Law, Regul ati ons, Guidelines.



SSI SI MULATI ON PROCEDURE

In this simulation, five individuals play the
follow ng rol es:

Di sabl ed person M. Long

Social Security Adninistration Staff M. Cartell
Soci al Services Case Wrker M. Confort
Vocational Rehabilitation M. Wttington
Legal A d M. Hart

A sixth person acts as time keeper

and facilitator ( Hammer)

Participants are urged to use role descriptions
provided in the sinulation. There are tw reasons for
this:

(a) The plot can devel op. Sone role descrip-
tions contain errors in policy interpre-
tation. These staff errors are conmon SSI
pitfalls throughout the country, and we wil|
want to illustrate these for discussion
| ater.

(b) The participants can relax. No partici-
pant need feel that the role play is a test
or quiz of his know edge of the SSI program
Partici pants need not feel personally respon-
sible for SSI program content or details;
participants need only follow the role as
descri bed.

This sinulation takes about 30 - 35 minutes and
can roughly be divided into three segments. Participants
shoul d have 10 - 15 minutes in advance of role play to
review their materials.

. First Segnent (15 min.)

Di sabl ed Person (M. Long) has 5 m nutes at each of
the three service points.



—Soci al Security Admnistration (5 mn.)
—Soci al Services (5 mn.)
—Vocational Rehabilitation (5 mn.)

His aimat each office is to:

—Make application

—Establish eligibility

—Obt ai n the maxi mum benefit package
Because of rules, regulations, attitudes, and m s-
t akes designed in the service point roles, M.

Long doesn't acconplish nuch.

Second Segnment (5 min.)

M. Long goes to M. Hart (Legal Aid) to request
hel p in accessing services. M. Long briefly re-
views his experience to date. M. Hart and M.
Long set some basic goals and objectives, i.e.
make witten application for SSI, request "flag-
ging" for presunptive disability.

Third Segment (15 min.)

M. Long, acconpanied by the advocate well-versed
in the SSI rules and procedures, goes through the

three service points. As before they have 5 ninutes

at each point to:

—Make application
—Establish eligibility
—Obt ai n the maxi mum benefit package

Debri efi ng

Following the role play, participants need 5-10
m nutes to "unload" their roles, feelings, reac-
tions. Facilitator should hel p individuals feel
confortabl e about their performances by hel ping
to show sone positive aspect of each player.



Di scussi on

The group steps back from the individual situation
to develop a list of generalized SSI issues.

Usual Iy partici pants have some prior contact or
experience with SSI and its problenms. These ex-
periences will generally reinforce problens pro-
grammed into the situation, and, may in fact

bring up new probl ens.

Di scussion issues are listed in outline attached.
Mat eri al s
3 desks, 3 chairs for SSA, S.S., V.R
Signs legible for group indicating:
Social Security Administration
Soci al Services
Vocational Rehabilitation
Wheel chair for disabled person*

Chair for legal aid

SSA Regul ati ons, Manual, Forms, Public Information
Panphl ets, V. R Regul ations

*Opt i onal



DI SCUSSI ON | SSUES:
SSI SI MULATI ON

The sinul ation design prograns these issues into the role
play. Ohers may al so energe.

District Ofice

Application

—+ mportance of witten application

—Means Test
conmon mi sinterpretations

—Substantial Gainful Activity
troubl esone policies

Presunptive Disability - An Expediting Procedure
--"Observabl e"
— Fl agged" for DDU

Referral to O her Agencies
—tack of Mechanisns

—tack of Criteria

Soci al Services

Eligibility of SSI Applicants

Mandat ory Servi ces Desi gni ng the
State Service
Optional Services Package

Federal Cuts in Social Services - $2.5 Billion
Ceiling

Medicaid Eligibility for SSI Recipients



Vocati onal Rehabilitation

Referral by DDU
Basic State Program
—Who is accepted for service?
—Who is eligible for service?
Priorities for Serving Severely Disabled
—New V. R Regul ati ons
Key Definitions
— Enpl oyability"
— Productive Activity"
Legal Aid
The Appeal s Processes
—SSI
—Soci al Services
—Vocational Rehabilitation
Legal Aid Prograns as a Resource
Use of "Paral egal s"
Resources for Training Paral egal Advocates

Resources for Funding Prograns of Legal
Advocacy



Rusty Long, Devel oprentally Di sabl ed

Personal | nformation:

Age: 25 years

Devel opmental Disability: nultiply-handi capped athetoid
cerebral palsied individual; limted nobility;
confined to wheel chair; speech inpedi nent

Q129

Work Activity: sheltered workshop program @ $35/ nonth
Resi dence: living with parents

Parents I ncone: $30, 000

Per sonal Resources: $1,000 in trust, inheritance from
Aunt Tillie

Personal History: participated and excelled in nodel
speci al education program evaluated at age 19 by
| ocal vocational rehabilitation agency and denied
eligibility for services because |acked vocationa
potenti al .

A notice in a periodical published by and for the
cerebral palsied alerted you to possible SSI benefits.

Co to the Social Security District Ofice to apply
for SSI. Also try Social Services and Vocationa
Rehabi litation

You have 5 minutes at each of the service points;
Soci al Security, Social Services, and V. R to:

1. apply for benefits
2. establish eligibility
3. get the maxi mum benefit package avail abl e

You will then meet M. Hart, a |legal advocate, who
will assist you in your efforts to establish eligibility



for services. Co to each of the service points with M.
Hart. As before, you will have 5 minutes at each service
poi nt to:

1. make application
establish eligibility
3. acquire maxi mum benefit package

N

CGood | uck!



M. Cartell, SSA Cains Representative

You are a clains representative in a Social Secu-
rity District Ofice responsible for a three county area
Joplin, Orange, and Southford. You have thirty years
experience in processing clainms for the Title Il Wrkers
I nsurance Programunder Social Security. You are now
responsi bl e for processing applications for aged, blind,
and di sabl ed peopl e under the new Suppl enental Security
I ncome Program- an assistance or wel fare program

In processing applications for SSI, you use cri-
teria and policy guidelines outlined in the Code of
Federal Regul ations, published in the Federal Register
and two in-house docunments issued fromthe Baltinore SSA
Headquarters: The SSI Handbook and the Social Security
Cainms Manual. These materials are provided.

In addition, you apply the follow ng understand-
ings and interpretations to SSA policy.

I. Regarding acceptance of an application for SS|

A If a person cones in to apply for SSI and appears
to be "clearly ineligible", and "if that person
readily accepts the explanation of why he is
ineligible, an informal disallowance is appro-
priate". (Handbook section 1420; Senior
Citizens, p. 29.)

B. Fill out an application formfor a disabled per-
son if you think he will prove to be eligible
for disability assistance when:

1. The district office finds that his incone
and resources neet the nmeans test. *As a
rule, you don't accept an application from
a disabled adult living at hone if his
parent's incone and resources exceed the neans
test.

and,

2. The Disability Deternination Unit (DDU) finds



that nmedical records indicate a disability as
prescribed in Regulations and that the individ-
ual can not engage in substantial gainful ac-
tivity.
*As a rule, you don't accept an applica-
tion for disability assistance from
i ndi vi dual s who, although disabl ed, can
perform substantial gainful activity as
defined (Regs 416.931 - 416.934) to in-
clude "work activities" and enploynent in
a "sheltered workshop." These applica-
tions would probably just be ruled ineli-
gi bl e by the DDU

Presunptive Disability

It iswithin your power to rule that a disabil-
ity applicant is automatically eligible to receive
paynments for up to 3 nonths while awaiting DDU di s-
ability determination. The basis for this predeter-
mnation is presunptive disability as detailed in
regul ati ons 20 CRF 416.951 to 416. 954.

However, the Cains Manual limts you to readi-
Iy observable disability: (Adainms 12752)

1. An anputation of 2 |inbs
2. An anputation of a leg at the hip
3. An allegation of total deafness
Does the applicant neet these criteria?
Applicants suffering other inpairnents and
seeking presunptive disability nust offer nedica

docunmentation which is referred to the DDU and
flagged for expedited deci sion. (Regs 416.9536)

Referra

Applicants for SSI assistance are automatically
eligible for some Social Services provided by the
state under Title VI.



Applicants must go to the local Social Services
office to claimany services.

It may be appropriate to refer sone disabled
applicants to Vocational Rehabilitation. This is
usual |y done by the DDU. You have no guidelines for
maki ng such a referral



J. D. Confort, Social Wrker

You are in a local unit of the State Social Service
agency responsible for a 2 county area (Orange and Patter-
son). Your agency is well known as the place to go for
assi stance paynents and services. As of Jan. 1, 1974,
basi ¢ payments for the aged, blind, and disabled were

turned over to the Social Security Admi nistration. (The
program has been floundering ever since. Now maybe peopl e
wi Il appreciate what social workers |ike you have been
doing for years). You still provide noney and services

to AFDC fam |l i es.

You offer the follow ng benefits to the disabl ed.

1. Supplenental paynment for disabled individuals, $15/
nmonth after SSI eligibility is established.

2. Some mandatory services:
—+nformation and referral
—protective services

—services to remain in own honme or return to comu-
nity

—services to neet health needs
—sel f support services
—homemaker services

—special services for the blind
3. The optional services include:

—foster care services
—soci al group services

4. However, your state has recently received a cut in
Federal funds available for Social Services and the
Agency Admi nistrator has issued an austerity policy.



SSI recipients are eligible for Medicaid. That is
determined by the SSA District Ofice and it is their
responsibility to informthe recipient of services.



Del nus Whittington, Counsel or

You are a |local Vocational Rehabilitation unit.

The V. R programis the ol dest Federal categorica
program for the handi capped. Recent anmendnents to the
V. R |aw have made substantial changes. |In the old days,
the program hel ped the disabled return to the |abor
force and becone tax paying citizens. The programreally
paid for itself. Under the revised law, V. R is supposed
to serve the severely disabled. Getting those folks into
jobs will take a miracle - and a lot of tinme and noney.
The severely disabled may never be gainfully enpl oyed

As a counsel or, you are responsible for eval uating
appli cants, deciding whether to take applications, and
devel opi ng an individualized, witten plan for each
client accepted into the program

You have a copy of the Federal Regulations for the
V. R programwith relevant definitions and requirenents
marked. Use these in interpreting the follow ng instruc-
tions to evaluate M. or Ms. Long, a disabled applicant.

Basically, you see clients in three categories:

1. Those referred by the DDU - either Title Il or Title
XVI (SSlI). These clients are paid for 100%by the
federal government and nust be expected to achieve
"substantial gainful activity" e.g. $200/nmonth incone.

2. Cdients of the basic State Vocational Rehabilitation
program (80.20 Federal -State funds) must have "voca-
tional potential" in order to be accepted.

3. Cdients who are severely disabled. The new Rehabi -
litation Act of 1973 places priority on providing
V. R services to the "severely disabled". [Regs
401.31 (b)]

Taking the Application

*The Application Decision and Eligibility Categories -
Is it likely this person may be eligible for V. R?



|I. Does M./Ms. Long fit #1, the 100% category? See
requi renents:

A. Does he/she nmeet requirenents 401.124 (a) 1-47

1) disabling inpairment is not rapidly progres-
sive.

2) without Rehab services this person will con-
tinue to be eligible for SSI paynents.

3) with Rehab services the person will achieve
"productive activity" *and can reasonably
be expected to terminate eligibility for SSI
paynent s.

4) cost of these services will be offset by
non- paynent of SSI benefits.

*"Productive Activity" is generally assumed to exist
if the person earns $200 or nore/nonth.

I1. Does he/she fit criteria for regular state prograns?
See 401.33 (b) Basic Conditions.

A substantial handicap to enpl oynent

B. enpl oyability - Enployability is defined in V. R
Regs. Sec. 401.1(g) as:

"Enpl oyability" refers to a determ nation
that the provision of vocational rehabili-
tation services is likely to enable an
individual to enter or retain enpl oyment
consistent with his capacities and abili -
ties in the conpetitive |abor market; the
practice of a profession; self-enploynment;
homemaki ng; farmor famly work (including
wor k for which paynment is in kind rather
than in cash); sheltered enpl oynent; home-
bound empl oynent; or other gainful work.

If M./ M. Long doesn't fit category A or B perhaps
this person is eligible for services as a "severely



di sabl ed" person under category C. The regs define
severely handi capped person on p. 42475, Sec. 401.1

(w).

C. "Severely handi capped individual" neans a han-
di capped i ndi vi dual
(1) Who has a severe physical or mental dis-
ability which seriously limts his functiona
capacities (nobility, communication, self-care,
self-direction, work tolerance, or work skills)
in terns of enployability; and
(2) Whose vocational rehabilitation can be
expected to require multiple vocational reha-
bilitation services over an extended period
of time, and
(3) Who has one or nore physical or nental
disabilities resulting from anputation,
arthritis, blindness, cancer, cerebral pal sy,
cystic fibrosis, deafness, heart disease, hem -
pl egi a, hermophilia, respiratory or pul nbnary
dysfunction, nental retardation, nental ill-
ness, nultiple sclerosis, muscul ar dystrophy,
nmuscul o-skel etal disorders, neurol ogical dis-
orders (including stroke and epil epsy), para-
pl egi a, quadriplegia, and other spinal cord
conditions, sickle cell anenm a, and end-stage
renal disease, or another disability or com
bi nation of disabilities determ ned on the
basis of an evaluation of rehabilitation
potential to cause conparable substantial
functional limtation.

Renenber, severely handi capped applicants nust show
"enployability" in order to qualify for eligibility.
(See definition of enployability above.)

The Eligibility Decision: Evaluating Rehab Potenti al

You rmust make a deci sion about M./ Ms. Long's eligi-

bility for V. R service. This decision will be based on
an intervieww th the applicant and information provided
by the applicant. Your decision about this person's eli-

gibility or ineligibility for V. R services is based on



your evaluation of his/her rehabilitation potenti al
t hr ough one of three neans, as appropriate:

(a) Prelimnary Diagnostic Study - basically the
client history

(b) Thorough Diagnostic Study - client history, plus
pr of essi onal wor k-ups, observations

(c) Extended evaluation of up to 18 nonths is indi-
cated where there is a substantial handicap to
enpl oynent and there is uncertainty about the
person's ultimate enployability - or job poten-
tial. These evaluation procedures are de-
scribed in the Regs p. 42481, Sections 401. 34,
401. 35, and 301. 36

The Services Decision - What Benefits are Avail able

Services for which your agency may receive Federa
rei mbursement for eligible individuals include:

—bi agnosi s

—Eval uation of rehab potenti al

—Counsel i ng, guidance, referral

—Physi cal and Mental restoration services

—Vocati onal and other training, including books,
tools, materials

—Mai nt enance

—Jransportation

—Services to fam|ly nenbers when necessary to the
adjustnent or rehabilitation of the handi capped
i ndi vi dual

—Tel ecommuni cati ons, sensory and other technol ogi -
cal aids and devices

—Pl acement in Enpl oynent

—Post enploynent services

—Occupational |icenses, tools, equipnent

The individualized, witten rehabilitati on program
devel oped by V. R counselor and client specifies service
goal s and service benefits. (For a description of indi-
vidual i zed program see 401.39, p. 422482, Regs.)



up the eligibility determ nation process.

Soci al Services

Aggressively inquire about Social Services stipulated
under the State Plan. As an applicant for SSI, the dis-
abl ed person has a right to sonme services even before his
SSI eligibility is established.

Vocati onal Rehabilitation

Check the V. R regulations for appeals procedure.
(Sec. 401.46, p. 42484 Regs)

Advocate Hints

Get nane and phone nunber of staff contacts at each
agency.

Gently explain that you will keep in touch with them
weekly until the application has been processed

Be sure to chat briefly with Long to find out where
he's been, what's happened at the three points to date,
and what he wants. How can you hel p? You want to make
certain that Long is involved in decision nmaki ng about
his future




M. Rick Hart, Legal Aid Advocate

You are a legal aid service Advocate (not necessari -
ly an attorney). You will be asked to help Rusty Long
get the maxi mum benefits possible at each service point:
SSA, Social Services, and Vocational Rehabilitation. To
do this, youwll have a grasp of the regul ati ons govern-
ing each program and an understandi ng of the appeals
process.

You wi || have these materials to assist you:
*National Senior Citizens Law Center Manual
*SSI Regs, Clainms Manual, Transmittal Letters
*SSI Forms, and list of evidence applicant nust present
*Soci al Services Cuide

*Vocati onal Rehabilitation Regs

The following rules will help you at each service
poi nt .

SSA District Ofice

1. Pages 122 - 131 of Senior Citizens details the Appeals
Process at SSA

2. Renmenber: The appeals process is open only to the
i ndividuals who file a witten application. GCet a
witten application on file for your client.

3. The district office is msinterpreting a crucial reg-
ulation re: incone limts. The income and resources
of parents of an adult disabled individual may not be
deemed to that person even if residing with his
parents.

4. Request expediting procedures on flagging for presunp-
tive disability. You know that disability determ na-
tions are taking 4- 8 months for SSI. Your client
clearly neets disability rules so you want to speed
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PublicAwareness

DD Council s nmust engage in public awareness activ-
ities in order to help make the DD Act work. NMoreover
Councils must lead the way in changing attitudes and
myt hs about citizens who are disabled. Finally, they
must stinulate the devel opnent of new resources and better
services for the handi capped.

As a planned conmuni cati on and advocacy activity,
publ i c awar eness progranm ng enconpasses a w de range of
concerns. For example, it involves explaining about the
Act . It involves describing that DD citizens are persons
with dignity and val ues who have a right to be trained to
their maximumand a right to live as happy and as nor mal
a life as possible. It involves telling how citizens can
be hel ped, what services are avail able, and what gaps
exist in services. Utimtely, public awareness activi-
ties seek to advocate and generate concern, support, and
i nvol vement anong nunerous publics.

The remai nder of this chapter is divided into two
parts. The first deals with an introductory description
of a public awareness planning and devel opnent framework,
whil e the second part outlines resources available to
help a council get their planning underway.



PLANNI NG AND DEVELOPMENT FRAMEWORK

Public information planning and devel opment strate-
gi zing are crucial to DD Councils. Hopefully, the foll ow
ing framework will assist the reader to conceptualize an
advocating awareness program which carefully exam nes
alternatives for comrunicating what, to whom for which
pur poses, when, how, and with what effect

Pl anni ng Program Purposes

Because Pl anning and Advisory Councils want to
nurture public awareness on issues related to DD, they
must be able to clearly outline their program purposes or
goal s. To help the reader think about this planning ac-
tivity, here is a list of seven purpose statenents for
consi deration

1) Stinulate the devel opment of new | aws, reforns,
community services, and/or appropriations dic-
tated by the needs of DD citizens

2) Promote acceptance and understanding for de-
vel opmental ly disabled citizens and the DD
concept.

3) Facilitate the devel opnent of the DD citizen's
self concept, skills, and know edge

4) Provide reliable, accurate, and current in-
formation on the DD |aw and numerous related
concerns.

5) Keep DD citizens or advocates informed about
avail able services and rights so that they may
participate and gain full benefits from them

6) Pronote activities of the DD Council and facil-
itate the positive devel opnent of relations
bet ween governmental, public, and private
agenci es.

7) Cultivate new publics who may act on behal f of
the DD nmovenent.



These seven information, persuasion, and notivation
pur pose statenents are intended as exanples. They should
be viewed as junping-off points for Council conmunicators
to delineate their own purposes. After all, it is essen-
tial to knowwhat is to be acconplished and what needs
are to be satisfied.

Havi ng acconplished this planning step, the Counci
can nove on to the next phase.

Resear chi ng

This anal ysis phase calls for intensive and exten-
sive data probing. All relevant opinions, observations,
attitudes, and reactions of persons to be associated with
the Council's public awareness program should be consulted.
Furt hernore, programneeds should be clarified and veri -
fied prior to additional planning. As a consequence, it
is hoped that parts of a programwould be better seen in
relation to the whole. Therefore, background information
is vital to the next step in planning which involves the
mat ching of their specific messages and delivery channels
with their specific audiences.

Pl anni ng for Audi ences

Audi ences, |ike purposes, nust be identified
anal yzed, and agreed upon. Mbst often, the audi ences
which will receive the nmessages can be subdivi ded al ong

di fferent dimensions. For exanple, size can be divided
into neani ngful categories such as a single person, snall
group (up to 100), or mass (100 or nore). Occupation

sex, and education are other dimensions. Finally, assunp-
tions about an audi ence's know edge base, val ues, feel-

i ngs, and needs should be explored by Council comuni ca-
tors.

Many of the typical target audiences (or "publics")
for a DD programinclude |egislators, educators, doctors,
attorneys, social service professionals, high school stu-
dents, consuner groups, and parents. O course, greater
acceptance and understandi ng can be fostered among these
and other publics. Apathy and avoi dance can be changed
New | aws and services can be stinulated. Positive



rel ati ons anong agenci es can be prompted. However, to
acconplish these and ot her worthwhile ends, a close exam
i nati on and understandi ng of the intended audiences is
mandat ory.

Message Pl anni ng

Havi ng del i neated purposes and audi ences, a Coun-
cil must cope with the conplex issue of nmessage deter-
m nation and design. Precisely what advocacy content —
facts, opinions, interpretations--should be prepared?

Is it difficult or sinmple to understand? Does it ask
for a response or offer rewards?

In general, DD Councils have two broad nessages.
The first deals with the Council, what it is doing, and
its state plan. The second broad nmessage (and probably
the nore inportant) concerns the DD concept and those
citizens who are devel opnental ly di sabl ed. The follow ng
statements (Nelson 1973, Wl dnman 1973, and Paul 1974)
provide the basis for both kinds of nmessages. They are
offered in order to stinulate initial Council discussion
on the issue of designing and clarifying nmessages:

1) The client, the devel opnentally disabl ed
person, has constitutional rights as a citizen
Deni al of any of those rights conmpounds the
di sability. Those rights nust be secured in-
cluding, or especially, in those instances
where the disabled person is not able to rise
to his own defense.

2) The devel opnental ly disabled person has a
right to live in his own community. If re-
jected by his owmn fanmily, he has a right to
resources for a decent life w thout conpro-
m sing his own personal integrity.

3) The developnental ly di sabled person has a right
to pursue a life beyond stignma. This requires
an educated citizenry, an accomodating physi -
cal environment, alternative resources which
are not characterized by deneaning |abels or
excl usive inconpetency criteria for



4)

5)

6)

7)

8)

9)

10)

11)

12)

participation, and an advocate to nonitor his
wel | being and assist in increasing productive
and adaptive interaction between the devel op-
nmental | y di sabl ed person and his environnent.

The devel opnmental |y di sabl ed person has educa-
tional, psychol ogical and nedical needs which
must be net appropriately, sufficiently, and

on time. The devel opnental ly disabled have a
right to appropriate educational and treatnent
resources. No sub-human or even sub-standard
envi ronment - - physically, socially, or norally—
can be rationalized as acceptable.

The care giving systens are, thenselves, a
source of information fromwhich we can exact
information for devel oping a message from the
DD Counci I .

What can be done to prevent devel opnenta
disabilities?

VWhat is being done to prevent devel opnenta
disabilities?

VWhat are devel opnental disabilities, what are
the causes, including those for which preven-
tionis, at this tinme, unknown and what is the
potential for a developnentally disabled person?

VWhat special services need to be provided for
devel opnment al | y di sabl ed people, or what is
this community doing to provide special ser-
vi ces?

VWhat are the advantages of early intervention?

How is a program for devel opnental |y di sabl ed
peopl e run? Feature a specific pre-school pro-
gram an educational program or a work train-
ing program

Use interview wi th enployers plus state and
national statistics.



13) Does your comunity offer maxi mum opportunities
for "normalization" of handi capped peopl e?

14) CGtizen Advocacy: what it is, why is it needed
and who will do it?

15) Feature stories about |ocal professionals, why
they entered the field and what they do.

16) Feature stories about |ocal devel opmentally
di sabl ed peopl e.

17) Feature stories about nenbers of the comunity
and how they help devel opnental |y disabl ed

peopl e:

a. parents

b. direct service volunteers

c. businessmen who enploy the handi capped
d. businessnmen who supply sub-contract work
e. volunteers who help on fund raising

f. people available for speakers bureaus

g. bureau nmembers, Council nembers, and

conmi ttee nenbers
18) Current Council activities
Natural ly, message design relies heavily on one
nmore factor: a Council must know and understand its DD

citizens.

Pl anning for Delivery Channels

Since much will not be witten in this chapter
about the intricacies of different delivery channels
(e.qg., film brochure, newspapers, slidetape, special
events, sem nars, speakers bureau, press kits), we would
like for the reader to consider a particular planning
framework. It was devel oped by Read (1972) for matching
and sel ecting channels with messages and audi ences.
Wiile Read admits that his format is not based on a sci -
entific formula, his intuitive guidelines may be hel pfu
for public awareness planning:



Mass medi a channel s. We shoul d achi eve maxi mum
comruni cation efficiency by using mass--nmedia
channel s under the followi ng conditions:

1. The audience for the message is |large. The
mass media, in fact, offer the only practi-
cal channels for reaching |arge, general
audi ences.

2. The message is sinple. This does not nmean

that the message | acks inportance, but the
concept should be easy to grasp and under-
st and.

3. The message is tinmely. There is need to
reach audi ences quickly.

4. The audience is exposed to the mass nedi a

channel s. A large share of the intended
audi ence subscribes to and reads newspapers,
or listens to radio, or watches television.
5. Time and noney are limted.
Group channels. The followi ng conditions suggest

the use of group channels (neetings, conferences,
field days, and direct-mail services):

1. The audience is relatively small, special-
ized, easily identified, and highly moti -
vat ed.

2. The nmessage is either conplex, highly spe-
cialized, or both.

3. Communi cation effectiveness depends in part
upon i medi ate audi ence response and feed-
back. The audi ence does more than receive
the message.

4. Message content is more inmportant than
timeliness.

5. Time and other resources are avail able.
Person-to- person channels. The conditions that sug-
gest the use of person-to-person channels are al-
most self-evident and include the foll ow ng:

1. The audience is small, and notivation may

be slight.

2. The message, sinple or conplex, must be fit-
ted to the individual needs of the receiver.

3. The timng of the message is not critical

4. Tinme and other resources are avail able.

The exceptions. There are exceptions to all guide-
lines, of course, and we find many exceptions for




t hose above. (p. 303)

Pl anni ng for Eval uation

No public information plan would be conplete with-
out sone consideration for evaluation. For just like
ot her advocacy sponsored activities, the Council nust
collect information in order to gauge their effectiveness,
as well as provide data for continual decision-naking
pur poses.

Since Councils use many different planning and
eval uation systens for gathering data about program inpact,
ef fectiveness, and objectives attai nnent, we cannot sug-
gest an overall nethodol ogy for public awareness. Fur-
thernmore, the state of the evaluation art for this area
is not that scientific or sophisticated. O course,
there are el aborate techniques and forecasting procedures
which are being experinmented with and inpl emented by
| arge corporations. However, these are very expensive
and usually too obtrusive for Council purposes.

Therefore, what are sone met hods whi ch can be de-
signed and used to evaluate different dinmensions of a
pl an? The follow ng suggested procedures could be em
pl oyed to collect data for program assessnent:

1) dipping service--to keep track of how many
newspapers are running the Council's rel eases
and other stories.

2) Estimated nunbers of persons reached as a re-
sult of televising a TV program

3) Nunbers of persons witing to the Council for
informati on about its activities or Plan

4) Nanes and addresses of persons responding (via
a WATTS tel ephone nunmber) to a radio canpaign
sponsored by the Council.

5) Evaluation forns containing satisfaction and
i npact questions that are collected and ana-
lyzed following a public education semnar or
wor kshop on topics such as SSI and revenue
shari ng.

6) The frequency of nessages transmtted via radio
and TV.



7) Appearance of a new governmental ruling, commu-
nity service, or appropriation attributable to
a conprehensive Council program

8) Data froma Speakers Bureau

9) Nunber of times bank, library, or departnent
store asks for displays or booths.

10) A third party panel to assess, using predeter-
mned criteria, the inpact of face-to-face
activities (e.g., One-to-One Day in Tennessee).

11) Circulation figures and feedback (formally so-
licited or informally provided) fromreaders
of a Council newsletter.

12) Post card feedback data on a filmor slidetape
that is circulated by the Council

Regar dl ess of the nmethods devel oped and used, the
Counci | should make sure that its eval uation procedures
are tied closely to its programgoals. Furthernore, it
shoul d docunent as best as possible its successes and
failures. In this way, decisions about the overall plan
can be nore closely scrutinized, changed, and inproved
over a period of tine.

Coordi nating the Program

Utimtely, the Council nmust arrive at a decision
regardi ng what needs to be said, what materials devel oped,
for which audi ences, and for what purposes. A Council may
be fortunate to have the services of a full or part-time
staff nenber to coordinate their public information plan-
ning, a talented task force or subconmttee on public in-
formati on made up of Council members, or an on-going con-
sultative assistance provided by an advertising or public
rel ati ons conpany or individual professional.

If none of these is the case, a Council m ght make
use of other agencies and resources which can facilitate
the devel opnent and production of nessages for a given
channel and audi ence. For exanple, UAFs, educationa
medi a centers in public schools or universities, prison
print shops, HEWregional comunication prograns, and
state governnent nedia or public information offices
shoul d be contacted. Another facilitator m ght be con-
suner groups. Audette (1973) suggested that DD Councils



shoul d consider contracting the devel opnment and production
part of prograns to |ocal groups such as ARC, UCP, and

Epil epsy. O course, the final determnation as to who
will coordinate the programw || depend |argely on such
factors as availability of local talent, regulations, pur-
poses, and resources.

It is a good idea to have nmade medi a contacts prior
to execution. This nmeans that the coordinator should con-
tact such persons as newspaper editors, TV and radi o pub-
lic service directors, and photographic studi o personnel

Executing the Plan

Even wi th soneone responsible for coordinating the
devel opnent and execution of the public awareness efforts,
a Council nust continue to explore programmtic alterna-
tives, keeping noney and time in mnd. Additionally, it
should strive for program consistency, clarity and credi-
bility. Furthernore, it should seek | ong-term exposures,
Council input, and a good m x of delivery channels.

After a plan has been conceptualized, the Council
is ready to inplenent it. Read (1972) offers sone execu-
tion suggestions.

Step 1. Budget time and noney for each of the com
muni cati on activities called for in the plan, and
work up a cal endar of deadlines for those activi-
ties. When will the first news story be witten,
the first radio programbe aired, the first tele-
Vi sion program be presented? Wat are the dates
for the schedul ed neetings, and when nmust the first
pl anni ng session be held for each neeting or the
series of neetings? Wen and how wi Il the neetings
be publicized?

Step 2. Plan schedules to nmeet the deadlines.

Wth a realistic time budget, we should be able to
estimate the nunber of hours needed each week to
carry out the plan. If the nunber of required
hours is unavail able, we nmust adjust the plan to
fit the hours.

Step 3. Eval uate the plan after each step and nake
adjustnments called for by the evaluation. CQur



first meeting may have been so successful that sub-
sequent meetings are not needed. Cancel them W
learn that the television station has changed its
program schedul e, and the show we counted on is un-
avail able. W nust shift resources to other chan-
nel s. Audi ence feedback indicates nore nisunder-
standing of the problemthan we anticipated. W
may need an additional series of news stories.

Step 4. Make a final evaluation and prepare a re-
port on successes and failures for future refer-
ence. We can inprove our efforts tonorrow only by
appl yi ng the know edge gai ned today. (p. 305)

Thus, public awareness planning and devel opment is
a very inmportant vehicle for advocacy. Its overall pur-
pose, of course, is to assist Councils to make the DD Act
wor k, lead the way for changi ng peopl es' opinions and
i deas, notify citizenry of services avail able, induce
"the systent to yield nore resources, and stinulate the
devel opment of new and better services for handi capped
citizens.
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Publ i ¢ Awar eness Resources
Films (all 16 nmm)

1. Medals (21 mns., color, 1971)
Avai |l abl e: Bono Film Services, Inc.
1042 W sconsin Ave.
Washi ngton, D.C. 20007
A fun filmabout nentally retarded children having fun
at the Md-Atlantic Special A ynpics sponsored by the
Joseph P. Kennedy Foundati on.

2. Like Oher People (43 mins., color, 1972)
Avai | abl e: Per enni al Educators
P.O Box 236
1825 W I | ow Road
Northfield, 1ll. 60093




United Cerebral Palsy Inc.
Youth Activities Dept.

66 East 34th St.

New York, N.Y. 10016

Al so available: United Cerebral Pal sy of Denver

2727 Col unbi ne Street

Denver, Colorado 80205
The npost sensitive and hard hitting filmon the sub-
ject of normalization. A British made documentary of
a young cerebral palsied couple who are in |ove and
demand the right to enotional and sexual fulfullnment.

Normal i zati on--The Right of Respect (14 1/2 m ns.,
col or, 1973)
Avail abl e: Atlanta ARC
First National Bank Building--Suite 369
315 West Ponce de Leon Avenue
Decatur, GCeorgia 30030
The filmdi scusses the principles on normalization,
especially residential facilities, and focuses on
devel opnental |y disabled citizens in real life
si tuati ons.

All My Buttons (28 m ns., color, 1973)
Avai |l abl e:  University of Kansas Audio-visual Center
Fil m Rental Services
746 Massachusetts St.
Lawr ence, Kansas
A dramati zati on which cuts through many |ayers of
society to see how each reacts to or ignores the prin-
ci pl es of behavior managenent and nornalization

Look Beyond the Disability (30 mns., color, 1972)
Avai | abl e:  Medi a Support Services
Parsons State Hospital & Training Center
Par sons, Kansas 67357
The filmwas produced for TV for the Kansas DD Coun-
cil to help locate devel opnental |y disabled citizens
in need of services, to alert citizens to their key
role as a "pressure group", and to encourage comruni -
ties to provide services locally, especially education

The Hope and the Prom se (25 mins., color)




Avai l abl e:  National Rehabilitation Association

1522 K Street N.W

Washi ngton, D.C. 20005
A slightly out-of-date and rather rosy view of rehabil -
itation, including a 19 year old retarded youth who
rises (neteorically) fromsheltered workshop, to nmin-
tenance assistant, to spot wel der.

7. Sonething Shared (15 mins., color, 1974)
Avai | abl e:  NARC
2709 Avenue E. East
P.Q Box 6109
Arlington, Texas 76011
A new filmon citizen advocacy which introduces the
subj ect of advocacy and touches on the nature of the
advocat e- protege rel ati onship.

8. A Light for John (22 mins., B&W 1956)
Avai l able: FilmLibrary
Di vi si on of Ci nenmn
University of Southern California
University Park
Los Angel es, California 90007
An ol d, dated, but still lyrical and noving portrait
of a retarded adult and his nother trying to cope
with the world enotionally and financially.

9. That's What It's All About (28 m ns., color, 1974)
A brand new and exciting film produced at Denver Uni -
versity on normalization and the Col orado Host el
Program  For information on its future availability
contact: Chris Wnokur, Division of DD, 306 State
Servi ces Buil ding, 1525 Shernan, Denver, Col orado
80203.

Vi deo Tapes (all 1/2" EIAJ format)

1. NARC has several video tapes on advocacy avail abl e.
A. "Protective Services: History, Status, and Criti-
que" Elsie Helsel (60 m ns., B&W

B. "Devel opment and Operation of Nebraska's Youth
Advocacy Progrant Julie Meyerson (28 m ns., B&W



For

2.

For

C. "Description of Youth Advocacy Activities:
G eater Omaha Youth Association for Retarded
Children" Terri Freyer (6 mins., B&W

D. "Legal Rights of the Inpaired" Henry Cobb
(82 mns., B&W

E. "The Role of the Parent Movenent Wthin the Con-
text of a Functioning Ctizen Advocacy Schema"
@Qunnar Dybwad (60 m ns., B&W

conplete details contact: NARC
2709 Avenue E. East
P.O Box 6109
Arlington, Texas 76011

The National Institute on Mental Retardation of Can-
ada also has a series of video tapes on advocacy.
They are understandably reluctant to |loan tapes to
the USA, however, they will gladly sell or trade

t apes.

A.  "Advocate-Protege Panel" Clark, (30 mns., B&W

B. "Brief Overview of Citizens Advocacy" Korn,
(30 m ns., B&W

C.  "Judy and Linda--An Advocat e/ Protege Rel ati onship"
(B&W

conplete details contact: N M
4700 Keel e Street
Downsvi ew ( Tor ont o)
Ontari o, Canada M3J 1P3

O her Tel evi si on

1.

Larry (90 mns., color) a made-for-television nmovie
about a 26 year old man who has spent all his life in
an institution before it is discovered that he is not
retarded. It is available as a film For details
contact the Learning Corporation of Anerica, 1350
Avenue of the Anericas, New York, New York 10019.




Sl i de- Tape Prograns

1. Special Peopl e—Special Needs (14 mins.)
An introduction to the North Carolina Council on
Devel opnental Disabilities and its work, focusing
especially on the Community Profile, a comunity by
conmunity survey of all services for the devel opnen-
tally disabled. Contact: Robert Denny, North
Carolina Dept. of Human Resources, Council on DD, 526
Cooper Menorial Health Building, Raleigh, N.C.  276083.

2. Texas Slide-Tape Program (12 mins.)
An introduction to the Texas Devel opmental Disabili -
ties Council and its work. The showis also avail -
able in a "three screen spectacul ar” version. Con-
tact: Jack Leath, Texas Dept. of Mental Health and
Mental Retardation, P.O Box 12668, Capitol Station,
Austin, TX 78711.

Print WMaterials

1. Newsletters are put out by several states and sone
pl anning regions within states. Two representative
exanmpl es are:

A.  Stepping Stones for the Devel opmentally Disabl ed
of Tennessee. Contact: Polly Roddy, Editor,
St eppi ng St ones, Tennessee Pl anning and Advi sory
Counci| for DD, 300 Cordell Hull Building, Nash-
ville, Tennessee 372109.

B. Spotlight. Contact: W sconsin Council on DD
(Donald Ei b, Council Chairman, and Editor), One
West Wlson St., Room540, Madi son, Wsconsin
53702.

2. Informational brochures are also widely used—some
representative exanples are:

A. "Services for Persons in Virginia w th Devel op-
mental Disabilities" Contact: Devel opnental Dis-
abilities Planning and Advisory Council, Travelers

Bui |l di ng, Suite 400, 1108 E. Main Street, R chnond,
VA 23219.



"The Devel opnental Disabilities Council Puts It
Al'l Together" Contact: New Jersey DD Council, 169
W Hanover Street, Trenton, NJ 08625.

"“Council on Devel opnental Disabilities in North
Carolina: Community Profiles" Contact: Council
on DD, Dept. of Human Resources, 526 Cooper Meno-
rial Health Building, Raleigh, N.C. 27603.



Legal Developments

The |l ot of devel opnentally disabl ed people has
been di scouragi ng; indeed, it has been depressing, when
seen through a | awer's eyes.

The law of Ancient Rome is the first reported
| aw deal ing with devel opnental |y disabl ed persons, par-
ticularly the nentally handi capped; its primary concern
was with their property, not their person, with their
wealth, not their welfare. Fromthe time of the Caesars
through the Age of Barbarism through the M ddl e Ages,

through the Renai ssance and Enlightennment, into the Age
of Revolution, and even as late as the Age of Colonialism
the law —in all its nmajesty — addressed itself prin-

cipally to the custody and nanagenment of the property,

not the person, of the devel opnentally disabled and men-
tally handi capped. Even as late as the eighteenth cen-
tury, when state institutions were first created for

the detention of persons dangerous to thensel ves and

ot hers, the sharpest focus of the lawwas with their
property, and then with detention and isolation, not
treatnent and rehabilitation. Due process was avail able -
only when a person's property was at stake, not when his
liberty was in jeopardy.

It was not until the nineteenth century that the
law s principles of detention and isolation were



anel i orated by a hunane concern for treatnment, therapy and
rehabilitation. Until then, developnentally disabled per-
sons had been tortured, burned, exorcised, sold at nmarket,
segregated, isolated, ignored and only rarely val ued or
treated. They had been referred to in the law as "hono
furiosus”, "non compos nentis", idiots, lunatics, abnor-
mal , subnormal, crazy and insane.

They were so treated by society, under its |aws,
not solely because they were inherently |ess able, but
because they were different. They were described in
words with the greatest perjorative connotation, words
that stigmatized themin the eyes of the law and reflect-
ed society's inhospitable attitude toward them CQur
Puritan forefathers treated themin contenplation of the
law no differently than beggars — persons to be excl uded
fromthe society of normal men and to be driven out of
towns, persons worthy only of the tiniest norsels that
m ght trickle dowm fromthe public or private table, per-
sons no different from the meanest supplicant for what -
ever alnms we mght give. Except when they owned prop-
erty, they were treated, in the words of Al exander
Sol zheni t syn, as nonpersons.

This brief history is not remarkable, nor is it
history in the sense of describing a condition of our
past, for the devel opnent of the law as it affects the
nmental Iy di sabl ed has depended on three factors: (1)
the extent of medical know edge about the etiol ogy,
care and treatnment of the nentally disabled; (2) the
degree to which the politically organized comunity has
acknow edged its responsibility for the care and treat-
ment of its afflicted citizens; and (3) the legal pro-
fession's awareness of the social realities of devel op-
mental and nental disability and the acuteness of its
concern for those who have neither relatives nor friends
to safeguard their rights. 1In historical perspective,
these three factors have devel oped in nutual dependence
and agoni zingly, slowy and uncertainly. They are in a
devel opmental stage still.

To prove the point that the |law of the devel oprmen-
tally disabled person is in a devel opnental stage —
indeed, is at a vital point of developnent —it is not



necessary nerely to count the nunber of |awsuits brought
on behal f of the handi capped, to exami ne the program con-
tent of professional neetings (where |awers are now in-
cluded), to review the spate of |egislation enacted since
the years of John F. Kennedy's presidency, or to count
the millions of dollars we are investing in devel oprnent al
disabilities programs. It is, instead, only necessary to
exam ne the legal discrinmnations that now still exist
agai nst devel oprental |y di sabl ed persons.

The handi capped are denied those constitutiona
rights that each and every other one of us has. When
they are institutionalized, they are denied rights to
freedomof nmovenent, association, speech, expression,
privacy, and to acquire and hold property; they do not
enjoy freedom frominvoluntary servitude, cruel and un-
just punishment, and the nassive curtailnent of their
liberty. When not institutionalized, they are denied
rights to work or be paid a mini numwage, seek and find
housi ng, vote, marry and procreate, and have equal access
to the public and private benefits nost of us take for
granted - education, enploynent, housing, nonexperinenta
medi cal care and even basic nedical care, protection from
sterilization, protection from stereotyping and classifi-
cation in education, and protection fromthe extraordi-
nary penalties of the crimnal law. They have been and

still are segregated, isolated, institutionalized, and
made wards of the state without their or their parents'
consent. Ironically, they are forbidden to contract,

yet they are held liable in tort, and nade cul pabl e under
our crimnal |laws. They are discrinminated against in al-
nmost every conceivable way by the public and private

sectors of our abundant econony, and the |aw has not yet
curbed these outrages.

Al'l of this has happened and continues to happen
despite the fact that devel opnentally di sabl ed persons
typically have comitted no crines, except the crine of
abnormality, and despite the fact that they have repre-
sented no nenace to society, except the menace of differ-
ence. It has happened and continues to happen on the
theory that they should be involuntarily confined for
their own sakes so they nay get treatnent, and for the
protection of society. Yet they are not treated, and it is



not clear why society should be protected from them

They are little valued in institutions, except they are
wor ked wi t hout pay or for |ess-than-m ni numwage. They
are thought to be different and are so treated under the

| aw, yet we cannot quantify their differences when it
conmes to their fondness for ice cream their enotiona
needs for love, their physical needs for care, their hunman
capacity for laughter or tears, or their sense of physica
or enotional injury. \Wen we institutionalize them we
deny themnore than the rights guaranteed to the rest of
us by the federal constitution. W deny them the conpan-
ionship of normal friends and relatives; we deny themthe
opportunity to follow the exanples of the best, or worst,
of us; and we deny themthe opportunity to lead the kind
of life promised to all of us in a majoritarian denocra-
cy —the rights to life without unnecessary interference,
liberty without unwarranted restraint, and the pursuit of
happi ness by equal access to the opportunities of the
public and private sectors. |In the words of President
Kennedy, we have relied on "the cold nmercy of custodi al
care", when we should have devel oped "the open warnth of
comunity concern and capability.” W have traditionally
resorted to Social Darwinismin |aw and economi cs, wth
the wholly predictable result that devel opnentally dis-
abl ed persons have been the ultinmate and inevitable |osers
We have traditionally relied on theories of a conpetitive
society instead of a rights-entitlenment society, and the

| aw has sanctioned these theories.

It is argued, and with great force, that persons
who are devel opnental ly disabled are, in constitutional
ternms, a "suspect class", that is, "a discrete and insular
mnority" wthout power to affect what happens to them

Li ke the aliens, blacks, and illegitimtes, they bear the
stigma of inferiority, the badge of opprobrium and the
unchangeabl e, guiltless trait of unfortunate birth. In
the words of Justice Powell, Iike other suspect classes,
they have been "saddled with . . . disabilities, or sub-
jected to . . . a history of purposeful unequal treatnent,
or relegated to . .. a position of political powerless-

ness" (Note 1) as to justify special protection fromnmgjor
itarian processes. They have been denied substantive due



process as guaranteed by the federal constitution, if we
understand due process to "represent . . . a profound atti-
tude of fairness between man and man, and nore particul ar-
|y between the individual and the governnent” (Note 2).
They have been punished for the guiltless status of being

di sabled; they, like the illegitinmates, have been punished
without guilt or fault. They have been the victins of
our forgetful ness — perhaps of our repression —of the

warni ng of the courts that "How we treat these particul ar

i ndividuals determnes, to a large extent, the moral fiber
of our society as a whole, and if we trespass beyond the
bounds of decency, such excesses becone an affront to the
sensibilities of each of us" (Note 3). They have been
treated as nonhumans, as nonparticipants in the human race,
as objects to be toyed with and discarded. They have not
been accorded the "dignity of man" (Note 4).

Yet we can, today, take tenporary solace. Medica
advances abound in diagnostic, treatnent, and rehabilita-
tion techniques. A politically organized conmunity, its
noral sensitivities nmade keener and its anbitions whetted
by the partially but suprisingly successful onslaughts
against legally sanctioned racism and |egally perpetuated
poverty, is in the initial stage of a new war against old
injustices. And the legal profession is nore acutely con-
cerned about the legally friendl ess handi capped person
than ever before. These traditional allies are nounting
an attack on a host of |egal and economic discrimnations
agai nst the devel opnental ly di sabl ed person. They are
changing the traditional role of the developnentally dis-
abl ed person fromthat of alms seeker and supplicant to
that of litigant and victor in questing after and gaining
the legal recognition of rights [ong possessed by every-
one except the handicapped. They are asserting that the
devel opmental | y di sabled are no | ess human and no | ess
worthy of dignity on account of their disability, and
thus are no less worthy of constitutional protection than
the "normal" person. It is their assertion of saneness
in spite of difference that today undergirds the | aw and
t he handi capped.

The law has a strong bias against innovation and



change. The role of lawer . . . his creative use of pre-
cedent . . . is to persuade us that what is newis really
not new, but is, instead, an extension of old nornms and be-
liefs. Thus, in the energing | aw of the handi capped, the
old established constitutional norms are being creatively
applied to devel opnental | y di sabl ed peopl e.

The nornms are: (1) liberty - the right to be free
fromstereotyping, detention, and fromcurtailments; (2)
equality - the functional equality that treats all persons
with similar concern for their basic hunan sameness and
dignity as individuals; (3) integration - the normthat
allows roomfor differences, celebrates differences, and
reinforces pluralities. Normalization does not mean nak-
ing everybody alike, for none of us wants to be normal or
like the other; it is instead, in the eyes of the | aw,
affording the norns of liberty, equality, and individua-
tion for the handi capped; (4) individuation and choice -
the normthat values the right to be different, but, for
the devel opnental |y di sabl ed person, the right to have a
choi ce, to have access to the fruits of our governnent
and society, and assistance in the realization of their
full est capacities.

The energi ng nodel s of devel opnental |y di sabl ed
persons are having a profound inmpact on the l[aw s views
of these unfortunates. One nodel teaches that devel op-
nmental |y di sabl ed persons are capabl e of devel opnent.
This normrequires the law to reject the "custodia
care" concept and to desist fromlabeling that is self
fulfilling or self limting

Anot her nodel, normalization, neans that devel op-
nental | y di sabl ed people should live in the |least re-
strictive environnents conducive to their maxi num
devel opnent .

A third, consunerism requires that consunmers and
their advocates should be involved in planning, program
m ng and deci sion-nmaking, just as the DDSA Facilities Act
of 1970 requires consuner participation and courts re-
quire it on human rights conmittees.



Still another nodel asserts that devel opnentally
di sabl ed persons have "human" rights. This nodel gives
rise to bills of rights for patients, nmandatory educa-
tion of devel opnentally di sabl ed persons, and constitu-
tionally based litigation

A fifth nodel argues that, when institutionalized,
the devel opnental |y di sabl ed person should be institu-
tionalized only in accredited places. Accordingly, accredi-
tation standards are being devel oped in |egislatures,
courts, and adm nistrative agencies.

A final nmodel acknow edges that although technol og-
i cal advances may hel p devel opnental |y di sabl ed persons,
they have rights not to be experinental subjects or to be
unjustifiably or unnecessarily subjected to untested or
guestionable treatnment nodalities.

* % *

Three prenises lie behind the new assertion of
human rights, legally recognized and enforced on behal f
of the devel opnental |y di sabl ed person

(1) The devel opnmental |y di sabl ed person has been
subjected to legal, social, and nedical discrimnation
based on degrees of humanness, where humanness correl ates
with intelligence, the lack of intelligence being justi-
fication for such discrimnation

(2) The professional does not know best; his
j udgenment rmnust be independently tested, and his action
on those judgenents must be subjected to a rule of account-
ability.

(3) The entire health and education delivery sys-
tem that is, the whole health and education infrastruc-
ture, that has been allowed to develop is rotten and
should be reforned. Many persons think that |egislative
and administrative reformis hopel ess, because the pro-
fessionals intinmdate the legislators by their expertise,
and because the adm nistrators are in the grips of the
professionals. They think that the sole and npbst certain
route of reformis through the courts, which, they hope,



will assist themin reconstructing these systens.

But litigationis only a tactic; it is only a door-
opener, a catalyst to change. It may change the rul es of
proceeding with respect to the devel opnentally disabl ed
person and it may have single-shot value. But it is un-
likely that it will transformthe power relationship
bet ween the devel opnental |y di sabled and nonhandi capped;
it may not change public or private attitudes, and it
may have some counterproductive effects and unantici pated
and unwanted results. It needs to be acconpanied by a
massi ve change of attitude toward the devel opnentally
di sabl ed, a change that can be acconplished through both
| egislation and administrative rule-making. For only
when public and private attitudes have changed will the
law take on its greatest binding power and acquire its
strongest sanction —the power and sanction of public
acceptance, the willing acceptance of what is now legally
asserted but not yet publically accepted, the notion that,
al t hough the handi capped are | ess able, they are not |ess
wor t hy.
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Legal Issues

The term "l egal advocacy", though used wi dely
among those involved in the delivery of human services,
conmonly rai ses questions as to exactly what is nmeant.
Does it refer only to activities in which a lawer is
i nvol ved? Does it include only those activities which
i nvol ve adversary action in a court of law? Does
"legal”™ inply an esoteric activity which can be engaged
in only by a skilled professional and thus precludes the
i nvol verent of lay citizens acting on behal f of another?
The responses to these questions are often, but need not
be, cryptic and confusing. Advocacy includes any activ-
ity which involves a person acting on his own behalf or
on the behalf of another to secure responses to perceived
needs. Legal advocacy refers to such activities when
they involve interaction with one of the three legally
constituted institutions of government, i.e., |egisla-
tures, administrations, or courts.

For exanple, does a community have a group hone?
If it does, is there roomfor any particular child who
needs care? O does the home limt its residents to only
one cl ass of handi capped persons and restrict all others?
If there is no home, is the cause a |ack of funds? Are
there restrictive zoning ordinances? What can be done if
t he handi capped in a comunity face all or sonme of these
probl ems? An individual or group can approach the state



| egislature and seek |egislation establishing group hones,
or request funding through |ocal governnent. Comunity
zoni ng ordi nances can be challenged. Any of these activi-
ties would be a formof |egal advocacy.

Suppose a group home exists in a conmunity and the
parent of a child who resides there, while wanting to use
the service, experiences a problem Sonetinmes the hone
parents seem to discipline unnecessarily the residents or
unfairly restrict their visitors and other contact wth
the community. The natural parents have a discussion with
the head of the agency which operates the hone; the dis-
cussion leads to certain institutional guidelines protect-
ing the rights of the residents. The parent has engaged
in | egal advocacy.

Further, assume the existence in a comunity of a
group home in which the residents are well-treated, but
the follow ng situation develops. A child has been in
the honme for a year, progressing well. However, his par-
ent suddenly receives word that the child has been trans-
ferred to a residential institution in another county for
"m sbehavior." The parent is shocked and imedi ately goes
to the home to talk to the hone parents. He receives no
hel p. The parent calls the superintendent of the institu-
tion to which the child has been transferred. He is as-
sured that the child is all right, but the superintendent
insists that the child nust stay at the institution. Fi-
nally, frustrated but still determined, the parent talks
to the responsible agency head in the state capital, who
apol ogi zes for all the confusion but insists that there
is nothing he can do since the matter was an appropriate
admi ni strative decision. At this point, the parent is so
angry that he goes directly to the institution, physical-
Iy renpves his child and takes himhome. A few nonths
later, the parents realized that their hone is not the
best place for the child, but neither the group hone nor
the institution will take the child back. This time the
parents go to court and sue the hone operators for w ong-
fully transferring their child. This court action, of
course, is legal advocacy.

As denonstrated by the above illustrations, |ega
advocacy can take many formnms, the nmost common of which



are | aw-making by affecting |egislation, |aw nmaking by ad-
m nistrative rules, and |aw-making by litigation in court.
Each of these fornms is inportant and each has its proper

pl ace. In recent years, the public's attention has been
focused on litigation. I mportant class action suits seem
ed the solution to many, and these suits have been and
will continue to be a great boon to the handi capped. But
in the long run, in order to inplement those |egal rights
enunci ated in the courtroom effective advocacy in the
legislative and admi nistrative areas will be necessary.
All three areas are equally inmportant; Devel opmental Dis-
abilities Councils, carefully considering the needs of

the devel opmentally disabled in their states, may wish to
seek appropriate ways of supporting activities in any or
all of them

The purpose of the material presented here is to
give a general introduction to the nature of |egal advo-
cacy to help Devel opmental Disabilities Councils devel op

| egal advocacy prograns. First, some general concepts of
the law are discussed and an outline of the asserted | egal
rights of the devel opnmentally disabled is presented. Next ,
some problems are discussed in detail. Finally, sone

specific suggestions are made as to how Devel opnmental Dis-
abilities Councils m ght engage in |egal advocacy.

LAW AND THE HANDI CAPPED: THREE KEY CONCEPTS

Many of the rights now being asserted on behal f of
the devel opnmental ly disabled person derive from well -
established legal principles as applied to new situations.
Most of the recent cases involving the rights of the han-
di capped are based on federal constitutional principles.
Many of the cases have involved both state and federal
constitutional law, but this discussion is limted to the
federal constitution, for it enmbodies the major principles
al so asserted under state constitutional clains. The key-
stone principles all originate in the Fifth and Fourteenth
Amendment s: procedural due process, substantive due pro-
cess, and equal protection. The Fifth Anmendnment makes
these principles effective against the federal government,
the Fourteenth Amendment against state and |ocal governments.
These | egal maxims are all designed to protect individuals
agai nst unwarranted governnental action, whether federal
or state.



Procedural due process guarantees a person the
right, and a nmeani ngful opportunity, to protest and be
heard before governnment may take action with respect to
him It is a rule that requires government to proceed in
a certainway; it is arule of fair play. For exanple,
as in the case of the person who is transferred froma
state-supported group home to a state institution, it may
be that the state violated his and his parents' right to
procedural due process. The stated reason for the trans-
fer was "m sbehavior." |If procedural due process were
guaranteed, it would nmean that the parents are entitled
to know about the planned transfer before it takes place
and have a chance to refute the charges of "mi sbehavior"
and thereby challenge the transfer decision. It could
be that the "mi sbehavior" was only slight and did not
justify a transfer, or that whoever reported the behavior
was m staken about its nature or effect or even about
whet her the resident hinself was the actor. The right to
due process gives the resident and his parents the right
to show such facts and why the transfer should not occur

Substantive due process signifies that there are
certain rights and privileges that a state cannot arbi-
trarily take away fromits citizens, and that governnent
may not act unreasonably, arbitrarily or capriciously in
the treatnent of its citizens. Wereas procedural due
process refers to how a government nust act, substantive
due process refers to what rights or privileges a state
may deny or revoke and to the reasonabl eness of its ac-
tion in pursuing its legitimte purposes. For exanple,
it may be a violation of substantive due process to place
the group-hone resident in an institution even if the re-
sident has been granted his right to procedural due pro-
cess and he was found to have m sbehaved. Thus, it may
be that the misbehavior itself does not justify the trans-
fer to an institution (substantive due process), and that
how the state acts in this instance (procedural due pro-
cess) would be irrel evant.

Equal protection guarantees handi capped persons
the sane rights and benefits all other citizens have with
respect to governnent, unless the withholding of the
rights or benefits is for a valid reason that justifies
the governnent in singling out a certain person or class



of persons for treatnent different from that which others

receive. If there is no group-hone in a comunity because
of arestrictive zoning law, and if the particular lawin
question allows any sort of living arrangenent at all in

the comunity "except for the handi capped”, there nost
likely is a denial of equal protection, since the handi-
capped are denied the same rights as other group-hone
residents wi thout a valid reason.

OUTLI NE TO ESTABLI SHED OR EMERG NG
LEGAL RI GHTS OF THE DEVELOPMENTALLY DI SABLED
(including areas where |egal advocacy may be needed)

The following outline of legal issues is not a de-
finitive statenent on the rights of developnentally dis-
abl ed persons, but rather it is a survey of nost of the
i mportant issues and is designed for easy reference.

Sone of the rights listed are well-established while
others are recently asserted and not yet settled. \While
the outline speaks specifically to the rights of the de-
vel opnental |y di sabl ed person, a few of the rights may

i nvol ve problens nmore often associated with the mentally
ill or other nentally disabled persons.

A. The right to live (protecting devel opnentally
di sabl ed infants from eut hanasi a)

B. Right to nedical care (including right to re-
fuse treatnment and experimentation)

C Right to education
1. Early education
2. Appropriate education
3. Right to fair classification and pl acenent
4. Compensatory education (including adults)
5. Quality education

6. Normalization of schooling (including trans-
portation, barrier-free access to buil ding,



recreational activities, etc.)

Right to lead a normal and decent life

1.

Aright to be heard in all inportant deci-
sions affecting the devel opnentally dis-
abl ed (procedural due process)

The political process: right to vote and
hol d office

Donestic Rel ations

a. Right to marry

b. R ght to bear and raise children
(including right to obtain or refuse
fam |y pl anni ng services, including
sterilization and abortion)

c. Right to adopt

d. Right to sexual expression

Right to a suitable environnent (housing
privacy, etc.)

Right to enployment (w thout unfair dis-
crimnation)

Right to nobility (including transporta-
tion, barrier-free access to building, driv-
ers' licenses, etc.)

Right to security (fair access to insurance
pl ans)

Non-di scrim natory access to community
servi ces

Right to affect their own lives

a. Access to the courts (including right
to sue and be sued, right to be a



witness, to obtain legal aid, etc.)

b. Right to control own person and proper-
ty (rmodification of the |laws of guard-
i anshi p, conservatorship, legal incom
petency, and other "protective"
| egi sl ati on)

c. Right to contract

d. Right to nake a will

e. Right to make a gift

E. Rights pertaining to institutions
1. The conmtnent process

a. Freedom from involuntary conm tnent

b. Freedom from indeterm nate conm t ment

c. Freedom from unjust commitnent (dimn-
i shed responsibility for the devel op-

nental |y disabled person in sone crines)

d. Right to an advocate (both adults and
ni nors)

e. Right to least restrictive setting con-
sistent with rationale for comitnent

f. Freedom from charge for the cost of
being institutionalized

2. Wthin the institution
a. Right to an advocate
b. R ght to rel ease
c. R ght to a decent environnment (includ-

ing nedi cal care, physical security,
etc.)



d. Rights to education and treatnent
e. Rights to refuse treatnment

f. Rght to be free frompeonage (a fair
wage for work perforned)

g. Oher patients' rights: including right
to privacy, right to sexual expression
right to correspondence and visitation
right to property within the institu-
tion, right to participate in the deci-
sional process, etc.

h. Right to periodic review of need for
institutionalization and of treatnent
pl an

i. Rght to be free fromunjustifiable
transfer

F. Inplenentation of statutory, regulatory, and
other legal rights by advocacy

G Creation of new legal rights (by statute, ad-
mnistrative regulation, informal procedures,
and litigation)

TWD LEGAL ADVOCACY NEEDS OF | MPORTANCE
EDUCATI ON AND PATI ENTS' RI GHTS
(as of June, 1974)

Two fundanental areas of |egal rights which deserve
the attention of advocates are educational rights and pa-
tients' rights. These two areas enbody many of the hopes
of devel opnental |y di sabl ed persons for |egal and soci al
equality. The eventual inpact of the successful assertion
of these rights on the lives of the devel opnentally dis-
abled can only be surmsed, but it is likely that such

i mpact will be enornous.
* % *

A, THE RIGHT OF ALL HANDI CAPPED CHI LDREN TO AN EDUCATI ON

Education is an elusive concept. One of the



difficulties in asserting the educational rights of devel -
opnental |y di sabl ed persons has been in definition. What
many advocates have described as educati on other persons
have denounced as "nere trainable behavior" and have in-
sisted that such activity has no place in the "academ c"
setting of public schools. This conflict in definitions
has begun to subside with the affirmation of a right to
educati on.

In finding such a right, one court has defined edu-
cation to include all learning activities, both academc
and behavioral. The court declared that education in-
cludes "any plan or structured program adni ni stered by
conpetent persons that is designed to help individuals
achieve their full potential.” MARCv. M., Equity No.
100-182-77676 (Grcuit Ct., Baltinore City, April 9,

1974).

How did this broad definition of education finally
cone to be recogni zed? The first mmjor breakthrough in
asserting the educational rights of all handi capped chil -
dren came in two recent federal court cases. PARC v.
Pa., 343 F. Supp. 279 (E D. Pa. 1972), established the
principle that all retarded children have a constitution-
al right to an equal educational opportunity in the pu-
blic school system MIlIs v. D.C, 348 F. Supp. 886
(D.D.C. 1972), extended this tenet to include all handi -
capped children. In addition, several state court
deci si ons have upheld constitutional clains vindicating
the educational rights of handi capped children. One
such case, WIf v. Legislature of Uah, 3rd District,
Salt Lake County, Div. #182646, (Jan. 8, 1969), found
both a state constitutional and a state statutory right
to education. MARC found that a state statutory right
exists and ordered its inplenmentation. Furthernore,
several states, in reacting to these and other cases,
have adopted "zero-reject" education | aws, providing ad-
ditional statutory bases for the educational rights of
all children.

It has been observed that the educational rights
of handi capped children have been clearly established in
a nunber of cases. How did these cases devel op? And on
what grounds were these rights sustained? The |eading



cases of PARC and MIls are illustrative.

In PARC fourteen retarded children brought suit
against the state of Pennsylvania for thenselves and as re-
presentatives for all other retarded children in the state.
In the MIIs suit brought against the District of Col unbia,
the situation was simlar except that the plaintiff class
i ncl uded all handi capped children, not just the retarded.
Both suits involved simlar concerns. Parents, their
children, and other interested persons had becone contin-
ually frustrated at the neglectful inattention to the ed-
ucation problens of the handi capped. Public officials in
both the District of Colunbia and the state of Pennsylva-
nia had historically shunted aside handi capped children
A policy of persistent discrimnation had devel oped. The
retarded and other handi capped children had been excluded
from public schools on the grounds that they were incapa-
bl e of benefitting from the educational process. And the
ones who were allowed into school were only there at the
"beneficence" of local progranm ng. Defendants in the
MIls case admtted their affirmative duty to educate
handi capped ones. There was always plenty of room for

"normal " children but never enough for the "others”. In
the early 1970's, the frustration felt by concerned citi-
zens had built up to an unbearable level. And then a

dramati ¢ change occurred. The doors of the public schoo
systenms were opened as the rights of the handi capped were
successfully asserted through the federal constitution

Two basic legal rights were utilized in the result-
ing litigation: procedural due process and equal protec-
tion. These concepts were discussed in Section Two
with reference to their applicability to group honme prob-

lenms. In PARC and M1 1s, they have been applied to the
public educational process. In both cases public offi-
cial s excluded handi capped children from school . It was

at that point, the point of exclusion, that due process
and equal protection assumed significance

In this exclusion process, two things were happen-
ing simultaneously. First, local schools did not have
sufficient facilities, qualified teachers, and nonetary
resources to educate their handi capped children. Secondly,
the process itself was arbitrary and nyopic. Children who



did not "fit" into the normal stream of things were often
rejected, but the process frequently failed to find a |u-
cid reason for their lack of fit. Thus, it remained un-
clear whether the fault lay with the children or with the
schools. This was the situation presented to the courts.
Plaintiffs successfully argued that equal protection re-
quired that if public instruction is available to "nornal
children, then it must be made avail able to handi capped
children, and that procedural due process mandated a hear-
ing and careful consideration of each child s abilities
and needs before schools could classify the child "not
normal " and place himoutside the public school. In this
fashion, PARC and MIls were able to establish the educa-
tion rights of handi capped chil dren.

Whil e the above summary synt hesi zes the basic
theory behind the right to education cases, three other
concepts are significant enough to require separate treat-
nment .

1. APPROPRI ATE EDUCATI ON

In San Franci sco, Chinese-speaking students were
held to have a right to supplemental English-Ianguage
training under Title VI of the 1964 Cvil Rights Act.
Title VI requires that there be no discrimnation based

"on the ground of race, color, or national origin," in
"any programor activity receiving federal financial assis-
tance." The U.S. Suprenme Court declared that "students

who do not understand English are effectively foreclosed
from any meani ngful education" and thus held that a fail-
ure to provide English |anguage instruction to Chi nese-
speaking students violated the Civil Rights Act. Lau v.
Ni chols, U S., 42 LW4165 (1974).

A simlar issue involving the need for a neaning-
ful education arose in the context of asserting the educa-
tional rights of handi capped children. Both in PARC and
MIlls the right to an "appropriate" education was raised.
In PARC, the parties' consent agreenent provided that
". . . it is the Cormonwealth's obligation to place each
mentally retarded child in a free, public program of edu-
cation and training appropriate to the child' s capacity"
[authors' italics]. And, inMIIls, the court's judgnent




stated that, in considering alternative educational ser-
vi ces when excluding a child fromschool, such services
nmust be "suited to the child' s needs."

2. RIGAT TO FAIR CLASSI FI CATI ON AND PLACEMENT

This right conplinents the right to an appropriate
education. Mst of the recent right-to-education suits
include clains based on the lack of fair classification
and pl acenent procedures. These clains are founded on the
assertion that, when children are placed in the wong edu-
cational environment, their education will suffer and thus
injury will accrue. PARC and MIIls recognized this prob-
Il em and held that whenever a child is subject to a "spe-
cial" placenment, he is entitled to procedural due process
to ensure that both his classification and placenent are
correct and justified.

Perhaps the leading case in this area is Lebanks
v. Spears, Cvil No. 71-2897 (E.D. La. April 24, 1973).
By court-ordered consent decree, all New Ol eans retarded
children are entitled to certain procedural due process
ri ghts whenever classified for purposes of special place-
ment. These rights include a conplete evaluation of the
child, an opportunity for the child and his parent to con-
test his classification and placenent, the devel opment of
a special education plan, and provisions for periodic re-
vi ew of whatever placenent is nmade of the child. These
rights in toto are intended to guarantee the child's
pl acenment in the nost appropriate educational environ-
ment so as to maxinize his |earning opportunities.

3. COVPENSATORY EDUCATI ON

Conpensatory education refers to the education
necessary to repair the harmdone to a person who was pre-
viously denied his right to an education. The right to a
conpensatory education is applicable to both children and
adul ts. It has only quite recently received nmention in
the case law. In Lebanks, the court ordered that educa-
tion and training opportunities nust be made available to
retarded residents "over twenty-one (21) years of age who
were not provided educational services when children.”
And, in a recent North Dakota case, the court, while not



settling the issue of conpensatory education, did observe
that: "Handi capped children are certainly entitled to no
| ess than unhandi capped children under the explicit pro-
visions of the [state] Constitution. Wether those who
have been unconstitutionally deprived of education in the
past have a constitutionally based claim for conpensatory
educational effort, we leave for future deternination."
In the Interest of GH., a childv. ND., Cvil No. 8930,
Suprene Court, N.D. (April 30, 1974). [Authors' note:
this case found both a state and a federal constitutional
right to an equal educational opportunity for handi capped
chil dren.]

At this point, a short conment on the role that
San Antoni o Independent School District v. Rodriguez,
411 U. S. 1 (1973), plays in the educational rights of
the handi capped is called for. Many educators felt that
when Rodri guez decl ared education not to be a fundanenta
constitutional rights, the |egal underpinnings of right to
education suits were severely undercut. This has not
turned out to be the case. Rodriguez is a school -
financing case. The Court held that Texas' nethod of
financing, though leading to differences in the anmount
of public nonies available to | ocal school systens, did
not violate the 14th Anendnment's equal protection clause.
However, the Court expressly left open the possibility
that total exclusion frompublicly supported education
woul d be unconstitutional

What ever nmerit Appellees argument night have, if
a state's financing system occasi oned an abso-

| ute denial of education opportunities to any

of its children, that argunent provides no basis
for finding an interference with fundanenta
rights where only relative differences in spend-
ing levels are involved and whereas is true in
the present case - no charge fairly could be
made that the systemfails to provide each child
with an opportunity to acquire the basic mninm
skills necessary for the enjoynment of the rights
of speech and of full participation in the politi-
cal process.

Thus, although Rodriguez did find that education



per se is not a fundanental constitutional right, later
right-to-education suits have successfully distingui shed
Rodri quez on the ground nentioned above, and to date

Rodri quez has had no appreciable adverse affect on the
noverment to secure educational rights for the handi capped.

Al t hough there are a nunber of other educational
rights issues, the main conponents of right to education
established in the case | aw have been outlined. A nore
conprehensi ve review of the educational needs of the hand-
i capped is available fromsources included in the accom
panyi ng bi bl i ography.

B. PATIENTS RIGHTS: W THI N | NSTI TUTI ONAL- RESI DENTI AL
FACI LI TI ES

The topics covered in this section will include
only those rights which find sone support in the case
law. This will |eave a nunber of inportant areas unnen-
tioned. Many of the legal rights of institutional resi-
dents derive fromstate statutory | aw, as opposed to
constitutional or case law. Therefore, interested read-
ers are referred to their state's Mental Health-Mental
Ret ardati on agencies for applicable statutes.

The leading case is Watt v. Stickney, 325 F. Supp
781; 334 F. Supp. 1341; 344 F. Supp. 373; 387 (MD. Ala.
1972), appeal filed May 12, 1972 (5th Cir.) establishing
a right to treatnent. In Watt, the court ruled that the
right to treatnment is the constitutional right "to receive
such individual treatnent as [would] give each of [the
patients] a realistic opportunity to be cured or to im
prove his or her nental condition." Although originally
confined to nental illness, the case was |ater expanded
to include the nentally retarded. [For the retarded,
this right has been nore appropriately called the right
to habilitation.]

The right to treatnment has been based upon a con-
stitutional quid pro quo. The idea is that when a person
is institutionalized for the purpose of care and treatnent,
then due process (and fundanental fairness) requires that



such treatnent be provided in exchange for that person's
loss of liberty. Judge Johnson put it thusly:

Adequat e and effective treatnent is constitution-
ally required because, absent treatnent, the hos-
pital is transformed "into a penitentiary where
one could be held indefinitely for no convicted
of fense. "

The Watt court ordered an el aborate and detail ed
set of institutional standards in order to inplenment this
right (see bibliography for information on how to obtain
a list of these standards). Three of these standards con-
sidered to be essential are: (1) a humane psychol ogi ca
and physical environnent; (2) qualified staff personne
in sufficient nunbers; and (3) individualized treatnent
plans for all institutional residents.

The right to treatment has been extended to cover
a nunber of institutionalized persons in different set-
tings. However, one question has renained: does the
right to treatnment apply to the voluntarily admtted re-
sident as well as the involuntarily admtted resident?
This is a key issue for devel opnental disabilities advo-
cates, since the large majority of institutionalized
devel opnental | y di sabl ed persons are ostensibly committed
voluntarily. The answer to this question is not yet def-
initive, but there is considerable authority for the prop-
osition that both the "voluntary" and "involuntary" re-
sidents possess coequal rights to treatment. Watt, 325
F. Supp. 781; Ricci v. Geenblatt, Cv. No. 72-469 F. (ED.
Mass. February 11, 1972). Also, in an inportant new case,
a three-judge district court further nminimzed the |ega
di fference between voluntary and involuntary conmtnents
by declaring the Tennessee voluntary conm tnment procedure
for the nentally retarded unconstitutional as lacking in
due process. Saville v. Treadway, C A No. 6969, (U S
D.C., MD. Tn Mar. 8, 1974). This case |ends credence to
the assertion that the nere "label of voluntariness" is
not enough to justify different treatnent for institution-
al residents. All, not just sonme, are entitled to treat-
ment .

In addition to the general right to treatment set



forth in Watt, other specific rights have al so been
est abl i shed.

1. LEAST RESTRI CTlI VE ALTERNATI VE

Under its inherent equity power to effectuate its
deci sion, the Watt court ordered that "no person shall be
adnmitted to the institution [Partlow State School and
Hospital] unless a prior deternination shall have been
made that residence in the institution is the |least re-
strictive habilitation setting feasible for that person.”
[Aut hors' note: the Watt court ordered a nunber of
specific institutional standards to guarantee the nentally
retarded residents of Partlow State School and Hospita
their constitutional right to habilitation. Sone of the
nore inportant standards will be nentioned below]. Also,
in a nmajor new case involving Mnnesota state hospitals
for the mentally retarded, the court declared that the
residents of those hospitals have a federal constitutiona
right to have the hospitals explore and seek to provide
themwith the least restrictive practicable alternatives
to hospitalization upon their involuntary civil commt-
ment. Welschv. Likens, No.4-72 Civ. 451, (US. D.C

M nn., Feb. 15, 1974).

2. RIGHT TO AN ADVOCATE

The Watt court ordered the establishment of a
standing Hunan Rights Conmittee to guarantee that resi-
dents are afforded constitutional and humane habilitation
One function of the committee is to advise and assist re-
sidents who allege that their legal rights have been
i nfringed upon.

3. RIGHT TO A DECENT ENVI RONVENT

The leading case is NYARC v. Rockefeller, CA
No. 72-C-356-& (D.C. N. Y., April 10, 1974). This case
held that all residents of WII|owdrook State School for
the Mentally Retarded have a constitutional right to be
free fromharm Anong other things this right specifi-
cally includes the right to protection fromassaults,
the right to conditions conformng to "basic standards of
humane physical and psychol ogi cal environnent." In Watt,




the right includes the rights to dignity, privacy and
hurmane care

4. RIGHT TO EDUCATI ON AND TREATMENT

As stated previously, Watt recognizes a right to
habi i tati on. It further declares that institutiona
"residents shall have a right to receive suitable educa-
tional services regardl ess of chronol ogi cal age, degree
of retardation or acconpanying disabilities or handi caps.
Watt has been followed in a nunber of other cases; how
ever, there is one leading case to the contrary. Burnham
v. Georgia, 349 1335, (N D. Ga., August 3, 1972), appeal
filed August, 1972, CA No. 72-3110, is a class action,
simlar to Watt, filed against six Georgia institutions
for the retarded and the nentally ill. This case was
di sm ssed upon defendants' motion, and the court failed
to find a federal constitutional right to treatnent.

Watt and Burnhamwere consolidated for argument on appeal
Oral argunment was heard on Decenber 6, 1972, before the
Fifth Circuit, but at this time the court has not yet
rendered a deci sion.

Even though Burnhamis contra, the right to treat-
ment has found consi derabl e support in the case |law after
Watt. The highest federal court to date to rule on the
guestion of treatnment has answered in the affirmative.
Donal dson v. O Connor, 42 LW2577, (5th Cir. April 26,
1974) has decl ared that any nondangerous person who is
involuntarily civilly conmtted to a state nental hospi -
tal has a constitutional right to such treatnment as will
help himto be cured or to inprove his nental condition
Wel sch v. Likens held that the institutionalized nentally
retarded of M nnesota have a constitutional right to re-
ceive mnimally adequate care and treatment. Further,
the Wel sch court specifically stated that "regardl ess of
their ultimte di spositions by the Fifth Circuit, .
Watt, rather than Burnham should be followed here [|n
M nnesot a] . The treatnent concept has al so found support
in situations not involving the nmentally ill or the re-
tarded; it has been extended to the commitment of youths
to juvenile detention centers. Martarella v. Kelly, 349
F. Supp. 575, (S D NY. 1972); Mrales v. Turman, CA
No. 1948 (D. C. Tex. August 31, 1973).




5. RIGAT TO REFUSE TREATMENT

The right to refuse treatment is derived fromthe
established legal notion that no nedical treatnent may be
given to a person without his freely-given and informed
consent. Areas where this right proves to be particularly
i mportant include sterilization, psychosurgery, shock
treatment, and excessive use of psychotropic drugs. Watt
mandated that "residents shall have a right to be free
fromunnecessary or excessive nmedication", and that "be-
havi or nodification prograns involving use of noxious or
aversive stimuli shall be reviewed and approved by the
institution's Human Rights Committee and shall be conduct-
ed only with the express and inforned consent of the af-
fected residents.” Simlar limtations were put upon
the use of seclusion, electro-shock, and physical re-
straints. Prison cases which establish the right of
experimental subjects to refuse treatnment, Kainowitz v.

M chigan, C. A 73-19433 - AW(Grcuit CT., Mch. , 1973);
Knecht v. Glliam488 F. 2d C A 8-1136 (1973) arguably

are applicable by analogy to the institutionalized devel -
opnent al Iy di sabl ed. Sone authority for this proposition
arises fromNYARC v. Rockefeller, where the court stated
that " . .. they [WIIlowbrook residents] nmust be entitled to
at least the sanme living conditions as prisoners."”

6. RIGHT TO BE FREE FROM PEONAGE

Both the Thirteenth Amendnent and the Fair Labor
St andards Act guarantee the institutional resident a sal-
ary for work perforned. A recent case required that the
U.S. Labor Departnent begin enforcing this right. Souder
v. Brennan, C. A No. 482-73 (US DC, DC, Nov. 1973).
Watt declared that no resident may be required to per-
forminstitutional -maintaining |abor, and if he chooses
to performsuch |abor he must be paid a mni numwage in
accordance with FLSA

7. | NDI VI DUALI ZED TREATMENT PLANS AND PERI ODI C REVI EW

As a part of the resident's right to habilitation
Watt calls for an individualized habilitation plan for
each resident based upon a thorough evaluation. This
plan is to be continuously reviewed by the institution




e) Right to personal correspondence: A recent
Supreme Court case recognized at least a limted right of
prisoners to use the mails and is applicable to institu-
tions for the devel opmental |y disabled by anal ogy. Pro-
cunier v. Martinez, 42 LW4606 (1974). Watt recogni zes
the right of residents to send and receive mail and to
t el ephone conmmuni cati on

10.  PCST- DEI NSTI TUTI ONALI ZATI ON ASSI STANCE

"Each resident discharged to the conmunity shall
have a program of transitional habilitation assistance."

Watt.

LEGAL/ LEG SLATI VE PROGRAMS THAT DEVELCOPMENTAL
DI SABI LI TI ES COUNCI LS MAY WANT TO | NI TI ATE

Inoutline form this list suggests sone of the
activities that Councils night want to undertake in the
area of |egal advocacy.

1. Areas of Comprehensive study, |aw revision
Speci al education | aw
Treatnent-rights |aw
CGuar di anshi p
Sterilization
Zoni ng
Conmi t ment procedures
Dei nstitutionalization procedures
Confidentiality of records
2. Consuner-directed action

a) Creation or enlargenent for greater consuner in-
put in:



and nodified as necessary. Periodically, each resident
is to undergo a comprehensive reeval uation

8. RIGAT TO BE FREE FROM UNFAI R TRANSFER

Baxstromv. Herold, 383 U.S. 107 (1966), held that
when the state of New York tried to commit a prisoner at
the end of his prison sentence to a nental institution
it had to afford such person the sanme due process rights
as other civilly conmtted patients. This case may have
l[imted applicability to the rights of the devel opnentally
di sabl ed, but it can be argued that institutional resi-
dents are entitled to sone sort of due process whenever
they are transferred to a new facility functionally differ-
ent fromthat to which they were originally conmtted e.g.,
this may apply to a juvenile center resident being trans-
ferred to an institution for the retarded or vice versa.

9. OTHER PATI ENTS' RI GHTS | NCLUDE

a) Right to affect their own lives: Watt de-
clared that "no person shall be presuned nentally incom
petent solely by reason of his adnission or conmmitnent to
an institution [unless expressly so provided by state
law] . "

b) R ght to confidentiality: "All information
contained in a resident's records shall be considered
privileged and confidential." Watt.

c) Right of access to a resident's records: "The

guardi an, next of kin, and any person properly authorized
inwiting by the resident shall be permtted access to
the resident's records."” Watt.

d) Aresident's access to an attorney and the
courts: a Sixth and Fourteenth Anendment right. Gould
v. Mller, No. 72 Gv. 3255 (S.D. N.Y.), 6 Cearinghouse
Revi ew 510 (1972), held that nental institution patients
are entitled to be interviewed by their attorneys private-
Iy, in conplete confidence. Also, for prison cases argu-
nent atively applicable by anal ogy, see gen., Goodwi n v.
Oswal d, 462 F. 2d 1237, (2nd Cir. 1972); Viav. diff,
470 F. 2d 271, (3rd Cir. 1972)




b)

c)

d)

i. permanent |egislative comrittee on excep-
tional persons

ii. permanent |egislative-agency study conm s-
sion on exceptional persons

iii. institutional human rights comittee

Devel oprment of |egal and paral egal advocacy sys-
tems and personnel: identify, use, develop |egal
resources

Trai ning of consunmers and service-delivery agen-
cies in legal rights of exceptional persons

Devel opment of consuner check lists, guidebooks,
"road maps"

Agency-directed action

a)

b)

Revi ew and revision of administrative, agency
rul e- maki ng power, rules, and regulations

Trai ning of agency personnel in legal rights of
devel opnent al | y handi capped persons



SELECTED BI BLI OGRAPHY

1. "Mental Retardation and the Law', by Paul Friedman.

This is a quarterly summary of all litigation re-
lating to the Rights of the Mentally Retarded. It is
publ i shed and distributed by the DHEW and is avail abl e
upon request fromthe Ofice of Mental Retardation Coor-
di nation, 3744 HEWNorth, Washington, DC 20201.

2. Newsline is published nonthly by the National Center
for Law and the Handi capped. It is a brief update on
recent devel opnents in law and the handi capped.

3. "A Continuing Summary of Pending and Conpleted Litig
tion Regarding the Education of Handi capped Chil dren",
ed. by Al an Abeson, SFI CEC.

Thi s bookl et includes both recent and old cases.
Its primary focus is directed to education. It is avail
able fromthe Council for Exceptional Children, 1920 As-
soci ation Drive, Reston, VA 22091.

4. dearinghouse Review, published by National C earing
house for Legal Services, 500 N. M chigan Avenue, Suite
2220, Chicago, IL 60611.

This is perhaps the nost conprehensive publica-
tion on the legal rights of the disabled and di sadvan-
taged. It is available at nost |aw school I|ibraries.

5. State Law and Education of Handi capped Chil dren;
| ssues and Reconmendati ons

This is the CEC nodel right-to-education statute.
(See Item#3 for address).

6. The Mental Retardation part of the District Court's
Watt opinion contains 49 individual standards or guide-
lines. It is available fromthe Ofice of Mental Re-
tardation Coordination, U S. Department of HEW Washi ng-
ton, DC 20201.

7. The Mentally Disabled and the Law, ed. by Sanuel J.
Brakel and Ronald S. Rock, the University of Chicago




Press, Chicago, IIl. 60637 (1971 edition) is a standard
reference work on the legal rights of the nentally dis-
abl ed. I ncluded are sections on commitment, inconpetency,
sterilization, guardianship, and crimnal |aw.

8. A Handbook on the Legal Rights of the Mentally Re-
tarded [in Pennsylvania], by the Pennsylvania Association
for Retarded Citizens, 1974, is a good guide for groups
who may be considering sinilar handbooks in their own

st ates.

9. Silent Mnority, the President's Conmmittee on Menta
Ret ardati on, Washi ngton, DC 20201, provides an excellent
di scussion of the legal rights of the retarded within an
advocacy format (also, interested persons are given spe-
cific suggestions as to what they can do).

10. Basic Rights of the Mentally Handi capped, by the Men-
tal Health Law Project, is a thorough introduction for
lay persons into the rights of treatnment and educati on.

11. Legal Rights of the Mentally Handi capped, Eds. Bruce
J. Ennis and Paul R Friedman, published by Practicing
Law I nstitute, 1133 Avenue of the Anmericas, New York, NY
10036, 3 vol., 1973. This is the nost conprehensive
single resource on the legal rights of the nentally hand-
icapped. It is suitable for both |awers and lay persons.

OTHER RESOURCES

1) Mental Health Law Project
1751 N Street, N W
Washi ngt on, DC 20036

MHLP is engaged in an effort to define and inple-
nment the rights of the nmentally ill and nmentally retarded
through a programof litigation, education of the bar and
the public, and related activities.

2) National Center on Law and the Handi capped
1235 N. Eddy Street
South Bend, IN 46617
(219) 288-4751 or 2



NCLH is concerned with all activities affecting
the |l egal rights of the handi capped, but has, in the
past, specialized in the area of right to education.



\Y

Deinstitutionalization

The purpose of this chapter is to develop a frane-
work for (1) understanding deinstitutionalization, (2)
devel opi ng policies, plans and prograns that acconplish
deinstitutionalization, and (3) suggesting possible im
plication for the DD Council's involvenent in this
process.

The material is divided into three sections. In
the first section, the process by which institutionali-
zation is acconplished is described and discussed in
ternms of those characteristics that (1) work in the
disinterest and (2) those that work in the interest of
people. The exam nation of the process is limted to
t hose aspects of the problemthat relate to devel opnental -
Iy disabled persons. Deinstitutionalization is defined
as the process of countering institutionalization so as
to reduce or elimnate those forces that unnecessarily
conprom se the rights and the integrity of the devel op-
nental |y disabled as persons or as citizens.

In the second section, the position taken is that
careful planning and program devel opnent is a centra
issue in countering institutionalization. That is, de-
vel opnental |y di sabl ed persons are institutionalized, in
| arge part, because there is no appropriate service or
support system avail abl e when and where it is needed



This results in inappropriate referrals and pl acenents
and further contributes to the "drift" of service systens
into custodial and repressive patterns of care. The

i ssues which are here considered include: 1) the inpor-
tance of needs assessnent in facilitating program pl an-
ning; 2) the coordination of |ocal, regional, and state
service delivery systens to optimally neet the needs of
devel opnental |y di sabl ed persons; 3) the function of an
advocacy nechanism and 4) a view of current progranm ng
activities.

Drawing frommaterial in the first two sections,
the third section relates certain themes and concl usions
to potential initiative functions of state Devel opnen-
tal Disabilities Councils.

DEI NSTI TUTI ONALI ZATI ON AND THE | NSTI TUTI ONALI ZI NG PROCESS

Definition and Perspective of Institutionalization

In recent years, DD Councils have becone nore sen-
sitive to the problens of devel opmental ly di sabl ed per-
sons and have becone greatly involved with progranms and
activities designed to provide "normalization”, "humani-
zation" and "deinstitutionalization.”™ "Institutionaliza-
tion" has becone the termwi thin which negative connot a-
tions and feelings are enbraced

For the purpose of this discussion, let us use two
sinple definitions:

1. ™"Institutionalization" is the process of adap-
tation to an institution. The process re-
presents a method and an attitude for dealing
wi t h human bei ngs.

2. An "institution" is the physical place, with
its staffing patterns and array of services
and prograns, which individuals may attend or
wi thin which they may live.

There are many inplications of these definitions
that could affect the way one thinks about institutional-



i zation and the conclusions one reaches regarding it. |If,
for exanple, the institution is considered to be "good"
and the process of adapting within the institutional sys-
temas leading to the best possible situation for the
person being institutionalized, then the term could hold
a positive connotation. |If, however, the institutionis
considered to be "bad", is the process of adaptation to
it also "bad"? Wen we use the termin a negative way,
which is it that we resent: the process or the institu-
tion? W probably resent both, but it is inportant to

di stingui sh between process and pl ace. I n devel opi ng
strategies for dealing with dependent people, processes
are going to be used to help them adapt to pl aces. It
will be essential that a careful check is kept on the

nmet hods and attitudes used in these processes.

Wiy is it that communities have continued for nany
years to build and tolerate institutions that are now
generally considered as "bad"? |If all institutions were
"good", would placerment of the devel oprmental ly disabl ed
i ndividuals within these institutions be our best answer?

Both "good" and "bad" institutions exist and are
tolerated as an expression of the will and desire of the
comunities in which they are located. As currently
constituted, and generally considered as bad, they are
the product of historical evolution and persistent econo-
nm c expediency. A nmajor inmpetus for the current denmand
for change is the economnic obsol escence of institutions
as we know them The cost of operating even the "bad"
institutions is so great that the lints of state budget-
ing tol erance nust soon be reached. Very few localities
have been willing to provide the required high | evel of
support for "good institutions" or drastically revise
the use of current institutional support funds into new
program forns. To continue to receive public support,
the cost of operation of these institutions nust stay
within alimt which allows themto be ranked fairly high
in the priorities of the voting public for the expendi -
ture of tax dollars.

What criteria do we use to identify these people
whomwe deci de should be renmoved from our midst? The
following is one set of possible answers.



The multiple criteria used to select persons for
pl acenent fall into two mmjor categories: social and
functional. In the social category, the criterion is be-
havi or which is considered i nappropriate, unacceptable
or threatening in relation to age, sex and subculture
settings. In the functional category, the criteriais
the degree of estimated or perceived conpetitiveness,
productivity or dependence for age, sex or subculture
setting. On careful consideration, it seens that these
are valid criteria upon which to base the need for sone
formof intervention in the lives of handi capped or de-
pendent persons. It appears that for sone time to cone
we will use these criteria to select sonme individuals for
institutional placenent.

"Good" institutions for appropriate groups of peo-
pl e can exist, although these institutions bear little
resenbl ance to what has generally been known thus far
In the variety of forns in which they can exist, the
"good" institution probably is the "best" answer for
sone of the persons whomwe identify as requiring signi-
ficant intervention in their lives.

The Institutionalization Process

"Institutionalization" was defined earlier as the
process of adaptation to an institution. This process
has been divided into five steps which would seemto fol-
low a logical sequential order. In reality, the various
proposed steps may well occur in several different se-
guences. Each of the steps enphasizes nethods and atti -
tudes for dealing with human bei ngs and avoi ds di scussion
of the physical environnent in which these events may oc-
cur. It will be apparent that the word "adaptation" is
not restricted to a tinme period and that the word "insti-
tution" does not refer exclusively to a specific type of
residential facility.

Step 1. Identification and Labelling

The formal identification and public |abelling of
a person as being one of a group of persons with a dis-
ability like nmental retardation, cerebral palsy, or
epil epsy takes place at different tines in the person's



life and for varying reasons. Early in life this identi-
fication and |abelling may occur as part of seeking help
At school age, it may occur in response to the needs of
the schools. Later in life, labelling may occur as a re-
sponse to the conmunity's concern with an individual's
behavi or or state of econoni c dependency.

Over many years the process of identification and
| abel ling has becone highly formalized, includes an el ab-
orate terminology, classification system and boasts a
respected group of professional evaluators and | abel ers.
The good intentions of this devel opnment are not doubted
and the many inportant contributions that have resulted
are acknow edged. Tragically though, labels carry stere-
otypes of expected personal qualities and behavi ors that
are deeply ingrained in the beliefs and attitudes of the
conmunity. Historically, these expected personal quali -
ties and behavi ors have been largely perceived in negative
ways as "bad", "inferior", "dangerous", "immoral", etc
The | abel s have influenced devel opnent of services in a
positive way as reflected in the nany categorically-
oriented services we have today. The associated negative
connot ati ons have had an adverse effect in that, ultimte-
ly, the quality of services we provide for people depends
upon how we think about these people.

Step 2. Destruction of Self-Wrth

How wel | we think of ourselves (self-worth) is
largely determ ned by how we interpret what others think
of wus. It is awidely and strongly held concept of hu-
man devel opnent that the level of our feeling of self-
worth has a critical effect on the quality of our adapta-
tion to our life situation. The negative attitudes to-
ward persons |abelled as retarded, inconpetent, or other-
wi se deviant, have been interpreted as preventing the
devel opnent of a strong sense of self-worth and destruc-
tive of that which has previously been achieved. Thus,
the already linmted ability of the handi capped person to
nmeet the demands of society is conpounded by the further
burden of a dimnished sense of self-worth.

Step 3. Adnission to an Institution



This is an event of alnost unparalleled signifi-
cance in the life of an individual. It may have positive
as well as negative inplications. It may be viewed as a
successful achievenent in many instances, such as entrance
to a day school program  Such an admi ssion may al so be
viewed as a further indication of society's perception of
the individual as inferior or inconpetent when that pro-
gramclearly represents a further isolation fromthe
general community. The separation fromfanmly, famliar
peopl e and accustoned places is usually considered trau-
matic. The inpact of a sudden, profound change of envi -
ronnent taxes the strongest coping abilities. This
phenonenon is greatest on admission to a residentia
program but can operate as well in day programs. The at-
titudes and feelings with which this occurrence is handl ed
can greatly affect the quality of the experience.

Step 4. Reginentation

If construed as meaning the creation of an ordered,
structured, life routine which insures that basic life
necessities are met, then regi mentati on need not necessar-
ily have a totally negative connotation. Hi storically,
however, it has exceeded the sinple good intentions for
guarantee of provision of life necessities for the devel -
opnental |y di sabl ed.

Regi ment ati on nost frequently occurs in settings
desi gned and staffed by people who are a part of that
soci ety which has identified and | abelled the institution-
alized person. Even in those situations with the nost
enlightened staff nenmbers, denmands are usually nmade that
the person adhere to policies and procedures of the in-
stitution. These include, at |east:

a. Being made part of a group whose activities
of eating, sleeping, personal hygiene, and re-
creation are standardized to a rather rigid
time schedule. An observed effect of this is
that tine becones a neaningl ess abstraction

b. Enforced segregation of sexes varying from
total and permanent to partial separation
Even partial segregation rmust be interpreted



as essentially permanent.

C. Loss, or major dimnution, of the prerogative of
personal possessions, individual selection and
style of clothing and groom ng

These and other policies and routines seemto be
| argely based on the prem ses that

a. These provide for the greatest efficiency and
conveni ence of staff and facility.

b. The residents are inconpetent and incapable of
maki ng "proper" independent judgments or
deci si ons.

c. The residents are being protected from (1)
the outside world, (2) thenselves, (3) each
ot her.

d. The "noral standards" of the individuals and
the public are being protected

The need for some order and routine in the conduct
of everyday life is generally accepted by all of us. The
good intentions of protection and care of those who de-
velop and inmplenment such order and routine is acknow edged
and respected. It is the reflection of the attitudes and
feelings toward the individuals by those responsible for
providing services that makes regimentation such a de-
structive part of the total process of institutionaliza-
tion.

Step 5. Prophesy Fulfilled

The final step in the institutionalization process
is acconplished when the person behaves in a manner ful -
filling society's prophesy that he is "inconpetent", "in-
ferior", "immral" or "bad." This represents the fina
justification for our behaviors and beliefs through the
entire process, and for the process itself. Reachi ng
this stage is considered as a "good" adjustment to an
institutional setting, for it is usually acconpanied by
a state of docile reginmentation and conformty to inposed



patterns of behavior

Wth these five steps to institutionalization in
mnd, it is worthwhile to consider briefly sonme of the
maj or consequences of the process for the devel opnental ly
di sabl ed individual, the institutions, and the profession-
als who work within this system

Consequences of Institutionalization

The consequences to the disabled individual have
been those that we | abel as dehunmani zing. The follow ng
are exanpl es:

1. A general lack of sense of self-worth

2. Adimnished ability to formdeep, neani ngful,
| asting interpersonal relationships

3. Diminished sense of tinme perception and mat e-
rial value perception

4, Decreased to absent ability to nmake indepen-
dent judgments of appropriateness of behavior
for tinme, place and situation

5. High frequency of hompbsexual relationships

The consequences for the institutions have been
wel | described and recorded by Blatt, Goffman and ot hers.
In essence, the institutions have represented an economi -
cal, clean, safe node of permanently caring for |arge
groups of people. Enphasis on the attributes of safety,
cl eanliness and econony have stifled the devel opnent of
prograns of habilitation and "nornmalcy" of life style.

The consequence for nany of the professionals and
allied workers who deal with devel opnental |y disabled
persons has frequently been their own institutionaliza-
tion. Institutionalized staff and institutional systens
have required |abels for others and have become unneces-
sarily codified and reginented. Many institutional prac-
tices fulfill the prediction that the disabled will be
socially inconpetent. The disabled are frequently handi -



capped by lack of opportunity to |earn adaptive socia
behavi or, by not having a teacher or an environnent that
reinforces social skills, and sonetines by over protec-
tion based on underestinmates of the potential of the dis-
abl ed.

Definition and Perspective of Deinstitutionalization

If institutionalization is viewed as the process
of adaptation to an institution, then deinstitutionaliza-
tion may be seen as the reversal of that process—as a
novenent to insure that devel opnentally disabled citizens
are afforded the opportunities of less restrictive conmmu-
nity based living situations. The process of deinstitu-
tionalization will require the continuation and expansion
of the many diverse effects that have been started in the
past two or three decades.

The maj or thrusts of these efforts are in three
ar eas:

1. Modification of the identification and | abel -
ling processes to assure very early identifi-
cation, functional evaluation, and concerned
efforts to guarantee that services are pro-
vi ded,

2. The devel opnment of appropriate comunity ser-
vices for all ages and stages of disability,

3. The dismantling of residential institutions
as we know themnow, and the devel opnent of
new organi zati ons of services and facilities
for those who require assistance to live in
soci ety.

The following are aspects of the institution which
are subject to change and are therefore vul nerable to both
the nmodification of the institutionalization process and
the initiation of deinstitutionalization necessary for
the use of comunity alternatives.

1. Change in the nission of the institution



a. Since the nission of the institution is essen-
tially set by the adnministrative unit of
governnent responsible for it, initiation of
change nust originate and be sustained here.
This is nost critical since, without full and
unwavering support, changes in the institution
at this level are alnost inpossible.

b. Institutional |eadership and staff, bolstered
and supported from above, nust accept a new
m ssion and the consequent changes in priori-
ties, functions and prograns required.

2. Sufficient support of the institution to allow it to
change is essential. This may require significant
new and additional funds to bring facility, staff,
program and services to the |level of acceptable stan-
dards. This presents the dilenmma of inproving what
we ultimately wish to abandon. The institution can-
not play its inportant role in deinstitutionalization
and sinultaneously be a part of the comunity array
of services w thout some strengthening.

3. Participation of the institution in the devel opnment
of community alternatives. A nunber of the specific
functions an institution may serve in this capacity
can be named and wi |l be discussed at length |ater
in this chapter. A few major areas are:

a. Special prograns to prepare persons for conmu-
nity entrance

b. Providing back-up care for comrunity prograns

c. Using its facilities for respite care and
short-term training prograns

Both fiscal and noral support for change nust be
present in the general public if change if to occur. The
| evel of support or nonsupport is based largely on what
the public expresses as its needs in a given area. What
does the public feel it needs for the developnentally dis-
abled? Does it need deinstitutionalization? W nust pro-
ceed on the basis that it does. W nust also continuously



nonitor the relationship between our deinstitutionaliza-
tion activities and the public acceptance and experience
of those activities.

Hopeful Iy, this section provides sone understand-
ing of the process through which devel opnental |y disabl ed
peopl e have been systematically excluded from the socia
mai nstream and the recent novenent toward reversing that
extrusion process. Attention will now be focused upon a
number of issues which nerit consideration by those re-
sponsi bl e for the devel opnent and inplenentation of effec-
tive deinstitutionalization prograns.

PLANNI NG AND PROGRAMM NG
FOR DEI NSTI TUTI ONALI ZATI ON

Assessi ng Community Needs

If prograns are to be devel oped whi ch are genui ne-
Iy responsive to the needs of devel opnentally disabled
persons, an inportant prerequisite to planning lies in
the accurate assessnent of these needs. Using a three
di nensi onal framework of age, severity and sociol ogi ca
area, Stedman (1970) has devel oped a design for project-
ing needs, based upon a "hypothetical comunity." (See
Table 1) Potential uses for the design are nmany: It has
been hel pful in exam ning strengths, weaknesses, and gaps
in services; it has been useful in planning and facili -
tating the establishment of priorities where specific
epi dem ol ogi cal data were not available; it has been use-
ful, conceptually, in keeping the broad picture in focus;
it has been hel pful politically in "talking nunbers"
with |egislators, county comi ssioners, and others who
affect the distribution of revenues.

Using Part 1V of Table 1, for exanple, it is pos-
sible to describe major services needed by the nentally
retarded in the inner city. Stednan has suggested the
fol | ow ng:

1. Diagnostic and counseling services for all of the
7,000 mentally retarded and their famlies.

2. Welfare, social and educational services to enrich
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the learning opportunities of the 624 mldly retarded
preschool children, many of whomlive in slunms or in
ot herwi se depressed circunstances.

Public health nursing and homenmaker services to assist
in caring for the 99 noderately and 25 severely re-
tarded infants and young children in this popul ation

About 93 special education classes for the 1,683
mldly retarded school -aged children who, with spe-
cialized training, could beconme self-sufficient adult
citizens.

About 27 special education classes for the 268 noder-
ate or trainable nentally retarded children who, with
the appropriate training, could become productive
wor kers in supervised or sheltered work settings.

A day care, recreational center for the 66 severely
retarded children of school age who woul d be unable
to profit fromformal school placenment.

Vocati onal counseling, job training and placenent
services for the 389 retarded young adults who can
contribute to their own and the community's wel fare
if given an opportunity to work in a supervised en-
Vi ronnent .

Specialized job training for the 3,145 nmildly retard-
ed adults over 25 who can take a productive place in
our nation's econony.

Activity centers for the 563 retarded young adults
and adults who nmay never take their full places as
workers in the conmmunity, but who are no |ess inpor-
tant from the social and humanitarian point of view.

Residential centers to neet the needs of those 138
retarded young adults and adults with problems re-
quiring supervision, care, and training so conprehen-
sive as to require a 24-hour effort.

The hypot hetical community nodel can be extended

to include other popul ations, naking it applicable to the



Table 1

Average incidence of mental retardation based on 1965

cengus figures in four populations:

100,000 people.

Fst. Incildence - 2% {(Suburbia)
Pre=school School-age Young Adults  Adults Total
Under Age 6 Age 6-19 Age 20-24 Age 25 and Over All Ages
Mildly..... 179 4B0D 111 899 1,669
Moderate... 28 77 18 143 266
Severe..... 7 195 4 35 65
TOTAL 214 576 133 1,077 2,000
Est, Incidence - 3% (Overall}
Pre-School School-gge Young Adults  Adults Total
Under Age 6 Ape 6-~19 Age 20-24 Age 25 and Over All Ages
Mildly..... 267 722 167 1,347 2,503
Moderate, .. 43 115 27 215 400
Severe..... 10 28 [ 53 97
TOTAL 320 865 200 1,615 3,000
Est. Incidence — 5% (Rural)
Pre-School School-age Young Adults  Adults Total
Under Age 6  Age 6-19 Age 20=24 Age 25 and Over All Ages
Mildly..... 446 1,202 279 2,246 4,173
Moderate... 71 1%2 (24 358 665
Severe..... 17 547 10 88 162
TOTAL 534 1,441 333 2,692 5,000
Est. Incidence -~ 7% (Inner City)
Pre-School School=age Young Adults  Adults Total
Under Age 6  Age 6-19 Age 20-24 Age 25 and Over All Ages
Mildly..... 624 1,683 389 3,145 5,841
Moderate... 99 268 62 501 930
Severe.. ... 24 66 15 123 229
TOTAL 748 2,017 466 3,769 7,000

IQ Distribution

Category %
Mildlz. .. 83.43

Moderate. 13.30
Severe... 3.27
TOTAL 100,00

Conversion Ratios

1965 Census — Age Group/Percentage Population

Category Under 6

6-19 20-24 25 and

over TOTAL

% 10.68

28.82 6,66 58.

85 100.00




Table 2

Incidence and Prevalence Low

Estimates of Develcpmental Disabiliries per 100,000 People

Total 4 Substantiaslly Handicapped
and Weeding Special Services
All Children Adults
Cerebral Palsy 500 .5 300 200(-21) 100{+21)
Epilepsy 1000 1 100
Mental Retardation 3000 3 324 152(-20) 172{+20)
Other Neurclogical Handicaps 15000 300 138 162

i.e., muaculardystrophy,
speech and hearing,
childhood stroke, ete.

(Dycra Program Services Bulletin #2. (1 in 1,000 adults and 2 in 1,000 children
(2)y1nDs Neurological and Sensory Disabilitles  estimates
(3%10% of Epileptics have uncontrollable seizures. E.F.A.

(a)Extrapolated from: Conley, Ronald, Economics of Mental Retardation, Chapter I1I,
unpublighed report of PCMR,




devel opnental |y disabled. Wile there is considerable
variance in the findings, Table 2 summarizes incidence
projections on devel opmental disabilities. Sources of
data are indicated. W have used the incidence estimates
and projections applied to the total population for deter-
m ni ng the nunmber per 100,000 in order to make the data
fit Stedman's projections nore accurately.

It nmust be noted that these data are not equally
reliable. Also, the data available on the distribution
of mental retardation by age and sociol ogi cal area were
not available on the other popul ations. The data in-
cluded here are based on |ow projections of devel opnen-
tal disabilities. There is also a distinction drawn
bet ween the projected incidence and the nunber of sub-
stantially handi capped persons who are likely to need
speci al services. Enpty cells either indicate gaps in
information or a situation where an estinmate would be too
m sl eadi ng.

These data are good general estimates that illus-
trate an approach to the assessnent of the need to facil-
itate planning. 1In any given state, the data available

in studies conducted there could sharpen the picture
presented here.

Coordi nation of Service Delivery Systens

Anot her di nensi on of a program devel opment nodel
has to be the service array. Wile new services are fre-
quently required to neet the needs of clients, it can be
deceptive to think about one service apart fromthe array
or "systen of services needed. The vested interest in a
particul ar service system —usually by bureaucrats and
prof essionals, and the vested interest in a particular
type or category of disability —usually by parents and
private organi zations, contribute to the problenms of co-
ordi nati on and duplication of services.

There is probably no ideal service system for
devel opnental |y disabled persons that could be projected
as a part of a service-by-client matrix. The "fit" be-
tween the services as well as between one service and the
client is inportant. The fit of the systemwith the



resources, attitudes, and culture of a place is inportant.
The service is worth little unless it is a part of a de-
livery structure that makes it effectively available to
all who need it, when they need it, and in a formthat is
accept abl e.

G ven concerns about the range, coordination, and
delivery of services, we have developed a |list of services

that could exist. (See Display A) Al of these services
are not necessarily needed in one place. They are provid-
ed in Display A of this witing to illustrate the range

of possibilities, not as a check-off |ist.

The first consideration of a service nust be its
responsi veness to the needs of devel opnentally disabled
persons it is to serve. Beyond that, services need to be
devel oped to fit the needs of a comunity in relation to
servi ces devel oped to neet regional needs, and those in
relation to services to neet needs on a state wi de basis.

As a general rule, the closer to the honme conmu-
nity of a person the nore specific and the nore accurate
the service can be. There is greater opportunity at that
I evel for nmaking the service accountable to individual
clients. Conversely, the further fromthe real comunity,
the nmore general and hypothetical are the needs being net.
The nore general the services, the nore the individual's
needs are |lost or conproni sed.

"Statewi deness” is a concept that acconpdates the
way revenues are distributed and governnent structures

are arranged. It is an inportant concept for getting
broad political support for better |egislation and nore
assurances. In general, however, individual client needs

are not met at the statew de system | evel.

In general, the closer honme, the smaller, the nore
specific, the better. It must be quickly acknow edged
that there are some needs that require such expensive
technical help that a local comunity usually cannot af-
ford to neet them Also it is necessary, in sone in-
stances, to bring some groups of severely handi capped
persons together, because the necessary facilities cannot
be devel oped for such snall nunbers. A hospital for five



people, for exanple, would be difficult to sell to county
conm ssioners. Here statew deness is inportant in program
devel opnent.

It is inmportant to distinguish between facilities
and services, or programs. Services do not always require
facilities. I ngenuity and care in planning can sonetines
bring the "unaffordable" or "inpractical" into the realis-
tic sights of the comunity.

Anyone devel opi ng or | obbying for prograns at the
state level nust have a clear rationale for why the client
group cannot be better served in their own community.
There are sone justifications, but they are few The dis-
tribution of resources should reflect consideration of
where the best service m ght be provided. |n general,
only the very severely disabled person should be consid-
ered for treatment services outside his own honme community,
al t hough they could be served in or close to their comu-
nity if appropriate services are devel oped

A fundanental consideration in evaluating the ra-
tionale for "serving" the person outside his own conmunity
has to do with whether the reasons relate prinmarily to the
interests and welfare of the devel opmental |y disabled per-
son—er to bureaucratic expediency and vested interests
that do not serve in the person's behalf. Wiile this is
a good guideline for assessing existing and proposed ser-
vices, two things nust be recognized. First, there is
often a difference between what is said (prom sed) and
what happens. This is usually not an intended deception.
It is rather a realistic difference between things hoped
for and things done. In tal king about what we wi sh (plan)
to have happen, we invariably underestimate the bureau-
cratic constraints on our inplenentations. This is also
true of well-neaning and honest spokesmen for existing
services. The "here is what we are doing . . ."is in-
variably only an approxi mati on of what is happening.

The Superintendent, for exanple, will say what he knows
to be in effect based on (1) the infornmation that cones
up the line to him plus (2) the data he obtained the
last tine he did a validity check on that information
The day-to-day experience of the institutionalized devel -
opnental |y di sabl ed person, however, is usually known



only to that person plus those who are with himduring
parts of his day, such as cottage parents and teachers.

The second thing to consider is that once prograns
obtain support and tine in operation, they grow roots
deep into the political systemand the culture. This is
t he backdrop against which all interests in changing well -
established institutional prograns nust be articul ated.

The Advocacy Mechani sm

The arrangenent of services and bureaucratic sup-
port, fromconmmnity to state |levels, requires sone sys-
temof nmonitoring and intervention to maintain equity and
bal ance. |If the devel opnentally disabled person is to be
wel | served, his interest nust be represented between and
within services at each |level and between |levels. That
is an advocacy function that hel ps keep the system honest.
Accurate information is an essential principle in deinsti-
tutionalization. It is essential for w se programdevel -
opnent and program continuation decisions. It is also
essential to maintain credibility with the public.

The advocacy function can be arranged organi zati on-
ally in avariety of ways. Utimtely, it nust push ac-
countability in the direction of the client rather than
the service system (the systemwi ||l take care of itself).
Advocacy should include the following: (1) a creed out-
l[ining the rights of devel opmental ly di sabl ed persons and
standards for services, (2) anmonitor to systematically
collect information on how adequately devel opnental |y
di sabl ed persons are served, (3) a feedback network to
make information available in the systemwhere correction
can be made, (4) a power base for recourse in those in-
stances where information and assistance do not stinulate
any change, (5) an accountability systemto keep the ad-
vocates honest, and (6) credibility with the consuner,
the service system and hopefully, the comunity.

Progranming for Deinstitutionalization

There are currently many exciting progranm ng ef-
forts underway in state institutions and hospitals, com
nmunity service agencies, and private organi zations. No



agency or program has yet shown us the way and that will
continue to be the case since deinstitutionalization sug-
gets noving frommany places simultaneously. No single
prof essi onal wand can reach far enough. No single agency
can bear total responsibility. Singleness of philosophy,
service, or delivery systemdenies the very essence of
the problem While the course is uncharted, there has
been some turning of institutional, professional, and
bureaucratic nachinery in the direction of sone fixed
points to guide the devel opnent of alternative courses
and even alternative navigational systens.

Dei nstitutionalization prograns nust ultimately ac-
conplish an effective |inkage, or liaison, between severa
social and professional systens for the specific purposes
of acconplishing a reduction in institutionalization as
described earlier in this paper. Those systens include
the political power base; the resource structure with
both real and potential energy (noney, manpower...) for
deinstitutionalization; the private sector, including
organi zed | obbi es, professional service providers, both
private and public agencies; and the institutiona
structures.

Just as the institutionalizing system(s) is enbed-
ded in rel ationshi ps between consuners and these various
systenms and structures, so deinstitutionalization pro-
grans nust nodify those relationships. Such prograns
will vary as nmuch as those relationships vary. W do not
know all the variables that affect institutionalization
or how those variables work. W need a way to assess how
the institutionalizing process works at each level we are

trying to nmodify. If we are wong in reading the process
at the "local level", our regional designwll not cor-
rect it. Sonewhere short of assessing the variability in

institutionalization between geographic areas, it is pos-
sible to describe some of the varying factors that re-
quire programmatic attention. Ten are described briefly
bel ow. They are not necessarily in any particul ar order
and they are not mutually exclusive. They correspond
general ly, although not totally, to the topical outline
of this book.

First, there nust be an information system that



provides data on clients regarding needs and to clients
or benefactors regarding resources. This system nmust

al so include evaluative data on prograns. Second, there
must be a deci sion-maki ng philosophy and the accompanying
machi nery to: (1) effectively involve consumers or

their representatives in the decision-making process, and
(2) keep consumer-rel evant decisions made as close to
the consumer as possible, rather than higher in the bu-
reaucratic service structure. Third, the deinstitution-
alization program efforts nmust include attention to the

| egal and human rights of devel opmentally disabled per-
sons. This must include making such rights known as wel
as correcting their denial. Fourth, there nust be a free
flow of information to the public about services and
needs. Publ i c education should be structured within a
psychol ogy of constructive involvement of those receiving
the information. Fifth, deinstitutionalization activities
must penetrate the attitudes, morale, and conmpetencies of
the staff who work directly with the devel opmentally dis-
abl ed. In large institutions, for exanple, the direct
care staff may be a source of some abuse. They are also
a source of enormous advocacy potential which is fre-
quently buried under bureaucratic nmessages of meniality

and general |ack of regard. Transformation at this di-
rect care level is essential. Si xth, there nust be a
benefactor or advocate system of some type. Heber found

the presence or absence of a benefactor to be the nost
crucial variable in successful deinstitutionalization.
Seventh, there must be specific attention to the budget
system and the process by which budgets are renewed or

changed. If money is going primarily into institution-
alization, substantial deinstitutionalization will not
occur. Ei ghth, there nmust exist an accountability struc-

ture which, at a m ni num (a) keeps information current
valid, available, and flowi ng; (b) prevents the drift of
deci si on- maki ng upward and pushes it closer to the con-
sumer or his benefactor; (c) provi des procedural recourse
for correcting abuse or denial of rights of the devel op-
mental ly disabled as perceived by the devel opmentally

di sabl ed, his benefactor, or other person know edgeabl e
of advocacy needs; (d) provi des active advocacy for con-
structive and imediate resolution of problems which
seeks neither to enmbarrass nor intimdate. Such an ac-
countability structure is certainly facilitated by, and



sone woul d argue probably best acconplished by, third
party involvement in nonitoring, information flow, and
advocacy activities. N nth, comunity alternatives to
institutionalization must exist. Goup living, foster
home, and sheltered work arrangenents are a few of the
essential community resources that prevent the need for
institutionalization and nake possible the reentry of the
institutionalized person into the comunity. The devel op-
ment of effective conmunity alternatives is certainly a
cornerstone to the success of the total deinstitutionali-
zation effort. Tenth, and closely related to that suc-
cess, is the careful attention to the standards of both
residential and community facilities.

As stated earlier, the programfornmat for attending
to each of these ten issues varies. There is no "best
way" because the intervention nust fit the ecol ogy of the
problem Display B lists some prograns known to the
witers to have been successful in solving sone of these
problenms. Display C includes a very brief selected bib-
i ography on the topic of deinstitutionalization

| MPLI CATI ONS FOR DEVELOPMENTAL DI SABI LI TI ES COUNCI LS

The Devel opnental Disabilities Council has a uni-
qgque opportunity as a planning body since both private
and public nenmbership represents devel opnental ly disabl ed
persons and the agencies that provide services to them
Maj or opportunities exist in the areas of deinstitution-
alization and advocacy. This chapter has devel oped the
view that deinstitutionalization is an effort toward cor-
recting, reducing or stopping certain aspects of the pro-
cess of institutionalization. W pointed out the prob-
lems in the ways services are arranged, in the narrowness
of perspective on client needs and ways of neeting those
needs, and in the tendencies of services to becone sepa-
rate and conplete unto thensel ves, becom ng nore excl u-
sive in their functions to the popul ation they serve. W
noted the deep discontinuities of purpose between services,
the name (label) lines on which clients are passed from
one systemto another, and the ultimate cul-de-sac in the
service delivery network, the state institution

One antidote to institutionalization is providing



better integrated services. Another is to nore effective-
ly integrate the private sectors in planning service deliv-
ery and nonitoring. A third is inproved evaluation of the
client/service match over time. The possibilities of a
third party nonitor of that match have been suggested.
The third party nonitor idea includes the prospect of by-
passi ng usual bureaucratic information circuits in order
to facilitate nore effective planning at the state |evel.
The needs have been inplied for orchestrating w thout
controlling, for adding perspective without co-opting, and
for penetrating the ranks wi thout sabotaging. The Counci
has in its very makeup and in its mission, inplied if not
stated, the opportunity to devel op these advocacy func-
tions and to contribute to the fornulati on of policies
that reflect these val ues.

The Council nust develop a posture of being near
but not necessarily in the bureaucracy. |If it gets buried
under the portfolios, policies, guidelines, and regul a-
tions of agencies, its advocacy functions are conpromn sed
and over time the freshness it brings will becone stale.
It will just do the things good bureaucracies do. If it
remai ns al oof fromthe agencies, and fails to get in-
vol ved enough to understand the probl ens agencies face,
it cannot develop realistic deinstitutionalization plans.
Only by transcending the trust barriers with agencies,
can councils serve as truly effective advocates. |If
power is an instrument for change, it is also threatening
and can put people on the defensive, especially in state
bureaucracies. The issue here is balance and approach in
devel oping a working relationship with state agencies
based on respect and appreciation for the conplexity of
the issues invol ved.

The Council can, by its own operation, nodel the
integrative planning and advocacy functions. In asking
others to "get together", the Council needs to denonstrate
its conmtnent to "being together” with the others.

The Council nust exploit its uniqueness: (1) for
accessing information fromoutside channels, and (2) for
sharing information directly with the citizenry, |egisla-
tors and, occasionally, the judiciary.



Most specifically, the Council: (1) can deternine
how institutionalization works inits state, (2) develop
a plan for reducing it by planning a better client/service
match, (3) develop and institute a systemto nonitor the
i mpl emrentation of that plan and the on-going "matching"

(4) develop a system for reducing the institutionaliza-
tion process based on that information. The Council nust
maintain its own credibility as a viable arrangenent in
state governnent with ability to constructively influence
opportunities for the devel opnentally disabled. Deinsti-
tutionalization is only one exanple of the Council's
advocacy potential. The Council's credibility can be

mai nt ai ned by renai ning open and oriented to the dipl onat-
ic solution of problenms, rather than becom ng preoccupied
with power-oriented strategies and political solutions.

The Council can help change the traffic pattern
across service systenms. It can help open up the institu-
tional cul-de-sac. It can help change the reward struc-
ture for institutionalization, making it bureaucratically
nore profitabl e—speaki ng now of budgets and personnel —
to deinstitutionalize. The Council can help get institu-
tions out of a defensive posture. It can facilitate nore
effective involvenent of private organizations in the
solutions of the problenms of institutionalization. The
Council can help legislators and governors understand the
scope of the problemso they m ght nore effectively sup-
port institutional change and the need for resources to
| earn nmore about institutionalization and ways to reduce
it. The Council can help the budget people understand
the softer services base (training, liaison, etc.), as
opposed to counting beds, as the basis for allocating
funds.

The Devel opnental Disabilities Council, then, has
enornmous potential as an advocate for developnentally dis-
abl ed persons and for a reasoning approach to deinstitu-
tionalization. The issues are conplex and nmust, in nost
cases, be confronted state by state. Each state Counci
has to develop its own style and the appropriate uses of
its own resources to respond to the particular character-
istics of its own state's service and consumer organiza-
tions, laws and resources. Each Council nust ultinmately
find its own organizational and tactical means for being



accountabl e to devel opnentally disabled citizens and
their rights.



DI SPLAY A
Programmatic Qutline for Deinstitutionalization
I. Prevent Substantial Handicap Which M ght Lead

to Institutionalization

A.  Prevention incidence of devel opnentally disabled
1. Research
2. Genetic Counseling
3. Famly Pl anning
4. Pre-, peri-, and post-natal care
5. Nutrition

6. Safer Environment: housing, |ead-paint poi-
soni ng program etc.

7. Social services - i.e. education and training
for famly (prevent accidental or cultura
devel opnental disabilities)

B. Prevent Need for Longterm Qutside Help (even when
devel opnental disability is present)

1. Early intervention (i.e. PKU  screening and
treat ment)

2. Societal education: provide both skills and
notivation to care adequately for own

3. Private insurance: catastrophic injury
1. Alternatives to Institutionalization (DD present)
A, Family or individual support services

1. Meal s-nutrition



10.

11.

12.

13.

14.

15.

16.

17.

Envi ronnmental concerns: housi ng inprovenent
servi ces, chore services, etc

Fi nanci al mai nt enance

Medi cal services (including early screening
and identification; nmental health services)

Information and referral services

Child education (community): a key conponent
to deinstitutionalization

Hone worker - childhood stinulation
Day care, head start, etc.
Parental and family education

Sex Education (to devel opnental |y disabl ed
person and fanily)

Parent Relief Services: baby sitting, tenpo-
rary respite (vacation services)

O her social services: special services, com
pani onshi p and recreational services, consuner
protection and noney managenent education, etc.
Enpl oyment Services: vocational habilitation
and rehabilitation, transportation services,
access to buildings, etc.

Conmmuni ty-consuner input (planning, services
etc.)

Vol unt eer - group advocacy
Legal advocacy

Penal -correctional services for the devel op-
mentally disabled in the crimnal system

B. Community Alternatives



1. Adoption services
2. Foster hones

3. Followup services for deinstitutionalized
per sons

4. Mobile clinics

5. Anbulatory clinics

6. G oup hones

7. Hal f-way houses

8. Community institutions

9. Alternatives to the prison systemfor the
devel opnent al | y di sabl ed popul ation

Ill. Institutional Reform

A

Devel opnent of a deinstitutionalization-oriented
policy (planning)

Publ i ¢ Educati on

1. Inprove institutional comunity interactions
with goal of deinstitutionalization

2. Re-conceptualize definition of deinstitution-
alization, i.e., one conponent of comunity
services continuum

3. Famly education: to encourage retention of
enotional and |legal responsibility for child

Treatnent and education (with goal toward deinsti-
tutionalization)

Staff Devel opnent

1. Work enrichnment prograns



E

2. Staff input and advocacy

3. Staff politics (i.e. union problens)
Patient input and rights

1. Self-government, grievance conmittees, etc.

2. Advocacy: legal and other

I'V. Legal Advocacy (areas where needed)

(See Chapter 10, p.153)

Not e:

The above programmatic outline, developed by Chris
Pascal, is not intended as an endorsenent of any
particul ar program or prograns by the author or
DD/ TAS. Rather it is to serve only as a list of
possi bl e programmatic alternatives to be consider-
ed by DD Councils in their planning and advisory
role.



DI SPLAY B

Pr ogram Devel opnent : | ssues and Approaches
Issues Programs
1. Client Information =Bringing It All Back Home
System

—Child Advocacy Systems
Project

-Los Lunas Hospital and Train-
ing School

-National Center for Law and
the Handicapped, Inc.

-Southwest Georgia Program
for Exceptional Children

2. Consumer Oriented —Bringing It All Back Home
Decision-Making
Arrangement -Child Advocacy Systems
Project

-Los Lunas Hospital and Train-

ing School
3. Legal Rights Orien- -Bexar County Mental Health/
tation Mental Retardation Center

-National Center for Law and
the Handicapped, Inc.

4. Public Information -Bexar County Mental Health/
System Mental Retardation Center

-Child Advocacy Systems
Project

-Los Lunas Hospital and Train-
ing School



5. Staff Reeducation
or Enrichment

6. Benefactor (Advocate)

7. Budgeting Model
or Procedures

8., Accountability Struc-
ture or Advocacy
Systen

-National Center for Law and
the Handicapped, Inc.

-Southwest Georgia Program
for Exceptional Children

—-Bexar County Mental Health/
Mental Retardation Center

-0ffice of Developmental Dis-~
abilities, Columbus, Ohio

-SEED Program, Sewall Reha-
bilitation Center

-University of Oregon Medical
School (UAF)

~Work Enrichment Program,
Western Carolina Center

-Child Advocacy Systems
Project

-Los Lunas Hospital and Train-
ing School

-Parent Training Project,
Western Carolina Center

-Western Carolina Center Ad-
vocacy Project

~Bexar County Mental Health/
Mental Retardation Center

-Southwest Georgia Program
for Exceptional Children

~Bringing It All Back Home

~Child Advocacy Systems
Project



.

Community Alternatives

-Macomb-02kland Residential
Centey

-National Center for Law and
the Handicapped, Inc.

-Western Carolina Center Ad-
vocacy Project

-Bexar County Mental Health/
Mental Retardation Center

~Bringing It A!l Back Home

~Child Advocacy Systems
Project

-Los Lunas Hospital and Train=-
ing School

-Macomb-0akland Residential
Center

~Mansfield Training Scheol

-National Center for Law and
the Handicapped, Inc.

~0ffice of Developmental Dis-
abilities, Columbus, Chio

-Project ZERO

~RISC (Reduce Institutionali-
zation of Special Children)

—-SEED Program, Sewall Reha-
bilitation Center

-Southwest Georgia Program
for Exceptional Children

=University of Oregon Medi-
cal School (UAF)



10.

Standards (Residen-
tial and Community)

~Bexar County Mental Health/
Mental Retardation Center

-National Center for Law and
the Handicapped, Inc.

—Parent Training Project,
Western Carolina Center

-Project ZERO

Addregses and contact persons for programs listed in Dis-

play B follow:

Bexar County Mental Health/
Mental Retardation Center
611 North Flores

San Antonio, TX 78205

Bringing It A1l Back Home
Western Carolina Center
Enola Road

Morganton, NC 28655

Child Advocacy Systems
Project

Learning Institute of
North Carolina

1006 Lamond Avenue

Durham, NC 27701

Los Lunas Hospital and
Training School

P.0. Box 2038

Los Lunas, New Mexico 87031

Macomb—Oakland Residential
Center

36368 Garfield Road

Fraser, Michigan 48026

Mansfield Training School
Brown Building
Box 51

Contact
Person:

Mansfield Depot, Connecticut 06251

Ms. Caroel Wilder

Gary D. Timbers,
Ph.D-

John W. Pelosi,
Ph.D.

Joseph F. Mateju,
Administrator

David Rosen,
Superintendent

James F.Williams



National Center for Law and
the Handicapped, Inc.

1235 North Eddy Street
South Bend, Indiana 46617

Office of Developmental Disabilities
2929 Kenny Road B1G46
Columbus, Ohio 43221

Parent Training Project
Western Carolina Center
Enola Road

Morganton, NC 28655

Project ZERO
420 Gaffney Drive
Watertown, NY 13601

RISC Project

Johnson County Mental Retardation
Center

5900 Flint Street

Shawnee, Kansas 66203

SEED Program

Sewall Rehabilitation Center
1360 Vine

Denver, Colorade 80206

Southwest Georgia Program for
Exceptional Children

P.0. Box 110-A

Ochlocknee, Georgia 31733

University of Oregon Medical
School

3181 S.W. Sam Jackson Park Rd.
Portland, Oregon 97201

Western Carolina Center
Advocacy Program
Western Carolina Center
Enola Road

Morganton, NC 28655

G. Linden Thorn,
Executive Direc-
tor

Lee Rubin,
Administrator

Cloreta King,
Director

Thomas A.
Coughlin, III

Mrs. Ozella
Willis, Project
Director

Diana Neel
Pefley, M.5.W.

Mr. Harold Smith
or Mr. Bob Kibler

Leroy 0. Carlson,
M.D.

Fmma Jean Hogan
Frassrand



Work Enrichment Program Janet Nicholson
Western Carolina Center

Enola Road

Morganton, NC 28655
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Epilogue

The body of this docunent was gl eaned from a
DD/ TAS conference about advocacy for the devel opnentally
di sabled. Unlike nost conferences, the participants did
not just talk about problens. They devel oped strategies
to solve problens, to neet their own needs at home, and
to chart new directions for change.

Advocacy, as exenplified in this nonograph, can be
many things to DD Councils. It is their nethod of repre-
senting one's organi zation and the devel opnental ly dis-
abled. It is nostly hard work. Above all, it is to no
avail, no matter who the advocate, if it is not a nea-
sured, systematic process whereby know edge is transferred.
Attitudes must be changed and barriers overcone by a
strong persistent pressure, gentle but firm based on
data and conpet ence.

Peopl e are usually of two minds on the topic. To
some, advocacy is hearts and flowers, bleeding hearts,
poetry, pity and depression. To others it is a harsh,
adversary posture, defensive aggressiveness, pushiness
and abrasion. Neither is the case. Advocacy is that
proper mixture of passion and conpetence that generates
a new, enlightened point of view based on fact and skill
rather than sinple faith and assertion.



W t hout passion, the energy and persistence re-
quired to work daily against the resistance to change and
progress for the disabled is not possible. The enthusiasm
necessary to generate new strength and determ nation in
ot hers cannot be conmmunicated without the caring and sen-
si bl e devotion to the task. Passion makes the small gains
sati sfying.

Wt hout conpetence, passion is a trap. Wthout

the know edge, skill, data, facts, and understandi ng of
problens and their solutions, all the passion in the world
wi Il never help the devel opnental |y disabled

Legi sl ators, school board menbers, county comm s-
sioners, mayors, congressnen and many ot her individuals
of consequence in the community require facts and the
chance to change their attitude. New prograns for the
devel oprental |y di sabl ed take tine, noney and persistent
people. Prograns al so denand sponsors, people whose ideas
often need changing before they will back a new program—
especially for handi capped persons.

Advocates can be effective. Their own passion and
enthusiasm Jlaced with the information required to back
assertions and requests, will prevail with others as no
ot her strategy can.

The next decade will tell the value of the |ast
fifty years of effort on behalf of the handi capped. The
know edge about the handi capped and their needs is far
fromconplete, but our information is sufficient now to
push successfully for change. Advocates nmust do that
job. They must do it in a unique way. They nmust know
and care for the rights of others. They nmust know and
care for the persons they represent. \When that zest is
gone they nust |eave the field.

The goal of the DD/ TAS conference and this docu-
ment was to renew both passion and conpetence in the
participants and readers. |If that has happened, then
devel opnent al | y di sabl ed peopl e have gai ned.



APPENDI X 1

CONFERENCE ON | NI TI ATI VE FUNCTI ONS OF
DEVELOPMENTAL DI SABI LI TI ES COUNCI LS:
STRUCTURE AND RATI ONALE

DD/ TAS organi zed a Conference on Initiative Func-
tions of State Devel opnental Disabilities Councils in re-
sponse to two needs. First, DD/ TAS had received requests
for assistance with tasks ranging fromclarification of
Counci | organi zational position in State governnent to
i npl ementation strategies for nmodel progranms. These re-
quests, though differing markedly in technical expertise
required, had in comon the perceived need of Councils to
strengthen their ability to respond effectively to the
needs of the clients they were mandated to serve, and to
insure the accountability of service prograns to those
clients. Second, as Councils gained know edge and experi -
ence in the planning functions which they were created to
perform many of the priorities they adopted placed them
clearly in an initiative posture, as opposed to their
ori ginal nore passive, advisory posture. Further, the
problens for Councils in taking the initiative to inple-
ment their priorities required careful planning and uti -
lization of resources, sustained by long range as wel
as short termtechnical assistance. |n response to
these perceived needs, a Conference was designed with
the followi ng goals:

1. To provide a core of Council menmbers with as-
sistance in considering the Council's potentia
as an advocacy-oriented group;

2. To provide assistance in devel oping action
plans for inplenenting their specific priori-
ties relevant to that potenti al

3. To identify areas of further specific techni-
cal assistance needs for carrying out the ac-
tion plan.

The Conference responded to the needs by providing
specific training, related to individual requests for



techni cal assistance, in the context of the Councils’
position as an initiative body. Ten State Councils were
invited to participate in the Conference. Each State
Council was to be represented at the Conference by a
four-person teamincluding: the Council chairperson,
staff director, and two consuner-spokesperson Counci
menbers.

Activities designed to acconplish these goals and
obj ectives included senminars, snmall group activities,
| arge group presentations, and structured planning ses-
sions. Relatively large blocks of free tine were made
avai |l abl e between the formal sessions to allow for the
informal sharing of ideas and experiences. The evening
sessions included a continuous display of advocacy re-
lated nedia materials available to Councils for use in
public awareness prograns (see Display A).

Prior to the Conference, each participant selected
a seminar in which to participate, based on the content
nost related to the needs in facilitating the work of his
or her Council. In npst instances, the participants re-
cei ved background materials fromthe coordinator of the
semi nar they had selected. This had two results: (1)
Conference participants arrived having already established
contact with the staff with whom they woul d be working
nost closely, and (2) the selection of training areas
served as a kind of needs assessnent, identifying areas
of Council priorities.

Unli ke the seven sem nars which were instruction-
ally oriented, the ten small group activities were orga-
ni zed by state and oriented to planning and team devel op-
ment, applying the semnar training content to each state
situation. The staff nmenmbers assigned as resource per-
sons to the small group activities were chosen so that
none of the team nmenbers would have attended the sem nar
whi ch that staff person coordinated. This allowed the
staff nenber to act as an objective facilitator

The menbers of each teamrepresented vari ous back-
grounds, length of time as Council nmenbers, extent of in-
vol venent in programdevel opnent, and conceptions of
their role as Council nmenbers. The goal of the first



evening's small group activity was to utilize the richness
of these variations around a task which could serve as a
vehicle for the individuals to experience nenbership on
awrking team A nodified Force Field Analysis Exercise,
described in Display B, is a somewhat |oosely structured
activity which provides for informal, interpersonal
sharing as well as producing a product. The lists of
assets and areas of weakness generated by the teans gave
each teammenber a frame of reference for approaching the
material in the second day's training (see Display C).

The lists further served as a point of beginning in de-
vel oping the inplenentation plan on the third day. An
exanple is provided in Display D

On the second day, each participant worked with
representatives fromother states in the training sem nar
whi ch he had selected to attend. The training topics
were: (1) Consumer |nplenented and Eval uated Services
Utilizing Limted Resources, (2) Regionalismand Organi -
zation of Councils with Attention to Region-State Inter-
face, (3) Planning and Eval uati on Data--Techni ques for
Data Col l ection: Alternative Approaches, (4) Accessing
Federal and State Resources for Funding, (5) Media Utili-
zation and Public Awareness, (6) Legal |ssues: Litiga-
tion, Legislation, and Administrative Regul ations, (7)
Deinstitutionalization and Community Alternatives. An
outline of the training provided in these senmnars is
included in Display E

The rationale for the teamnenbers attending dif-
ferent training sessions included DD/ TAS s attenpt to
provi de maxi mum response to the needs identified by the
Council teans. Wth limtations of tine, it seemed nore
efficient to train four people in depth individually than
to provide a general overviewto a large group. A further
obj ective was the developnent in each team nenber of an
area of expertise which he could later share with the team
and the entire Council. Each semi nar was organi zed to
provi de opportunity for the participants to describe their
own problems in planning inplenentation.

On the third day, each state teamnet with the re-
source person who had facilitated the Force Field Analy-
sis Exercise, to integrate the material fromthe sem nars



with the state's priorities to develop an inplenmentation
plan. The first portion of the day was given over to a
brief presentation by each team nmenber of the salient
material covered in the respective sem nars. This pro-
vided further opportunity for each teamnenber to experi-
ence the role of |eader and "expert". Each state team
foll owed the sane general planning format, which is shown
in Display F. An exanple of the plans developed is in-
cluded in Display G A significant feature of the inple-
mentation plan, in terms of maxi mumlong-termbenefit of
the Conference, was the nanming of individuals to be re-
sponsi bl e for specific portions of the planned inplenen-
tation strategy. This provides accountability to one
another and a contact person for future DO TAS invol ve-
nment with that state's activity in a given area

The cl osing session provided an opportunity for
each state to share its plan with other states, to gain
closure on its own work, to think ahead for possible ways
of using DD/ TAS, and to join together in working with
ot her states having rel ated problens.



DI SPLAY A

SCHEDULE OF ACTI VI TIES

FI RST DAY

Qpeni ng Sessions:  7:30 - 9:00 p.m

Ron W egeri nk: Overvi ew of Conference Goal s and
Activities

Ron Neuf el d: Councils for Devel opnentally Dis-
abl ed as Advocacy Mechani sns

State Team G oups
facilitated by

DD/ TAS staff: Force Field Analysis Exercise
SECOND DAY

Concurrent Sem nars: 9:00 aam - 4:30 p.m

Dan Davi s: Regi onal i sm and Organi zati on of

Councils with Attention to Regi on-
State Interface

Paul a Hammer : Accessi ng Federal /State Resources

for Fundi ng

Session 1. Public Assistance:

SSI Modul e

Session 2: Revenue Sharing Mdul e
Ron Thiele, Ron Dei nstitutionalization and Comu-
Neuf el d, Ji mPaul : nity Alternatives
Pat Trohani s: Media Utilization and Public

Awar eness
Rud Turnbul I, Law and the Devel opnmentally Di s-

Chris Pascal : abl ed



Ri chard Surles: Pl anni ng and Eval uati on—Techni -
ques for Data Collection: Alter-
native Approaches

Ron W egeri nk: The Devel opnent of Cuidelines for
I nvol ving Consuners in the Inple-
ment ati on of Service Delivery Sys-
tens for the Devel opmentally Dis-
abl ed

Evening Session: 7:00 - 9:00 p.m

Don St ednan: "Characteristics of Good and Bad
Advocat es"

Pat Trohani s and
Gary Ri chnman: Medi a Revi ew
| ndi vi dual Consul tation

TH RD DAY

Concurrent Planning Exercises: 9:00 am - 4:30 p.m

DD TAS staff and
consul tants: State Team G oups

Evening Session: 7:30 - 9:30 p.m

H Rutherford "Through and Beyond the History of
Turnbul |, I'11;: the Devel opnental | y Di sabl ed"

Frank Fusco: .
"Advocacy: A Consuner Perspective"

Pat Trohanis and
Gary Richman: ) _
Medi a Revi ew

I ndi vi dual Consul tation

FOURTH DAY



Cosing Session: 8:00 am - 11:00 a.m

Representati ves Brief Report of Each State's |nple-
from State Teans: ment ation Pl an
Ron W egeri nk: Overvi ew of Technical Assistance

Avai | abl e



Dl SPLAY B

| DENTI FI CATI ON OF FORCES THAT
FACI LI TATE OR RESTRAIN GOAL ACH EVEMENT

Modi fication of the Force Field Analysis Process

Advocacy Probl em

It is difficult for a planning group with state
and regional responsibility to stay in close touch
with the problens of devel opnentally disabled
citizens attenpting to obtain necessary resources
to lead full Iives.

Advocacy Goal :

That Regi onal coordi nators of the Devel opnenta

Di sabilities Council understand, fromthe perspec-
tive of the developnentally disabled citizen, the
needs of those citizens and take initiative on
their behalf to have these needs net.

I nstructions:

Most problem situations can be understood in terns
of the forces which push toward inprovenent and
the forces which resist inprovenent - in other
words, facilitating forces and restraining forces.

As a group, discuss the problemand, (1) those
affecting individual coordinators such as |ack of

i nfformati on about the needs of developnentally dis-
abled citizens, and (2) those affecting the Devel -
opnental Disabilities Council as an organization
within State governnent such as their distance
fromthe individual consumers. Use this distinc-
tion only as it helps you identify forces in your
state - don't get bogged down in considering which
category is nore appropriate.

List as many as you can and record themon the flip



chart. At this point, do not worry about the
priority of inportance that should be assigned
to each force. Be sure to keep a copy of the
i st devel oped.



DI SPLAY C
LI STI NG FORNVAT

Regi on

Facilitating Forces Restraining Forces

Rel at ed
to
I ndi vi dual
Counci |
Menmber s

Rel at ed
to
t he
Tot al
Counci |
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DI SPLAY D

EXAMPLE OF FORCE FI ELD ANALYSI S

Facilitating

Active, competent Council member-
ship present at Winter Park

Council members at Conference have
linkages and skills to disseminate
information

Council representatives at Con=
ference represent disability areas
of epilepsy, CP and MR

Persons at Conference work well
together

As a group, have linkages that can
provide c¢lout

Have connections with competent and
honest leglslatars

Have connection with ip-coming
Governpr

Fatip distribution of money

Existence of an effective program
evaluation system

Regional councils for information
disseminaticn and program develop-
ment

14.
11.

1z.

13,

Restraining
Territoriality in State agenciles
Lethargy in Council members
Top agency people not present at
meetings (representatives cannot

speak for agency)

Lack of balance in delivery systems
and rescurces Council attends to

Geography-—spread out and representa-
tlon difficult

Buregaucrats in agencies not suffi-
ciently responsive to consumer

organizations

Bureaucrats not aware of consumer
needs

Staff turnover

Lack of innovative ideas
Preoccupiled with funding projects
Unknown to the Governor

Urban emphasis without attention to
rural needs

Lack of organizational connection
between state and reglonal council



DI SPLAY E
SEM NAR QUTLI NES
Consurmer | nvol verent Modul e
Goal : To devel op an understandi ng of the professiona
functions that consuners can assune and to develop strat-

egies for enabling consuners to take an active role in
service delivery systens.

Agenda:

1. A rationale for consuner involvenent

2.  An overview of the Regional Intervention Program (R P)
of Nashville, Tennessee, slide show and discussion by
Di rector

3. An in depth ook at the functions of consuners in the
Regi onal Intervention Program —from training to
eval uati on

4. A media presentation of R P components — i ndividual
tutoring, generalization training, |anguage classroom

5. A look at the consuner training materials

6. Devel opment of standards, guidelines and grant review
procedures which would lead to inplenmentation of con-
suner participation in prograns for the devel oprnental -
Iy disabl ed

Sem nar coordinators: Ronald W egerink
Iris Buhl



Advocacy and Regi onal i sm Modul e

Goal: To provide participants with an understandi ng of
the concept of regionalismas a governnental structure
having inplications for the quality of service to devel -
opnental |y di sabl ed peopl e.

Agenda:

Part |
1. Overview of the Modul e

2. Introduction to Regionalism and Advocacy

3. Status of State Regionalism Prograns and Advocacy
Pol i ci es

Part 11
1. Advocacy as a Value: Parent Goup O ganizing

2. Perceptions of Advocacy and Structures: O ganiza-
tional and dient Perspectives — An Exercise

Part 111
1. Goup Wrk Simulation on Regional and State |ssues

2. Discussion on the Organi zational Inplications and
Alternatives Available to States

Part 1V
1. Total Goup Review and Report Back

Sem nar coordi nators: Dan Davi s
Ed Hunber ger
El i zabet h Bauer



Pl anni ng and Eval uati on Mdul e

Goal: Provide a framework for planni ng whi ch acknow edges
the conplexity of planning for the Devel opnentally Dis-

abl ed but which encourages the initiation of goal direct-
ed action by the council

bj ecti ves:

1. Participants will review and understand a nodel for
council planning

2. Participants will discuss the nodel in Iight of nmmjor
conmon tasks of DD councils and staffs.

3. Participants will successfully use the nodel in plan-
ning to neet a goal established by the group

Agenda:

1. Devel op group consensus on key planning terns

2. Develop definition of key planning concepts

3. Introduce Moddel for Council Action
A. Rationale & Alternatives
B. Design for Council Planning

4, Provide an exanple of eight planning el enents

5. Provide a case history of devel opnent of planning
el enents over tinme

6. Provide a situational set for use of nodel by group

A.  Goup establishment of beliefs and priorities,
goal s and objectives

B. Goup devel opnent of possible strategies for other



six elenments

Sem nar coordi nators: Ri chard Surl es
Carol yn Cherington



Resource Acqui sition Mdul e

Part |
Public Assistance: SSI Modul e

Goal: To train participants in the intricacies of the
Federal - State public assistance program including both
mandatory and optional provisions relating to assistance
payments, social services, and nedical assistance.

Qbj ecti ves:

1. ldentify and describe specific provisions of the
public assistance programin their state (mandatory
and optional).

2. ldentify decision points to inprove the public assis-
tance package currently available in their state
(ie. optional services, optional suppl enents).

3. Act as an advocate for the devel opmental |y disabl ed
person who is inappropriately handled in the public
assi stance program- (ie. eligibility deternination
servicereferral s).

4. Move to amend a state social service plan to include
special or priority services to the devel opnentally
di sabl ed.

5. Develop a purchase of service contract with a socia

agency.

Semi nar coordi nators: Paul a Hammer
Jenni fer Howse



Part 11
Revenue Sharing Mdul e

Goal: To train DD Councils to optinmize state and | oca
revenue sharing funding for the devel opnmental |y di sabl ed.

Agenda:
1. Overview of CGeneral Revenue Sharing Program
A. Federal Law
B. Federal Guidelines
C. Trends to Date—how is the noney being spent?

2. Revenue Sharing as a Funding "Mechani sni' proposed
for Other Progranms

3. Techniques in Assessing State Revenue Sharing Funds
for the Devel opnentally Disabled (State Rep.)

4. Techniques in Accessing Local Revenue Sharing funds
to Benefit the Disabled (Local Rep.)

5. In small groups
A.  The researching nonitoring tasks

B. Preparing and presenting a proposal for revenue
sharing funds

C. Organi zing support for your proposa
D. Influencing activities
6. Mock Hearing

Two snall groups present proposals to Mock County Board
of Commi ssioners (Consultants, DDTA Staff)

Sem nar Coordi nators: Paul a Hamer
Jenni fer Howse



Publ i ¢ Awar eness Modul e

Goal : To develop a franmework for understandi ng public
awar eness progranm ng as a planned advocacy activity and
to devel op strategies for program pl anning.

Agenda:

1. Overview of Public Awareness: Foundati ons of Public
Rel ati ons

2. Message Design and Audi ence Considerations

A.  Research and Assessnent

B. Setting public relations goals and objectives
3. Delivery Strategies and Options

A. State of the Art within the DD novenent

B. Exanples of potential opportunities which DD
could capitalize on

C. New opportunities
4. Inmplenentation of a Public Awareness Canpai gn
5. Evaluation of Public Awareness Efforts
6. Wap-up
A.  Preparation for Team Reporting
B. Individual Consultation
Semnar coordinators: Pascal Trohanis

Emanuel Rai ces
Gary Ri chnman



Law Mbdul e

Goal: To provide informati on so that Devel opnental Dis-
abilities Councils may devel op at-home goals for |ega
advocacy.

Agenda:

1. Introduction — Overview of Constitutional issues

(due process and equal protection) and recent litiga-
tion (rights to education and treatnent)

I ntroduction —The "Law' as a mnultifarious disci-
pline —judicial, legislative, and administrative
devel oprments; volunteer and private group efforts.

Ri ght to Education; Tracking and Sorting; early inter-
vention; "appropriate" education; due process in as-
signnents, classification, exclusion, and placenents;
claims to special ("appropriate") and conpensatory
education; fiscal inpacts; infrastructure rearrange-
nments.

Right to Treatment; in-institution rights to treat-
ment; out-of-institution rights to treatment; patients'
rights in the institutions (privacy, etc.); deinstitu-
tionalization as the least restrictive alternative

pl acenment; treatment that might be unwarranted (aver-
sive therapy) and least restrictive treatnent means;
non-conpensatory | abor; right to humane conditi ons;
Patients' Rights Legislation (NG administrative
guidelines to patients' rights; group homes' establish-
ment and planning; in-institution advocacy nodels.

Sem nar coordi nat ors: Chris Pasca

H Rutherford Turnbull, 111
Janmes L. Pau
G Ronald Neufeld



Dei nstitutionalization and Conmunity
Al ternatives Mdule

CGoal: To help participants be prepared to assist in con
ceptualizing and planning inplenmentati on of deinstition-
alization activities of their DD Council.

Agenda:
1. Introduction of Participants, Goals and hjectives

2. The Evolution of Institutions and the Process of
Institutionalization

3. Institutions and Change
A. A Frane of Reference
B. Resistance to Change
1. The Child Advocacy Center
2. Covernor's Conmission on Child Advocacy
3. Institutional Advocacy Designs and Conflict
C. Adnministrative Reactions

D. Institutional Initiatives to Change

Eval uati on through Tracking

Staff Advocacy Design
The Full-Tine Advocate
Human Rights Conmittee
Patients' Rights and the Law St udy

grwn e

E. Institutional Initiatives in Community Resource
Devel opnent

1. Infant Stinmulation
2. Parent Training
3. Bringing It Al Back Hone

4, Comunities and Deinstitutionalization



A.  The Meani ng of Community

B. Resocialization and Deinstitutionalization
Peopl e and Deinstitutionalization (Role Play)
A. Problens in Service Delivery

1. Oganizational Perspective
2. Consuner Perspective

B. Need for Advocates

C. Reconciliation: A Balance of Oganization -
Person Satisfaction

1. Ecol ogical Planning

2. A Concept of Fit

3. Advocacy Mechani sns
Organi zational Support Structures
A. Ceographi c Boundaries and Citizen Invol venent
B. G oup Hone Boards
Conmmuni cati on and Monitoring
A, CASP Manual
B. Uah Public Hearing Design
C. County Conmuni cati ons Agents
Trai ni ng
A.  Staff Exchange Program

Conponents of a Conprehensi ve Comunity Program

A. Programmatic Qutline for Deinstitutionalization

B. ENCOR



C. G oup Homes

10. Sunmary and Devel oprment of Reports

Sem nar coordinators: Janmes L. Paul

G Ronald Neufeld
Ronal d Thiele
Jo Lowe



DI SPLAY F

GUI DELI NES FOR ACTI VI TIES AND
| NFLUENCE | MPLEMENTATI ON

Taking the five or so priorities that your teamhas de-
vel oped, the work can be divided into two sections (1)
activities or steps, including resources, to acconplish
the priorities and (2) how to go about inplenmenting
those activities.

In order to get at the above, we suggest the follow ng
outline for work:

(1) take each priority, one at a time, and each
team menber individually list what activities,
and resources it will take to effectively
address that priority.

(2) share those lists with each other to be sure
each understands the other's |ist.

(3) informally discuss each other's list and, by
consensus, decide which activity(ies) nakes
nost sense for your state.

(4) do this for each priority.
This conpletes the first half of the work.
The second half may go this way:

(1) take the activity list for the priorities, one
at a time, and informally discuss the alterna-
tives for inplementing that activity, including
how to influence the council and any other rele-
vant individuals and/or organization(s).

(2) give particular attention to which team nenber
will do what to inplenent the activities. G ve
rol e assignnents and be accountable to one
anot her as a team
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Activity Implementaticn Strategy Individual Roles




SUMMARY WORKSEEET FOR ACTIVITIES AND RESOURCES

Activity(les) Resources Available and/or needed

Priority 1

Priority 2

Priority 3




Priority #

Activities

EXAMPLE OF A TEAM PLAN

Rescurces

Implementation Strategy

Individual Roles

The Council will
expand 1ts leg-
islative and
legal roles as
they pertain to
the developmen-
tally disabled.

.l.a.

1.b.

l.c,

1.d.

Examine and make
recommendations for
possible legisla-
tion, zoning, and
other regulations
as they affect
communlty alter—
native programs.

Review current leg-

islatfon and/or
statutes related
to institutionali=-
zation.

Monitor statewide
client tracking
system to insure
legal rights of
citizens.

Establish legis—
lative and legal
aid resources for
consumers, advo-
cates, and govern—
ment employees.

l.a.

1.b.

1.d.

State Human Rights
Commission

TAF

DD Council(and
$15,000 for
additional
staff, etec.).

Local law
school

Volunteer
groups

Establish a Coun-
cil Ad-Hoc Commit-
tee on Legislative
and Legal Activi-
ries.

l.a.

1.b. Committee will be
formulated in Win-

ter Park.

Committee will con—
vene for its first
meeting approximate-
ly one month after
Winter Park.

L.a. Team (including
Chairperson and
Staff Planner)
designated a Com—
mittee Chairperson

at Winter Park.

1.b. Committee Chair-
person, Council
Chairperson and
Planner would con-
tact other Commit-

tee members.




Priority # Activities Resources Implementation Strategy Individual Roles
Create an on= 4.a. Develop a plan and| 4.a. UAF 4.8, Form a subcommittee 4.a. Tean will present
golng plan for dovetail 1t with on Public Awareness the Ideas that
Council public State Plan. at next Councll they've picked up
awareness regard- Heeting. at the Conference
ing DD needs, pro- before the Council,
grams, and ser—
vices.
4.b, Plan showld in- 4.b. University media 4.b. Team will recommend
clude items such facility the subcommittee
88 objectives au- formulation with
diences messages, one of them acting
deli{very strate- as chalrperson.
gles, cost, and
evaluation.
4.c. Outline who will 4.c. Prison printing
be responsible operation.
for implementing
plan.
4.d. Allow for peri- 4.d. Administering
odic review and agency public
new planning. information
office
4.e. DD/TAS
4.f. Volunteer groups
4.g. Local PR or ad-
vertising firm.
4.h.  Council funds—-

$25,000




Frioricy ¢

Activities

Resources

Implementation Strategy

Individusl Roles

Establish region-
al (or mini) coun-
cils as part of
the State Council
program.

Identify and
make sure that
there are ade-
quate resources
to support
needs of citi-
zens who are
developmentally
disabled.

2.a.

2,b.

2.¢c.

2.d.

J.a.

Verify this
priority need.

Collect infarma-
ticn on othar
state models of
reglonal programs.

Prepare a region=-
al plan,

Present plan to
Council and Gover-
nor for approval.

Provide assistance
{information, con-
sultation, work—
shop) to regional
caunclls concern—
ing such resource
areas as S51, Re-
venue Sharing,

and other state-
local funding
sources.

2.8,

3.a.

Use existing
Council task
force on re-
glonalism.

DDTA for informa-
tion and planaing

Council Exe—
cutive Board

SSA Regiongl
staff

DD/TAS

Local consumer
groups

Council funda
(small)

2.a. Team will submit a
completed plan to
Council within
three months for
their approval.
2.b. Council will forward
plan to Governox's
Office for approval
and designation of
Reglonal Council
members.

Plan and hold meet-—
ings sponsored by
the Council for re-
glonal personnel to
inform and facili-
tate their accession
of key resources in
approximately 2-6
months.

3.b., Executive Board will
plan these experienceq

and implement them.

2.4,

J.a.

The team will
remain intact
and develop
their overall
plan for region-
alization.

Teanm recommends
this strategy to
Executive Board
for thelr con-
sideration and
action.



Minnesota continued:

Oregon:

Rhode Island:

South Dakota:

Wyoming:

Roger Strand

Allison Belcher
Nancy Jaggar
Jerry MceGee

Frank Fusco
William Donovan
Richard MacMullen
Frank 0'Lean

Doris Bruns
Arleen Nelson
Thomas E. Scheinost

J. Darryl Cooper
Sally Vanderpoel
R. W. Vaughn



APPENDIX 2

DD/TAS Conference Staff

Dan Davis Gary Richman
Paula Hammer Donald Stedman
Jo Lowe Richard Surles
Ronald Neufeld Pascal Trohanis
Chris Pascal Ronald Wiegerink
James Paul Grant Wolslagel

Conference Consultants

Elizabeth Bauer Ed Humberger

Iris Buhl Emanuel Raices

Carolyn Cherington Ronald Thiele

Jennifer Howse H. Rutherford Turnbull, IIT

Conference Participants

Colorado: Robert F. Baroch
Donald Burton
Joseph J. Garneow
Kathleen Littler

Georgia: Carol Frank
Tony Long
Towa: Clell Hemphill

Dudley Koontz
Wanda Schnebly
Margaret Westerhoff

Maryland: Erna Hoig
Karin Lapidus

William Lowman
Sheridan Neimark

Minnesota: Mary Ann Jensen
Toni Lippert
Ronald Sandness
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