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I. INTRODUCTION

This paper explores all er.:erc;ing advocacy concept: community residen­

l.i,ll advocacy services for persons with a developmental disability. Al­

tlH1Wlil the terms and concepts on thi s topi c have been used for several

years by the Advocacy and Protective Services Committee of the Governorls

rlonnin~ Council on Developmental Disabilities (the primary audience of

this paper), there is no common agreement about what is actually meant by

the term, corl1Tlunity residential advocacy,·what a corranunity residential ad­

vocate might do, and how such a system of services might be developed (if

needed) and implemented in a uniform manner in the State of ~1innesota.

TjH~ p'lrpose of this paper is to assist in clarifying terms and to suggest

:Jossib1e ways in which advo~acy services can be provided and strengthened,

Ililrticular1y at the community level.

At the onset of this study, it was discovered that there was relative­

ly little information that could be gleaned either from existing litera­

ture or from other states in the country on this specific topic. As in

f'li Imesota, other states were provi di ng several types of advocacy services

(e.~. 1eqal advocacy, citizen advocacy, institutional advocacy, training

in se1f-~dvocacy techniques for consumers and their parents), but no one

WilS able to contribute to the overall concept that the advocacy planners

in Minnesota had in mind: a coordinated approach for assuring the acquisi-

tion~~rotectionof individual rights for persons with developmental

~)jsabilities livi~in licensed, community residential facilities.

The approach proposed in this paper may not be the only one that

oiqht be used, nor, should this attempt be misconstrued as being all-encom­

pLlssinq or final. At most, it is only a beginning of what can be a very

long process. Much like assembling a puzzle, this report tries to describe

certain por'tions of the total advocacy picture by: (a) describing what

fi(lvocacy services are already operational an~ affecting the lives of peo-
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ple \'/ith developmental disabilities residing in licensed community-based

facilities, (b) describing existing models of residential advocacy ser­

vices, and (c) describing (suggesting) how other pieces of the puzzle might

be assembled in the future to complete the picture.

As noted in the Glossary that is provided in Appenc'ix A, aclvocilCY terms

are usually described according to their functions, e. q. legal advocacy,

guardianship, etc. Residential advocacy, on the other hand. connotes more

the location of the clientele, rather than its functions. Two types of "re­

sidential advocacy" functions are explored in depth in this paper: (a) The

State Hospital Advocacy Program, which describes advocacy services in pub­

lic institutions, and (b) The Long Term Care Ombudsman Program. which out­

lines the functions of community-l:,ased advocates serving senior citizens in

nursing homes and other health care facilities.

The use of these existing models should be helpful for the eventual

description about what a community residential advocate serving persons with

a developmental disability might perform and how such a system of services

night be implemented in Minnesota. In other words, this paper suggests the

use of the eclectic approach. By selecting concepts and materials from var­

ious sources and experiences, human service planners should be enabled to

then adapt and design advocacy services that will address the particular

needs at the state, re~ional, and local levels.
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I I. r:XECUTIVE SUM~1ARY

This report explores the possibilities of providing a coordinated ap­

;ln1rlcll for assuri nq the acqui siti on and protection of i ndi vi dual ri qhts for

lersons with developmental disabilities living in licensed, community resi­

rlenti~l facilities in the State of Minnesota. Intended primarily for the

i.dvocacy and Protect i ve Servi ces Committee of the Governor IS Pl anni nr; Coun­

cil on Developmental Disabilities, this report should prove helpful in pav­

inq the way toward further refinement and development of the er:lerging con­

cept of community residential advocacy.

Due to the past and continued thrust of the deinstitutionalization

11rocess in Minnesota, there are now more people with mental retardation

living in licensed, conmunity residential facilities (over' 4,400 peoole)

than there are numbers of people residing in state hospitals (2,780 people).

Under the consent decree of Welsch vs. Noot (September 25,1980), f'1ore than

~:OO institutionalized people will be placed in community settings during

the next six years. In addition, there are an undocumented number of people

~;ith mental retardation and other handicapping conditions who have been in­

~n~rnrriately placed in nursing homes and other health care facilities for

the elderly (latest estimate by the Department of Public Welfare, July 1980,

WJS 370 persons) who should be placed in programs where appropriate services

can be provided. Furthermore, many people "Jill be prevented from entering

state hospitals in the future as the number and quality of services (e.q.

education, work training, and cay programs) improve and expand in cOJllr.luni­

tics throuqhout the state.

Recognized as an essential component within the cefinition of deinsti­

tutionalization by NASPRF~IR, 1974 (i.e. "The establishment and maintenance

of a responsible residential environment which protects human and civil

ri~hts."), tl:e issue is clear that certain safeguards must be built into
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any system, whether in institutions or in community programs, thut n:lrnort

to provi de humane envi ronments for persons with deve1opmenta1 di sabil it i es.

Several existing safeguarding mechanisms are already operational in Minne-

sota, including:

Severa1 "Bi 11 of Ri ghts II have been written into federal and state
laws, (For example, The t~innesota Residents' Bill of Rights, itS.
Section 144.651 - .652),

Standards and licensing regulations have been promulgated and are
being enforced,

Written individual habilitation and treatment plans are required
that encourage the participation of many disciplines, aocncies,
parents/guardians and the clients being served,

Community volunteers are actively participatinq in policy settin~

and in providing services to individuals,

Appeaf and grievance procedures have been established and complaints,
(particularly about health care facilities and services) are investi­
gated with penalties imposed, upon substantiated evidence,

Abuse and neglect reporting laws pertaining to both children and vul­
nerable adults have been enacted,

Many advocacy services, both internal to end external from govern­
mentally administered programs, have been established, and

Consumers of services have become increasingly more verbal in express­
ing their individual and collective needs and have begun to mobilize
and act on their own behalf.

Indeed, there are many attributes of the human service delivery system

in Minnesota that reflect sensitivity to the needs and riqhts of persons with

developmental disabilities. However, it would be presumptuous to conclude

that the quantity and quality of the safeguards listed above are adequately

meeting the needs. Each provision has certain limitations.

There may be a number of "Gills of Rights" that hav€: been written into

law, but there are usually no monetary means allocated for their enforcement

such as "The Patients' Bill of Rights" in Title XIX of the Social Security

r,ct.

-4-



The provision fer Protection and Advocacy Systems in each state under

the Developmental Disabilities Assistance and Bill of Rights Act (P.L. 95­

uiJ2) does rlt'ovide money to operate such systems (a rare exception). How­

cv(:r, the amounts are meagel' in comparison to the Congressionally mandated

expectations. For example, Minnesota receives approximately $123 t OOO per

yeur to operate the statewide Protection and Advocacy Network.

As the deinstitutional process continues, monitoring and licensing of

community programs become increasingly more difficult and inadequate.

Wilile the number of facilities increase t there are no comparable increases

in the number of qualified licensing staff to meet the demand. This situa­

tion is further exacerbated by financial crises at the federal and state

levels.

The Residenti~Study Report issued by the Depart~ent of Public Welfare

in 1978 indicated a strong concern that individual program plans were not

IJeing sufficiently monitored regarding appropriate placements and services.

~ven though the State Guardianship and Conservatorship Program underwent a

I~ajor overhaul in the 1975 legislative session, the previous problems per­

Jist,in··luding high caseload counts among the county social workers that

urevent the provision of adequate protective services.

Appeal and grievance mechanisms usually fall short of being totally

effective because clients may not be fully aware of such rights and proce­

dures. In addition, there may be strong suspicions that many people

(residents, relatives, and direct-care staff) do not speak out or take ac­

tion for fear of reprisals toward the resident. The Office of Health Facil­

ity Complaints stipulates that all possible attempts be made to resolve

problems at the local level prior to their involvement, but there are usually

fe~/, if any, third-D~rty advocates at the local level to intervene or to fol­

100~-through upon recommendations that are made by the state office.
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It is too early to determine whether the new Vulnerable Adult Protec-

tion Act will be effective. The emphasis placed upon the prevention of

abuses and neglect will demand a concerted effort by many parties for the

development of the prescribed prevention plans.

Despite the development of many internal and external advocacy pro-

grams throughout the State, there are several gaps and deficiencies includ-

inq:

Minnesota does not comply with the educational requirements under
P.L. 94-142 (Education for all Handicapped Children Act), in that
qualified surrogate parents should be appointed as non-biased
spokespersons on behalf of children whose parents are unknown or
unavailable when reviewing individualized educational plans.

Trained guardians ad litem could be helpful as the courts review
all children with developmental disabilities in out-of-horn.e care
(after_ 18 months of placement), now required by Minnesota law.

The growth of Citizen Advocacy Programs has been relatively slow
in Minnesota, as compared with other states. The conpetition for
and recruitment of responsible volunteers is a problem that is be­
coming increasingly acute.

In addition, advocacy services are not equally available, espe­
cially in rural areas. For example, comparatively few people
who live considerable distances from the Twin Cities and Duluth
offices are benefiting from Developmental Disabilities Legal
Advocacy Services.

As consumers of services gain independence and assertiveness, il!lman

service practitioners and advocates alike are gradually realizinq the in-

herent dangers of over-protectiveness ("doing for" rather than allowinq

to lido for oneself"). Risk-taking and the provision of traininq in self-

advocacy remain as challenges to be met in strivinq toward the qoals of

self-actualization and normalization for each individual.

In recognition and consideration of the above unmet needs, this naper

Droposes that a coordinated approach be taken in order to provide an array

of advocacy servi ces to persons resi di ng in 1i censed, cOl11"lunity-based faci-

lities. At present, co~unity residential facility administrators and the

residents have the option of acquirinq the assistance of responsible, third-
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I)~rty advocates who are outside of the service delivery system and who are

free from conflict of interest. However, the freedom of access to private

nroperty, data privacy concerns, lack of trust, acceptance, and other bar­

riers (e.~. lack of information and qeoqraphic distances) often prevent

clients/residents to avail themselves of such services. A mandatory ap­

proilch via law and/or regulation may be necessary in the future so that

community residential advocacy could be made available on a more comprehen­

sive and coorcinated fashion.

As an external change agent, the role of the cO~lunity residential ad­

vocate should be flexible and dynamic, an ever-chansinq role that adjusts

to the partic.ular needs and circumstances of the clientele over the passage

of time. The community residential advocate v/ould be considered to be a

"professional" in the human service field in that a qreat deal of specialized

knowledqe and proven skills would be required. A community residential ad­

vocate cannot be all thinqs to all people and must be able to facilitate the

development or utilization of other specialized advocacy resources. Such

coordination is necessary in order to avoid further duplication and fragmen­

tation of advocacy services.

If a mandatory approach would be taken by policy makers, that is, that

all community Y'esidential facilities must establish acceptable plans for the

procurement of external advocacy services, several departmental rules and

requlations would be affected in order to create sufficient authority, acces­

siGility. and funding for a statewide effort. Several regulatory issues are

outlined in this report in order to initiate any future discussions over

lhese matters.

A statewide system of community residential advocacy services could be

Jdministered and orqanized in a variety of ways. Considerations should be
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qiven to the provision of a central administerinq office, e.~. !Jndcr the

existing authority of the Minnesota Developmental Disabilities Protection

and Advocacy Network, administered by the Central Minnesota Leqal Services

Corporation in Minneapolis. Based upon population and service need deter­

minations, it would seem most feasible to provide community advocacy ser­

vices in each region, with a possible combination of regions with popula­

tions of low density.

Taking a broader perspective is suggested in that other issues and

populations in need of similar services could be combined into a sinqle

effort. The broader perspective would address the future placement and ad­

~inistration of the State Hospital Advocacy Proqram and combininq efforts

for providing advocacy services to other comr.lunity-based residential facili­

ties that serve senior citizens, people with mental illness and chemical

dependency, and juveniles and adults in the correctional system. Combininq

efforts with the Long Term Care Ombudsman Program, v/hich is described in de­

tail in this report, would seem appropriate and timely as a first step in

view of this broader perspective and long range goal.

In conclusion, by designing and implementinQ a system of community re­

sidential advocacy throughout the State Of Minnesota, several unmet needs

and conditions could be realized:

1. Consumers and/or their families could become more knowledqeable

about their rights and the consumers may qain the necessary skills

and responsibilities that accompany such freedoms.

2. State and local agencies, as monitors and enforcement officers,

could benefit from greater citizen oarticipation as the neiqhbor­

hood concept is increasinQly achieved and realized.

3. Direct care staff can become more sensitive to and knowledqeable

about the needs and rights of their residents and could qreatly

benefit from the additional supportive resources made available
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to them from outside the residence.

4. Better utilization of existinq advocacy services would materialize

and volunteer services could be enhanced.

In short, all could benefit.
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III. HISTORICAL OVERVIEW AND CURRENT NEED

As early as 1972. the fldvocacy and Protecti ve Servi ces Committee of

the Governor's Planninq Council on Developmental Disabilities identified

residential advocacy as an important area among their long-term goals. At

tlwt time. the Committee members were looking at the needs for protecting

0nd advocating the riqhts of persons with developmental disabilities in

hath public institutions and in private, conmunity-based residential faci­

1ities.

In Section VI of this report. the story about how the Minnesota State

Iiospita1 Advocacy Proqram came about, as admi ni stered by the Department of

Public Welf~ie, is more thorouqhly described. It is important to note that

"illstitutiona1 advocacy" had actually started as early as 1972 and that, to­

day, all of the state hospitals have "in-house" advocates to address the

needs and rights of persons who are mentally ill, mentally retarded, or

chemically dependent.

The movement to safeguard and advocate for the rights of people, parti­

cularly those with mental retardation, in community-based residential set­

tings has been piecemeal in comparison to the State Hosoitnl Arlvncnr.V pffnrt~.

flany of the same questions and concerns that the Advocacy and Protective

::ervices Committee expressed in 1972 are probably just as important today.

In the followin9 sections of this paper, hiqhlights of major events of

the 1970's will be explored in order to illustrate the need for community

residential advocacy programs.

A. Deinstitutiona1ization and the Protection of Rights

13. The Development of Internal and External Advocacy Services

C. Data that Supports the Need for Advocacy Services in Community

Settings.
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1. Services and Data Provided by Legal Services for Persons with

Developmental Disabilities in Minnesota.

2. Findings from the Office of Health Facility Complaints.

3. Physical and Sexual Assault of Disabled People/Creation of the

Vulnerable Adult Protection Act of 1980.

4. Consumers Speak Out.

A. Deinstitutiona1ization and the Protection of Rights

In the past few years, l1innesota has experienced a dramatic change in

providing services to persons with a developmental disability. This chanqe

is most acutely observed and experienced among the population with mental

retardation. The population shifts from large, public institutions to COr.I-

munity settings became a national goal in 1963, since then referred to as

the process of deinstitutionalization.

The populations of the Minnesota State Hospitals for people with mental

retardation reached their peak in 1967, when the count was approximately

6,500. In 1979, the existing 10 state hospitals reported a total of 2,700

residents with mental retardation, a decline of almost 4,000 people over 19

years.

There has been a comparable shift to providing the needed services in

the community. In 1962, there were only five community facilities in Minne-

sota that had a bed capaci ty of 100. As of March 1981, there \'Iere 267 com­

munity residential facilities licensed under DPW Rule 34 that had a bed

capacity of 4,491, with a utilization rate of 96%.

Some of the most important events affectinq the development of commun-

ity residential care for persons with mental retardation occurred between

1972 and 1974 when:

- there were court affirmations regarding the constitutional riqht
to treatment,
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DPW Rule 34 was promulgated that prescribed and enforced program
standards for community-based facilities,

the National Life Safety Code was implemented and there was moni­
toring of such facilities, and

federal funds became available to assure a stable funding base under
Medicaid (for Intermediate Care Facilities serving people with men­
tal retardation).

In the Residential Care Study (Department of Public Welfare, March,

1979) several interesting characteristics about community-based residential

iJrograms for persons with mental retardation were revealed as a result of

a survey:

As of August, 1978, there v/ere 206 community-based Rule 34
facilities with a bed capacity of 3,827 (p. 15).

-The facilities were almost equally divided into for profit and
non-profit facilities (p. 15).

73% of the facilities were licensed for 15 or fewer residents.
Facilities licensed for 16 or more residents were more likely
to be for profit facilities (p. 15).

Facilities opened in the last three years tended to serve more
of the lower functioning physically disabled individuals with
mental retardation (p. 15).

The facilities surveyed v/ith a licensed capacity of 15 or few­
er residents were more likely to accept individuals with psy­
chiatric and behavior problems (p. 15).

Approximately 40% of the residents in all the surveyed facili­
ties had their last formal treatment at a state hospital
(p. 15).

Non-profit homes licensed for 16 or more residents had the
snlallest percentage (13%) of former state hospital residents
(p. 15).

The majority of residents (65%) in the surveyed facilities were
severely and moderately retarded (p. 16).

The larcer non-orofit facilities with 16 or more residents had
a much higher staff to resident ratio than other types of faci­
lities, or 86.4 staff per 100 residents compared to approxi­
mately 55 staff per 100 residents (p. 16).
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The metropolitan area generally contains the counties with the
lowest admission rate to state hospitals per 10,008 population
while the northeastern counties of the state generally rank
second lowest in admission rates. This was probably due to the
high number of community residential facilities in both of these
areas of the state (p. 26).

Infrequent monitoring of the individual treatment plan in order to as-

sess compliance and to protect clients' rights in community-basGu residen-

tia1 facilities was a cause for concern of the Residential Care Study Advi­

sory Council, especially in the context of policy options that call for in­

creased community-based programs (p. 29).

In addition to the population of people with mental retardation who

reside in DPW Rule 34 facilities, t~ere are a considerable number who ~e-

side in non-fm facilities, such as in Skilled Nursinq Facilities (SNFS) and

in Intermediate Care Facilities General (ICF-Gs). A report issued by

the Quality Assurance and Review Section of the Department of Health (July

30, 1980) indicated that there were 599 people with a primary diagnosis of

mental retardation in SNFs and 922 in ICF-Gs, a total of 1,592 in non-tlR

facilities. According to Mary Kudla, Technical Assistance Specialist in

the Mental Retardation Program Office (DPW, '1arch 14, 1981) a~ estimated

370 of those in non-fIR facilities could be considered as being inappro­

priately placed. This estimate was based upon available data provided by

the Minnesota Developmental Programinq System for the period ending July,

1980.

An earlier study (Krantz, December 1975) indicated that there were

667 in non-MR facilities who could be identified as being mentally retarded

and were in "technically inappropriate p1acements." It appears that the

major problems in getting an accurate count of the number of people who

might be inappropriately placed is due primarily to inaccurate diagnostic

data. At any rate, this segment of the community-baserl population should

-14-



be taken into account by human service providers and advocates alike. The

c:eation of more appropriate alternatives and conscientious individual plan-

ninn should remedy such inappropriate placements in the future.

The trend to deinstitutionalize is very likely to continue. The recent

consent decree of the Welsch vs. Noot class action suit stipulates that at

least 30% of the population ~Iith mental retardation in state hospitals must

be moved to more suitable settings in the community between 1981-1987. This

will affect the lives of over 800 additional state hospital residents.

The above information is provided in order to point out that the pro-

cess of desinstitutionalization has occurred quite rapidly over a relatively

short duratj~n and that during such times of rapid transition, there ~ay be

~reat dangers and frustrations experienced by the individuals involved, par­

ticularly in terms of human dignity, rights and freedo~s. As a reminder

to human service planners and providers, the latter part of the definition

of deinstitutionalization (NASPRFMR, 1974) should be noted:

Deinstitutionalization encompasses three inter-related processes:

1. Prevention of admission to institutions by funding and devel­
oping community methods of care and training;

2. Return to the community of all residents who have been prepared
through programs of habilitation and training to function ade­
quately in appropriate local settings; and

3. Establishment and maintenance of a res onsible residential en­
vironment which protects human and civil rights. pp. 4-5

8. The Development of Internal and External Advocacy Services

As noted previously, there has been a tremendous shift of populations

and services during the last two decades, from large public institutions to

small community residential facilities. As a major element within the dein-

'; titutiona1i zati on process, t:lere must be adequate attenti on gi ven to esta-

blishing and maintaining responsible residential environments which protect

iluman and civil rights. This section will describe what has been accom-
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plished in Minnesota regarding the provision of advocacy services for per­

sons with a developmental disability and will provide some documentation

on the kinds of advocacy problems experienced and the overall need for

better coordination.

There were significant events that occurred in the 1970s that delin­

eated the rights of people with developmental disabilities and provided

for the acquisition and protection of those rights. Regarcin~ the specific

population of people that reside in community residential facilities, there

were many public and private mechanisms put into place that addressed advo­

cacy and protective service needs. These advocacy services can best be

described by means of two categories: (1) internal advocacy provided

within a public service agency, and (2) external advocacy provided by

private organizations or agencies outside of government control.

1. Internal Advocacy. The Minnesota Department of Public Welfare

has been recognized by law and in practice as the central coor­

dinating unit among the public human services in serving people

with mental retardation and other developmental disabilities.

This department1s primary function is that of monitoring, eval­

uating, and enforcing public law and policy related to the pro­

vision of services under its jurisdiction.

Some of the more salient developments by DPW during the last decade

included:

Advocacy Policy: The Department of Public Welfare issued a policy

statement on advocacy on May 18,1972. (DPW Manual, Chapter 7, as

revised August 20, 1978). See Appendix D. In this policy, DPW

authorized the development and implementation of advocacy proce­

dures for all unites in human services under its jurisdiction

IIthat would ensure that legal, civil and human rights would be up-
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held in a way that is recognizable and immediately responsive to

grievances of individuals and families and would, at the same time,

provide an approach for modifying the decision-making process."

l30th "internal" and "external" forms of advocacy were recognized as

being essential and that service providers would be protected from

harassment if they called attention to suspected violations of rights.

As a direct result of this policy, advocacy positions were esta­

blished in each state hospital and the Client Protection Office was

created in DPW.

DPW Rule 34: Standard for the Operation of Residential Facilities

and Services for Persons who are Mentally Retarded, November 17,

1972. Under Minnesota Statute 252.28, the Commissioner of Public

Welfare is charged with the responsibility for licensing of residen­

tial facilities and services for persons with mental retardation.

"The purpose of the licensing law and regulations is to establish

and protect the human right of mentally retarded persons to a normal

living situation, through the development and enforcement of minimum

requirements for the operation of residential facilities and services."

l3esides specifying individual rights, these regulations provide for

another person, other than a parent, to represent the rights and in­

terests of the person with mental retardation as if they were their

own, e.g. an advocate or guardian. The standards also specify that

there be "meaningful and extensive consumer representation and public

participation in its operation" e.g., on its governing board and/or

advisory committee (s). These standards and policies were later en­

hanced and enforced by federal standards (June, 1976) relating to the

certification of reF/MR, Intermediate Care Facilities that were funded

under Title xrx of the Social Security Act, known as Medicaid.
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The Intermediate Care Facility standards included requirements

for the recognition and maintenance of the rights of residents with

mental retardation in ICF/MR certified facilities, which are summar~

ized below:

1. Reasonable advance notice of transfer or discharqe of a

resident is at least 5 days.

2. Only a physician and a Qualified Mental Retardation Pro-

fessional may authorize chemical or physical restraints

except in emergencies when facility policies IT1USt identify

the personnel who may authorize.

3. Residents may participate in planning their total care and

medical treatment. They may refuse treatment and take part

in research projects only with their written consent.

4. Facilities must have an internal grievance mechanism with

appropriate follow-up.

5. Consent of the resident and informed consent -of the parent

or guardian is required before the use of aversive behavior

modification programs and not before the use of all behavior

modification programs.

6. Enactment and enforcement of facility policies are required

regarding confidentiality of resident's personal, health,

and medical records.

7. Facility services and charges are to be provided to reci-

pients in writing.
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8. A physician or Qualified Mental Retardation Professional

may determine if a resident is capable of understanding

his rights. The specific impairment must be documented

in his records.

9. The residents are not required to perform services for the

facility unless they agree and such services are part of

their care and treatment plan.

- DPW Rule 80: Standards for Residential Facilities and Services

for the Physically Handicapped. Under Minnesota Statute, Sections

245.78 through 245.82, the Commissioner of Public Welfare is given

the-authority to set rules and license residential facilities and

services for the physically handicapped. As of December, 1979,

there were ten facilities licensed under this rule with a capa­

city for serving 472 children and adults with physical handicaps.

One of the major objectives under this rule is, "to provide a

home-like atmosphere to the greatest possible extent where the

resident is recognized as an individual whose personal interests

are maintained and developed and whose personal dignity is res­

pected and safeguarded."

- The Mental Retardation Protection Act (M.S. 252A): This law b~

carne effective on July 1, 1975 and established that, lilt ;s the

rolicy of the State of Minnesota to provide a coordinated approach

to the supervision, protection and habilitation of its mentally

y'etarded citizens." Furthermore, this law provides for public

nuardianship and for a more limited form of guardianship, called

"conservatorship." This law authorizes the Commissioner of Pub­

lic Welfare "to supervise those mentally retarded citizens who

are unable to fully provide for their own needs and to protect
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such mentally retarded persons from violation of their human and

civil rights by assuring that such individuals receive the full

range of needed social, financial, residential and habilitative

services to which they are la\'/fully entitled."

- DPW Rule 185: Corrmunity Mental Health Board and County Welfare

or Human Service Board Responsibilities to Individuals Who are

f1enta lly Retarded (1976). Thi s rul e provi des for the coordi na­

tion of individual service plans. A revision in 1977 included a

section on volunteer services, which recognized the importance

of activities of individuals, service organizations and advocacy

~roups "that provide a variety of services on a group or one-to­

one basis that supplements and augments services provided to men­

ta lly retarded persons. II

Protective Services: DPW is also responsible for providing pro­

tective services for children and adults. DPW Rule 207 governs

the administration and provision of protective services to chil­

dren through local social service agencies. DPW Rule 221 is being

developed which relates to the protection of vulner~ble adults

under M.S. 626.557, The Vulnerable Adult Protection Act, 1980, as

described more fully below.

In summary, the Department of Public Welfare developed many internal ad­

vocacy functions for assuring individual rights and protections for persons

with a developmental disability. These functions are carried out by perform­

ing the following types of activities:

- monitoring county plans;

- inspecting and licensing facilities;

- evaluating programs;

providing training and technical assistance to service providers~ and

- supervising and conducting appeals and complaint procedures.
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The above paragraphs describe only the Department of Public Welfare and

some of its internal advocacy functions. There are other forms of "internal

advocacy" in other governmental agencies which are also pertinent and avail-

able to persons with a developmental disability who reside in community-based

facilities. Such programs are geared to serve individuals and groups of peo-

plc with a variety of handicaps.

- The Division of Vocational Rehabilitation Ombudsman Program

- The Minnesota Council for the Handicapped (particularly "Access Minne-
sota" )

- The Office of Health Facility Complaints (Described in detail below)

- The long Term Care Ombudsman Project in the Goard on Aging (Described
in detail below)

- The Minnesota Human Rights Department

- Office of Consumer Services in the Department of Commerce

- Equal Education Opportunities Section of the State Department of Educa­
tion

- Ombudsman for Corrections

- The Governor's Planning Council on Developmental Disabilities and De­
velopmental Disabilities Planning Office of the State Planning Agency

- Office of Client and Employee Advocacy in the Department of Economic
Security

2. External Advocacy. During the 1970's, many advocacy mechanisms were

developed outside of the service delivery system. Such programs were

developed primarily by consumer groups who were either not satisfied

with the quantity or quality of services being provided or who saw

that additional needs were not being met by the delivery system.

There are literally hundreds of private organizations or agencies that

specialize in one form of advocacy service or another. Many of these agencies

were identified in the Minnesota Advocacy Resource Directory, 1978 and its
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1981 revision. (Available through the Developmental Disabilities Planning

Office of the State Planning Agency).

Historically speaking~ the most significant development in the last de­

cade was the establishment of the Minnesota Developmental Disabilities Pro-

tection and Advocacy Network under the Developmental Disabilities Assistance

and Bill of Rights Act of 1975 as amended in 1978 (P.L. 95-602). As of

October l~ 1980~ the Governor of Minnesota has designated the Central Minne­

sota Legal Services Corporation for the administration of the Protection and

Advocacy Network. This agency has the authority to pursue legal, adminis-

trative and other appropriate remedies to insure the protection and advocacy

of the rights of persons with developmental disabilities. As administrator

of the Minnesota Protection and Advocacy Network, this agency via its State

P1an~ is to coordinate efforts and resources with other internal and exter-

nal advocacy agencies or groups in order to strengthen and make accessible

advocacy services for people with developmental disabilities who are in need

of such services. In order to be a part of the Protection and Advocacy Net-

work, advocates are encouraged to enter into an informal inter-rt~ency agree-

ment called, "Statement of Mutual Obligation." As of this wr-iting~ 75 advo­

cacy agencies and 25 individuals have signed this agreement.

Rather than list all the external advocacy organizations~ the followinq

listing offers a sample of what kinds of outside resources that people re­

siding in community-based facilities might have at their disposal:

- Legal Advocacy for Developmentally Disabled Persons in Minnesota
(Statewide services provided out of offices in Minneapolis and Duluth).

- P.A.C.E.R.~ Inc. (Parent Advocacy Coalition for Educational Riqhts).

- Regional Developmental Disabilities Coordination Porgrams (in most of
the Economic Development Regions in the State).

- Minnesota Citizen Advocacy Coalition (Citizen Advocacy programs have
been developed in Duluth~ St. Paul~ Minneapolis~ Two Harbors, Cloquet,
and Mankato).
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- ACT, Inc. (Advocating Change Together), Minneapolis

- Project CADRE (which addresses citizen advocacy needs of persons who
are either offenders or victims in the criminal justice system).

- Advocate for the Blind, United Blind of Minnesota, Inc.

- Foster Grandparent Programs

- Senior Companion Programs

- Nursing Home Residents' Advocates (Minneapolis)

- The Mental Health Advocacy Coalition

Information and Referral Services

- Crises Intervention Centers

Community Action Councils

CENTS; Inc. (Center for Education for Non-Traditional Students).

- Big Brother and Big Sisters

- Human Rights Commissions

- Consumer Organizations, e.g.:

- Associations for Retarded Citizens

- United Cerebral Palsy

Epilepsy League

- Society for Autistic Adults and Children

- Spina Bifida Association

- Association for Children and Adults with Learning Disabilities

- United Handicapped Federation

In summary, it is important to realize that there are many existing ad-

vocacy services available to a person who resides in a community~based faci-

lity, avenues that are available both within and outside of the service de­

livery system. However, there are probably many questions that might be asked,

e.g.:

- Are residents of community-based facilities aware and informed of their
rights?
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- How informed are the parents and/or guardians?

- Do people know where to go in order to find an advocate who can assist
in meeting instrumental and/or expressive needs?

- How effective are the internal advocacy mechanisms, e.a. monitoring,
licensing, complaint investigation, guardianship/conservatorship and
other protective services?

Perhaps some of these questions can be answered by looking at some selected

data as provided in the following section.

C. Data that Supports the Need for the Improvement of Advocacy Services in

Community Settings

Without conducting a fairly comprehensive inventory of the needs for im-

proved advocacy services throughout the State of Minnesota, it is not possi-

ble to state em~hatically that the rights and needs of persons with develop-

mental disabilities residing in community residential facilities are being

adequately provided for or not. Such detailed research is not within the

scope of this report and its limited resources.

However, this report is intended to document and analyze what information

is available, point out apparent trends and gaps of advocacy services, and

indicate where further research might be needed. Certainly, it can be assumed

that the needs in different communities and regions will vary widely. Much

depends upon the attitudes of direct-care staff in any given residential setting

as well as the availability_ and accessibility of outside advocacy resources.

One particular form of advocacy is commonly disregarded and under-rated

as to its importance: expressive citizen advocacy. Such volunteer programs

provide one-to-one friendships which foster emotional and social support.

Often the citizen advocate is viewed as being an important link to the non­

handicapped world, thus broadening the social horizons for the person with

a developmental disability. In the few communities that have such programs

(e.Q. Minneapolis, St. Paul, Duluth, Cloquet, and Mankato), there are usually

twice the number of proteges (people with a developmental disability) on the
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waiting list than there are matched pairs. In other words, such programs

seem to fight a continuous battle of recruiting an adequate number of volun­

teers.

Following is an analysis of some selected advocacy related activities

that address a variety of advocacy needs and services: (1) legal advocacy

services, (2) state investigation of health services complaints, (3) abuse

and neglect of the vulnerable adult, and (4) the consumer self-advocacy

movement. These are only a small selection of the possible areas to ex­

plore. However, the data should provide some inclination of the kinds of

problems being experienced and where future development may occur.

1. Services and data provided by Legal Services for Persons with

Developmental Disabilities in Minnesota. Specialized legal services have

been available to persons with a developmental disability throughout Minne­

sota since 1973. A review of some of the past experiences of this program

and the nature of the services provided will be of further assistance in

documenting the need for additional advocacy services for residents in com­

munity facilities.

The Developmental Disabilities Legal Services Program is administered

by the Central Minnesota Legal Services Corporation in Minneapolis. (A

branch office of the program also operates in Duluth, serving the Arrowhead

Region). On October 1,1980, this agency became the official designated

agency (as designated by the Governor) for the administration of the Minne­

sota Developmental Disabilities Protection and Advocacy Network, as author­

ized under P.L. 95-602, the Developmental Disabilities Assistance and Bill

of Rights Act, 1978.

Besides providing direct legal services to individuals or groups, many

other related services are provided by a staff of five attorneys and two

paralegal staff members. Training about human rights, laws and advocacy
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techniques is provided for advocacy practitioners, service providers, con­

sumer representatives, law students and attorneys in general practice. Pub­

lic information and education is disseminated via publications and public

presentations.

Probably the greatest impact upon the lives of persons with developmen­

tal disabilities has resulted from the influence that the Developmental Disa­

bilities Legal Services Program has had upon legislation, requlations, and

administrative policies and procedures. Antiquated laws have been brought

up-to-date, such as the Mental Retardation Protection Act, which relates to

public guardianship and conservatorship. Restrictive zoning laws that often

prevented the development of group homes in communities were circumvented by

means of developing a State law that supersedes local zoning ordinances.

The enactment of the Vulnerable Adult Protection Act, 1980, is another exam­

ple of social reform by way of legislation. In addition, results from court

litigations and judgements have set precedences for subsequent actions and

policy reform.

Clientele Served

In fiscal Year 1980 (October 1,1979 through September 30, ~980, Legal

Advocacy Services for Developmental Disabled Persons in Minnesota reported

that there were 474 cases served (providing direct legal advice and represen­

tation). This number was derived at by adding the number of open cases at

the beginning of the year to the number of cases opened during the year

(see Table 1).

An additional 275 people received advice only, such as over the tele­

phone, during the 1980 Fiscal Year (see Table 2). Most of these contacts

were on a one-time-only basis.

Among the 474 cases that received direct representation, there are usu­

ally an average of five community residential programs (representing all per-
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sons witllin a facil ity) served each quarter, ;1r an average of 20 facil ities

served each year.

ReClardinq the types of problems handled for residents in community faci-

lities, tile following kinds of situations have been dealt with:

e1iqibi1ity disputes in qualifying a group facility for the Food Stamp
Program

visitation riqhts under the Patients· Bill of Rights (ICF/MR Standards)

access to the residents ' mail

eligibility for financial benefits, e.q. Supplementary Securit~! Income
(551)

dietary restrictions, l:lOney management, and other aspects of an indivi­
dual's treatment plan

cost-of-care (Department of Public Helfare Rule #30) issues regarding
ancillary services to children, e.n. ~rosthetics, wheelchairs, hearing
aids, etc.

zoninq disputes

use of behavior modification and aversive techniques

The following tables describe the demographic cata and case10ad charac­

teristics by number of clients served (those that received direct legal re­

i)resent~tion only) during Fiscal Year 1980 (October 1, 1979 through September

10, 19111)):
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