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| | NTRODUCTI ON

The purpose of this report is to describe how the Mnnesota Devel opnen-
tal Disabilities Protection and Advocacy Network evolved and to help clarify
the respective roles, responsibilities and interrelationships of the major
components of the "network" as it is in 1981. Mnnesota has a rather unique
history in protection and advocacy beginning in 1972. In particular, the
M nnesota advocacy |eaders in the field of devel opnental disabilities have
al ways played an active (innovative) role rather than a reactive one. In
1975, the U S. Congress mandated that each state have a Protection and
Advocacy Systemin place by Cctober 1, 1977. Mnnesota had begun plan-
ning and inplenenting advocacy services five years earlier and, therefore
had to "adapt" its "systen’ to neet federal requirenents, rather than create

a new system

The terms "systent and "network" will be used interchangeably throughout
this paper. This is done with the intent to differentiate another uniqueness
in Mnnesota. \Wile the term "systenm comes directly fromthe federal Devel-
opmental Disabilities Act and applies primarily to the specific advocacy pro-
grans that are funded by Devel opnental Disabilities Protection and Advocacy
dollars, in Mnnesota, the term "network" is being used as a substitute and
it covers a broader scope in that it includes both Devel opmental Disabilities
Protection and Advocacy funded programs and many additional advocacy related
services that derive their funding and authority from other sources. The
differences between the two terns shoul d becone clearer as the reader gains

a better understanding of how the network concept evolved over tine.






1. PLANNING AND | MPLEMENTI NG THE M NNESOTA PROTECTI ON AND ADVOCACY NETWORK

In response to the 1970 federal legislation that created the Devel opmen-
tal Disabilities program Governor Wndell R Anderson appointed the first
Devel opmental Disabilities Planning Council toward the end of 1971. In 1972,
the Governor designated the State Planning Agency for the admnistration of
this new federally subsidized programand by June, 1972 the Devel opmenta

Disabilities Planning O fice began operation

From the beginning, both the law and the first Mnnesota Devel opnenta
Disabilities State Plan strongly enphasized the advocacy role of the Gover-
nor's Planning Council, especially in systems advocacy. The Advocacy and
Protective Services Conmittee was one of several standing committees created
in 1972. The mission of this comittee was not only to identify the broad
I ssues, emanating fromthe unmet needs and rights of persons with devel opmen-
tal disabilities, but also to identify specific advocacy services that were

needed by individuals and their famlies.

A The Priorities

After a two-day planning session in 1972, the Advocacy and Protective
Services Conmittee presented its long termplan to the Council. The follow
ing priorities served as the blueprint for the remainder of the decade:

1. Legal Advocacy Services

a. training of lawers and paral egal personnel
b. provision of legal and quasi-legal services to individuals and
their famlies

2. Gtizen Advocacy Services

a. one-to-one volunteer programs to address the instrumental and/or

expressive needs of persons with a devel opnental disability



3. Residential Advocacy Services
a. for persons residing in public residential settings
b. for persons residing in private (comunity based) residentia
settings
4.  Public information/education
The nmethods used for achieving the above goal areas were: (a) to pro-
vide seed nonies in the formof demonstration grants. (b) to provide train-
ing and technical assistance to agencies or organizations who wanted to de-
vel op advocacy services, and (c) to coordinate plans and efforts with other
state agencies in the devel opment and supervision of advocacy programs under

their jurisdiction.

B. The Inplenmentation of Advocacy Services via Denonstration Gants

Denonstration grants were awarded under contractual agreenments via the
State Planning Agency and the Devel opmental Disabilities Planning Ofice.
Most grants were limted to a one year duration, with the exception of the

Legal Advocacy Project, which was renewed and funded annual ly for seven years.

The success or failure to "spin-off" projects, as intended, was largely
dependent upon the grantee's ability to procure ongoing support from other
funding sources. The projects that were funded in the 1970s (that were
directly or indirectly related to advocacy) are listed as follows:

(Code:  **Services termnated upon conpletion of the grant.
***The project became an ongoing, integral part of the agency or of
anot her agency, although certain characteristics of the original
project may have changed over tine.)

Year Began Agency/ Proj ect/Resul ts

1972 ***M nnesota Association for Retarded Citizens. Youth ARC Advocacy
Program for the Developnentally Disabled. A curricul umwas
devel oped and secondary schools were assisted in recruiting and
training student volunteers to serve as advocates on behal f of
their peers with a devel opnental disability. Several school
districts continue such projects today.

..



Year Began Agency/ Proj ect/Resul ts

1972 **United Cerebral Palsy of Geater Mnneapolis, Inc. Advocacy
to Provide Prograns and Services for Severely Involved Devel -
opmentalTy Disabled Tndividuals. Results of a survey were
used as a bhasis for establishing a devel opnental achievenent
center for adults.***

1973 ***St. Paul |Independent School District #625. Parent-School - Com
muni ty Communi cation Center. Support groups for parent involve-
ment were established in nost of the East Metropolitan Schools.

1973 ***Augsburg College. Later transferred to CENTS, Inc. (Center for
the Education of Non-Traditional Students). This project start-
ed out as Career Qpportunities in Human Services for the Devel -
opnental |y Disabled. As a pilot project, the enphasis was to
Provide training for persons having a severe disability for even-
tual enployment as paraprofessionals in the human service occupa-
tions. This programnow functions as a service broker between
non-traditional student populations (e.g., physically handi capped,
chem cal |y dependent, ex-offenders, nmentally 111) and institu-
tions of higher learning. People are helped in overcomng the
social (attitudinal), financial, progranmatic and physical barriers
that often stand in the way of achieving educational and enpl oy-
ment aspirations.

1973 **University of Mnnesota Law School. Legal Advocacy for the
Devel opnental |y Disabled in Mnnesota (Law Curricul um Devel op-
ment and Seminar). A law curriculumwas devel oped and taught
during each quarter of the 1973-74 academ c year. Internship
opportunities continue for students in cooperation with the
M nneapolis Legal Aid Society.***

1973 ***M nneapol is Legal Aid Society (Later referred to as the Central
M nnesota Legal Services Corporation). Legal Advocacy for Devel -
opnental Iy Disabled Persons in Mnnesota. (Aso referred to as
"The Legal Advocacy Project™ and in 1980 as The Mnnesota Devel -
opmental Disabilities Protection and Advocacy Nefwork.) State-
w de Tegal services have been provided to individuals and their
famlies. Paralegal and law school interns have been trained.
Lay (volunteer) advocates have been recruited and trained. Many
| aws, regul ations, and agency policies have been influenced.
Informational materials have been devel oped and wi dely dissen -
mated. Service providers and consumer groups have received
specialized training. Court judgenents have established pro-
cedures for subsequent litigation cases.

1974 ***Associ ation of Residences for the Retarded in Mnnesota. (Later
transferred to the Mental Retardation Division of the Departnent
of Public Welfare) Information and Referral System for Devel op-
mental |y Disabled Individuals. This informaiion and referral
service was established to pronote better use of existing resi-
dential resources in Mnnesota. Counseling and assistance was
||orovi ded for people seeking placement in comunity based faci-
ities.
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Year Began Agency/Project/Results (Continued)

1974 **M nnesota Association for Retarded Citizens, in cooperation
with United Cerebral Palsy of Mnnesota, Inc., and the M nne-
sota Epilepsy League, Inc. Inter-Agency Coalition on Public
Information Regarding the Developnentally Disabled of M nnesota.
This project identified existing public information prograns
and devel oped "Project People", which includes sanple news re-
| eases and T.V. spots in a comunity education kit.

1974 **xgst, Paul Independent School District #625. Advocacy Unit for
Mil tiply Handi capped Youth Residing in the East Metropolitan
Area of St. Paul. Provided direct, personal assistance to
young people having multiple handicaps and their parents.

1975 ¥***St. Paul Association for Retarded Citizens. Gtizen Advocacy
Program Recruitment and training of volunteers to serve as
instrunental and expressive advocates. Now conbined with a
| eisure tine/social center.

1977  ***Reachout Today, Inc. (Later transferred to the ARC of M nnea-
polis). Project CADRE (Gtizen Advocacy Devel opment, Recruit-
ment and Evaluation). Initially designed to advocate for the
rights of people with a devel opnental disability who have becone
invol ved as offenders or victins in the Hennepin County crimnal
justice systemthis project was |ater expanded to also provide
training and technical assistance to community |eaders through-
out Mnnesota to encourage themto recognize and address simlar
needs in their localities.

1977 ***Association for Retarded Citizens in Duluth, Gtizen Advocacy
Project. Expressive citizen advocacy concepts were conbined
with Teisure time/recreation opportunities in C oquet, Duluth,
and Two Harbors. This satellite concept is being considered
for possible expansion to the Iron Range Area.

1980 A.C.T., Inc. (Advocating Change Together), Residential Advocacy
Project. Using inter-agency agreenments, thi's non-profit organ-
ization will serve people residing in comunity-based settings
in Hennepin County. Enphasis is placed upon helping people to
acquire the necessary skills in order to becone their own self-
advocates (assertiveness training).

1980 Region 9 Association for Retarded Citizens (Mnkato based).
Resi dential Advocacy Project. A pilot project to denonstrate
residential advocacy services in primarily rural (small commun-
ities) settings.

1980 M nnesota Epilepsy League (in cooperation with United Cerebral
Pal sy of M nnesota, West-Metro Chapter of the National Society
for Autistic Children, and the Association for Retarded Citizens
of Mnnesota). Mnnesota Gtizen Advocacy Coalition. To pro-
vide state-wde training and technical assistance for the expan-
sion and inprovenent of citizen advocacy prograns.




A careful study of the fifteen projects listed above reveals that the
vehicle of providing demonstration grants served as an effective means of
acconpl i shing the prescribed, long termgoals. Mny projects survived the
test of time and have become an integral part of the total picture. The
"spin-off" concept effectively encouraged the devel opment of independent,
| ocal |y autononous units that maximzed citizen participation and involve-

ment .

C. The Provision of Training, Technical Assistance and Coordination

As previously mentioned, training and technical assistance was provided
by the staff of the Devel opmental Disabilities Planning Office for non-devel -
opmental disabilities funded agencies and organizations in order to encourage
the devel opnment or inprovement of other advocacy services. Such services
resulted in:

1. Gtizen Advocacy Training in Region 10 (1974) and in Region 9 (1977).

2. Assistance in procuring an HE W grant for establishing PACER,

Inc., (Parent Advocacy Coalition for Educational Rights), 1977 to the
present.

3. Technical assistance was given to the Office of Human Services, which

produced the Advocacy/ Orbudsman Study, Cctober 1976. This study docu-

mented the need to avoid fragmentation and duplication of advocacy
functions and called for inproving organizational structure and plan-

ning efforts at the state Ievel.

It is inportant to note that many other agencies and organizations becane
involved in advocacy efforts at this time. Exanples of such devel opnents in-
cl uded:

1. The Departnent of Public Welfare established Review Boards and Humane
Practices Conmttees in each of the State Hospitals (late 1960s) and

hired "in-house" advocates starting in 1972. The central office of
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the Department of Public Welfare houses an Office of Client Pro-
tection.

2. The Departnment of Corrections Orbudsman Program was established
by Executive Order in 1973.

3. 1976 legislation established the Office of Health Facility Com
plaints in the Departnent of Health to investigate and enforce
the rights of residents in health care facilities, particularly
under the Patient Bill of Rghts Act (MS. 144.651).

4. Federal legislation and funds established the Cient Assistance
Program (CAP) in Vocational Rehabilitation and in M nnesota, the
DVR Onbudsman Project (1975) was created.

5. The O der Anericans Act helped to create the Long Term Care Onbuds-
man Ofice in the Board on Aging (circa 1975).

The above list is not intended to be conplete. It omts other inportant
functions carried out by the Departnent of Human Rights, the State Counci
for the Handicapped, Consumer Affairs, as well as guardianship/conservatorship
and other protective services. A fairly conprehensive inventory conpleted the
Devel opnental Disabilities Planning Office in 1975 documented at |east 50
state level (public and private) agencies and organizations that provided one
formof advocacy service or another. In addition, it was estimated that there
were at |east 200 advocacy related services operating throughout the state at
the local or comunity level. Therefore, when the 1975 Devel opmental Disabili-
ties Act mandated that each state establish a Protection and Advocacy System
the challenge in Mnnesota was not that of creating a new system but to im
prove upon the already existing resources. The need for better coordination

and communi cation was paranount.



D. The 1975 Congressional Mndate and the Emergence of the Network Concept

in Mnnesota

Consi dered by many as a landmark decision, the U S Congress enacted
significant amendments to the Devel opmental Disabilities Assistance and Bill
of Rights Act (P.L. 94-103) in 1975. Title Il of the Act entitled "Protec-

tion and Advocacy on Individual R ghts" specified that:

"...each state nust assure the Secretary of Health, Education and Wel -
fare that it will...have in effect (by COctober 1, 1977) a systemto
protect and advocate the rights of persons with devel opmental disabil-
Ities. Such a systemwll have the authority to pursue |egal, admnis-
trative, and other appropriate remedies to insure the protection of

the rights of such persons who are receiving treatnent, services, or
habilitation within the state. Such a systemwill be independent of any
state agency which provides treatnent, services or habiTitation to per-
sons w th Devel opnental Disabilities.” (P.L. 94-103; 42 U S CA Chapter
6012, 1975) (Enphasis added.)

Al though part of the Devel opmental Disabilities Act, it is inportant to
note that the Protection and Advocacy Systemwas intended to be a separate
entity. In other words, the Protection and Advocacy Systemwas to be adm n-
istered separately fromthe regular Devel opmental Disabilities Formula G ant
Program which provided for the operation of the Governor's Planning Council

on Developnental Disabilities and the Devel opmental Disabilities Planning

O fice.

On April 20, 1976, Governor Wendell R Anderson designated the State

Pl anni ng Agency as the administering agency of the Mnnesota Protection and
Advocacy System This decision was based on the premse that this agency
had al ready established a |eadership role in the area of advocacy, and since
this agency did not provide direct services to persons with a devel opnental
disability, the agency would be free frompotential conflict of interest.
Furthermore, direct legal services to clients were being provided under con-
tractual arrangenents by the Central Mnnesota Legal Services Corporation,
thus removing the State Planning Agency from any possible conflict of inter-
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est regarding any of the clientele. Therefore, the Devel opnental Disabili-
ties Planning Ofice became responsible for operating both the Devel opnenta

Disabilities Fornmula Grant Programand the Protection and Advocacy System

Al though the Protection and Advocacy Systemwi thin the Devel opmenta
Disabilities Planning Office submtted separate state plans and kept separate
financial books, there were many conmmon goals and activities between the two
prograns that were conveniently conbined and/or integrated into a single
effort. Economc efficiency becane the dom nant factor for the overall pro-
gram design, since a "state-wide systenl could not exist on $50,000 annually.
Wthout the continued support and involvenent of the Devel opmental Disabili-
ties Formula Grant nonies, regression rather than progression woul d have

occurred.

Some exanpl es of the combined efforts which produced effective results
i ncl uded:
1. The continued financial support of the Legal Advocacy Project and
other denpnstration grants
2. Co-sponsorship of two annual conferences for advocacy practitioners
serving over 400 people
3. Publication and dissem nation of

a. Advocacy Dinensions (quarterly newsletter),

b. A ds to Advocacy for Devel opnental |y Disabled Persons: A Bibli-

ography and Resource Guide (January 1979),

c. Potential Funding Sources for Advocacy Programs (February 1979),

d. The Mnnesota Devel opnental Disabilities Advocacy Resource Dir-

ectory (1978 and 1981).

~10-



O nmost significance, however, is the establishnment of the network
concept. In February of 1979, over two hundred advocates attended the
first statew de advocacy conference entitled, "A conference on Advocat-
ing for Persons with Devel opmental Disabilities: Future Directions for
Advocacy Practitioners in Mnnesota." A major portion of the first day's
session was spent in describing the history and purpose of the M nnesota
Devel opnental Disabilities Protection and Advocacy System It was at that
time that the idea was proposed by the protection and advocacy staff that
a "communi cation network" be established. In order to assure maxi num par-
ticipation in such a network, an interagency agreement was devel oped and
distributed, entitled, "Statement of Mitual Cbligation". This docunent
stated not only what possible services could be provided by the centra
office of the Protection and Advocacy System but also specified ways that

advocates could contribute toward and participate in the overall effort.

Al though many of the conference participants expressed the need for
a better communication and cooperation anong thensel ves, only a dozen or
so "Statements of Mitual Cbligation" were signed and returned. Upon fur-
ther analysis, such a low response was attributed to an underlying "fear"
or "reluctance" on the part of many advocates who reacted negatively to
the term"systent and all that this word connotes, (e.g., control, bur-

eaucratic manipul ation).

Thus, the term "network" was substituted for "system" The word,
network, seemed far less threatening and did more aptly describe the in-
tent which was to foster comunication and coordination. Therefore, a
second attenpt was made to solicit participation using the term "network."
Coupled with this second effort, a needs assessment was conducted to

determne future priorities of services for advocacy practitioners and
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to docunment their problens and concerns. A total of 100 Statements of M-
tual Ooligation were signed and returned. This nunber was broken down into
two classifications: (a) 75 agencies or organizations as a whole, and (b)

25 individuals.

It is inportant to note that some individuals could not gain the coop-
eration or support fromtheir agency/organization, but wanted to participate
on an individual basis. Although some individuals were not representatives
of a particular agency or organization, they considered thenselves as inde-

pendent advocates.

E. Transfer of Agency Designation by the Governor

On May 1, 1980, CGovernor Albert H Quie transferred his designation for
the operation of the Mnnesota Devel opmental Disabilities Protection and Ad-
vocacy Network to the Central Mnnesota Legal Services Corporation, effective
Cctober 1, 1980. The renoval of this authority fromthe State Planning Agency
was due largely to the amendment in the 1978 Devel opmental Disabilities Act
that stated, "The Protection and Advocacy Systemmay not be adm nistered or
controlled by the State Planning Council." Because the State Planning Coun-
cil and its admnistrative staff were housed by the State Planning Agency,
the new amendment clearly prevented this Agency from continuing as the ad-
mnistering agent of the Protection and Advocacy Network. On the other hand,
the law did not prevent the State Planning Council and the Devel opnental Dis-
abilities Planning Office fromremaining as "systems advocates," which is

described nore fully in the follow ng section.
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[Il. THE ROLES, RESPONSIBILITIES AND | NTERRELATI ONSHI PS W THI N THE M NNESOTA
PROTECTI ON AND ADVOCACY NETWORK
This section describes the functions and interrelationships among the

maj or conponents of the Mnnesota Protection and Advocacy Network.

These maj or conponents are conprised of:
1. The CGovernor's Ofice
2. The Central Mnnesota Legal Services Corporation
3. The Mnnesota State Planning Agency
a. The Developnental Disabilities Planning Ofice
b. The Governor's Planning Council on Devel opnental Disabilities

4. The Protection and Advocacy Network Member Organizations

Figure A presents a visual depiction of the relationships anong these enti -

ties.

A The Governor's Ofice

The Governor in each state has the overall responsibility for establish-
ing and operating a Devel opnental Disabilities Protection and Advocacy System
By the authority given by the U S. Congress under the Devel opnental Disabili-
ties Assistance and Bill of Rghts Act, as amended in 1978 (P.L. 95-602), the
Governor:

1. Designates the admnistrative agency of the Protection and Advocacy
System In Mnnesota, Governor Albert H Quie by an Executive O der
designated the Central Mnnesota Legal Services Corporation as the
protection and advocacy agency on May 1, 1980, and was approved by
the Secretary of Health and Human Services, when the F. Y. 1981
M nnesota Protection and Advocacy State Plan was approved.

2. Endorses the Protection and Advocacy State Plan that is submtted

every three years and up-dated (amended) on an annual basis.
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The Governor is also responsible for carrying out the Devel opnental Disabil-
ities Formula Grant Program under the same act. This includes his appoint-
ment of the Governor's Planning Council on Devel opmental Disabilities and

his designation of the State Planning Agency as the adm nistering agent.
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B. The Central Mnnesota Legal Services Corporation

In Mnnesota, as of Cctober 1, 1980, this corporation has the authority
to admnister the Mnnesota Devel opnental Disabilities Protection and Advo-
cacy Network. By law and under Executive Oder of the Governor, this agency
has "...the authority to pursue legal, admnistrative and other appropriate
remedies to ensure the protection of the rights of all individuals with de-
vel opnental disabilities who are receiving services or are eligible for ser-
vices in the State." The Mnnesota Devel opnental Disabilities Protection and
Advocacy Network is subject to the regulations as promulgated by the Ofice
of Human Devel opnent of the Departnent of Health and Human Services (45 CFR
Parts 1385, 1386, and 1387, May 9, 1980) (See Appendix 2).

The F. Y. 1981 Mnnesota Protection and Advocacy State Plan outlines the
following services by the Central Mnnesota Legal Services Corporation:
1. The provision of legal services to persons with a developmental dis-
ability and/or their representatives (e.g., parents or guardians)
2. Training and technical assistance to:
a. consumer groups
b. service providers
c. advocacy practitioners
d. the general public
e. lawers and |aw students
3. Information and referral services
4. Public Information (e.g., brochures, public presentations and
training manual s)
5. Legislation and policy reform

6. The admnistration of the Statew de Protection and Advocacy Network
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C. The Mnnesota State Planning Agency

This agency participates in the Mnnesota Protection and Advocacy Net-
work primarily as an "Associate Menmber." The Mnnesota State Planning Agency
contributes to the Network via the Devel opmental Disabilities Planning Office
and the Governor's Planning Council on Devel opnental Disabilities.

1. The Developnental Disabilities Planning Ofice provides staff and
other resources as a contribution to the Network. Exanples of act-
ivities and functions as related to advocacy could include:

a. Co-sponsorship of conferences and semnars for advocacy prac-
titioners,

b. Hghlighting advocacy issues and information in publications,
such as newsletters.

2. Although the Governor's Planning Council on Devel opmental Disabili-
ties may not exert direct, admnistrative control over the Protec-
tion and Advocacy Network, this does not preclude the maintenance
of a close working relationship between the two entities. In Mn-
nesota, this relationship has been fostered by means of the foll ow
ing rationale and by performance of certain ascribed functions:

a. The State Planning Council is a vehicle for collective, or sys-
tens advocacy. Council members shoul d be ardent advocates in
program devel opnent through identification of the resources
avail able and by influencing the service delivery systemto bet-
ter neet the needs of persons with devel opnental disabilities
throughout the state.

b. The State Council may evaluate, review and nake comments regard-
ing the Protection and Advocacy State Plan. However, the Coun-
cil does not have the authority to approve or disapprove this

state plan.
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c. The State Council may provide leadership to all state agencies
in pronoting a viable advocacy systemin the state, (e.g., via
state plans and budgeted expenditures.

d. The State Council may also collaborate with other official and
volunteer efforts related to inproving the quality of life for
all handi capped persons, e.g., with the Covernor's Ofice of
Vol unteer Services, the State Council for the Handi capped and
the many consumer organizations.

D. The Protection and Advocacy Network Menber Organizations

As of the date of this report, there are approximtely 100 agencies and
individual s that have signed the Statement of Mitual oligation. This infor-
mal interagency agreement has recently been revised in order to include asso-
ciate nenmbership for service providers. It is estimated that there are at
| east 300 additional agencies and organizations that are potential nenbers.

The Statement of Mitual Obligation outlines the follow ng responsibili-
ties of the participating nenbers:

1. Contribute ideas, articles, and pertinent information for inclusion

in newsletters, position papers, training resources, or other nedia
that will contribute toward the protection and advocacy communica-

tion network.

2. Briefly provide basic, statistical data and information about prograns

at least twice a year on the nunber of persons served, nunmber of paid
and vol unteer advocates, services provided and types of problens con-

fronted.
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V. CONCLUSI ON

At this time, the future of Protection and Advocacy remains uncertain,
as does the Developrmental Disabilities Formula Gant Program  Such uncer-
tainties stemfromcurrent legislative activities and budget considerations
in St. Paul and Washington, D. C. The purpose of this paper was not specu-
lative/predictive but a historical review. The reader is advised to main-
tain contact with Central Mnnesota Legal Services Corporation in order to
be informed of future directions. The best way to access such information

Is through their new periodical, Mnnesota DD Law Report, which is available

by subscription.
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Appendix #1

Minnesota State Planning Agency
101 Capitol Square Building

550 Cedar Street

St. Paul, Minnesota 55101

Phone 612/ 296-4018

January 1980

Dear Advocate:

This is an invitation to you and/or your organization to participate
in what can be an exciting venture: The creation of the M nnesota
Devel opmental Disabilities Protection and Advocacy Network. As you
see from the enclosed "Statement of Miutual Obligation," we are
attenpting to create supportive services that can help you as you
provi de advocacy services to your clients. In return, we are asking
for your input and participation in this conmunication networKk.

If you had the opportunity of attending the first statew de conference
for advocates last February, you are already familiar with the "State-
ment of Mutual Obligation."™ This interagency agreenment has been
slightly changed since the conference. The only major alteration is

t he exchange of the term"network"™ in the title for the term"system"
This was done in order to better describe the overall purpose. To
many advocates, who operate quite independently from "the bureaucracy,

the term "system brought with it the connotation of control and
mani pul ati on, which is not the intent. CQur intent is best described
in the enclosed article fromPennsylvania that is so eloquently stated
by the Reverend Hobart Canpbell, President of the Devel opnental Di s-

abilities Advocacy Network in that state.

Anot her maj or concern raised at the conference was in regard to the
anount of reporting that would be requested fromus. As stated in
the agreement, we want it "brief." The form should be no |arger than
a postcard and will be requested no nmore than quarterly.

Al so, please find enclosed a formfor you to conplete and return to

us that will let us know what you see as priority activities for our
central office staff to performduring the coming year. This wil
help us to make best use of our very meager budget and to provide
those services that will be of nmost help to you.
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So, please review and conplete the enclosed materi al s.
addressed envel ope is provided for your convenience.
may have questions so please feel free to contact:

M . Roger Strand, Planner

Devel opnental Disabilities
Protection & Advocacy Network

State Pl anni ng Agency

200 Capitol Square Buil ding

550 Cedar Street

St. Paul, MN 55101

Tel ephone: 612/ 296-4018

Sincerely,

Marylee Fithian, Director
Developmental, Disabilities
Planning Office

enclosures: Does Pennsylvania...System?

Statement of Mutual Obligation
Needs Assessment

ROS:kt

-23-

A sel f-
I'm sure you



STATEMENT OF MUTUAL OBLI GATI ON

"Creating a Devel opmental Disabilities
Protection and Advocacy Network in
The State of M nnesota”

Purpose of this nmutual obligation

There are presently over two hundred advocacy organi zations in
M nnesota that serve persons with devel opnmental disabilities. These
agencies are located within and outside of government structures. One
long range goal that was stated in the Fiscal Years 1978/ 79 Devel op-
mental Disabilities Protection & Advocacy State Plan addressed the
need for better coordination and comunicati on anmong the many advocates.
Therefore, the State Planni ng Agency, which has been designated by the
Governor to inplenent the State Plan, is asking assistance in defining
its role as a central, facilitating office and is requesting (in return
for services rendered) for a commitnment from each advocacy agency to
actively participate in and become an official part of the M nnesota
Devel opnental Disabilities Protection and Advocacy NetworKk.

The overall intent of the central office of the M nnesota Protec-
tion and Advocacy Network is to strengthen and expand advocacy services
to all persons with a developnental disability who need such services.
Thi s goal can best be achieved by acting as facilitator, coordinator,
and as a communication |link for the many independently operated advocacy
agencies that agree to participate in the "network."

Services to be provided by the central office of the Devel oprmental
Di sabilities Protecti on and Advocacy NetworKk;

A. The services to be perfornmed by the central office of the Devel op-
mental Disabilities Protection and Advocacy Network will be
dependent upon:

1. The results of an annual needs assessnent of those individuals
and/ or agenci es which become part of the Protection and Advocacy
Net wor k;

2. The resources available to carry out its duties fromthe federa
and state government, such as appropriations fromthe U. S.
Congr ess;

3. Any constraints placed upon its function by |law or regul ations;
and

4. The paraneters of the scope of work to be perforned, as stated

in an annual State Protection & Advocacy Plan, and as approved
by the Departnent of Health, Education and Welfare.
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B. Specific exanmples of work that may be perforned by the central
of fice of the Devel opnmental Disabilities Protection and Advocacy
Net wor k i ncl ude:

1. Publishing a newsletter
2. Providing technical assistance to |ocal/regional/state |evel groups

3. Providing and/or facilitating specialized training for advocacy
practitioners

4. Sponsoring conferences

5. Sponsoring and/or facilitating special interest nini-conferences
in each region

6. Public information/education (Increasing public awareness about
the needs and rights of persons with devel opmental disabilities)

7. Information and referral services
8. Updating and distributing the Advocacy Resource Directory

9. Denonstrating innovative approaches in providing advocacy
services

10. Collecting data about the scope/extent and quality of advocacy
services provided in Mnnesota

11. Evaluating advocacy progranms (This could include designing
and field testing evaluation instruments.)

12. Serving as an information clearinghouse

I1l. Reciprocal responsibilities of participating individuals and/or

advocacy agenci es:

So that 1, the undersigned, and/or ny agency mi ght be considered as
being a part of the Devel opnental Disabilities Protection and Advocacy
Network, | hereby agree to participate in the following activities:

A. Contribute ideas, articles, and pertinent information for
inclusion in newsletters, position papers, training resources,
or other nmedia that will contribute toward the protection
and advocacy conmuni cation network;

B. Briefly provide basic, statistical data and information about
ny program (e.g., nunber of persons served, nunber of paid and
vol unt eer advocates, services provided and types of problens
confronted) at least twice a year on an ongoi ng basis.



C. Assist in developing or revising the Annual Devel oprmenta
Disabilities Protection and Advocacy State Plan by nmeans of
revi ewi ng, commenting, and helping to select priorities.

Si gnat ure Dat e

(AQ /

Print Name Tel ephone

Advocacy Agency

Addr ess

(ZI P)

Check one:

The above signhature represents ny participation as an individual
only, independent of any agency.

The above signature represents participation of the entire
organi zation, as listed above.

V. ON BEHALF OF THE STATE PLANNI NG AGENCY AND THE M NNESOTA DEVELOPMENTAL

DI SABI LI TI ES PROTECTI ON AND ADVOCACY NETWORK, |, the undersigned, do
hereby honor this agreenent within the constraints listed in Itemll,
A, above:

rector Date

MARYLEE FI THI AN

Devel opnental Disabilities Planning O fice
State Pl anni ng Agency

Capitol Square Buil ding

550 Cedar Street

St. Paul, Mnnesota 55101
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Does Pennsylvania Have An Effective
Protecti on and Advocacy Systenf?*

"Does Pennsylvania have a protection and advocacy system for
the devel opnental |y di sabl ed?"

That question has been heard many tines and sone cynical voices
have answered: "There is no effective P & A systemat work in
Pennsyl vani a. "

On April 29, 1977, a private non-profit corporation was forned
under the name Devel opnental Disabilities Advocacy Network (DDAN) to
meet the mandate of the Amended Devel opnental Disabilities Act,

Title I'l, Section 113. This corporation has been in existence and
functioning for a little nore than a year—yet the question persists.

Obviously, "a little nore than a year" is too soon to expect a
statewi de systemto be fully-established, given the conplexities of
organi zing such a systemand its very nature.

At its best, protection and advocacy is a |lay novenent. But a
network of lay activity and lay activists has need for enough organi-
zation and professional assistance to assure efficient conmunications
and non-duplication of effort.

It is this need for "professional assistance" which DDAN answers.

DDAN is a supply line to local advocacy units and other groups to
hel p them cooperate in advocating where they are.

As a result, the effectiveness of DDAN depends very much upon
the willingness of |ocal organizations to cooperate with each other and
with DDAN as the state coordinator and facilitator

DDAN is a resource center. And, as such, it depends upon "feed-
back" from these | ocal organizations so that information and renedies
can be shared with those in other parts of Pennsylvania with simlar
probl ems and needs.

As a matter of philosophic policy, the energies of the DDAN
Board of Directors and staff are directed outward across all of
Pennsyl vania to reach and aid consumers and providers of advocacy
services.

DDAN is not a bureaucratic force which can inpact the State with
its own dynamcs. And the Board has promised itself that it will do
all in its power to keep Pennsylvania's protection and advocacy
system - DDAN - from beconing a bureaucratic nonster, feeding itself
on self-inmportance and self-aggrandi zenent.

DDAN wi Il not try to entrench itself nor justify its existence.
If circumstances do not justify DDAN s existence, then DDAN wi |
cease to exist.

But DDAN is an idea. An idea which can ripple outward to
inspired m nds and make taut the nuscles of action- And an idea
returns, not to draw things unto itself, but to create a network of
cooperation in which all humanity takes ownership of truth and justice.

-The Rev. Hobart Canpbell
Presi dent
DDAN Board of Directors

*Reprinted by perm ssion fromDefender, Wnter, 1979, The Pennsylvania
Devel opnental Disabilities Advocacy Network, Inc.
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Annual Needs Assessment
M nnesota Devel opmental Disabilities Protection & Advocacy

Net wor k
June, 1979
The following information will be tabulated and will be incorporated
into the future State Plan. The collective response should indicate
what the advocates in M nnesota need and want. Every effort will be

made to try to neet these stated needs, within the realistic con-
straints of staff, resources available and noney.

Questions:

1. What functions/services should the central office of the Devel op-
mental Disabilities Protection & Advocacy Network provide? Indicate
whi ch you see as the top six priorities by placing a nunber next to
the itens, starting with the nunber "one" as the top priority.

a. Publ i shing a newsletter

b. Provi ding technical assistance to local/regional/state
| evel groups

C. Providing and/or facilitating specialized training for
advocacy practitioners

d. Sponsoring conferences

e. Sponsoring and/or facilitating special interest mni-
conferences in each region

f. Public information/education (increasing public awareness
about the needs and rights of persons with devel opnental
di sabilities)

g. Information and referral services

h. Updating and distributing the Advocacy Resource Directory

Denonstrating innovative approaches in providing advocacy

services

Col l ecting data about the scope/extent and quality of

advocacy services provided in Mnnesota

k. Eval uati ng advocacy prograns (This could include design-
ing and field testing evaluation instruments.)

1. Serving as an information clearinghouse

m O her (specify)

‘\_.

2. \What specific problenms or issues would you like to see addressed in
newsl etter articles, workshops, etc.?

PLEASE RETURN | N THE ENCLOSED SELF- ADDRESSED ENVELOPE
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Appendi x #2
Federal Regul ations Governing

Devel opnental Disabilities
Protection and Advocacy Systems
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Federal Register { Vol. 45, No. 92 [ Friday, May 9, 1980 / Proposed Rules

DEPARTMENT OF HEALTH,
EDUCATION, AND WELFARE

Office ot Human Development
Services

45 CFR Parts 1385, 1386, and 1387

Develapmental Diszbilities Program

AGENCY: Department of Health, .,
Educalion, and Welfare, Officeof
Human Development Services {HDS),
Rehabilitation Services Administration
{RSA].

acyion: Notice of proposed rulemaking.

“ sumatary: The Rehabilitation Services

Administration [RSA) in HDS proposes
new and revised regulations. The basis
for these regulations ic the
Developmental Disabilities legislation.
In these proposed rules, RSA is also
revising and clarifying the current
policies and regulations that will have
continued applicability. The proposed
rules do not include regulations for the
university affiliated facilities program,

" which have been issued soparately

under 45 CFR Pa:t 1302 {Augus) 6, 1978,
Vol. 44, No. 152), excepl for a new
requirement for an assurance regarding
the rights of persons with developmental
disabilities,

DATE: Comments on the proposed
rulemaking must be reccived on or
before August 7, 1980.

ADDRESS: Comments should be
addresscd to Cormissianer,
Rehabilitation Services Administration,
U.S. Department of Health, Ecucation,
and Walfare, Washinglon, D.C. 20201,
Comments are available for public
inspection in the Bureau of
Developmental Disabilities. RSA, Room
3070, Mary E. Switzer Building, 336 C
Street 5.1V, Washington, D.C. 20201,
Monday thirough Friday. 8:30 a.m. o 5:60
p.m., telephone (202} 245-0335.

FOR FURTHER INFORMATION CONTACT:
Ms, Marjorie Kirkland. Dureau of
Developmental Disabilities,
Washington, D.C. 20201, Telephone:
(202) 245-0335.

SUPPLEMENTARY INFORMATION:

Ceneral

. We ate proposing new regulations to

implement Title V of the Rehabilitation,
' Comprehensive Services, and
Developmental Disabilities
"Amendments of 1978, as well as to meet
additional needs of the program which
have become apparent. The titic of the
new Act is the Developmental
Disabilities Assistance and Bill of Rights
Actl. It provides for a three-year
extension of the guthonzations of

appropriations for: {1} The basic State
program; {2} syatems for protection and
advocacy of individual rights: (3) the
university affiijaled facilities programs
for administration and operation of
training and service programs; and (4)
special project granis including projects
of national significance. The following
seven seclions present the major
changes made to the developmental
disabilities programs by the 1578
amendments. The policies and purposes
ol the changes are discussed in the
section-by-section analysis of the
proposed regulations.

Parts of the Rehabilitation Services
Administration will soon be transferred
to the new Department of Education; the
Developmental Disatilities Ofiice will
remain in the Department which will
become the Department of Health and
Human Services. Changes resulting from
the reorganization will be made in the
final regulations.

*Definition of Developmantal Disabilily

A major change brought about by the
1378 amendmenls is in the ceiin:lon of
developmental disability, The new
definition is based on a study mandated
by Pub. L. 84-103. It states that a
developmental disability: (1} is severe
and chronic; (2) is altributable to a
mental or physical impairment; (3} is

program for persons with developmenta)
disabilities that does notl meet certain
slated standards; . .

(4) Nonresidential programs must be
appropriate to the persons served.

No authority was included in tha! Act
to aliow the Department to withhold
funds from Stales on the basis of failure
to meet the findings. -

The 1978 emendments, however,
added a requirement to the basic State
grant program tha! the State assure the
Secretary thai the rights of
developmentally disabled people are to
be protected consistent with Sec. 111.
The Depariment has decided to require
that all programs authorized under the
Acl, except for the protection and
advocacy systems, comply with Sec. 111
of the Act. ‘The proleclion and advocacy
sysiems are exempted because they are
an extension of the "Rights” provisions
and the systems do not provide servicas,
treatment or habilitation. The
Department believes that applying this
policy to the other programs is within
the intent of Conzress. Recipients of
funds under the Act are to assure the
Swte and the Commissioner that they
wiil provide services which comply with
the requirements of Sec. 111 (Rights).
Failure to comply with the agsurance
may result in the loss of Federal funds.

manifested before age 22; (4} is expec!edyrolection and Advocacy Syslems

to continue indefinitely; (5} results in
substantial functional limitation in three
of seven specified areas of major life
activities: and (6) reflects the need for
lifelong and individually planned
services.

The House Conference Report No. §5-
1789, accompanying HR. 12:67, p. 104,
95th Congress, Second Session, noted
that “the definition is intended to cover
evervone currently covered under the
definition and it Ts also intended to add
other individuals with similar
characteristics. . . . I1is not the intent
to exclude anyone who legitimateiy
should have been included under the
definition in current law.”

ARighls of lhe Developmentally Disabled

Section 111 of Pub. L. 84-103
contained a series of “findings™
respecting the rights of developmentally
disabled persons, including the
following:

{1) Persons with developmenial
disabilities have a right 10 appropriate
treatment for their disabilities:

(2) Freaiment should be designed to
maxiniize the developmental potential
of the person;

(3) The Federal government and the
States both have an obligation o ussure
that public funds are not provided 1o
any institutional or other residential

. _3-"

The 1978 amendments made several
chanyes in the pratection and advocacy
provisions, They are a prohibition
against the State planning council's
administration of the State's system:; a
requirement that a report describing the
State's activities be submitted to tha
Secretary at least once every three
years: and a requirement that a program
performance report be submilted
annually, Failure {o have an approvable
system in place will result in the loss of
Federal funds for the basic State prant
program as well as for the protection
and advocacy system. Minimum
allotments of $50,600 are established for
the States.

‘State Planning Councils

Severa! changes in the Act affect
State planning councils. One-half,
instead of one-third, of the members are
to be consumers and their
represeniatives. The principal State
agencies represented on the council
remain the same as in the prior Act, but,
in addition, higher education training
facilities and locul agencies must now
be represenied. The Governor is to
appoint all members and provide for
appropriatc retalion of the members.

The State council is so constituted
that it provides a forum for consumer
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involvement in policy and priority
determinations.

The council also provides a "means for
exploring all avenues for the provision
of services through State and local,
private, and public agencies. Unlike the
prior system the council must now
develop the Stale plan jointly with the
administering agency.

State Plan

The major part of the Developmental
Disabilities Program is the basic State
plan. In 1970, the pregram was seen as a
planning and coordinating mechanism,
with some funds for augmenting services
provided by other agencies. The
amendments of 1978 have o a
considerable degree, changed the
programs to provide services. The
priority service argas are: (a) case
management; [b) child development; {c}
alternative community living
arrangements; and {d) non-vocational
social-development.

The Act provides that until the
appropriation exceeds S60 million a
year, a Siale is required to fund at least
one, but not more than two, pniorty
service areas. The State may fund three
priority service areas when the Federal
approprialion is more than S60 million,
Regardicss of the Federal appropriation,
however, the State must spend at [east
€5 percent or $100.000 (whichever ic
- greater) of its allotmment for services,

For those States which would have to
reduce the amount of Federal funds
spent on planning activities in order to
mece! these requircments, however, the
Acl provides a transitional period.
These States need not reduce the
amount spent for planning in the fiscal
years ending September 30. 1979 and
Seplember 30, 1980. By Gctober 1, 1980,
however, all Stales rust allocate at
least 65 percent fur services. These
transitional provisions are not included
in the regulations Lecause the
Department believes they are self-
implementing, and because they will
soon expire.

The State plan now must be revised at
least every three years, instedd of
annually, as before. It must, howaever, be
reviewed annually by the State councii
for needed changes in priority service
areas. There are now eight major
sechions of the State plan instead of the
30 previously required.

Allotments

The 1978 amendments incrense from
$100.000 1o $250.000 the minimum
allotment each State and Puerto Rico
may receive for the basic State program.
Minimums for the other Terrilories are
increased to $100,000, The Notthern

Mariana Islands may participate in the
program if it chooses.

" special Project Granls

New grant suthority is available to
support the development and
demonsiration of methods to aliract and
retain professional personnel to serve
developmentally disabled people. and
the demonstration of methods to expand
or improve protection and advocacy
services. The Commissioner is to
establish procedures o ensure the
invelvement of developmentally
disabled persons and their parents in
the datermination of prigrities for these
grants.

QOverview of Regulations

The regulations in these paris are
reorganized and rewritten for clarity
and simplicity in accordance with
HEW's Operation Common Sense.

The following regulations were
previously promulgated in 45 CFR parts
1385, 1386, and 1387 and are not
changed, bu are included in these
reculations for the sake of clarity and
completeness.

Hew Lacatlon of Regulations Promulgated in
1977, Not Substantively Changed

Present secton and bitla Proposed
sacthon
1385 T—=Recavery 13856
3355 9—Cooperatve of jo'nt eHort between 13885
States and agencies
1325 10—Awars 13855
1386 1{b)—Purpose and ass.ua'aces 1385 46

3386 2{a), (b). {d}. (e}—Pian submsssm and a.p~
proval

1336 3—Designation of State agencylies) for ad- 1386.44
fiigiration
1366 d—denbiicabon of admustratve program 1386 61(c)
und,
1336 10(3) {oi—Allotments to 513108 v 13561
1388 t1—=Realiotment of funds 1388 2
1386 12(h—Cordfors on uses of 1385 %{b)
1386 t3—Fadaral share 128656
1386 t4~Nonduphcauon 4386 8
1366 151a)—Payments 1 1336 9
BoN. Senites and CoNstrushen
1386 16{0)—Wihoding B PAYMENIS . ccsemennisn 1386 11
1386 20—Methods of adryrsiration . 1386 43
1382 2 {—Pe-sgnnel admnsiation . 1385612
1385 22—Fezal ag an sivat a0, - 1385 41}
1386 23—5pecial inantial ang :ecnmcai ass:sl- 1386 A7 (1)
ance 1o poverty areas,
1386 2d—Reponts 1386 41(d)
1368 25(a\-Methods Of SvalLANDM .o 1336 49
1385 25—Uise of volunieers 1385 50
1306 47 —Habhhlalae pians .. . 133552
1384 81—Establshment ol Siate plannmg coun- 1386 414

(=]
1366 80- 112—Subpart U Practce and Prote-1388 83-.112
dure for Heanngs lo States on Conlormdy of
Developmontal Disabsigs Pians 0 Feoeral
19quemants
1387 2—Apphcation content L. ... —
13587 J—Eigble appacants ..., . "
13687 20- 23— Specal projoct granis . o

1387 £
13473

In proposing the new regulations, we
maintain the underlving purpose of the
regulalions as stated in the Preamble to
the Proposed Rules published in the
Federal Register on August 30, 1976 {Part
1, Vol. 41, No. 169). That purpose is to
ensure the continued turgeting of funds

-32-

and resources to services to
developmentally disabled individuals
through a national, State, and local
partrership. To this end, the goal of the
program is 1o enable States to increase
the provision of qualily services to
persons with developmental disabilities.
The goal is to be reached through the
design and implementation of a
comprehensive and continuing State
plan which makes optimal use of
Federal, State, local, and private
resources, and assures the rights and
dignity of all those being served.

The following is a section-by-section
analysis of the proposed regulations.
{The references in parentheses io the
headings are to the applicabie secticns
of the Act)

Part 1385--General

This part sets out the provisions
applicable to two or more of the
developmental disabilities programs.
We believe that this organization will
make it easier for members of the public
to locate common policies and
procedures, and thal it will aveid
unnecessary duplication.

Seciion 1385.1 Purpose of the
regulations. (Sec. 108)

This section sets forth the purpose of
these regulations which is to implemeant
the Act, and lo provide operationai and
administrative information needed by
users to understand the reguiremenls
and to act appropriately.

1366 Hﬁé’echan 1385.2 Definitions. {Sec. 102}

This section includes definitions vsed
in Parts 1385. 1307, and 1388 of this
chapter. Terms relating only to
construction have been omitted because
the Act no longer provides authority for
construction activities,

We have quoted the definition of
developmental disabilities frum the Act
withou! eiaboration. Some people have
expressed concern that we nred o
clarify several terms in the definition.
For example, ""severe disability” and
“substantiaj functional limitation” are
subject to varied interpretations. so that
one State might find an individual
eligible for services under the Act, but
another might not. The Department
believes that all of the specifications
taken together constilute an adequate
definition without further definition of
the component terms.

We welcome comments regarding
problems encountered in using this |
definition. We are particulary interested
to know whether the term "subslantial
functional limitations” needs to be
defined; also, whether the scven areas
ol lifc activity need further definition,
We hope to learn whether the
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unelaborated definition will bring about
greater ease of planning, administration
and programming: and, most of all, if it
results in providing services to the
developmentally disabled population.

&ecﬁon 1365.3 Rights of persons with
developmental disabilities (Rights).
{Sec. 111}

The "Righ!s of the Developmentally
Disabled.” which was included in but
nol implemented by Pub. L. 9+-103. is
" being applied by the Rehabilitation
Services Administration in relation 1o all
programs authorized under the Act

+ {except the protection and advocacy
program Jor the reasons staled above in
“Rights of the Develupmentally
Disabled"). However, the 1878
amendments require implementation of
the provision. The regulations elaborate
on ire “Rights” in the following ways:
{i} we have added to the list of “rights”
slandards for compliance with Medicare
fire proteclion requirements. The
Medicare standards have been proposed
in order to avoid confusion for providers
of servicas and S st2s: {2} we hove
added standards {or nearesidortiul
progranis: and {8j we have promabited
the zward of State and Federal funds to
programs or activities which do not
meet the standards. Paragraph (b)
provides that each grantee, except for
the protection and advocacy program,
must give an assurance that no Federal
or State funds will be used by any
pro;ect progran, activily, or facility that

9 ot comply with this section,
-av!ure to comply with this assuiance
may result in the loss of Federal funding.

Section 13854 Grants administrotion
requiremesits.

This section incorporated 45 CFR Part
74, and other Departmental grants
requirements that are appticabie 1o
deviopmental disabibities programs. A
new piovision has been added providing
for a netificution and hearinzii o
specific claim is to be disalowed.

The proposed regulation, in paragraph
{r). provides for the {first time ihat States
may appeal disallowances to the
Deparimental Grant Appeals Board. The
decision of the Board shall constilute the
. final agency decision on the
" disallowances.

Paragraph (d} pertains to the
examination of ali records of grantecs

+ and sub-grantees recetving funds under
the Act by awthorized representatives of
the Secretary or the Comptrolier
Cenerel of the United States. The
pronosed regulation, although included
it 453 CFR Part 74, is added to emphasize
the need for access to recerds, including
all records of the protection and
advocacy sysiem relating {o Federally

funded aclivities, in order for the
Department to carry out its
responsibilities and to assure proper use
of Federal funds. Some States and
sgencicy have objected lo this activity in
the past.

Section 1385.5 Awords

Section 1385.6 Recovery of Federal
funds used for construction of facilities.
{Sec. 107)

No substantive changes are proposed
from the present regulations.

Section 1385.7 Assurances regarding
evaluation system. (Sec. 110{a}}

As a condition to the receipt of
Federa!l funds under the Act beginning
October 1, 1980, each State must assure
the Commissioner that it will submit a
time-phased plan for implementation of
a comprehensive system for the
evaluation of services to persons with
developmental disabilities provided
under the Act. By October 1, 1982, the
State must also assure the
Commissiorer that it is usirg the
evaluziion system. Failure {o dc s6 may
result in the loss of Federal funding.
Except for a revision of the time
schedule for planning and
implementation, these provisions are the
same as those in present regulations.
The Commissioner will issue
instructions to the Stales on planning
end implementing the evaluation
system. '

Part 1386—Formula Grant Programs

‘The purpose of this part of the
proposed regulations is to specily
palicies and procedures for the conduct
of the formula grant programs, including
the impiemcntation of the changes in the
1978 amendments. Parl 1386 is divided
into four subparts. Subpart A contains
the general provisions pertaining to one
or both of the formula grant programs,
except where noted. Subpart B provides
details of the requirements of the
protection and advocacy system.
Subpart C deals with the basic grant
program including provisions regarding
the State planning councils. Subpart D
explains the practices and procedures
for hearings when a question of
conformity er compliance has been
raised.

Subpart A—General

Section 1386.1 Formula for defemining
allotments. (Sec. 132(a)}

No subslantive chenges are proposed
from the present regulations,
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Section 1386.2 Allotment for basic
grant program. {Sec. 132{a}{2] (A} & (B])

This section informs the States and
Territories of the new minimum
allotments, increased from $150,000 (o
$250,000 {or States, the District of
Columbia, and Pucerto Rico. The other
Territorics are to be alloted $135.000 as
a result of this reasoning:

{1) Scc. 132{a}{2){A) states that the
sllotment to the Territories may not be
fess than 8100.600;

(2) Sec. 133[(h}{4}(B) states tha! “not
less than $100,000 or 65 percent * * *,
whichever is greater, wili be expended
{on services * * **' {Emphasis added.)

(3} In order {or the Tersitories to spend
$100.000 {the greater amount) and still
have funds for planning and
administration, il is evident that their
allotment must be more 1than $100,000,

{4) We are allotling 35 percent of
$100,000 to the Territories for planning
and administration, or a total of $133,000
to each.

B5ection 13863 Allotment for protection

and edvoccey system. (Sec.
113(b)(1)(A))

This section incorporaltes into the
regulations provisions contained in the
1978 amendments for allotments for
protection and advocacy systems. This
section also establishes a minimum
allotment of $30,000 per year (instead of
the previous $20,000 per yeat} for Guam,
the Commonwealth of the Northern
Mariana Islands, American Samoa. the
Virgin Istands, and the Trust Terrilories
of the Pacific Islands since minimum
allotments were not included in the Act,
The Department believes these
minimums are essenlial for those
Territories 10 operate a protection and
advocacy syslem in their areas.

The regulations also provide thatin
the event the appropriation is less than
the amount necessary lo make
allotments to the States and Terriiories
under the previous paragraph., the
State's allotment shall be equal to the
ratio which the Siate’s allotment beurs
to the total amount approprialed.

Section 13864 Reallotment. (Sec.
132(d})

Section 1386.5 Cooperative or joinl
effort between States and between
agencies. (Sec. 132(c}]}

Section 1366.6 Federol ond non-
Federol shares for the basic State grant
program. {Sec. 103}

No subslantive changes from the
present regulations are proposed.
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Section 1386.7 Obligation by grantces
and subgrantees.

This new section specifies the period
of time during which grantees and
subgrantees may obligate funds under
the Act.

Section 1385.8 Nonduplication. (Sec.
136)

Section 1364.9 Paymenls. (Sece. 134)

No substantive changes from the
present regulations are proposed.

Section 1386.10  Liguidation of
obligations. {Sec. 134)

This new section has been added
because the Act (Sec. 134) reguires that
expenditures be made undcr the State’s
current, approved Siate plan. in the past,
funds have sometimes been held for
Jong periods withou! being used for
program purposes. We believe good
management practice allows not more
than one additional year for hquidating
of costs resulting from obligations.

Section 13686.11  Withholding of
paymernts. (Sec. 135}

This section restates {hc cxsting
regulations. The proposed regulation
also extends this provision to the
protection and advocacy program. In the
previous regulations, this provision
inadvertenlly failed to reler lo the
proteclion and advocacy system. We are
correcling that omission in this section
of the raguiations.

Section 1386.12 Standards for a merit
system of personnel administration.

This section incorporates the
slandards for a Merit System of
Personnel Administration as
promulgated by the Office of Personnel
Management [OPM). The standards
apply to persons empleyed by State and
local governments under the protection
and advocacy system and the basic

tate procram funded under Suhparis B
and C of Puart 1486, including the stafl of
the State planning council. The
Departnient has adopted these
standards which were pubhished in the
Federal Register, Vol. 44, No. 34,
February 18, 1979. They are available
from the OPM, and HEW Regional
Offices.

Section 1386.13 Foir hearings.

This section sels out a new
requircment which is added because of
the 1978 amendments’ emphasis on the
provision of services. The Department
believes that all reasonable means must
be used to assure: (1) that persons
applying for services are not arbitrarily
deniad them, snd {2} that no one
receiving services hag them terminated

*‘Sec!:’on 1386.20 Rcguiremen!s fur

or reduced without a hearing. To
accomplish these purposes we have
adopted the language vsed in the
regulations for Title XX of the Social
Security Act (Social Services). (See 45
CFR 228.14.}

#Subpaﬂ B—State System for Protection

and Advocacy of Individual Rights

As a condition for a State 1o receive
Federal funds for the basic State
program, the act reguires that the State
must have in operation a system (o
protect and advocate the rights of the
developmentally disabled, Failure to
meel this requircment may result in the
loss of Federa! funds under Subparts B
and C of this Part and also under Part
1387 {because the Slale in which a
special project is to be carried out must
have a State plan approved-under Part
).
The Department has had over two
years’ experience in administering the
protection and advocacy program.
Based on this experience, it is proposing
several new and more detailed
regulations.

participation in the developmental
disabilities program. {Sec. 113{c}}

‘The legislative requirements for the
system are restated from the Actin
order to emphasize their importance, In
addition, the regulations clarify the
population that is to be served. \We do
not believe Congress intended to
exclude the group most urgently in need
of advocacy: those persons with
developmental disabilities who are not
receiving services. We have, therefore,
made “all individuals with
developmenta) disabilities in the State”
eligible for assistance by the svstem.

Seclion 1386.20{c)({2] requires that
protection and advocacy systems have
the authority to institute Jegal and
edministrative proceedings to redress
the richts of institulionalized
developmentally disabled persons
withou! the necessity of representing a
named client. Exercise of this authority
is contingent upen the protection and
advocacy system cerlifying to the court
or administrative body that certain sieps
have been taken in an attempt at non-
judicial resolution.

The Department is particularly
interested in knowing if there are any
slate constitulional, statutory or judicial
barriers to this provision. f there are, is
the stale willing to eliminate these

Sarriers? What would such changes
entail end how long would they take?

Sections 1386.20{3) and {4) require that
protection and advocacy system have
access lo the medical and personal
records of institutionalized
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developmentetly disabled persons. In
the case of judicially declared mentally
incompetent individuals, iheir guardiuns
must be given reasonable notice of the
proiection and advocacy system’s inlent
to examine the records. If the
institutionalized person is not mentally
impaired, the protection and advocacy
system must obtain that person’s
consent before being allowed access to
the records. However, the protection
and advocacy system musi establish
procedures to protect the confidentiality
of the records examined.

The Departmental believes that these
provisions are essential and will provide
the protection and advocacy systems
with the necessary mechanisms o
adequately protect the righis of
institutionalized developmentally
disabled persons,

On the basis of cur experience, we
have required thaf the proteclion and
advocacy system have physical access
Lo persons with developnienta)
disabilities who are in any institution or
program,

Aﬁec!:’on 138521 Designated 5ia'e

protection aad advocscy of):ce. (Sea.
113{0)}

This section specifies what the Staie
musi do in designating the State’s
protection and advecacy office and the
limitations on its choices. The present
policy of allowing States to seleci public
or privaie nonprofit agencies to carry
out the protection and advocacy
program is mainiained. :

Some States have proposed lo place
the protection and advocacy office in an
sgency which provides guardianship.
The Department considers guardianship
a service. Since Sec. 113{a){Z} requires
that the protection and advocacy svstem
be independent of any agency which
provides services to persons with
developmental disabilitics, we believe
guardianship and protection and
advocacy may nol be comhined. There
is a potential conflict in guardianship
cases because guardianship
arrangements, especially involving
adults, impose limitations on the ward’s
rights. Our policy will bie to assume that
a conflict exists any time a rcasonable
question is raised. This policy is
necessary in order to best protect the
interests of the individuals because of
assuring the independence of the system
from service providers.

Section 1365.22 Report on the State
system. (Scc. 113(eJ(3)(:A)] .

This proposed regulation establishes
for the first time the kinds of information
which the State must include in the
slatulonly required report to the
Commissioner on the protection and
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iz essential to assure thal States develop
8 comprehensive plan 1o bring together
all evailable rescurces so that the
developmentally disabled may be
served in the most effective, efficient
way. In continues policy now in eaisting
regulations. ‘
Subscction {c) requires that the State
plun desenibe the extent and scopp of
priority services which will be provided
each year under the plan. We expect
_ ihat the annual review will lead to a
shift from one area to another if the
State determines that the change will
result in more or beller services.
Subsectien (d) reguires the
establishment of @ metxod and criferia
for evaluating the effectiveness of the
State plan in meeting 1ts objectives. No
.substantive change from the present
regulation is proposed.

Section 1386.45 FPriority services. {Sec.
133(bJi4})

Since 1970, the Developmental
Disabilities Act and its amendments
includina the 1978 amend ronts, have
contzined a hst of 16 sneciahzed
services needed Ly perrons with
developmental disabilitics at various

- periods throughout their lifetimes. This
list was intended to be i'lusirative rather
than restrictive. The purposs has been
to suggest the variety of services
needed.

Insiead of leaving States [ree to
choose one of these 16 services for
support by funds under this Subpart, the
Act now establishes four prionity sertice
areas for the use of Federal funds. The
House Report states several advantages
1o focusing on the four prionity service
areas instead oi leaving tire selection
enlirely to the discretion of the States.
(H. Rept. 95~1188, stipra. p. 10)

The {our pulority services zre: (1) case
management services. (2) child
development services, {3) ellernative
comnrunity hiving arrangement services,
and (4] nonvocational suvtal-
developimental services. Tney are
further described in this section.

States may not provide aclivities in
their State plan tha! are necessary but
subordinate parts of one priority service
as a separate priority service area. For
example, allernative community living
arrangement services obviously are
focused on one's residence and the
services directly related to resudence.
Case management services are focused
on the necd for people in residential and
non-residential sellings. If a place to hve
is 10 be provided under the plan, the
allernative communily hving
arrangement services wonld be the
priority area selected. Case management

. services provided to people in the
community living setting may not be

identilied as 4 separate priorily service
area.

Section 1386.46 Use of funds. {Sec.
133(b)(3)}

No subastantive changes are proposed
from the present regulation.

Section 1386 47 Provision of priority
services. {Sec. 133(b)(1}}

Subsection {a} requires the State
council to select one or more priority
service areas for which Federal funds
will be expended. The priority service
areas selecled must be identified in the
State plan. Paragraph (2} states the
statutory crileria for determining the
number of service areas that may be
funded in any ycar, Until the
appropriation exceeds 560 million per
year, a State is required to fund one, but
not more than twao, of the priority
service areas. No more than three
priority service areas may be funded if
the appropriation exceeds $60 miilion
but is less than $30 million per year.

Paragrapi (3] authorizes a State, once
it has selectd a Fedesal prioiity service
area, to selecl a service area ol 1ts own
choice as a substitute for one or more
additional Federal priority service areas.

Paragraph {4) allows a State to
request that the Commissioner grant a
waiver of the limitations set forth in the
two previous paragraphs. The waiver
allows the Siate to fund additional
service areas. This paragraph states the
conditions on the granting of the waiver.
The purpose of providing for a waiver is
to allow States, under limited
circumstances, to use Federal funds for
a service other than those specified in
the Act. The basis for the waiveris
Section 133(b){4}{C) of the Act.

Subsection {b) requires the State
council and State agency to review
annually the priority service areas and
the necd for continuing them. Ci:anges
may be made if needed.

Subsection (c} allows the Slate 1o put
into effect its plan for comprehensive
services immediately, or not later than
October 1, 1980. The basis for this is
Section 133(b}{4){A)(ii). The Department
has interpreted this section to mean that
8 Slate must meet the priority service
requirements not later than the start of
the 1961 fiscal year.

Subseclion [d) requires that the State
plan indicate what portion of ilg
allotment is being expended in the
priovity service areas. The amount
specthicd must be not less than 100,000
or 65 percent of the State’s allohnent,
whichever is the greater.

Subsection {c) lists the activilies costs
of which may bLe ussigned Lo "service
activities.” The purpose is ta allow
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States o support aclivities necessary to
the provision of high quality services.
Subsection (1) continues the previous
provision of the Act and regulations for
special financial and technical
assislance fo urban and rural poverty
areas. States shall use the areas
designated by the State Health Planning
and Development Agencies (HPDA) and
approved by the Secretary. The list of
those areas was published in the
Federal Register, Vol. 43, Ne. 19, January
27,1978, and is available from the State
HPDA and HEW Regional Offices.

ﬁ‘Secn'on 1386.48 Standards for services

and protection of rights. (Sec. 133{b)(3}}

This section of the proposed
regulations lists other assurances thil
must be in the State plan. The plan must
assure the Commissioner that: {a} The
facilities in which services are furnished
comply with the Architectural Barriers
Act, {b) individual habilitatien plans
will be developed for each individual
served, (¢} the human righs of each
person (especially thase persons withaut
familial pretection) will be protacted,
and (d) alfirmative steps will be laken 1o
ensure an opportunity for participation
of the developmentally disabled
population in programs with special
attention given to minority groups.

The required assurances described in
(2), {b}, and (¢) above are consistent
with policies issved previgusly by the
Department. The assurance requited by
subsection {d) is a statutory
requirement.

Section 1386.49 Professional
assessment and evaluation progroms.

{Sec. 133(E)(6}}

The State plan must provide {or
assessing the adequacy of tiie taming of
personnel providing service to
developmentzally disabled people. and of
the Slate programs supporling irantag
of professional and paraprofessional
personnel. The State plan must further
indicate how these training activities
will bring about high quality services.
Among other resources, universily
affihated facilities must be utilized in
States where they are available and
appropriate.

Subsection {c} requires planning and
implementation of a comprehensive
system for the evaluation of services
provided to developmentally disabled
persons assisted under the Act, as
mandated by Seclion 110 of the Act. As
a condiion for the receipt of Federal
funds. the States must submul a plan for
implementing the sysiem by Oclober
1980 and must implement it by October
1982,
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"Ceasurer” means a pﬂrson who

m: 25 the requirements of the definition
- of dovelapmental disabilities.

“Consumer represent auves mean
prrernt, other immediats reiative, or
guardizn of a consumer.

“Depariment” means the Department
of Health, Education, and Welfare.

"Direcm * means the Dircctor, Buieou

svelopmental Disabilities,
Rr :habilitation Services Administration.
“Deveicpmental disability” means a
severe, chroaic disability of a person
which—

{2) Is attributable to a mental or
physical impairment or combination of
mental and physical impairments;

{b} Is manifested belore the person
attains age twenty-two;

(c}is 1k cely to continue indefinitely;

{d) Results in substantial functicnal
limitations in three or more of the
following areas of major life activity: {i)
self-care, {ii} receplive and expressive
language.(iii} learning, (iv) mobility, {v)
self-direction, {vi) capacity for
independent living, and {vii) economic
sufficiency; and

{e) Reflects the person's need for a
combination and sequence of special,
interdisciplinary, or generic care,
treatment, or other services which are of
lifelong or extended duration and are
individually planned and coordinated.

“Facility for persons with
developmental disabilities” means a
facility, or a specified portion of a
facility, designed primarily for the
delivery of one or more services to
persons with developmental disabilities.

*Governor” means the chief executive
officer of the State or Terrifory, or his or
her designee who has been formally
depuhzed to act for the Governor in
carrying out the requirements of the Act
and \hese regulations.

“Institution” means any residential
facility in which a person witha
developmental disability is housed with
non-related persons.

“Poverty area” means an urban or
rural area that meets the criteria
contzined in § 1388.47({f) ofthese
regulations.

“Protection and advocacy office"”
r‘.ear‘s the instrume ..Eaiilj, designated by
the Govecrnor or legisiature to administer
the State's proteclion and advocacy
sLsiem.

“Protection and sdvocacy system”
rzeans all protection and advocacy
sarvices and the mecns usad to provids
them described in lrw approved report

required by § 1386.2

“Public agency” mea’ls any Siate, unit
of local government, combination of
tates or units, or any department,
agency, or instrumentality of them,
including State institutions of higher

education, hozpltels and any Indian
tribal povernment.

"Recipieat” means a (.“"exomnnr d!i;,
disabled prrson or his or her paren
guardien or close relative recewmc
serv ices u""';al(.l.i under the Act.

“Szoietary” means the Secretary of
Health, BEdueation, and Welfare, and
re! s‘IL,"""S to the Secretary include any
individual autheorized to carry out the
Act by delegation or redelegation.

“Services for persons. 1»1 .1 -
developmental disabilities” means
priority services [as defined in
§ 1386.453}, and any cther specialized
services or special adaptations of
generic servicos for persons with
developmenta! disabilities. “Special
adaptations of generic services” aie
services that are generatly availabls to
the public and require modification to

eet the special needs of the

de\ eIomental‘_y disabled person.
Generic services include diagnosis,
evaluation, treatment, personal care, -
day care, domiciliary care, special living
arrangements, training, education,
sheltered employment, recreation,
counseling of the individual with a
developmenta! disability and of hi= 7
family, protective and other social and
socio-lezal services, information and *

referral services, follow-along services,

. - -~
and transportation services necessary to

assure delivery of services to persons
with developmental disabilities.

“State" means the 50 States, the
District of Celumbia, Puerto Rico, the
Virgin Islands, the Commonwealth of
the Northern Mariana Islands, Guam,
American Bamoa, and the Trust
Territory of the Pacific Islands, excep?
as otherwise provided in the Act or
regulations.

“Stale agency” means the State
agency or agencies designated in the
State plan to administer or supervise the
administration of all or designated
portions of the State plan.

“State plan™ means the approvable
document or decuments submitted by
the State to comply with the
requirements for participation under
Parts 1385 and 1386,

“Siate planning council” {also referred
to as “State council” or “council”)
mezns a body which mee!ls the
stanidards of § 1386.30.

“University affiliated facility” means
a public or non-proﬁt facility that is
associated with, or is an integral part of,
a cellega or university. These facilities
must provide for at least the following
aclivities: interdisciplinary trzining for
nersonnel concerned with
develepmantal disabilities;
demoenstration of the provision of
exemplary services; dissemination of
findings of those and other

.
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inform m.o agntharne
service-telated research,
“Volunteer” meuns a persan who
providos a service wibout
compensation, exncapt for ref

of actual e\pe'asr‘*

'
muursement

§ 1355.3 Rights ol persans with
dev glopmental disabllues {nghtsh

(a} Sectien 111 of the Act, "Rights of
Persons with Developmantal
Disabilities", is appl.zable o the
programs authorized under the Act,
except fut the protection and advecacy
system. The basic Stale plan and all
apphcations for uriversity affiliated
facilities or special projects grants must
contain an assurance to the |
Comumissicner that the grantee will not
provide Federal, State or other public
funds to any activity which serves’
persons with developmental disabilities
that is not in compliance with these

‘RloHts .

(b) Failure to comply with this
assurance may result in the loss of
Federal funds under the Act. i

(c) The Rights include:

(1) Persons with developmental
disabilities have a right 10 appropriate
treatment, services, and habilitation for
such disabilities.

{2) The treatment, services, and
kabilitation for persons with
developmental disabilities shall be
designead to maximize the
developmental potential of the person  *
and shall be provided in the sedmg that
is least restrictive of the person's -
persanal liberty.

{3) Federal ard State funds shall not

_be expended or provided to any

institutional or other residential program
for persons with developmental

‘disabilities that—

. (1) does not provide treatment,
services, and habilitation which are
appropriate to their neads; or

(ii) does not meet the foilowiw
minimum standards:

{A) Provides a nourishing. well
balanced daily diet to the persons with
developmental disabilitie; being served
by the program:

(B} Provides appropriate and
sulficient medical and dental services;

{C} Prohibits the use of physical
restraint urpess absolutaly necessary
ar*.d pronibit the use of pbysicat restraint

a punishment or as a subsiitute for a
hab ilitation program;

{D} Prohibits the excessive use of
chemical restraints, 2nd the use of
chemical restraints as punishment or as
a substitute for a habilitation program;
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£ 1386.12 Standards for a merlt system of
personnel administration.

The State plan end the report on the
proteclion and advocacy system must
provide that methods of personnel
administration and affirmative action
plans for equal employment opportunity
in the State and locul agencics
admimstering the programs will conform
to the Standards for a Ment System of
Personne]l Administration, Subpart F,
Part 900, and other standards prescribed
by the Office of Personnel Management.
The standards for a Merit System were
published in the Federal Register, Vol.
44, No. 34, page 10238, February 16. 1979,
The affirmative action plan must be
available to the Secrelary for review,
upon request.

§ 1385.13 Fair hearings.

The State plan shall provide for a
svstem of hearings under which
applicants or recipients or their
representalives may appeal the dental,
reduction, or termination of a service, or
failure to act upon a request for service
with reasonable prompiness. 1he
procedures and provisions of 25 CFR
205.10 govern these hearings.

State plan. In making this determination,
he is to disregard the amount of any
other Federal funds expended and the
amount of any non-Federal funds
required for matching. Any exception
mus! be expressly provided for by
Federal statute,

§ 13869 Payments,

{a) The Commissioner will pat the
* Federal share of expenditures incurred

in the fiscal year under the approved
State plan, and under the approved
report on the protection and advocacy
system. For purposes of this Part the
term “expenditures incurred” is
interpreted to mean allowable costs
pertaining to that year, A cost resulting
from an obligation incurred during a
year is deemed to pertain to that year.

{b) An authorized State official may
reques! the Commissioner to pay from
the State's allotment under Subpart C of
this Part not more than 50 percent of the
cosis of administering the State plan.
The payment is not to exceed 5 percent
of the allotment or $30 GJ0. whickever is
less. In orger to reser o {n e payTeery,
the State mus! expend from ils own
sources, for the current fisca! vear, an
asmount equsl 1o or greater than that
expended in the previcous liscal year for
admimstration of the State plan. Costs
of administering the State plan do not
include cosis for planming activitics or
provision of services, | ’

ubpart B—State System for
Protection and Advocacy of Individual
Rights

§ 1386.20 Regqulrements for participation
in the developmental disah:l:ties program,

{a) In order for a State to receive an
allotment under Subpart C, it musi have
in effect a system to prolect and
advocate the rights of persons with
developmental disabilities.

{b} Failure to submit a report of or to
carry out an approved system to protect
and advocate the righls of persons with

eu!opmnnlal disabilities will result in
the luss of Federal funds for programs
authorized under this subpart and
Subpart C [State Plan for Provision of
Senvices).

{c) The Protection and Advocacy
(P&A) System must meet the {ollowing
requircmen!s—

{1) The P&A System must have the
authority to pursue legal, administralive,
and other appropriate remedies to
ensure the protection of the rights of all
individuals with developmental
disabilities who are receiving services
or are ehigible for services in the State.

{2) The P&A System must have the
authority to institute administrative and
legal proneedings lo reds ess the rights of
institutionalized persons with
developmental disabililics without the
necessity of representing a named chient.
At the tune of commencement of any
proceeding under this seclion, the P&A

§ 1396.10 Liguidation of obligations. ~

All obhgations made by the Staie
agency ar subgraniees under the State
plan and the repart on the description of
the State’s protection and advocacy
system must be hguidated within one
year of the close of the Federal fiscal
year in which oblgations weore incurred.
This requirement may be waived only
where the validity of the obheation or
the amount of the aUhigation is being
actively disputed by the State agcncy or
subgrantee.

§ 1386.11 Withholding of payments.

Afier nolice to the State and an
opportunity for a hearing, the Secretary
may withhold payinents to the State
with respect to costs resulting from
obligations incurred after opportunity
for the heuring or afler a final decision
following a hearing if he finds that there
is a Failure to comply substantially with
the State plan, or with the report on the
description of the protect:on and
advocacy system, or the Act. or
applicable regulations. Hearing
procedures will be conducted in
gccordance with Subpart D of this part.
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System shall certify to the
administrative body or court that:

(i} The P&A System has endeavored to
eliminate the slleged conditions and
practices by informal methods, inclueding
discussion with apropriate officials of
the passible costs and fiscal impacts of
alternative remedial measures;

{ii) The P&A System is satisficd that
the appropriate officials have had a
reasonable time to take appropriate
action to correct such conditions or
practices but have failed to do so;

{iii} The P& A System believes that
administrative or legal procecdings are
of general public importance and will
materially further the profection of the
rights, privileges, or immunities of
developmentally disabled individuvals
secured by the Constitution or laws of
the United States or of any 5tate or
locality. .

{3} The P&A System must have -
appropriale access ta the personal,
medical, and other records pertaining lo
the care of institutionatized ..
developmentally disabled persons uho Hoge
kave been judicially declered mentuily -
incompetent aftcr giving reasonablee « -
notice io the guardians of such persons.- .
In the case of an institutionalized
developmentally disabled person who is
not mentally impaired, the P&A System
must have appropriate access 1o that
person’s relevant records after obtaining
the consent of that person.

(4) The P&A System must establish
procedures to protect the confidentiality
of the records examined under
1386.20{c])(3). These procedures must
conform to the requirements of 42 CFR
Part 442.502. This requirement, however,

.In no way limits or restricts the

Depastment’s access to the records of
the P&A System.

(5) The P&A System may not be
administered m controlied by the Stale
Planning Council.

{6) The P&A System must he
independent of any agency, public or
private, which provides treatment,
services or habilitation to persons with
developmental disabilities.

{7} The P&A Syslem mus! have the
autharity on its own initiative to obtain
access to institutions and programs
serving persons with developmental
disabilities. This right to sccess shall
include the right to meet with persons
with developmental disabilities in
residential and non-residential fucilities
to explain the purposes of the prolection
and advocacy system, assistance that is
available to them, and other detinls of
the program. Exercise of this suthority
shall not requirc advance notice as long
as the visits take place at a ime and in
a manner that does not disrupt the
operation of the [acility or program, for

.
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example. a visit during normal visiting A‘§ 1386.23 Submittal of the report on the 9% 1386.26 Federal financial participation.

hours.

§ 1386.21 Designated Stale protection and

- advocacy ollice,

{a) The Governor shall designate the
office for administering the State
protection and advocacy system.

(b} The State protection and advocacy
office must be a public or private, non-
profit entity. B

*§ 1386.22 Report on the state system,

{a) At least once every three years the
. Governor shall submit an approvable
report to the Commissioner describing
the Stale system. The report must
conform to these togulations and with
guidelines issued by the Commissioner.

(b} The report must include—

(1} Assurances thal the system will
comply with the requirements listed in
§ 1386.20, including—

{i] An assurance that members and
staff of the State planning council
together with providers of services do
not constitute a majority of a quorum of
ary board of &irectors ¢f the svstem
and

(i} An
State planning covnci will n2t serve as
staff of the proteclion and advocacy
office.

{2) An explanation of the
adminis!rative siructure of the svstem
including the excculive crder ora
citation to the law establis5irg the
system and the following infermation:

(i}If it is a public enlity,an  _
explaration of tie office’s location
within the Stele slruciure: or

(if} I it is a private non. profit entity,
the nama 2nd title of the prrson in State
government to whom il reports, and a

State system,

{a} The report must be submitted by
the Governor lo the Comimissioner for
approval. The report must be submilted
to the appropriate HEW Regional Office
60 days prior to the period for which it is
applicable.

[b) Failure to submit an approvable
reporl prior to the beginning of the
period covered by the report shall result
in the loss of Federal financial
participation in costs resulung from
obligations incurred during Lthe period of
the fiscal year for which an approvable
descriplion or revision has nol been
submitted. Failure 1o submit an
approvable report at the appropriate
time may also result in loss of Federal
funds under the $iate plan submitted
under Subpart C.

[c) The Secretary will not disapprove
any report describing the prolection and
edvocacy syvslem or revision of the
system until he or she has given the
State reasonable notice and opportunity
for a hearing governed by Svbpart D of
this part,

esiurence that the stell of tie w5 136624 Amendments 1o the report on

the system.

The Governor shall appiove and
submit to the Commissioner a
description of any change in the system
which will affect the way it is 1o carry
out its required functions. These
amendments must be submitted to and

{a) Federal financial participation is
allowable for costs incurred—

{1) Under the State’s approved repor!
on the State system;

{2] For providing information and
referral services o persons who contact
the system for aid whether or not those
persons are developmentally disabled:

{3} To solve or alleviate problems of
discrimination or denial of rights relaled
to the cligible person’s disabilities.

(b) Costs for which Yederal financial
parlicipalion is not allowable are—

{1) Payments made after the end of the
Federal fiscal year folfowing the fiscal
year in which the underlying oblization
was initially incurred. {Sec. 1386.9.
Liguidalion of obligations):

{2) Except [or information and referral
scrvices, costs incurred on behalf of
persons who do not meet the definition
of developmental disability in § 1385.2;

{3) Costs incurred fur activities not
included in the approved description of
the system:

(4) Costs incurraq f~r astivities on
behalf of persons with davelormogial
disabilities o solve prulieins not
direcily related Lo their disabihities and
which are faced by the general
populace, for example, drawing up wills
and initiating or defending against
divorces; and

{5} Costs not allowed under applicable
regulalions.

approved by the Commissioner piior to 4§ 1386.27 Prohiblition of use of protection

their implementation. The amendments
must include a procedure for providing
continuity of services to persons with
developmental disabilities during the
transition.

copy of the articles of incorporation and 1386.25 Annual reports,

bylaws; {a} The following reports must be
{3) The goals and objectives for the submiited to the Commissioner

system: annually:

{4) The methods being used ta ensure
that the svstem s availabie {0 persens
with developmental disabilitios
especially those residing in institutions,
and those nol receiving services:

(5) The procedures by which the office
determines which clients will be served,
if choices must be made;

(6} A statement of the ways legal,
administrative and other appropriate
remedies are utilized by the system to
achieve its goals;

(7} An eaplanation of the facilities and
resources that are being used to operale
the system;

(8} A list of other prolective and
advocacy services in the State which
relate to this procram, and explanations
of conperabive relationships with them;

{9j Other information the
Commissioner may reguire,

(1) Proposed budget far the next
Tederal fiscal vear

{2) Program performance report; and

(3] Financial status report.

(b} The program performance report
shall describe the activities carried out
under lhe system and any changes made
in the system during the previous fiscal
year.

(c} The proposed budget and the-
program performance report must be
submitted by the Governor to the
appropriate HEW Rexional Oilice. The
proposed budget for the next Federal
fiscal year musl be received in the

~regional Gflice 60 davs prior to the
beginning of the fiscal year lo which it is
applicable. The Finaneial Status Report
must be submitied by cther the
Covernor ar the appropriate Stule
financial official, .
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and advocacy system for lobbying.

No money available under this
subpart shall be used to lobby Congress
as sct forth in 18 U.S.C. 1514, For this
purpose. lebbyving means any unsolicited
communication with members of the
Congress for the purpos=2 of inlluescing
their aclions relating to any legislation
or appropriation before or after
introduction of a bill.

Subpart C—5State Plan for Provision of
Services for Persons with
Developmentai Disabilities

Stale Planning Council

§ 1386.30 E£sltablishment of the State
planning council.

Each State which receives Federal
assistance under this part must establish
a State planning council.

§ 1386.3%  Makeup of the council,

{a) The Governor shull appeint the
members of the ceuncil from among the
residents of the Siate, and shall make
appropriate provisions for rotation of all
members excepl the representatives of
Stale/Federal programs. The State plan
shall contain a statement of the policies



