











































































































































































































































































































































































































should consider contracting the development and production
part of programs to local groups such as ARC, UCP, and
Epilepsy. Of course, the final determination as to who

will coordinate the program will depend largely on such
factors as availability of local talent, regulations, pur-

poses, and resources.

It is a good idea to have made media contacts prior
to execution. This means that the coordinator should con-
tact such persons as newspaper editors, TV and radio pub-
lic service directors, and photographic studio personnel.

Executing the Plan

Even with someone responsible for coordinating the
development and execution of the public awareness efforts,
a Council must continue to explore programmatic alterna-
tives, keeping money and time in mind. Additionally, it
should strive for program consistency, clarity and credi-
bility. Furthermore, it should seek long-term exposures,
Council input, and a good mix of delivery channels.

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

Step 1. Budget time and money for each of the com-
munication activities called for in the plan, and

work up a calendar of deadlines for those activi-

ties. When will the first news story be written,

the first radio program be aired, the first tele-

vision program be presented? What are the dates
for the scheduled meetings, and when must the first
planning session be held for each meeting or the
series of meetings? When and how will the meetings
be publicized?

Step 2. Plan schedules to meet the deadlines.

With a realistic time budget, we should be able to
estimate the number of hours needed each week to
carry out the plan. If the number of required

hours is unavailable, we must adjust the plan to

fit the hours.

Step 3. Evaluate the plan after each step and make
adjustments called for by the evaluation. Our



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



DISPLAY G
IMPLIMENTATION WORKSHEET

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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