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| NTRODUCTI

This paper is an outline of the mgjor conmponents of an instructiona
course offered at the 1982 annual neeting of the American Acadeny on Cerebra
Pal sy and Devel opnental Medicine. The course educational objectives are:

1) To inpress upon practitioners of direct services the significance
of governnent financing of services to persons with cerebra
pal sy and rel ated conditions.

2) To assist programadnministrators to adjust to changes in
governnental funding of services to persons with disabilities.



3) To orient adninistrators, practitioners, and others to the
justification and motivation of U S. policy makers in
changi ng existing financial arrangenents.

4) To identify the response of U S. constituencies and specia
interest groups to proposed public policy changes and to
suggest ways in which adm nistrators, practitioners, and
others nmay becone directly involved in the public policy process.

5) To conpare the governmental climte of accepting responsibility
for persons with disabilities between the United States and Canada

6) To encourage course participants to share with one another their
recent experiences in working with agencies of the governnment on
behal f of persons with disabilities.

This outline is restricted to the United States federal government

program structure and public policies. The Canadian experience is presented
in a second set of materials by Stanley M Hudecki, M D., Menber of Parlianent-

Ham | ton West.

1)

2)

3)

4)

5)

6)

A CONTI NUUM COF CARE

In 1979, an estimated $10.8 billion in federal, state, and |local governnent
expenditures were allocated to roughly 1.7 mllion nentally retarded
and devel opnental ly disabled persons with $4.3 billion of this federal

government expenditures. (1)

According to Copel and and |verson (I), historically, only the state
institutions have enjoyed a stable professional hierarchy, unconplicated
funding, and the confidence of state agencies and | egislative bodies. (1)

In the devel opmental disabilities field over the past two decades, a

nunber of progranmatic phil osophi es have devel oped that challenge the

i nstitutional nodel of service. Such concepts as the devel oprment a

model , least restrictive alternative, integration of the disabled with

the non-di sabl ed, conmunity placement, and small and scattered site housing
have been alternatives to the institutional approach.

Conbining with these new programmatic theories was a civil rights nmovenent
that attacked the frequently overcrowded and inhunmane treatnment environnment

of many state institutions. Concepts such as warehousing, inactive treatnent,
abuse and negl ect, individualization, and due process have challenged the

| evel of services in state institutions.

Today, a dual system of comunity and institutional services exists. Few
states have devel oped effective strategies that link the two systens
programmatically and financially.

According to Braddock (2), the present ratio of funding between institutiona
and conmunity services sectors is 5:1. To Braddock, a reasonable fiscal
goal in every state by 1985-1988 is funding parity between the two sectors.



7) A "continuumof care" is a set of care opportunities for a group of persons
characterized by sinlar or identical problenms that are ordered according
to their intensity, their cost, and their restrictiveness of environnent.

A continuum of care system assunes the separation of program reporting
for each long-term care subpopul ation; unfortunately, today, few reports
exi st and those that are operational are generally categorized by type
of vendor not type of recipient. (1)

8) Continuum of care systens can not be designed until:

a) There are consistent federal, state, and |ocal program and
financing policies.

b) There are financial incentives in the preferred direction of
community placenent.

c) There is a case managenent and centralized placenent agency.

d) There are services appropriate to the placenent |ocation.

e) There are distinctly defined levels of care by placenent |ocation

f) There are interagency coordination agreenents, including both public
and private agencies, in place.

g) There is a centralized data system including data on costs and
cost-effective program anal ysi s.

h) There is a unified budgeting and pl anni ng organi zation

i) There is consistent nulti-programeligibility.

j) There is a capability of deternining and docunenti ng behavioral and
activities of daily living (ADL) skills and their relationship to
residential placenents and program progressions.

k) There is a standardi zed approach to client assessnents.

9) The professed public policy goal and objective of many national devel opnental
disability organi zations, including UCPA, is the pronotion of community
based services using the phil osophy of the least restrictive alternative.

The remai nder of this paper attenpts to identify the role the federa
governnment has played in pronmoting a continuum of care.

HI STORI CAL DEVELOPMENT OF MAJOR
FEDERAL PROCRAMS FOR PERSONS W TH
DEVELOPMENTAL DI SABI LI TI ES

In many ways, federal government prograns have evol ved based on docunented
human need and special interest group |obbying. Because of the variety of
needs and interest groups, a large nunber of generally uncoordinated and self-
cont ai ned prograns have evol ved over tine. In many ways, these prograns contradict
the essential, itens of continuum of care systens.

[)a) 1918, Vocational Rehabilitation Act for disabled veterans.
b) 1920, "National Civilian Vocational Rehabilitation Act of 1920."
2) 1933, "Federal Enmergency Relief Act;" cash payments for poor individuals.

3) 1935, "Social Security Act."

a) Cash paynments to fanmilies with dependent children, old age assistance.
and survivors assistance.

b) Established the Maternal and Child Health and Crippled Children Services
Pr ogr ams.
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1950, Social Security Anendnents; established a separate federal grant-in-aid
program to "permanently and totally disabled" adults.

1957, Social Security Amendnents; Disability |Insurance program established.

1962, Social Security Act Amendnents; Social Services for public assistance
reci pients authorized.

1963, "Maternal and Child Health and Mental Retardation Planning Amendnents
of 1963." P.L. 88-156, Cctober 24, 1963, targeted resources on the nentally
retarded and established a state planning mechani sm for persons wth nental

retardation.

1963, "Mental Retardation Facilities and Community Mental Health Centers
Construction Act of 1963." P.L. 88-164, Cctober 31, 1963, established
community mental health centers and authorized the construction of mental
retardation centers and university affiliated facilities for the mentally
retarded.

1963, "Vocational Education Act of 1963." P.L. 88-210.

1964, "Urban Mass Transportation Act of 1964." P.L.. 88-365 established
federal grants for mass transit.

1965, "Elenmentary and Secondary Education Act of 1965." P.L. 89-10,
April 11, 1965.

1965, "Social Security Anendments of 1965." P.L. 89-97, July 30, 1965,
establ i shed the Medicaid and Medi care prograns.

1965, "Elenmentary and Secondary Educati on Amendnments." P.L. 89-313,
November 1, 1965, authorized federal funds to state owned and operated
school s for the handi capped (institutions).

1966, "Conprehensive Health Planning and Public Health Services Amendnents
of 1966." P.L. 89-749, Novenber 3, 1966, established health planning
agencies in the states.

1967, "Mental Retardation Anendnents of 1967." P.L. 90-170, Decenber 4, 1967,
aut hori zed partial paynent of the cost of professional and technical personnel
in mental retardation facilities.

1968, "Architectural Barriers Act of 1968." P.L. 90-480, August 12, 1968,
required federally funded buildings to be accessible to the disabled.

1968, "Handi capped Children's Early Education Assistance Act;" P.L. 90-538,
Sept ember 30, 1968, authorized federal grants to the states for educating
handi capped chil dren.

1968, "Vocational Education Amendnents of 1968." P.L. 90-576, October 16,
1968, required 10% state set-aside for the handi capped under the Voc Ed
program
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Oct ober, 1968: UCPA Est abl i shes
A Washington Ofice

1970, "Devel opnental Disabilities Services and Facilities Construction Act
of 1970." P.L. 91-517, Cctober 30, 1970, drastically amended the old

mental retardation |aws. Cerebral palsy was specifically listed as a

devel opnmental disability and state planning councils were firmy established

1971, "Social Security Anendments." P.L. 92-223, Decenber 28, 1971,
established the Medicaid Intermediate Care Facility for the Mentally
Ret arded (and ot her devel opmental ly di sabl ed) program

1972, "State and Local Fiscal Assistance Act." P.L. 95-512, OCctober 20,
1972, established the Revenue Sharing program and placed a $2.5 billion
ceiling on the Title XX program

1972, "Social Security and Welfare Reform Anmendments of 1972." P.L. 92-602,
COct ober 30, 1972, established the Suppl enental Security Income (SSI) program

1973, "Federal A d Hi ghway Act of 1973." P.L. 93-87, August 13, 1973,
required federal mass transit projects to be accessible to the handi capped.

1973, "Rehabilitation Act of 1973." P.L. 93-112, Septenber 26, 1973,
revised the VR programto include special enphasis on the severely handi -
capped, established the Architectural and Transportation Barriers Conpliance
Board, and authorized Title V civil rights protections, including Section
504 nondi scrimnation protections.

1973, "Conprehensive Enpl oynment and Training Act of 1973." P.L. 93-203,
Decenmber 28, 1973, established a consolidated nmanpower training program

1974, "Housing and Community Devel opnent Act of 1974." P.L. 93-383,
August 22, 1974, for the first time targeted federal housing prograns for
the disabled. O special note are Section 202 construction and Section 8

rent subsidies prograns.

1975, "National Health Planning and Resources Devel opnent Act of 1974."
P.L. 93-641, January 4, 1975, strengthened heal th pl anni ng agenci es-

1975, "Social Services Amendnents of 1975," P.L. 93-647, January 4, 1975,
consol i dated Social Services progranms into a new Title XX

1975, "Devel opnental Disabilities Assistance and Bill of Rights Act."
P.L. 94-103, Cctober 4, 1975, established Protection and Advocacy Systens
for the developnmentally disabled in every state.

1975, "Education For All Handi capped Children Act of 1975." P.L. 94-142,
Novenber 29, 1975, declared that every handicapped child is entitled to
a "free, appropriate, public education.”



31) 1978, "Conprehensive Enploynment and Training Act Anendment of 1978."
P.L. 95-524, October 27, 1978, specifically included the handi capped
within the definition of "econom cally disadvantaged” and targeted speci al

national attention to the handi capped.

32) 1978, "Housing and Community Devel opnent Amendnents of 1978," P.L. 95-557,
Cct ober 31, 1978, established a new Congregate Housing Services Program

33) 1978, "Rehabilitation, Conprehensive Services, and Devel opmental Disabilities
Amendnents of 1978." P.L. 95-602, Novenber 6, 1978, altered the categorical
definition of developnental disability to functionally based one;
strengt hened consumer conposition on State councils; targeted DD funds
to the national service priorities of community living arrangenents, case
management, child devel opment, and non-vocational /soci al -devel opmental services;
establ i shed the Conprehensive Services for I|ndependent Living Program
established the National Institute of handi capped Research; and authorized

community services enploynent pilot prograns.

34) 1980, "Civil Rights of Institutionalized Persons Act." P.L. 96-247, May 23,
1980, gave the U. S. Departnment of Justice |legal standing to protect
residents of public institutions from abuse.

35) 1980, "Social Security Disability Amendnents of 1980." P.L. 96-265,
June 9, 1980, liberalized SSI and Medicaid benefits to encourage work

by the severely disabl ed.

36) 1980, "Adoption Assistance and Child Welfare Act of 1980." P.L. 96-272,
June 17, 1980, authorized a new adopti on assistance program desi gned
for children with special needs.

37) 1980, "Housing and Community Devel opnent Act of 1980." P.L. 96-399,
Cct ober 8, 1980, anended the HUD Section 202 |oan programto allow the
purchase of existing housing to be used by the non-elderly handi capped.

GENERI C AND SPECI ALI ZED SERVI CES

In 1962, the President's Panel on Mental Retardation recomended t hat
generic services should be used whenever possible to meet the nmultifaceted
needs of severely disabled persons. Generic services are those services offered
to the general public, including the disabled. Speci al i zed services are those
offered only to the disabled. This 1962 statenent reflected a change in
i deol ogy and phil osophy which enphasized integration into the mainstream of
community life as an appropriate programmtic goal. In 1976, the President's
Conmittee on Mental Retardation declared that "specialized services should be
resorted to only when the limts of feasible mainstream ng are reached.” (3) (4

1} Federal Specialized Programs: Dollar Impact

Specialized Program FY 1972 " FY 1980 FY 1982*

{(Program, Initial Enactment) {(Federal Appropriations Level)

Yocational Rehabilitation
Szzte grants, (1913, 1920) $5¢0 million $817 million $899 million‘

Polpe-



1) Federal Specialized Programs:

Dollar Impact (cont'd.)

Specialized Program

Social Security Disability
Insurance (SSDI} Pragram {1957)

Maternal and Child Health and
Crippled Childrens Services
{1935) (1981}

Developmental Disabilities
Act (1963 a mr authority, 1970)

Education for All Handicapped
Children (early education 1968}
(1875)

Comprehensive Services for
Independent Living (1978}

FY 1972

4.2 bkhillion

252.2 million

45.6 million

37.5 million

i e o e e v

FY 1980 FY 1982

15.066 billion 17.7 billion

457.4 million 362 million**

62.14 million 62.18 million

874 million . 969.8 million

15 million 18.0 million

*As enacted in P.L. 97-35, the Budget Reconciliation Act.
**Consolidated with 6 other programs into a new block grant program.

2} Federal Generic Programs:

Dollar Impact

Generic Program

{Program, Initial Enactment)

Aid to the Permanently and
Totally Disabled (195Q0)

Vocational Education {(1963) set- .

aside for the handicapped {1968)

Elementary and Secondary
Education Act (April 1965) set-
aside for handicapped childxen
(November 1965}

Magisoasid (10965}

" ICF/MR (1971
Medicare (1965)

Supplemental Security
Income {S5X)} {1972)

FY 1972

FY 1980 FY laga+

{Federal Appropriations Leval)

$1.2 billion

6.8 million

81.9 millicon

4.4 billion

8.6 billion

B e

{see APTD)

Incorporated into SSI

779 million 632 million

3.116 billion 2.4 billion

13.8 billion 17.4 billion

24.3 billion 33.7 billion

5.653 billion 6.9 billion



2) Federal Generic Programs: Dollar Impact (cont'd.)

Generic Program Fy 1972 FY 1980 FY 1982*

Compr?hensive Employment

and Training Act (1973)

(target on the handicapped,

i9vy mmeme—e- 6.4 billion 4.2 billion

Section 202 housing develop-—
ment loans (1959, physically
handicapped in 1965, and 1974) = —==—=—- 830 million 830 million

Congregate Housing Services
Program (1978)  m——me———— . 10 million -0-

*As enacted in P.L. 97-35, the Budget Recconciliation Act.

In FY 1982, there were 2.9 mllion disabled recipients of Mdicaid, 3.04
mllion enrollees and 830,000 recipients of Medicare Part A benefits, 2.771
mllion enrollees and 1.8 mllion recipients of Medicare Part B benefits,
2.2 mllion SSI disabled and blind recipients, and 2.7 mllion SSD disabled
recipients.

3) 1982 I|ssues

The fundanental question is how to bal ance maxi num use of generic services
whil e retaining unique and needed specialized services. Questions of eligibility,
financing, and adninistering agency are significant di mensions. To CGettings (4),
generic services don't operate optimally thus the argunments for specialized
services arise. Cutbacks in generic services program increase the argunments for
speci al i zed servi ces. Fiscal restraints result in greater conpetition for scarce
public resources. Four particul ar probl ens have been identified by Gettings:

(a) Access to services, (b) Lack of unique needs response, (c) Term nation of
servi ces because of prolonged outcome neasures, and (d) |Individualization exceedingly
difficult because of the size and conplexity of prograns.

ENTI TLEMENT TO SERVI CES

1) Most of the "generic" prograns discussed above are based on an "entitlenent”
to eligibility and benefits.

2) To Gunet (5), "Once an individual becones entitled to benefits from such a
program he or she acquires a 'property interest' in continuing to receive
these benefits. Such interests, along with life and liberty, are protected
by the due process clause of the United States Constitution and cannot be with-
drawn wi thout the protections of due process."

3) Laski defines entitlement to service as existing when two conditions are net:
(a) there exists a definable duty on the part of ascertainable service providers
to give service to a particular person and (b) the person who is the beneficiary
of the duty has legal remedy which they can use to enforce perfornmance of the
duty or collect danages for failure to perform Wthout both conditions,
the duty and the capacity to enforce the duty, there is no entitlenent. (6)



4)

5)

6)

1)

2)

3)

Grunet docunments that courts have tended to focus on three factors in deciding

what

a)

b)

c)

O Bannon vs. Town Court, 1980: The U.S. Suprene Court held that Medicare-Medicaid

constitutes "due process" when benefits are wi t hdrawn:

The nature of the affected interest: is the governnent action a direct
or indirect inpact on a particular individual? 1Is the individual a

direct target of the action or a third party?
The inpact of the decision on the beneficiary.

The danger of risk or error.

nursing hone residents do not have a due process right to participate in pro-
ceedings to ternmnate the nursing home from program participation because they
are a third party. As Gunent sunmmarized, "The fact that the provider is
furnishing services to which the recipient is entitled under a governnent
benefit programis irrelevant for due process purposes. The recipient's
interest is indirect to the property interest of the contractor."

Exanpl es of due process rights include:

a)

b)

Education. P.L. 94-142 requires state and local school districts to
provi de procedures for insuring that handi capped children and their
parents or guardi ans are guaranteed procedural safeguards in decisions
regarding identification, evaluation, and educational placenent of
handi capped chil dren.

Social Security. The Suppl enental Security |Incone Program establishes
detailed criteria permtting the applicant and recipient to question
and chal | enge decisions regarding his eligibility, paynment levels, etc.

FEDERAL GOVERNMENT GROAMH

1960, there were 132 federal grant prograns totalling $7.0 billion which

constituted 1.4%of GNP. In 1964, 75%of federal assistance to the states
was focused on hi ghways, aid to the aged, AFDC, and enpl oynment security. By
1980, there were 540 federal grant prograns totalling $89 billion which consti-

tuted 3.3%of GNP. (7)

1965, federal grant direct aid to local governnments was $2.2 billion. By

1978, federal grant direct aid to local governnments was $19.4 billion, a

782% i ncrease. |In 1960, only 8% of federal aid went directly to |ocal governnent.

In 1980, 25%of federal grant aid went directly to. 63,000 subnational governnents.

(7)

a) 1965, Title I, Elementary and Secondary Education Act (ESEA), brought the
federal governnent into direct contact with alnost every school district.

b) 1972, General Revenue Sharing (GRS), brought the federal governnent into

direct contact with 38,000 units of |ocal governnent.

Federal Aid as a Percent of State and Local Governnent Receipts

The Advi sory Conmission on Intergovernnental Relations (ACR) has made the
followi ng projections based on the Adnministration's budget requests:

a) Peak year-1978-31. 7%

b) 1979-30. 9%



4)

5)

6)

7)
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c) 1980-31. 7% matched the peak year

d) 1981-29.5%

e) 1982-24. 3%

1980 UCPA Perspective: Major problens facing progranms serving the disabled were

a) lack of adequate funding |evels and
b) failure to fully inplenment statutory objectives (conpliance).

1980 ACIR Perspective: The nation faced a "delusion of nationalization” and an
"illusion of a national response” with 540 separate categorical prograns, each

wi th i nadequat e budgets. (8)

a) Exanple, in 1978, Congress established a "Conprehensive Services for
I ndependent Living Progrant which has al ways operated as a federally
admi ni stered special project authority of $15-to-$18 million

b) State and local governnents ‘wre faced with the Four C s: conditions, cash
cut-off of funds threat, and court cases.

1980 NACo (National Association of Counties) Perspective: I nt er gover nnent a
relations can be characterized by "nandate nadness" whereby there are 59

"cross cutting" grant requirenents which include 9 national policy requirenents,
12 nondi scrim nation requirenments, 5 environnental protection mandates, 4 | abor
and procurenment standards, 3 public enployees standards, 4 access to governnent
i nformati on provisions, and 1 real property |location requirenent. (9)

a) In 1980, there were an average 60 regul ations for each federa
grant application. (10)

b) As of 1981, there are 437 pages of law and 1200 pages of regulation for
100 programs in heal th and social services. The federal governnent adm ni stered
about 5,800 separate grants at 24,000 grant sites. Excluding time spent
prior to award, each year over seven mllion person hours of state, |ocal,
and community effort are used in filling out federally required reports, (11)

George WIIl 1981 Cbservations:

a) "Political demands and fiscal capabilities are radically unsynchronized
the governnent is unable to finance the services that the public is unwilling
to forgo."

b) The Deary Truth: "The nation has made many prom ses to many groups on the

basis of unrealized and, for the foreseeable future, unrealized expectations
econom ¢ and revenue growth."

THE | NTERGOVERNMVENTALI ZED SYSTEM

Copel and and Iverson (12) reported that alnpst all federally funded prograns in

human services require states to carry out a myriad of functions which are used
punitively to "mnimze Federal financial participation in funding prograns” such as

1) Develop a state service plan based on categorical need assessnent;



1)

2)

3)

4)

i nputs and outputs for

ish client

specifications for

-1~

each programon at

audit and different audit require

| east a quarter

|y basis;

ments for each program

eligibility requirenents as a prerequisite for

provi de services; and

Est abli sh and neet professiona

as specified by the federal program

2) Report
3) Meet financial
4) Establ
of services;
5) Meet federa
6)
The maj or

Anerican econony.”

recovery.

expendi tures;
i nappropriate federa
of the independent Federa

of

To \wal ker

(8),

They are:

THE REAGAN ADM NI STRATI ON

ki nd of agency or

preferences as well

1981 AGENDA

goal of the Reagan Administration is "full
Four policies formthe basis of a conprehensive plan for economc

delivery

organi zati on which could

as accreditation standards

and vi gorous recovery of the

(1) substantial reductions in the growth of federa

(2) significant reduction i
regul atory burdens; and (4).
Reserve consistent with the above policies.

Reagan = d*° (d to the third power);

and deinstitutionalization of governnent

It

a)

b)

c)

n federal tax rates;

devol ution,

(3) prudent relief

a nonetary policy on the part

(11)

der egul ati on,

(dismantling the bureaucracy).

is inmportant to recognize the ideological enphasis
Adm nistration in attenpting to understand their public policy proposals. (13) (14)

of the Reagan

In April, 1981, in a speech to the National Association of Counties,
Presi dent Reagan stated "I have a dreamof my own. I think block grants
are only the internmedi ate steps. | dream of the day when the Federal
Governnent can substitute for those the turning back to local and state
governnments of the tax sources we ourselves have pre-enpted here at the
Federal level so that you would have those tax sources.”

Robert Carl eson, Special Assistant to the President for Donestic Policy

Devel opment al so continues to declare that
in the President's plan to turn al

an interimstep”
over to the states. At a neeting of

Carl eson further
of the Federal Governnent from educati on,
prograns which the Adm nistration believes are. properly the responsibility
of state and |ocal governnents."

dr awal

Davi d St ockman,

declared that "I

right to |egal
(services)

Director,
don't believe that there is any entitlenment,
kind of services....The

services or any other
financed by the governnent as a matter

the Nationa

We challenge that. W reject that notion."

1981 Legi sl ative Program (13) (14)

a)

83 categoricals into 6 bl ocks:

heal th
speci al

servi ces,
ed needs,

heal th services

"block grants are nerely
human servi ce prograns

Heal th Policy Forum
stated that "block grants are a step toward total with-
heal th and social services

O fice of Managenent and Budget (OMB),
any basic
i dea of ...

of basic right

preventive

soci al services, energy and energency asst.,

state ed functions.

Pl us ot her

consol i dati ons,

has

is wrong.

such as CD.
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b) Disability programs: VR IL, DD, P.L. 94-142, and P.L. 89-313
woul d be terminated and their functions consolidated into block grants.

c) $61 billion reduction in human services proposed (fromFY '81 to FY '82)
(includes spring '81 and Sept. '81 proposals).

d) Walker: "The Administration's proposals for restructuring
the grant system although nostly described as bl ock grants,
really fit the revenue sharing nodel....Questions legitimtely

may be raised regarding the national purposes and pattern of
accountability reflected in" the P.L. 97-35 bl ock grants.

The Adm nistration's block grant proposals contained certain conmon features
demonstrating a general approach. (13) (14) These features included:

a) Reduce federal funds 25% in FY 1982 bel ow FY 1981 | evels;

b) Distribute remaining funds anong the states based on the proportions of
federal noney received in FY 1981;

c) Allow governors to shift up to 10% between bl ock grants (education excl uded);
d) Abolish state matching and mai ntenance of effort requirements; and
e) Hold appropriations levels for FY 1983, '84, and '85 to the same |level as FY 1982

1981 CONGRESSI ONAL DECI SI ONS (13) (14)

Wal ker's Septenber '81 Assessment: "In this struggle between the array of
categorical programinterests and the consolidationists, the results were
pretty nuch a draw with both sides scoring some points and |osing others."

P.L. 97-35, the "Omibus Reconciliation Act of 1981," enacted in July, 1981
made substantive changes in over 250 existing federal | aws.

P.L. 97-35 merged 57 of the federal government's then existing 540 categorica
grants prograns into 9 block grants.

The P.L. 97-35 authorized block grants expand the state government role and reduce
both the federal and local governnent role in the overall federal grant system

P.L. 97-35 elimnated 62 of the federal government's then existing 540 categori cal
grants prograns.

Through the comnbination of P.L. 97-35 and P.L. 97-92, federal expenditures
fromFY 1981 to FY 1982 were reduced by $39 billion and roughly 66% of this
reduction cane in grants to state and |ocal governnents.

P.L. 97-34, the "Econom c Recovery Tax Act of 1981," further reduced state governnent

tax revenues, estimated to be $2.3 billion in FY 1982.

In P.L. 97-35, Congress refused to block grant the Devel opnmental Disabilities,
Vocati onal Rehabilitation, |ndependent Living, and P.L. 94-142 "Education for
Al'l Handi capped Children Act" prograns.

In both P.L. 97-35 and P.L. 97-92, Congress generally retained funding for the above

cited categorical prograns for persons with disabilities at FY 1981 |evels.
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10) In both P.L. 97-35 and P.L. 97-92, the Title XX Social Services programwas
reduced by $500 million and the Maternal and Child Health program was reduced

by $100.1 nillion.

11) By P.L. 97-35 and P.L. 97-92, the 7 block grants in health and human services
operated from 75 to 90% of their FY 1981 funding | evels.

12) In P.L. 97-35, Congress rejected the Adnministration's arbitrary cap on Medicaid
expenditures, altered the matching fornula to require greater state investnent,
and enacted the "waiver" programto allow non-institutional comunity based services
as an alternative to institutionalization. The waiver programwas a nmjor
program liberalization which had been a UCPA |egislative priority for three years.

1982 REAGAN ADM NI STRATI ON PROPOSALS (14)

1) Immediately following P.L. 97-35

a) President: W will go back to Congress, go back, and go
back again until our proposals are enacted.

b) Carl eson: W will operate block grants as revenue shari ng.

c) Harold Steinberg, OVB Associate Director for Management: "There is a point
of viewin the Administration that these block grant programs are not prograns
but fiscal transfer mechanisns.”

2) Novenber 1981 Press Interview with President Reagan;

a) Question: "Do you think it's at all the responsibility of the
national government to redistribute the resources between the
states that are relatively well off and the states that are not?"

b) Reply: "No, | think that is up to the states. M first reaction to that
is, this is one of the—built-in guarantee of freedomis our
federalism that makes us so unique, and that is that the right

of the citizen to vote with his feet. If the state is badly managed
the people will either do one of two things: they will either
use their power at the polls to redress that, or they'll go

sonmepl ace el se.”

c) OWMB Deputy Director Edwi n Harper (now Chief Domestic Advisor having repl aced

Martin Anderson): "The net inpact of the CDBG has been to shift,

not increase, econon c developnent."” Since redistribution and

equal i zing resources is not a legitimte federal role, then elininate the
program

3) President has proposed a "New Federalism Swap" whereby Medicaid will be totally
federalized and AFDC and Food Stanps will becone total state responsibilities.

a) Representatives of state and l|ocal government- and the Wite House have
negotiated for nonths without reaching agreenent.

b) The White House has slightly nodified the proposal whereby Medicaid
acute care will be federalized, Medicaid long termcare will be block granted
with a financial ceiling, and Food Stanps will be federalized.
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c) August, 1982: Vernmont Governor Richard A Snelling, out going chairmn of
the National Governors Association: "Subst antial philosophical differences
remai n between the governors and Administration.” (15)

1) NGA proposes federalization of AFDC

2) NGA opposes retaining the wide variations in eligibility standards
and benefit paynments which presently exist in Medicaid.

3) NGA proposes federalized Medicaid eligibility for the nmedically needy. (16)
4) Refer to upcom ng discussion of "Turnback"” Proposal

5) The National Conference of State Legislatures (NCSL) and Nationa
Associ ation of Counties (NACo) share the NGA approach. (17) (18)

4) President has proposed a "New Federalism Turnback” whereby 44 federal prograns
(actually 125 programs in 1981 terms) would be term nated and given to the states.

a) Included in term nated progranms are Vocational Rehabilitation, |ndependent
Living, Maternal and Child Health, and Title XX Social Services.

b) The President proposes a trust fund to operate as "no-strings revenue
sharing” in 1984-1987. In 1988, a 25%decline in the trust fund would begin
with termnation of the trust fund in 1991.

1) Starting in 1984, there would be absolutely no federal regulation
of the turnbacked prograns.

2) In 1991, certain federal excise taxes over al cohol, tobacco, telephone,
and motor fuel would be turned over to the states.

3) NGA opposes the trust fund as proposed by the President as "unrealistic"
and "unjust" financial burdens on the states. NGA proposes a pernmanent
federal safety net supplenmental assistance fund for the states. (16) NGA
argues that "the Adm nistration is trying to shift disproportionate costs
to the states.”™ (15)

4) NCSL and NACo share the NGA concerns. They desire a permanent federa
trust fund to respond to inequities and disparities between states. They
are concerned with the type of federal tax which will finance the trust
fund. They wish to guarantee that the funding |evels be adequate to
fi nance turnbacked prograns. NACo and NCSL/NGA differ on how to structure a
"pass through" mechanismto | ocal governnents. (17) (18)

5) The President has proposed nore block grants including

a) P.L. 94-142, preschool incentive, P.L. 89-313 into a state special education
bl ock grant.

b) All Education of the Handi capped Act discretionary programs into a specia
pur pose bl ock grant.

c) Vocational Education and Adult Ed consolidation.

d) All rehabilitation programs consolidation.
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e) Maternal and Child Health (MH) and Women, Infant, and Children (WQ feeding
program consol i dation.
f) Child welfare services block grant.

1982 CONGRESSI ONAL CLI MATE

1) Alice M Rivlin, Director, Congressional Budget Ofice, March 16, 1982
testinony to Senate Committee on Governnental Affairs: "Changing circumstances
and perceptions have also led increasing nunbers of persons to question the whole
division of responsibility between the federal governnent and states and localities."
(14)

2) NGA: "There is a logical division of labor between the national and state and | ocal
governments which should be reflected in individual donestic policy decisions
at the state and federal levels." (14)

a) Gov. Carey (NY): Reagan program resenbl es soneone wal ki ng out of a restaurant
wi t hout paying the bill and claimng that this reduces the price of food

b) Gov. Hunt (NC : "The nation's governors are finding that trying to debate
"new federalisn this year is like trying to rearrange the furniture while the
house is burning down."

c) Gov. Snelling (VT): "I think change is inevitable because of the financial
restraints now being inposed upon the federal government and the Congress. They
have no choice but to sort out responsibilities and costs."

3) Senator Pete V. Donenici (NM, Chairman, Senate Budget Conmittee and nenber of the
Presidential Advisory Committee on Federalism April 21 assessnent: "Unfortunately,
White House staff menmbers and representatives of state and |ocal governnents seem
to have reached a deadl ock in the negotiations. Wy? In nmy opinion, both the
coalition of state and local officials and the White House staff have been too
inflexible in these critical negotiations." (14)

4) M chael Del G udice (19):

a) "Nearly all congressional observers adnmt that the Administration's program
is doonmed in Congress unless Reagan is able to get agreenent with the states
and present a unified package to Congress."

b) Reagan's proposal sinply is not ready for enactnent. It contains too many
el enments of uncertainty, unsupportabl e anal yses, inprecise calcul ations of
effects, and above all does not take into account experience with the transfer
in 1981."

5) The President's New Federalism proposal will not be enacted by the 97th Congress.
However, the climate and demand for change is strong and "sorting-out" wll be
a maj or agenda for the 98th Congress.

RECENT AND SI GNI FI CANT SUPREME COURT DECI SI ONS

During the past few years, the U S. Suprenme Court has issued interpretations
regarding the scope of several federal laws inpacting on persons with disabilities.
Several of these follow.



1) June 11, 1979, Southeastern College vs. Davis: In the Court's first consideration
of Section 504 of the "Rehabilitation Act of 1973," the Court declared there
were limtations to accombpdation responsibilities. The Court reinforced the
legality of and need for Section 504, repeated the obligation of federal fund
recipients to accomodate to the disabled, and enphasized that accommpdati on
nust be reasonable. (20)

a) The case is narrowy focused. It is concerned with a highly specialized
professional/clinical training programwhich involves the treatnent of
patients. The Court was fundanmentally concerned that the technical/clinica
standards of training not be dimnished and that the safety of patients nust
be protected.

b) The case centered on a practical nurse who has a serious hearing disability
who sought admission to a registered nurse training program

2) April 20, 1981, Pennhurst State School and Hospital, et. Al. vs Halderman, et. Al:
The Court concluded that the so-called "Bill of Rights," Section 6010 of the 1975

DD Act, "does not create in favor of the nmentally retarded any substantive rights
to 'appropriate treatnment' in the 'least restrictive' environnment." To the Court,
Section 6010 "represent general statements of federal policy, not newy created

| egal duties." (21)

a) The Court agreed with the |ower court observation: "I'ts findings of fact are

undi sput ed: Conditions at Pennhurst are not only dangerous, with the residents
of ten physically abused or drugged by staff menbers, but inadequate for the

"habilitation' of the retarded. I ndeed, the court found that the physical,
intell ectual, and enptional skills of some residents have deteriorated at
Pennhurst."

b) "Noticeably absent from 6010 is any |anguage suggesting that 6010 is a condition-
for the receipt of federal funding under the Act."

c) "Legislation enacted pursuant to the Spending Power is much in the nature of
a contract: in return for federal funds, the States agree to conply with
federally inposed conditions. The legitinmcy of Congress' power to |legislate
under the Spending Power thus rests on whether the State voluntarily and
know ngly accepts the terns of the 'contract.' There can, of course, be no
knowi ng acceptance if a State is unaware of the conditions or is unable to ascertain
what is expected of it. Accordingly, if Congress intends to inpose a condition
on the grant of federal noneys, it nust do so unanbi guously."

3) June 28, 1982, Board of Education of the Hendrick Hudson Central School District,
et al vs. Amy Rowley, et al: In the Court's first interpretation of P.L. 94-142,
the Court ruled that P.L. 94-142 did not require the school district to provide
a full-tinme sign-language interpreter for Amy Row ey. As Barbara Radway has
observed, "It is extremely inportant to recogni ze and understand that the inplications
of the ruling and its application in other factual situations remain unclear, and
that in other cases, the decision nay prove less restrictive than initially appears.”
(22)

a) Any Rowl ey has mninmal residual hearing, is an excellent lip reader, has had a
nunber of special accommodations to her disability fromlocal school officials,
and perfornms better than the average non-disabled child in her class.

b) Amy's parents clainmed that a sign |anguage interpreter was required under
P.L. 94-142's requirenment for a "free appropriate public education."
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c) The Court rejected the Rowl ey's contention by finding: "If personalized
instruction is being provided with sufficient supportive services to permt
the child to benefit fromthe instruction, and the other itens on the
definitional checklist are satisfied, the child is receiving a 'free appropriate
public education' as defined by the Act."

d) The Court reinforced the Act's intention to make public education available to

handi capped children using the individualized education plan procedure and

due process rights provisions. However, the Court declared that the Act did
not establish any substantive standard prescribing the level of education to
be accorded handi capped chil dren. Real i zing mere access to public education
is insufficient, the Court stated that some educational benefit be conferred
upon handi capped children. Application of an "educational benefit" standard
presents a difficult problem

1982 PENDI NG PUBLI C PCLI CY | SSUES

The single nost time consuming activity of the Congress (and thus the UCPA
Washi ngton office) is the federal governnent's budget and annual appropriations
measures. A second significant and ongoing area is the debate, negotiation, and
consideration of the President's "New Federalism' initiative. Oher fall 1982
i ssues include the follow ng:

1) Federal Commitnent to P.L. 94-142, "Education for Al Handi capped Children Act"

a) As background, Congress rejected the Adninistration's 1981 proposal to termnate
P.L. 94-142 and block grant it with other elenentary and secondary education
progranms, 1982 proposal to terminate P.L. 94-142 and bl ock grant it with other
education for the handi capped prograns, and 1981 and 1982 proposals to
substantially reduce federal appropriations for these activities.

b) In February 1982, 59 U.S. Senators and 285 U.S. Representatives sent President
Reagan an open letter calling upon himto support the substance and fundi ng of
P.L. 94-142.

c) August 4, 1982, Departnent of Education (ED) proposed anendments to the
existing rules governing P.L. 94-142. Four areas are of forenpst concern to UCPA:

1) Reducing parental involvenent and consent in the devel opnment of their
child's "individual education plan," |EP.

2) Placing limts on "related services" such as physical, occupational, and
speech therapy.

3) Transferring certain financial responsibilities fromthe education agencies
and to the parents.

4) Deleting nost of the provisions related to placenents in the "least restrictive
environment," LRE.

d) August 10, the Senate voted 93-4 to express its concern with the proposed
regulations and its continued conmmitnent to P.L. 94-142

e) Septenber 8, ED Secretary Terrel Bell publicly declared that the Administration
m ght "pull back" for "further study" four areas of proposed regs:
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1) Parental consent and invol venent,
2) Tinmeline and deadline term nations,
3) Placenent and LRE, and
4) Medically related services.

f) November 2 (unless extended) is the deadline for coorments to Dr. Edward Sont ag,
Director, Ofice of Special Education, ED, 400 Maryland Avenue, S W, Room 4000,
Donohoe Bui |l di ng, Washi ngton, D.C. 20202.

Social Security Disability |Insurance Case Revi ews

a) 1981-1982, the Social Security Adm nistration (SSA) |aunched an initiative
termed "Continuing Disability Investigations,"” CDIs.

b) O the 2.7 million SSDI beneficiaries, in 1981-1982, to date, 157,980
persons have been dropped fromthe rolls. Twenty-nine percent (29% of these
were nmentally disabl ed.

c) CDIs were required by P.L. 96-265 (1980) because of politican and econom st
alarm at the rate of SSDI case increase and its acconpanyi ng budget inplications.
However, by 1981, before the CDI's, the percentage of workers on SSDI was
the lowest in the history of program and the program was actuarially sound.

d) Persons are eligible for SSDI and SSI if they have a "nedically determ nabl e”
disability which prohibits them from engaging in "substantial gainful
activities," SGA SGA is the performance of significant physical or nental
duties or a conbination of both, productive in nature, for renunmeration or

profit.

e) John Trollinger of SSA: "You nmust be unable to do any kind of work. It
doesn't matter that you don't have any experience or if there aren't any jobs
t here. ™

1) Reagan Administration has used a stricter application of the SGA standard.

2) Result: many persons with little education, few skills, some inpairnment, who
have been on the rolls for years are abruptly informed by conputerized letter that

they are being cut.

3) Appeals take 9-12 nmonths; 67% of the cases appeal ed have reversed SSA
term nati on deci sions by Adm nistrative Law Judges (ALJ). The ALJs are
now working with a record high backlog of 140,000 cases.

f) Consortium Concerned with the Devel opmental ly Disabled (CCDD), which includes
UCPA, is seeking three energency |legislative provisions in 1982:

1) Prevent SSA from term nating benefits for recipients whose disabling
condi tion has not i nproved.

2) Continue benefits until a decision is reached by an. ALJ.

3) Reduce the nunber of cases being reviewed to ensure proper and careful case
revi ew.
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3) Government Reform The Admi ni stration has proposed |egislation which would establish
uni form adm ni stration requirenments for all block grants, would onit public
participation in rule making, would prohibit future intergovernnmental prograns
by requiring 100% federal funding of any newly authorized programinvolving state or.
| ocal governnment, and would arbitrarily Iimt the growth of the federal budget.

The CCDD is actively working to ensure full public participation on an equal basis
with state and local government in all federally assisted programs and to limt
any arbitrary nmechani snms which woul d permanently restrict the federal governnent's
ability to finance domestic services.

4) Housing Legislation: Bills are pending (HR 6296 and S. 2607) to continue both
the HUD Section 202 |oan program and the Congregate Housing Services Program The
House bill would continue the Section 8 rent subsidy programwhile the Senate
bill endorses the Administration's proposal to term nate Section 8 and repl ace
it with a housing voucher system

5) Enpl oynment Legi sl ati on: The House and Senate have each passed |egislation
(HR 5320, S. 2036) to replace the expiring Conprehensive Enmpl oynent and
Training Act (CETA). Both bills target eligibility to individuals w th handi caps
who individually nmeet incone test requirenments but whose famly incone does not
qualify as "econom cally disadvantaged."”

A CONTI NUUM OF CARE?

The advocacy of federal policies which pronote a "continuunt of care will be
greatly influcenced and affected by the "New Federalism initiative which centers
around program "swaps," "turnback" of programs, "devolution"” of authorities, and
"sorting-out" responsibilities. Additionally, the level of financial assistance wll
exert great influence on the establishnment and operation of the conti nuum Just when
the disability first appeared to devel op the experience, organization, and
sophi stication to address the appropriate m x of generic and specialized services and
nove toward the operationalization of a continuumof care, federal budgets are
devastated and the legitimcy of the federal role is questioned. Many questions remain
to be answered.

1) Sorting-Qut Criteria: Alice Rvlin, D rector, Congressional Budget Ofice (‘2
has observed that two general criteria are likely to be used in determ ni ng what
the federal role should be in the delivery of public servcies:

a) Whether direct federal involvenent is necessary to guarantee sonme mnimally
acceptabl e | evel of services, and

b) Whet her certain national policy objectives would otherwi se not be addressed
2) Should there be a uniform definition of chronic disability?

3) Joseph Bevilacqua (24) has asked whether "functional realignment” away from
popul ation alignment is feasible? To Bevilacqua, "functional programm ng" asks
the relationship of mental retardation residential costs to child delinquent
residential costs, as an exanple.

4) Bevil acqua al so asks whether there is a "core" of services, a "foundation of
essential services," on which the continuumcan be based and on which a coalition of
i nterest groups can agree upon? Can "mini-systens"” targeted to subpopul ations
be devel oped within the context of a "core" of services and based on "functional"”

activities?
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5) As unenpl oynment rises, as public budgets contract, and as the potential |ocal
econom ¢ inpact of institutional reductions and closings are predicted, there
will be increased protection of the institutional nodality, particularly by public
enpl oyee uni ons.

6) Although the 1981 Budget Reconciliation Act created seven new human services
bl ock grants, states will need to create structures which link the block grant
programs admnistratively.

The National Association of State Mental Retardation Program Directors (25),
President's Committee on Enpl oynent of the Handi capped (26), and General Accounting
Ofice (27) have each documented the "absence of a national strategy or managenent
system"” the "lack of a clear set of overarching principles,” and the lack of "a
rudder to guide."” This federal policy vacuumrenmains today. The instability of
nost federal human services progranms conbined with this policy vacuum creates an
envi ronment whi ch seriously questions whether a continuumof care is likely in the
decade of the 1980's.
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