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INFORMATION MEMORANDUM®

Protection and Advocacy Directors

Summary Report of P&A Institutional Advocacy
Projects

The Developmental Disabilities Assistance and
Bill of Rights Act, Public Law 985-602, as
amended, Part D, Special Project Grants.

Attached is a report entitled "Summary Report
of Protection and Advocacy Organizations (P&As)
which Conducted Advocacy Projects for
Institutionalized Persons". This report
provides information on the experiences and
findings of three special projects awarded to
the New Hampshire, Oregon, and Idaho Protection
and Advocacy agencies to demonstrate differing
approaches to the provision of advocacy
services to residents of institutions who are
developmentally disabled. Also, included is
part of the survey conducted by Barry University

‘in Fiscal Year 1983 in which PsAs give brief

descriptions of any activity which provided
advocacy for residents of institutions who are
developmentally disabled.

"Summary Report of Protection and Advocacy
Organizations (P&As) which Conducted Advocacy
Projects for Institutionalized Persons”.
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INQUIRIES TO : John L. Pride, Director
. Division of Program Operations
Administration on Developmental Disabilities or
directly to the P&A which conducted the project:

Donna Woodfin, Director

Developmental Disabilities Advocacy Center, Inc.
Post Office Box 191

Concord, New Hampshire 03301

Telephone: 603/228-0432

Elam Lantz, Executive Director

Oregon Developmental Disabilities Advocacy
Center

621 S.W. Morrison, Room 713

Portland, Oregon 97205

Telephone: 503/243-2081

Brent Marchbanks, Director

Idaho's Cecalition of Advocates for the
Disabled, Inc.

1510 W. Washington

Boise, Idaho 83702

Telephone: 208/336-5353

sl

Jean K. Elder, Ph.D.
- Commissioner
Administration on Developmental
Disabilities




Summary Report of Protection and Advocacy
. Organizations (P&As) which Conducted Advocacy

Projects for Institutionalized Persons

This report summarizes the experiences of the project
conducted by three Developmental Digabilities P&lAs (New
Hampshire, Oregon and Idaho) with grants under Projects of
National Significance from the Administration on Developmental

Disabilities during Fiscal Year 1982-83.

A summary of each project follows. Also included is a
) brief summary and conclusions based on a part of the survey of
all PsgAs' experiénce with advocacy for institutionalized DD
?ersons conducted in Fiscal Year 1983 by Barry University on

prevention of abuse and neglect of DD persons in institutions.



NEW EAMPSHIRE

The Developmental Disabilities Advocacy Center, Inc., th
New Hampshire P&A, utilizing grant funds from the
Administration on Developmental Disabilities (ADD) conducted a
one year_demonstration of advocacy for institutionalized
persons at the Laconia State School and Training Center. This
model, called the Client Representative Project, involved a
cooperative effort by the P&A, the University of
New Hampshire's Graduate Program in Developmental Disabilities,
and the New Hampshite Division of Mental Health and
Developmental Services. There were several somewhat unusual
conditions which worked together to previde incentives for each

of the partners to cooperate:

1} a recent court order for deinstitutionalization
of the Laconia state school and Traiding Center

(LSS);

2) an unimplemented State_law providing for the
appointment of a "client representative® to
advocate for and assist developmentally disabled

persons in making decisions; and

3) the existence of a graduate program in
developmental disabilities and its desire to
) provide clinical experience for its students.
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In these conditions the P&A saw the opportunity to
provide a stable and ongoing source of highly-motivated,
well-trained and well-supervised advocates to work with the
developmentally disabled population at LSS and their
community-based counterparts who were at risk of being
institutionalized, as well as an ongoing source of funding for
this endeavor, after the completion of the one-year
demonstrations.

The P&A received $93,484 from ApD~and provided an in-kind
contribution of $21,067 for a total cost of $116,551, Staff
for the project included:

1) Project Coordinator--providing overall coordination

of planniﬁg, training, and case reviews;

2) ;ttcrney_(part:time)--providing training and
individual representation;

3) <c¢linical coordinator (part-time)--supervised
students' client experience, matched clients with
_students;

4) two faculty in graduate program--planned and
presented classroom training;

5) secretaries (2 part-time);

6) graduate students-~l4 trained as client
represéntatives; provided one-to-oOne édVOcacy and

conducted community training seminars,



The students who were trained as the client representives
iCRs) had various backgrounds as professionals in delivering
services to developmentally disabled persons, and thus were not
néw to the field., Training sessions took place weekly
throughout the school year, with longer but less frequent
seSsions during the- summer.

puring the first quarter the traiﬁing in class totaled 25
hours and included:

1) orientation to ;he project;

2) overview of legal authorities and issues;

3) New Hampshire service delivery system for DD persons:;

4) mechanisms for service delivery ({(evaluations,

client-centered conferences, IOPs);

5) gquardianship/conservatorship;

§) the legal system;

7) the role of external advocates; and

'8) - ethical issues.

Second quarter training totalled 20 hours and included:

1) communication skills/group process;

2) P.A.S.S.--program evaluation;

3) psychiatric services;

4y financial entitlements;

5) housing;

6) interagency agreements; and

7) student research reports.



Third qQuarter traiéing totalled 15 hours and included:
l) early intervention;

2) architectural barriers;

3} vocational skills training;

4) case termination;

$) parent concerns; and

6) citizen advocacy models,

puring the summer guarter 5'sessions of training

totalling 13 hours, included:

l) strategy/solution development;

2) systems advocacy:

3) evaluaﬁion; and

'4) ‘'orientation for new students.'

In addition, informal training with project staff

averaged 55 hours per_client.'

staff Training (at LSS)

As a result of the P&A's reputation with some of the LSS
staff as "trouble-makers", the project adopted a less intense,
more gradual approach, with the lead being taken initially by a
member of the staff at LSS, the liaison person with the
project, This was foilowed by informal sessions by the
clinical ccoordinator with the LSS building ¢oordinators and
social workers, then with the project coordinator. Later the
project coordinator and clinical coordinator met with the LSS
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direct care staff. Finally, more formal sessions on external
advocacy and the role of the client representative were

conducted by the attorney and project coordinator,

Matching with LSS residents

The basic criterion for the residents selected was that
they be 'clinically incompetent®, with additional consideration
being givén to their (target community) geographical location
and distribution. They were matched with the students by
matching the gender and location of clignt énd student and the
type of client needs with the background of the student. Of
the 35 c;ients selected, the great majority were in the groups
considered moderately or sevefely retarded, Nearly all wereoin
the 22 to 60 year old range, and most had resided at LSS more
than 20 years. The students spent time with the residents to
get to know and to develoé a relationship with them, explored
community facilities with-their clients, and went to their
clientsf planning meetings. The students as client
representatives stfessed in their relating to their client's
service providers that they were advocates for their clients,

not arbitrators or substitute decisionmakers.

gomnunity Seminars

A secondary component of the New Hampshire project was
the conducting of 3 one day training sessions around the State
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to train persons who might wish to become client

representatives for DD persons in their home communities., This

part of the project had the least staff support, recruitment

effort, and training preparation, and was the least successful

in terms of numbers of participants. The recruitment procedure

for the community seminars included:

1)
2)

3)

4)
5)
6)

7}
8)

working though a local host organization;
announcements in newsletters (reaching in the
Manchester area alone over-2500 persons);:

letters of invitation to persons on the host agency's
and local advocacy organizations' mailing lists,
civic groups, churches, and colleges, each trailored
to the recipient; '

public service announcements to news media statewide;
letters to the editors of each daily newspaper;

a memo from the N.H. D.D. agency to all regional area
agencies encouraging-participation; '
fliers in appropriate local agencies; and

personal telephone and letter contacts.

In addition, continuing education credits were offered to

participants through the University of New Hampshire. The

training in these community seminars addressed:

1)
2)
3)
4)

normalization,
advocacy,
client rights,

ethies,



Goals

S) entitlements, and.

6) the service delivery system.

and Results

II.

Demonstration of how a stable external advocacy mechanism

can be established utilizing existing resources.

The key element for cooperation by all three principal
parties was the desire to reach the same end, although
for the differing reasons mentioned at the beginning of

this section.

Demonstration that internal advocacy is stimulated

through external advocacy.

a) The students judged that for 63% of the residents,
increased internal advocacy was observed within
client-centered conferences, LSS staff and
administration case management in regional offices,
the DD agency's client service section, community
servige providers and/or local SSA staff; and

b) over 50% of the client :epresentativés found that
once they had advocated to an agency, that agency
took additional steps with a second agency, an

unusual occurrance.



III. pDemonstration of clients becoming better
self-advocates through their experience with the
projgct. 30% of the clients were judged to have
become better self-advocates by their client

representative,

Iv. Demonstration of an increase in
deinstitutionalization from LSS and the improvement
of the guality of services at LSS and in the

community.

a) 7% of the clients represented moved from L.S.S. to
comnuunity-based placements.

S) another 33% of the clients were somewhere iﬁ the
process of moving to community-based placements where
none had been at the beginning of the project,.

¢) over 50% of the clients were receiving more
appropriate/adequate services by the end of the year.

d) none of the clients were receiving léss

appropriate/adequate services by the end of the year.

V. Demonstration of the enhancement of the gquality of

life for the clients.



This was judged to have taken place for half of the
clients, based on, in addition to the above-mentioned criteria:

a) new participation in activities in the community;

b) having the involvement of a caring friend;

¢) having more adequate and new information on which to

base their decisions.
Problems

A) Discontinuity in representation~from students passing out

of the program.

This was anticipated to present a ppoolem, but did not,
perhaps because, before one student resigned and béfore the
rest graduated, their replacements were identified and oriented

with the o0ld student for a month before the turnover.
B) Conflicts of Loyalty or of Interest-

There was occasional conflict between the student's role
as client representative and as an employee of a
service-providing agency serving that client. This sort of
confiict demonstrates one of the seemingly inherent limitations
of utilizing persons who have been and sometimes plan to
continue to be employees to the agencies providing service to
the clients, or, mbre generally, a limitation to having as an

advocate a person who is not entirely external to the system.



c) Confusion About What Is The Role of the Client

Representative

On a couple of occasions area agency directors
refused to accept a client representative because
they confused the role with that of a guardian, who

Ssarves as a substitute decision-maker.

D) The Limited Success in Attracting Participants to the

Community Seminars

This is discussed above in the section on community

seminars on pages 6 and 7,

Conclusions Drawn

1) the role of CR was not sufficiently clearly explained
for potential participants;

2) the pool of potential participants in the community
seminar was not sufficiently stable and ongoing;

3) the concept and goal of the endeavor was not
generated from the participants or potential
participants; and

4) the ttaining and followfup was too brief to be
effective (the follow-up was left to the local

agencies).
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Continuation Beyond Grant Period

The N.H. D.D. agency agreed to supply funding to allow
for the program to continue, and the University and the P&A
agreed to continue their staff involvements.

For further information contact: Ms. Donna Woodfin,
Director, DD Advocacy Center, Inc., P.0O. Box 191,

Concord, New Hampshire 03301, telephone (603) 228-0432.
OQREGON

The Qregon Developmental Disabilities Advocacy Center,
the Oregon P&A, and the Qregon chapter of People First, Inc., a
self-advocacy organiiation of mentally retarded persons, )
jointly conducted a project for a year and a quarter entitled
*The Rights Network" with a grant of $100,000 provided by ADD.
The project had numerous facets contributing to two principal
goals:

1) to stimulate an established but nonfunctional
internal advocacy operation at Oregen's principal
institution for DD persons, the Fairview Training
Center; and

2) to establish a model for coordinated external

advocacy linking volunteer community advocates with

residents of Fairview.

The project developed three programs to achieve these
goals:
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1) an advocacy office at Fairview,
2) a community volunteer advocacy program and
3) systems advocacy for alternative service models for

multi-handicapped groups chronically lacking services.

Institutional Advocacy Qffice

This program provided self-advocacy training in three
substantive areas and provided assistance in advocacy in
response to 26 requests from residents or parents. The target
population was the physically handicapped and/or mild to
moderately retarded residents of Fairview. The t?aining was
led by former residents of the institution who belonged to

People First. Training was provided in the areas of:

l) understanding and participating in the planning of
one's own plan of care;

2) asserting one's concerns through the grievance
procedures; and

3) voting rights and procedures,

With the input of staff from Fairview, 56 residents from
a total of 240 were chosen for the plan of care training. All
but one completed the 12 week program, and all finishers
achieved the level of competence set in the program objectives,
as determined by pre~ and post-tests,.

Approximately 400 residents participated in the training
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on utilizing the grievance procedure, while 63 participated in
the voting rights workshops and followed up by actually

voting. The objective of this office to haﬁdle at least 20
cases and resolve at least 5 favorably was exceeded. The
issues identified through the plan of care process were used to
stimulate redress thﬁugh the administrative mechanisms at the

institution.

community Volunteer Advocacy

The Rights Networks achieved the goal of having a
substantial level of volunteers recruited and Erained (75
total) in part on account of the thoroughness of their
recruitment Qnd screening.process.- An initial mailing list of
1200 was compiled from parents, professionals in the field,
local consumer organizations, past clients of the P&A, and
volunteers in other programs. 1In addition, ads were placed in
newspapers, Of those mailed to, over 25% responded and
submitted applications. They were then interviewed by
telephone and agreed to-complete 10 hours of training. of
these, 57 became certified as volunteer advocates,

The volunteers were used to handle the paraprofessional
tasks formerly handled by the P&A's paid staff,.thus stretching
staff resources. .They worked under the direction of two case
managers, while the volunteer program was developed and managed
overall by a volunteer advocacy coordinator, Each volunteer
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was required to ﬁarticipate in at least 10 hours of training i
client interviewing, investigation, and facilitating
communication with service providers, and at least 6ne
additional workshop on legal rights or substantive programming
issues., 57 advocates were considered fully trained of the
number who received some training (lay advocacy skills and
other for a total of at least ten hours of training). As of
this June, 54 cases had been assigned to these advocates., The
number of volunteers trained in each of the four substantive

areas offered varied widely:

volunteer Advoc;cy Skills - 48

Special Education Advocacy -~ 128

Instituﬁional Advocacy - 8

Behavior Programming - 12
Thé greatest number were trained in community-based rather than
institution based skills, and a disproportionally large number
trained in that area of historically heavy involvement, i.e.,

community-based operations.

Systems Advocacy for Alternative Service Models

For multi-handicapped Populations Chroncically Lacking
Institutiohal or Community Services. The 3 multi-handicapped
populations targeted were: deaf-blind persons, mentally
retarded-emotionally disturbed persons, and mentally retarded
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persons with maladaptive behav@ors. The approach employed was:
l) identification of the barriers to the provision of
appropriate services to these groups,
2) researching models suitable for the delivery of such

appropriate services,

3) developing and presenting at least five legislative
or administrative proposals to address these
barriers, and

4) providing legal advocacy in 20 or more individual

¢ases which would impact these barriers,

‘The project, working with an existing Deaf-8lind Advisory
Committee to the Qregon Department of Education, presented to
the relevant Oregon legislative committee their study and a
legislative bill to designate a State agency to be responsible
for lifetime planning and co-ordination of services for
deaf-blind adults., This effort resulted in a legislative
mandate for such action in the budget for the Department of
Human Resources, Additionally, the project staff through
comments to the DD Council on the development of its 10 Year
Plan for servives'succeeded in having includéd the development
of specialized community services for low-incidence
populations, inéluding the deaf-blind. Through its ménitoring
of the implementation of the decree in a Federal court case



‘involving institutional services provided tola deaf-blin&
retardgd woman, the project was able to get a new program for
deaf-blind persons included in the Governor's budget
recommendations., (This was the only expanded area of
institutional programming in the Governor's recommendations).

The project addressed the special needs of the other two

targeted multi-handicapped populations through the development
of a coalition of some 20 persons from advocacy groués, service
providers, and academicians. This coalition accomplished three
objectives:

l) generated adequate data tg des¢ribe this MR/MED
population thrcugh 55 questions asked to 300 persons
across the state. (The coalition is still analyzing
the data received from éhis survgy); .

2) generated $&,000 from two foundat;ons to purchase

- counselling services for this population; and

3) conducted a workshop to enhance public awareness of
the special needs of the MR/MED population., The
response to this workshop exceeded all expectations:
80 persons submitted registrations for the 40 places

available.

Co-ordination of the Institutional and Community Components of

the Proieck

The objective of this component was to link 20 or more
residents of an institution with advocacy teams in their
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' invelving institutional services provided to a deaf-blind
retarded woman, the project was‘ablé to get a new program for
deaf-blind persons included in the Governor's budget
recommendations., (This was the only expanded area of
institutional programming in the Governor's recommendations).

The project addressed the special needs of the other two

targeted multi-handicapped populations through the development
of a coalition of some 20 persons from advocacy groups, Sservice
providers, and academiéians. This ccalition accomplished three
objectives:

1) generated adequate data to describe this MR/MED
population through 55 questions asked to 300 persons
across the state. (The coalition is still analyzing
the data received from éhis suery);

2) generated $6,000 from two foundations to purchase
counselling services for this population; and

3) conducted a workshop to enhance public awareness of
the special needs of the MR/MED population. The
response to this workshop exceeded all expectations:
90 persons submitted registrations for the 40 places

available.

Co-ordination of the Institutional and Community Components of

the Proiject

The objective of this component was to link 20 or more
residents of an institution with advocacy teams in their
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community in ordér to stimulate the movement from institutional
to community residences. However, on account of barriers to
getting access to the residents of the institution and app;rent
reluctance by some parents to confront the deficiencies in the
care provided, most of the project's effort in this area
involved addressing these 2 points of resistance. FpFormal
procedures were negotiated for access to clients and to records.
The institution agreed to allow access to the records and the
plan of care meetings and to allow the P&A to receive
referrals from the staff of the institution. If the resident
did not have a gquardian and was judged competent to give
informal consent, then the.request for assistance would be
forwarded to tlie P&A. If the resident had a-guardian, the
request would be sent to that guardian who would deciée whether
the P&A would proceed with the case, If the guardian refused
and the resident still wanted assistance, and appeal could be
made to the superintendant of the institution. If there were
no guardian for a resident who was Jjudged by an -
interdiciplinary team not to be competent to give informed
consent, then-an appeal could be made to the superintendant.
These procedures did not solve the problem fully,
however, and access remained a problem at the end of the grant
period. The problem of reluctance on the part of the parents
was addressed by holding a day-long conference attended by 90
parents, guardians or relatives on the rights of
institutionalized persons. This conference resulted in a
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number of referrals and allowed the P&A to continue to have
; ) ' contact with the parents through regular mailings.
Among'the products developed were:
a) a plan of care manual,
b trainer and cirriculum information and interview
forms for usihg to plan of care manual, and

¢) a brochure describing the Rights Network,

~ For fﬁ?ther information contact:
Steve Brischetto, Executive Director
Qregon DD Advocacy'Center )
621 S.W.'Mogrison, Rom 713
Portland, OR 97205

) Telephone: (503) 243-2081
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IDAHO

- The Coalition of Advocates for the Disabled, Inc., the
Idaho P&A, received an award of $77,434 to conduct a model
project providing advocacy to institutional residents through
resident representatives., This project focused more on the
continuum of deinstiutionalization, from preparing the
community services for a personé moving out of the institution
to the community to preventing persons at risk from being
institutionalized, rather than actually providing advocacy to

persons residing in an institution. The project intentionally

-focused on individual needs rather than on c¢lass action or

systemic reform. The project utilized "resident
representatives” (RRsS) (created by State regulation), a sort of
volunteer citizen advocate. The project attempted to emphasize
the use of remedies in sState and local law, rather than relying
on Federal laws and Pederally gquaranteed rights.

The project began by trying to survey at least 80% of the
dischargea population and all of the currently
institutionalized population to assess whether appropriate
services were being provided and what was the effectiveness of
various forms of advocacy. After the grant for this project
was awarded, the process of negotiating the térms of access to
the residents of the State instigution and to their records,
which had been underway with considerable promise for some
time, took a negative turn which was to prove decisive for the
success of the overall project. The P&A and the Director of
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the institution had almost concluded an agreement to allow the
P&A to use anything in the resident's records that would be
useful to conduct this survey, limited only Ly a provision that
would allow the institution a veto on the use of outdated
material in any public release of information. Just before the
last meeting to make.final that agreement, the Idaho Attorney
General's office ruled that the P&A could not have access to
records of any resident or former resident whom it did not
fohmally represent., Thus, during the entire period of the
project, the P&A has had to rely on fall-back strategies for
the implementation of both this key first step of conducting a

survey and all following steps of its plans.
Those fall-back strategies included:

l) obtaining records of fesidents and former residents
through RRs, guardians, and family members;

2) contacts with community seréice providers, who were
usually quite willing to help;

3} development of a newsletter (mailed by institutiqn)
to all family members and guardians and a request
for permission to have access to their relative's or
ward's records;

4) a consideration by the P&A's Board of Directors to
bring legal action (ultimétely rejected by the Board,
the majority of whose members are parents of
residents at the institution); and |
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5) a news media blitz requesting information and help in

locating former residents.

Overall, the P&A concluded that a survey of this tyﬁe
cannot be really successful without access to records of the
institution. _

The second objective of the project was to provide RRs or
guardians for at least 75% of the residents of the institution
and for at least 90% of the residents of community-based
ICF/MRs, to provide the RR's with writtén training materials,
and to provide training in workshops to at least half of them.
buring the course of the project, of the 351 residents at the
institution, Rﬁs were appoiﬁted for 104 and guardiané for
another 53. RRs were appointed for 90% of the residents in
community-based facilit;es. The record as to how these RRs for
the residents in community-based facilities and gquardians were
appointed is not clear (the P&A did not choose them). It was
reported that some came from the staff's speaking to ARCs and
other disability groups, but that no responses came from
requests through news media, speaking in college classes or
recruitment efforts through churches, _ -

All RRs were supplied with written training material and
all were offeréd workshop training; of these, 2 of thé
community-based RRs and 26 of the institution-based RRs and
guardians actually participated in the workshop training,.
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The principal shortfall for the Idgno project was the
very limited success it has had in gaining access to resident
records and facilities. Those which they have accessed seem to
be those of the residents who are least likely to have been
abused or neglected.. This shortfal; caused the principal
action in the project to.be in the more accessible
community-based settings, which were not intended to have been
the principal focus of these_demonstration projects. The P&A
concluded that its strategy of relying solely on State and
local law and remedies was not adequate to secure the rights of
the institutionalized residents.

Most of the other activities of the project were focused
around prevention of institutionalization of at-risk persons or
recently deinstitutionalized persons living in the community,
many of the kinds of things that P&As around the country have
focused on.

among the more innovative resources developed by tne
Idaho project was a computerized resourcekdirectory which
allowed a very specialized reading of resources most Applicable
in a given geographical region to any specific set of needs

which a given type of handicapped person might have.
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The overall experience of the Idaho P&A is most
completely discussed in a'manual-for P&As for institutionalized
persons covering the technigues utilized and lessonsllearned
- from their experience with this project. The manual had not
been completed at the time of this report, but was expected to

be completed scmetime this fall.

For further information contact:

Brent Marchbanks, Director

Idaho's Coalition of Advocates for the
pisabled, Ineg.

1510 W. wWashington

Boise, ID 83702

Telephone: (202) 336-5353
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OTHER STATE P&As ACTIVITIES IN PROVIDING ADVOCACY IN

‘INSTITUTIONS

The brief survey conducted by the Barry University School
of Social Work's Abuse and Neglect Project as a part of a
current grant co-funded by ADD and the Administration on
Children, Youth, and Families indicates that the majority of
P&As have no type of program providing external advocacy
services within institutions. Most of those that provide some
such services do so on a very limited scale. The following is
a brief summary (alphabetically) of the type of program
provided by those who indicated on the Barry survey more than a
minimal presence to provide external advocacy to residents of

instituticdns (from among the 43 P&As who responded),

Connecticut-~nas a contract with a private advocacy group

to provide an on-site-advocate at one institution one day
per week;

D.C.--has advocates working within the institution;
advocates have access to residents and records, are
operating under a court-ordered deinstitutionalization
decree, are monitoring residents constantly, and are

under the supervision of the Deputy Clerk of the Court;



Florida (not the P&aA)=--the DD administering agency
employs attorneys through "Patient Legal Services, Inc.”
to provide advocacy services at institutions (unclear
whether this should be considered internal or external
advocacy) except at N.E. Florida state Hospital, where
the Jacksonville Area Legal services provides advocacy
services.

Bawaii-~has two full time institutional advocacy
employees and volunteer citizen advocates and provides
in-service training on rights of residents to the staff
of the institution;

Indiana-~has trained volunt?ers in institutions for
factffinding; . .
Michigan--has an extensive program providing advocacy ‘
services within institutions., The P&A has a staff person
based at each of the State's Centers for Developmental
Disabiiities who has statutory authority to provide P&aA
services to residents., The usual procedure is for a
complaint to be filed by the P&A, investigated by the DD
agency's office of Recipient Rights, and action taken,
The P&A can appeal the response to the head of the agency
{or in case of a community-based program, to the
community service director), and if still not satisfied,

can take legal action;

South Carolina-~has one advocate operating at each of
four DD regional c¢enters one day per week who oversees



IHPs and'info:mally investigates abuse and neglect
allegations for referral to appropriate agency.
Tennessee--the old P&A had a memorandum of ég:eement
recently negotiated with the DD aéenéy and the Clover
Bottom Developmental Center t¢ provide advocacy services
for adult residents. The P&A was guaranteed access to
residential and program areas,

Wwashington--a presence utilizing VISTA workers.
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Conclusions

Elements or Characteristics Indicated fér Success in Providing

Advocacy Services to Institutionalized DD Persons (as evidenced

in those demonstration grants):

A)

B}

C)

D)

E)

a general, cooperatian or absence of opposition (at
least regarding access to records and to residents),
if not outright support by staff and administration
of the institution (this seems more c¢ritical than
support from the ranking officials of the State
agency which has charge of services and
administration at the insitution);

a court order to deinstitutionalize and/or a
requirement by law or regulation that there be a
resident representative or client representative for
all residents of an institution;

a stable and ongeoing body of highly motivated and
committed persons from which to draw representatives
or advocates for the residents of the institution, and
a formalized arrangement for ongoing support of the
institutional advocacy effort from ﬁn organized group

providing the representives or advocates, preferably

'made prior to the beginning of the endeavor;

some means to provide for an ongeing peer support
group for the respresentatives or advocates;
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F)

G)

1)

2)

an emphasis on the development of self-advocacy
Skills by the handicapped client or person being
advocated for; and |

for development of other community-based support
there shduld be:

a local organization sponsoring, and the more local,
the more grass-roots.the initiative,rthe higher the
likehood for success; and

the use of perscnalized invitations.
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REGION VI ~ ADD SQUTHERN

Mr. Marvin Layne
Director, OFO/HDS

1200 Main Tower Building
Dallas, TX 75202

(8) 729-4540

REGICON VII - ADD MIDWESTERN

REGION VII

william Howard
Director, OFQ/HDS

601 East 1l2th Street
Kansas City, MO 64106
(8) 758~-2¢1l1

Region VIII

Mr. Masaru Yoshimura
Director, OFO/HDS
1961 Stout Street
Room 7440

Denver, CO 80202
(8) 327-2011

REGICN IX - ADD WESTERN

Mr, Al Huerta .
Director, OFC/HDS

50 United Nations Plaza
San Francisco, CA 94102
(8) 556~5480

REGION X

Mr. Gary Griffith
Director, OFOQ/HDS
2901 Third Avenue
Seattle, WA. 98121
{8) 399-8098

Ala., Fla.., Ga., Kentucky,
Miss., N.C., S.C., Tenn.,
Ark., La., N.M., Okla.,
Taxas

I1l., Ind., Mich., Minn.,
Ohio, Wis., lIowa, Kansas,
Mo., Neb., Col., Montana,
N.D., S.D., Utah, Wyoming

Ariz., Cal., Hawaii,

‘Nev., Guam, American Samoa 2),
Commonwealth of the N, Marianna
Islands 2), Trust Territory of the
Pacific Islands 2), Alaska, Idaho,
Oregon, Washington

1) For DD Program ONLY, OFO contact through Regions 11, VI,

VII and IV

2) Currently not participating in DD Program



