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ABSTRACT

Since 1973, Federal Medicaid funds have been used to hel p support services
for institutionalized nmentally retarded persons. Legislation has been intro-
duced in the 99th Congress that would transfer npbst of these funds out of the
institutions and nmeke this funding available for comunity-based services. Ad-
vocates of the legislation believe that community-based services are preferable
to institutional services, but sone parents of institutionalized persons fee
that the larger residential facilities are a necessary part of the service

system
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RESI DENTI AL AND COMMUNI TY SERVI CES FOR PERSONS W TH
MENTAL RETARDATI ON AND RELATED DI SABI LI Tl ES:
BACKGROUND | NFORMATI ON AND PROPOSED LEG SLATI ON

| NTRODUCTI| ON

For the past 20 years there has been considerable concern about the qual -
ity of care in sone of the large residential institutions that provide care for
persons with nental retardation and related disabilities. The terminstitution
generally refers to a residential facility of several hundred beds or nore
that provides 24-hour care, seven days a week. The Federal Governnent helps
support services in those institutions that neet, or have a plan to neet,
Federal stan-dards of care. However, recent judicial actions and |egislative
hearings indi cate that abuses and other problens remain in sone institutions.

Over the past 15 years there has been a steady decline in the nunber of
persons served in institutions. Services have been developed in the comunity
to help provide care for persons com ng out of institutions and to offer an al-
ternative to persons who may ot herwi se have required institutionalization. Leg-
islation was introduced in the 98th and 99th Congresses to strengthen the com
munity care system and to nake nore Federal funding available for increased com
munity services. This legislation would decrease the amount of Federal funding
that could be used in institutions and nake these funds available for community
services for persons residing in small community residences or famly homes.

This legislation is supported by individuals who believe that community care is
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preferable for virtually all clients. It is opposed by those persons who be-
lieve that, while community care is appropriate for nmany handi capped persons,

sonme require institutional care.

BACKGROUND

Over the past 100 years many large institutions were built to provide care
for nmentally retarded persons. These institutions, which frequently served many
hundreds of residents, provided 24-hour maintenance and, in sone facilities,

t herapeutic care. The institutions generally were built in rural areas not ad-
jacent to towns or cities, and for this reason, normal conmmunity invol venent of
the institution residents was not generally possible. Prior to the 1950s, such
institutional services were virtually the only avail able source of services for
persons with nmental retardation, and many families were encouraged by their
physicians to institutionalize severely handi capped newborns at birth. A Gen-
eral Accounting Ofice (GAO report characterizes institutional care as follows:

Until the 1960s, nentally disabl ed persons who could not afford private

care had to rely primarily on public institutions for their care.

Conditions in these institutions generally were harsh. Treatnent pro-

granms were linmted; living quarters were crowded; few recreational or

social activities were avail able; and individual privacy was | acking.

In general, the institutions served as custodial settings, often with

unpl easant conditions, and many people remained institutionalized for

years. 1/

In the 1950s parents of retarded children began to organize and to en-
courage the devel opment of community services so that their handi capped children

coul d receive specialized devel opnental services while living at home. These

parents also worked to bring about inprovenments in institutions. This

/ US. General Accounting Ofice. Summary of a Report. Returning the Mentally
Di sabled to the Conmunity: Government Needs to Do More; Report to the Congress by

the Conptroller General of the United States. HRD 76-152A, Jan. 7, 1977

Washi ngton, 1977. p. 1.
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parents' group is the Association for Retarded Citizens. The novenent to im
prove conmunity services and institutional conditions for nentally retarded per-
sons was supported by President Kennedy who appointed a panel to study the issue
and report to the President. The panel recommended that institutional care be
restricted to those retarded persons whose specific needs can be net best by
this type of service. The panel further reconmended that |local communities, in
cooperation with Federal and State agencies, undertake the devel opnent of com
munity services for retarded persons. 2] Abuses and neglect of retarded insti-
tutionalized persons were reported in the press, and during the 1960s and the
1970s efforts were nade nationwi de to inprove conditions in institutions, expand
alternatives to institutionalization, and nove residents frominstitutional to
community settings. This becane known as the deinstitutionalization novenent.
In 1975, the Devel opnmental ly Di sabl ed Assistance and Bill of Rights Act
(P.L. 94-103), included provisions intended to inprove services to nentally
retarded and other disabled persons in institutions. This |aw required that
States submit a plan to elimnate inappropriate placenent in institutions and
i mprove the quality of institutional care. State plans were also to support
the establishnment of community progranms as alternatives to institutionalization.
Al'so in 1975, the Education for Al Handi capped Children Act (P.L. 94-142),
required States to provide educational and supportive services in the |least re-

strictive environnent for all handi capped children. 3/

2/ The President's Panel on Mental Retardation. A Proposed Program for
National Action to Conbat Mental Retardation. Report to the President, Cct.
1962.

3/ For additional background | NFCRWTI ON see, Paul, Janes, L.,Donald 3 Stednan, and G
Ronal d Neufeld, eds. Deinstitutionalization: Prograns and Policy Devel oprment.
Syracuse, University Press, 1977.
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I.  RESIDENTI AL FACI LI TIES FOR MENTALLY RETARDED AND OTHER
DEVELOPMENTALLY DI SABLED PERSONS (MR/ DD): DATA SUMVARY 4/

A 1982 survey indicated that in that year there were 243,669 retarded per-
sons served in sonme type of facility specifically licensed for the care of
mental ly retarded people: public or private institutions, nursing hones, super-
vi sed group or individual living arrangenent, foster care, and boardi ng hones.
(This nunmber does not include disabled persons living with their famlies or

TABLE 1. Nunber of Persons with Mental Retardation or Rel ated

Conditions Served in State Licensed Residential Facility
as of June 30, 1982

Nurmber of beds Nurmber of persons Nunmber of
in facility served facilities
al

1-6 33, 188 1,469
7-15 30, 515 3 .,39
16- 63 25, 691 1 ,09
64-299 45, 709 495
300+ 108. 566 178

Tot al 243, 669 15, 633

al Facilities of six beds or fewer are nostly foster care arrangenents.

Source: Lakin, Charles, Ph.D. Center for Residential and Conmunity Serv-
ices, University of Mnnesota. From 1982 National Survey of Residential Facil-
ities for Mentally Retarded People. (Survey supported by a grant fromthe
Heal th Care Fi nanci ng Adni nistration (HCFA)).

4/ The termmentally retarded and other devel opnentally disabl ed persons,

a termcommonly used in the field, is used in this paper to generally enconpass
(conti nued)
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living in non-licensed facilities.) Table 1 shows the nunber of persons served
by size of facility and the nunber of facilities in each size category.

Large institutions originally built to provide 24-hour care to nentally
retarded persons becanme, in many places, the only available residential facility
for persons with severe cerebral palsy, uncontrolled epil epsy, autismand cer-
tain other severe, chronic or nmultiply handi capping conditions. Facilities pro-
viding institutional care for these MR/ DD persons range in size from16 to 2,000
beds, although about one half of all institutionalized MR DD persons are in
operated facilities of over 300 beds.

Over the past decade there has been a nationwi de effort to nove the | ess
severely disabl ed persons out of large public institutions and into snal
communi ty-based facilities. As a result of this effort, the popul ation of
public institutions decreased 42 percent between 1970 and 1984, from 189,546 to
109,827. 5/ Since 1977, 19 State institutions have closed and five are in the
process of closing.

As di sabl ed persons were transferred frominstitutions to comunity set-
tings over the past decade, those renmaining in public institutions tended to be
the npst severely handi capped persons. In 1982, 57.2 percent of the residents
of public institutions were profoundly retarded, 23.8 percent were severely

retarded, 12.3 percent were noderately retarded and 6.1 percent were mldly

(continued) persons with severe, life-long inpairnents, usually including nental
retardation. The Medicaid program authorized under title Xl X of the Socia
Security Act, provides Federal funds to help support services for "nmentally re-
tarded or persons with related conditions" who require institutional care. Re-
| ated conditions generally include neurological inpairnments such as cerebra

pal sy, epilepsy or autism Persons with these inpairnments generally require
nul tiple services over an extended period of tine.

5/ See appendix A for the average daily popul ation of persons in public
residential facilities from 1970-1984.
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retarded. Those remamining in institutions are also now nore likely to have nul -
tiple handicaps. O the institutionalized retarded persons: 12 percent are
al so blind; six percent are deaf; 41 percent have epil epsy; 21 percent have
cerebral palsy; and 36 percent have an enotional handicap. |n 1976, 34.4 per-
cent of the residents of public residential facilities were nultiply handi-
capped; this number had increased to 43.1 percent by 1982. The percentage of
those with an enotional handicap nearly tripled during that period from13.3 to
36.0 percent. In summary, of those residents renmaining in public institutions,
81 percent are severely or profoundly retarded, 43 percent are multiply handi-
capped, and 36 percent have an enotional handi cap

The functional |evel of these institutionalized residents is characterized

as foll ows:

29 percent cannot wal k wi thout assistance;

61 percent cannot dress w thout assistance;
a 40 percent cannot eat without assistance;
. 28 percent cannot understand the spoken word;
55 percent cannot communi cate verbally; and

40 percent are not toilet-trained.

In 1982, 21 percent of the MR/ DD persons in public institutions were under
age 22, 74 percent were ages 22 to 62, and five percent were over age 62.

Al t hough total institution popul ations decreased 21 percent between 1976
and 1982, there was a 15 percent increase in the institutionalized popul ation
age 22 or older. This indicates a decrease in the adm ssions of MR/ DD children
to institutions. Services provided under the Education for All Handi capped
Children Act are generally considered the major reason for the decrease in the
nunber of MR/ DD persons under age 22 who have been institutionalized since 1976.

As MR/ DD persons have noved frominstitutions to community-based group
honmes, the nunber of such honmes has increased substantially. A tel ephone sur-
vey conducted in the spring of 1982 indicated that there were 6,302 group

homes
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for persons with nental retardation, 91 percent of which had 15 beds or |ess.

The group hones served a total of 57,494 persons, with an average of 9.12 per-
sons in each group honme. Group hones of 15 beds or fewer housed an average of
7.38 persons per site. The nunmber of conmunity living facilities of 15 beds or

| ess increased over 900 percent between 1972 and 1982. 6/

1. FEDERAL PROGRAMS FOR I NSTI TUTI ONALI ZED MR/ DD PERSONS

Federal funds to hel p support services for institutionalized MR DD persons
are authorized under the Medicaid program title Xl X of the Social Security Act.
The MR/ DD popul ation requiring 24-hour care may receive such services in severa
types of federally funded institutional settings. To receive Federal funds,
these facilities nust meet certification standards established under the Medi-
caid program There are three types of Medicaid-certified facilities in which
MR/ DD persons are provided care: internediate care facilities for the nentally
retarded and persons with related conditions (ICFs/MR), internmediate care faci-
lities (ICFs) and skilled nursing facilities (SNFs).

1. Most institutionalized MR DD persons receive services funded in
part by the |ICF/ MR program a service authorized in 1971 to be
i ncluded, at State option, in a State's Medicaid plan. An in-
stitution is eligible for ICF/ MR paynents if the primary purpose of
such institution is to provide health or rehabilitative services
for nentally retarded individuals and if the facility neets Federa
standards. Institutionalized persons for whom paynent is nmade nust
receive active treatment under the program In FY84, approximtely
139, 000 MR/ DD persons were residents of a Medicaid-certified | CFH/ MR
These facilities range in size fromfour to 2,000 beds, but the
great mpjority of these residents, over 90 percent, are in
facilities of 16 beds or nore. Facilities with under 200 beds are
| argely adm nistered by the private sector, and those over 200 beds
are usually public institutions. Federa

/ Janicki, M P., et. al. Availability of Goup Hones for Persons with

.Mental Retardation in the United States. Mental Retardation, v. 21, no. 2, Apri

1983. p. 48-50.
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regul ati ons providing standards for |ICFs/MR are intended to assure a
safe and therapeutic environment and include provisions for adequate
staffing, health and safety requirenents and m ni mum specifications
for individual space and privacy. 7/ An individual plan of care is
required for each resident. The plan nust include services
necessary to enable residents to attain or maintain optinm

physical, intellectual, and social and vocational functioning.
States vary considerably in the proportion of total public and
private residential care beds that are ICFH/ MR certified, ranging
from98 percent in Mnnesota to zero in Arizona and Woni ng. 8/

2. Some MR/ DD persons are served in nursing care homes certified
under Medicaid as |ICFs. These facilities provide health-rel ated
care and are not required to provide the habilitation services
authorized in the ICF/ MR program HCFA has issued a statenent
sayi ng that the acceptance of MR/ DD persons in ICFs and SNFs is
general ly inappropriate, but service needs of such persons cur
rently in such facilities are to be net. Approximtely 30,000
MR/ DD persons are currently served in |ICFs, according to an unof
ficial estimate of the Congressi onal Budget O fice (CBO. 9/

3. The SNFs serve sone MR/ DD persons who require a greater degree of
health care than is provided in ICFs. Approximtely 13,500 MR/ DD
persons are served in SNFs, according to the CBO nmenorandum

The three services nmentioned above are funded through open-ended entitle-

ments for eligible persons. That is, States are not limted in the anount of
Federal funds they nmay receive for services provided to eligible individuals as
I ong as they nmeet standards and provide the required matching funds. The |ICFs
and | CFs/ MR may be included in Medicaid State plans; SNFs are required to be
included for eligible persons over age 21. The Federal share for these services
ranges from 50 to 83 percent of total costs of services depending on the State

per capita incone. The average Federal share for these services is currently 53

percent.

7/ 42 C.F. R 442 subpart G pronmulgated in 1974.

8/ See appendix B. Arizona does not have a Medicaid program Woni ng
does not cover |ICF/ MR services in its State Medicaid plan

9/ U S. Congressional Budget O fice. Menmorandumto Christine Ferguson
of Senat or John Chafee's staff from Di ane Burnside of CBO, Dec. 12, 1983. The
data in this menorandum are prelimnary staff estinmates and are not to be con-
sidered official CBO estimates.
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Of the approximately 244,000 MR/ DD persons in State-licensed public and
private residential facilities on June 30, 1982, about 58 percent were receiving
Medi cai d- supported services. The remainder were in foster care, group hones and
public and private institutions which are supported primarily by State and
Federal income mai ntenance support paid to MR DD persons, as well as with State

funds, private donations, and fees paid by famlies.

I11. OVERVI EW OF RECENT REGULATORY, JUDIClI AL AND LEG SLATI VE ACTI ONS
TO REDUCE ABUSES OF | NSTI TUTI ONALI ZED MR/ DD PERSONS

Litigation and | egislation have focused public attention on abuses and de-
ficiencies in institutions. There is general agreenent, however, that |CF MR
regul ati ons published in 1974 have been instrunental in significantly inproving
conditions in institutions. According to many experts in the field, there are
many institutions which provide appropriate services in safe, humane environ-
ments. The follow ng discussion is not intended to inply that abuses exist in

all institutions.

A Exanpl es of Institutional Abuse

In the spring of 1985, congressional hearings were held on abuse of insti-
tutionalized handi capped persons. 10/ Testinopny presented at that tine showed
that abuse and negl ect continue to be serious problens at nany institutions.

W tnesses told of physical and sexual abuse by other clients and by staff, ver-
bal abuse, self-destructive behavior of clients due to neglect, excessive use

of medi cation, excessive solitary confinenent, inappropriate use of nmechanica

10/ U.S. Congress. Senate. Conmmittee on Labor and Human Resources.
Subcomrittee on the Handi capped. Abuse of Institutionalized Handi capped Per -
sons. Hearings, April 1, 2, and 3, 1985
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restraint, untreated injuries including broken bones, |ack of personal privacy
and personal belongings, facilities that were filthy and foul -snelling, and
i nadequate reporting and correction of abuse by institution staff and

adm nistrators

B. Intermediate Care Facilities for the
Mental ly Retarded (I CF/ HR) Standards

The promul gation of I CF/ MR regulations in 1974 was an effort to establish
and ensure active treatment and a safe environment in institutions for MR DD
persons. However not all beds in all institutions have qualified for |ICF MR
certification, and those prograns which have been certified nay not al ways con-
formto all provisions of the | CF/ MR standards. Eighty-seven percent of the
residents of public institutions are in certified beds, and nobst States have
certified all State institution beds. 11/ Mst of the non-certified beds are
in 10 to 12 States. Beds in institutions can be certified even if they do not
meet all ICF/ MR standards if there is a plan of correction to bring the beds up
to standards. The certification process is not supposed to allow repeat defi-
ciencies, but nost of the reported abuses have generally been known for some
time. 12/

States have the responsibility to determine whether a facility is eligible
for Medicaid certification and is neeting ICF/ MR standards. |If facilities are

found out of conpliance, Medicaid funds can be disallowed or deferred until the

11/ Lakin, Charles, Ph.D. Center for Residential and Comrunity Services,
Uni versity of Mnnesota. Tel ephone conversation with the author. Dec. 3, 1984. Data
from 1982 National Census of Residential Facilities.

12/ 1bid.
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facility is brought into conpliance. In addition to funding penalties, |ega

action can be initiated.

C Litigation and State Actions

Nuner ous court cases have reported various physical and psychol ogi ca
abuses whi ch have taken place and continue to take place in sone institutions
for MR/ DD persons. There are currently dozens of such court cases. For exam

pl e, in Youngberg v. Roneo, 457 U.S. 307 (1982), the plaintiff had been injured

over 70 tinmes while a resident in a State institution. 1In this case, the
Supreme Court found that institutionalized nentally retarded persons have the
right to adequate food, clothes, shelter and nmedical care, the right to persona
safety, the right to freedom from unnecessary physical restraint, and the right
to training necessary to further their interest In safety and freedom from undue
restraint. 13/ However, the Suprenme Court did not address the issue of a right

to treatnent or devel opnental training.

D Cvil Rights Statute

In 1980, the Civil Rights of Institutionalized Persons Act (CRIPA), P.L
96- 247, gave the U. S. Attorney Ceneral explicit authority to initiate and
intervene in litigation involving the constitutional rights of institutionalized
persons. The Attorney General is authorized to intervene if he believes that

deprivation of rights is part of a pattern or practice of denial, if the suit

13/ Other mmjor cases include Watt v. Stickney, 344 F. Supp. (MD. Ala.
1972), affirmed in part, remanded in part, and reserved in part, sub nom, Watt
v. Aderhalt, 503 F. 2d 1305 (5th Cir., 1974) and Pennhurst State School and Hos-
pital v. Halderman, 451 U.S. 1 (1981), and 465 U.S. — 1045 Ct. 900, 79 L. Ed.
67, 52 U.S. L.W 4155 (1984).
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is of general public inportance, and if it is believed that institutionalized
persons are being subjected to "egregious or flagrant” conditions which deprive
such persons of any rights, privileges or inmunities under the Constitution or
laws of the United States. Since the enactnent of this statute, the Attorney
General has undertaken 57 investigations of institutions, 12 of which invol ved
mental retardation facilities. 14/ However, the Departnent has not actively
litigated any nmental disability cases under CRIPA and has initiated only one

case. 15/

V. COVMUNI TY- BASED SERVI CES UNDER THE MEDI CAl D WAI VER

In an effort to increase home and comrunity-based services to persons who
are institutionalized or at risk of being institutionalized, title Xl X was
anended in 1981 to allow the use of Medicaid funds for a broad range of hone
and comuni ty-based services. 16/ The foll owi ng groups may be served under the
wai ver program the aged, the physically disabled, the nentally retarded, and
the mentally ill. The waiver program authorized under section 1915(c) of the
Soci al Security Act, provides that Federal Medicaid funds may be used to support
home or communi ty-based services (other than room and board) for persons who,
but for the provision of such services, would require the | evel of care provided

i n Medi cai d-supported institutions.

14/ U.S. Departnent of Justice. Special Litigation Section. Civi
Ri ghts Division. Conversation with Ben Schoen by the author. June 27, 1985

15/ Dinerstein, Robert D. The Absence of Justice, 63 Neb. L. Rev. 680,
703 (1984).

16/ Title XI X was amended by P.L. 97-35 (sec 2176). This provision al-
| ows the Secretary of the Departnment of Health and Human Services (DHHS) to
wai ve certain requirenents only available in institutions such as the avail a-
bility of enmergency care on the prem ses, and the requirenment that services be
del i vered Statew de.
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States nust set forth a number of assurances to qualify for the waiver:

e Safeguards are required to protect the health and safety of persons
provi ded services and to assure fiscal accountability for the funds
expended.

e Persons entitled to institutional services are to be evaluated to
determ ne the need for such services.

» Persons determned to be likely to require institutionalization are
to be informed of the alternative avail abl e under the waiver pro
gram

« The average per capita Medicaid expenditure for services under the
wai ver is not to exceed the average per capita Medicaid expenditure
that the State would have nmade if the wai ver had not been granted,

i.e., the cost of comunity services is not to exceed the cost of
institutional services.

e States are to provide annual reports on the inpact of the waiver
program whi ch i nclude data on the types and anount of assistance
provided and i nfornmation on the health and wel fare of the recipi
ents.

Servi ces authorized under the waiver provision include case managenent services,
homemaker and hone health services, personal care services (such as bathing and
toileting), adult day health care, habilitation services to provide training in
the activities of daily living, respite care for famlies, and other services. as
approved by the Secretary of DHHS.

A State may be granted a waiver for three years initially and the waiver
may be extended for additional three-year periods unless nonconpliance with the
provi sions of the waiver is determned. As of May 31, 1985, 42 waivers had been
granted for programs serving MDD individuals in 36 States. It is estimted
that 17,000 MR/ DD persons had received conmunity services under the waiver pro-
visions as of June 1, 1984. Over half of these persons were served in three
States: Florida, Louisiana and Oregon

The costs of the total Federal share of services furnished under the waiver

provisions to the aged and the di sabl ed have increased rapidly: $2.1 million in

FY82, $47 million in FY83, $104.1 mllion in FY84, and $191.6 mllion for the
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first quarter of FY85. It is estimated that the Federal share of costs incurred
under the waiver provision will exceed $800 nillion in FY85. 17/ It is not known
what proportion of the expenditures incurred under the waiver was used for
services for the MR DD population, but it is estimated that approximtely one-
third of the clients were MR/ DD persons, and possibly one-half of the cost was
for MDD clients. (Estimate provided by an official of the National Asso-
ciation of Coordinators of State Mental Retardation Program Directors.)

The final regulation for the waiver program was published on March 13, 1985

(50 Federal Register 10013). As required by statute, the regulation requires

States to provide assurances that the average per capita fiscal year expenditure
under the waiver will not exceed the average per capita cost had the individua
been institutionalized. Under the regulation, States must also assure that the
actual total cost of home and communi ty-based services under the waiver will not
exceed the State's approved estimate for such services. States nust al so assure
that total costs under the waiver will not exceed the total Medicaid costs that
woul d have been incurred if the disabled persons served under the waiver were
served in ICF/MR-certified institutions. The preanble to the regulation states
that the services to be assessed in the conparison of total costs are to include
physi ci an services, acute hospital care, dental care and prescription
medi cation, as well as the types of honme and community-based services |isted
above. The final regulation specifically prohibits States from offering
prevocational or vocational training under the waiver program

The wai ver programis intended to enable persons to |eave institutions and
to provide an alternative for those at risk of entering an institution. The

regulation requires States to specify the nunber of each type of client, and to

17/ These data were provided by officials of the Health Care Financing
Admi ni stration.
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assure that services furnished under the waiver are limted to persons who woul d

ot herwi se receive institutional care. 18/

V. COST SUMMVARY: FUNDS USED FOR RESI DENTI AL SERVI CES
FOR THE MR/ DD POPULATI ON

A. Di stri bution of Public Funds

A report by the Ofice of the Inspector General of DHHS estimated that for
FY81, public spending for both residential and support services for the
mentally retarded popul ation was $11.7 billion. 19/ Table 2 shows that the
Federal portion was estimated to be $5.4 billion and the State portion was
estimated to be $6.3 billion. Approximately half ($5.9 billion) of the public
funds were spent on residential care. This report estimates that at |east $4.5
billion was spent on comrmunity-based support services which ranged from medi cal
care to special education. It was estinmated that about $1.3 billion in
suppl enental security income (SSI) and social security disability insurance
(SSDI') paynents were nmade to, or on behalf of, individuals living in the

conmuni ty.

18/ For additional information, see U S. Library of Congress. Congres-
sional Research Service. Medicaid "2176" Waivers for Honme and Community- Based
Care, Typed Report No. 85-817 EPW by Carol O Shaughnessy and Richard Price,
June 21, 1985. Washington, 1985.

19/ U.S. Departnent of Health and Human Services. O fice of the Inspec-
tor CGeneral. Placenent Care of the Mentally Retarded: A Service Delivery As-
sessnment. National Report to the Secretary. Washington, Oct. 1981. p. 11
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TABLE 2. Public Funds for Mentally Retarded Persons: FY81

(in billions of dollars)

Fund al | ocati ons Anmount al | ocat ed

TOTAL funding . ... e e e $11.7

Sour ce of funds:

1 Federal ...... ... . . . ... ... (%5.9)

2 StaAt e . (%$6.3)

Expendi t ures:

1 Residential care .......... .. ... $ 5.9
—nstitutions ......... ... . . . . ($3.7)
—Community facilities ......... ... ... ........ ($0.7)

—Other long-termecare .............cviiiiiinn.. ($1.1)

—M scellaneous ............ ... ($0. 4)
2. Communi ty-based support Services.................c..... $ 4.5
3. SSI/SSDI and State grants to counties................. $ 1.3

B. Trends in Financing Institution and Conmunity Services
for the MR/ DD Popul ati on

A recent study analyzed total public expenditures for the MR/ DD popul ation
receiving services in State-operated institutions and in conmunity facilities,
nmost of which are privately operated. 20/ State-operated institutions are usu-
ally over 300 beds, whereas comrunity facilities include small residences as
wel |l as larger privately-operated facilities, which my have over 100 beds. The

study anal yzed data beginning with expenditures for FY77 and made projections

20/ The data in this section are taken from Public Expenditures for Menta
Ret ardati on and Devel opnental Disabilities in the United States. Analytica
Summary, Public Policy Monograph No. 6, by David Braddock, Ph.D., et al, Mar.
1985, published by the University of Illinois at Chicago.
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for FY84. 21/ This analysis focused primarily on State general revenue expend-
itures and Federal |CF/ MR reinbursenents. The analysis did not include SSDI or
SSI paynents to individuals that were used for room and board in comunity
facilities. The termadjusted for inflation as used in this discussion neans

that dollars in subsequent years are expressed in ternms of their FY77 val ue

1. Institution Expenditures

The study found that during this eight-year period, the total of State plus
Federal expenditures for services in institutions did not increase, if data are
adj usted for inflation. 1In fact, the total funding for FY84 was projected to be

0.8 percent |less than expenditures for FY77, when adjustnments are nmade for in-

flation. |In unadjusted dollars, expenditures totalled $2.436 billion in FY77
and were projected to increase to $4.278 billion in FY84, according to this
st udy.

The maj or change that occurred was that Federal funds were increasingly
used to support institutional services as inflation increased. During this
ei ght -year period, the Federal proportion of funds for services in institutions
increased from 26 percent in FY77 to 46 percent in FY84. This resulted in a
decrease in the State proportion from 74 percent in FY77 to 54 percent in FY84.
Al though the total of State plus Federal expenditures did not increase over
the period of the study, when figures are adjusted for inflation, Federal |CF/ MR

program funds i ncreased an average of 10 percent per year as States

21/ See appendix C for a chart showi ng State and Federal expenditures in
FY77 and in FY84.
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received ICF/ MR certification for institution beds that had previously been 100
percent State supported.

Al though the institutionalized popul ation of MR DD persons decreased over
the eight-year period, the daily cost of services for each person who renmi ned
ininstitutions increased. As the population of institutionalized MR DD persons
decreased 4.3 percent per year between FY77 and FY84, per diem expenditures for
the persons residing in institutions increased 4.5 percent annually, if data are
adj usted for inflation. The institutionalized population was nore severely im
paired and in need of nore intensive services in FY84 than in FY77 because nany
of the less severely disabled persons were noved fromthe institution to the

communi ty during that period.

2. Community Expenditures

Fundi ng for community residential and support services for the MR/ DD popu-
I ation increased over the eight-year period from$745 mllion in FY77 to $3.1
billion in FY84, in unadjusted dollars. This funding increased at an annua
rate of 22.8 percent per year in unadjusted terms, or 13.4 percent in adjusted
terms. 22/ Seventy percent of the funds used to devel op conmunity services over
this time period was contributed by the States; this percentage remai nhed con-
stant each year. Federal ICF/ MR funding in community facilities increased from
six percent of total expenditures in FY77 to 21 percent in FY81. Federal funds
for social services authorized under title XX of the Social Security Act have
been used to support comunity services for the MR/ DD popul ation. These funds
decreased from 20 percent of total comrunity expenditures in FY77 to seven per-

cent in FY84.

22/ The 13.4 percent figure was cal cul ated by the Congressi onal Research
Servi ce.
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These cal cul ati ons do not include Federal or State incone nmintenance pay-
ments nmade to individuals and used for roomand board in conmunity facilities.
Persons determ ned to be disabled under title Il (SSDI) or title XVI (SSl) of
the Social Security Act are entitled to cash paynents; these paynents are not

included in this determ nation of conmunity expenditures.

C. Program Costs and Persons Served in the Internediate Care
Facilities for the Mentally Retarded (I CF/ MR) Program

Tabl e 3 shows total |CF/ MR expenditures and the Federal share of such ex-
penditures since the inception of the programin FY73 through the estinated
amount for FY85. 23/ The nunmber of persons served is also shown. Currently
about 80 percent of ICF/ MR funds are used in public residential facilities and

20 percent of the funds are used in private residential facilities.

3/ The funds shown as total |ICF/ MR expenditures in table 3 include only those
State funds required to match Federal 1CF/ MR funds, and do not include other State
funds which have been used in residential facilities that are not |ICF/ MR
certified.
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TABLE 3. Total and Federal | CF/ MR Expenditures and Nunber
of Persons Served: FY 1973-FY 1985

Tot al Feder al Per sons served

Fi scal years (in mllions) (in mllions) (i n thousands)
1973 $ 165 $ 98 29
1974 203 120 39
1975 380 204 69
1976 635 349 89
1977 917 501 107
1978 1,192 662 104
1979 1,488 823 114
1980 1,989 1, 052 121
1981 2,996 1,742 151
1982 3, 467 1,863 149
1983 4,079 2,122 151
1984 4,179 2,227 139
1985 (est.) 4, 866 2,679 N A

Source: Howe, Chris. Medicaid Statistics Branch. Medicaid Cost Esti-
mates. Health Care Financing Adm nistration. Milligan, Bill. Division of
State Agency Financial Managenent. Bureau of Program Operations. Health Care
Fi nanci ng Admini stration. Data obtained by tel ephone, June 21, 1985.

D. Per Diem Costs by Type of Facility

Nuner ous studi es have attenpted to identify the per diemcost differential
between institution and comrmunity- based programs for the MR/ DD popul ation. A
recent assessnment of 11 of these studies shows that while there were | ower av-
erage per diemcosts for comunity services, there was a wi de and unexpl ai ned
range of costs even in supposedly conparable settings with conparable clients.
Hi gher than average costs were found for persons with severe and/or nultiple
disabilities and for school age di sabl ed persons, regardl ess of service set-

tings. As MR/ DD persons noved frominstitution to conmunity care settings,
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responsibility for funding of services shifted from Federal to State and | oca
governments. Generally higher functioning |levels were found among MR/ DD clients
served in the community, and there was an overall association between community
programs and inproved client outcones. 24/

Facilities certified as ICFs/ MR nmay mai ntain hi gher standards of care than
non-certified facilities, and facilities of less than 16 beds tend to serve the
| ess severely disabled persons. According to one major study (see table 4), the
nost expensive facility was the State-operated ICF/MR with 16 or nore beds. The
| CF/ MR-certified institutions of 16 or nore beds provide services for persons
who tend to be very severly inmpaired. The per diemcost of a State-operated
| CF/ MR averaged $87 in 1982, and ranged from a high of $195 per day in Al aska
to a low of $28 per day in Kansas. 25/ The cost of a privately operated non-
certified residence of 15 beds or fewer was the | east expensive option at $25
per day; this anount did not include the cost of community services received

away from the residence.

24/ Kotler, Martin, et al. Synthesis of Cost Studies on the Long-Term
Care of Health-Inmpaired Elderly and Ot her Disabled Persons: Executive Summary. Macro
Systens, Inc., Silver Spring, Maryland, Sept. 16, 1985.

25/ See appendix D for ICF/ MR per diemrates by State.
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TABLE 4. Per Diem Costs for Persons with Mental Retardation
or Related Conditions Served in State
Li censed Residential Facilities, FY82

Publ i c Private
Nunmber of beds facilities facilities

16+ beds

ICF/MR certified......... $87 $51

Non-certified............ 73 39
1-15 beds

ICF/MR certified......... $82 $62

Non-certified............ 33 25

Source: Lakin, Charles, Ph.D. Center for Residential and Conmunity Serv-
ices, University of Mnnesota. Telephone conversation with the author, June
21, 1985. Data from 1982 National Survey of Residential Facilities for Mentally
Ret ar ded Peopl e.

The differences in enployee salaries and benefits account for some of the
variation in per diemcosts. Enployees of State institutions tend to be union-
ized and to receive nore enployee benefits than do persons delivering care in
community facilities, e.g., a 1982 cost study in Pennsylvania found that the av-
erage salary of an institution worker was $14, 161 conpared to $9, 304 earned by
comrunity residential programworkers. 26/ Institution fringe benefits anopunted
to 36.4 percent of base salary whereas fringe benefits in community facilities
were 21 percent of salaries. The specialization of labor in institutions and
the nedical focus of institution staff are mpjor factors contributing to in-

creased staff costs in institutions.

26/ Longitudinal Study of the Court-Ordered Deinstitutionalization of
Pennhur st Residents: Conparative Analysis of the Costs of Residential and Day
Services within Institutional and Community Settings. Human Services Research
Institute, Boston, Mass., Dec 15, 1983. p. 57.
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The ICF/ MR regul ations require a nore intensive |evel of care and habili -
tation and training than is generally found in non-ICF/ MR facilities. The 1981
I nspector Ceneral assessnment found that the I evel of care required in an I CF/ MR
is inappropriate for certain institutionalized persons who could benefit froma
nore i ndependent residential setting where |ess costly services would be nore

appropriate. 27/

27/ Departnment of Health and Human Services. Placenent Care of the Mentally Retarded:
A Service Delivery Assessnent. National Report to the Secretary, Ofice of the
I nspector Ceneral. COct. 1981.
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VI. LEG SLATI VE ACTI VI TY REGARDI NG SERVI CES
FOR MR/ DD PERSONS

A Backgr ound

Legi slation was introduced in the 98th Congress by Senator John Chafee to
increase the availability of Federal funding for community services and further
reduce Institutionalization. S. 2053, the Community and Fanmily Living Arend-
ments of 1983, would have shifted Federal Medicaid funding for severely disabled
persons frominstitutional care to community-based care in residential house-
hol ds and small facilities. Eligible facilities could not house nore than three
ti mes the nunber of individuals in an average fam |y househol d, or approxi mately
ni ne persons. This bill would have affected | CFs/ MR, other |CFs, and SNFs.

Under this bill, an institution would have been all owed 10 years to reduce to
zero the nunmber of residents for whom | CF/ MR rei nbursenent could be clai ned
(with limted exceptions). Certain smaller institutions with 16 to 75 beds were
to be allowed 15 years. Facilities serving 15 persons or fewer at the time of
enact nent woul d not have been required to reduce resident popul ation. After the
transition period, Medicaid funds could only be used for institutional care of
severely disabl ed persons if needed care were not available in the comunity and
if the period of institutionalization did not exceed two years

S. 2053 woul d have based eligibility for services on a functional defini-

tion of severely disabled persons taken fromthe Devel opnental Disabilities Act,
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P.L. 91-517, as anended. The bill specified that the individual's inpairnent
had to be manifest prior to age 50. The definition did not include persons be-
tween ages 21 and 65 whose prinmary diagnosis was nental ill ness.

Advocates for this bill stated that institutional care is detrinental to
i ndi vi dual devel opnent and that Federal funds should only be used in fam|ly-
scal e settings where they believe nore nornmlized devel opnment occurs. These
persons state that strong Federal action is required to reduce institutionali-
zation and to nmake Federal funds available in the comunity.

Those opposed to the bill stated that severely disabled persons require a
continuum of service settings to nmeet individual needs and that facility size
does not necessarily deternmine quality of care. Critics of the bill also
stated that the eligible population under the bill would include a very |arge
number of individuals (many nore than are currently receiving | CF/ MR services)

and woul d thereby greatly expand the need for funds for services. 28/

B. Sunmary of the Community and Family Living
Anmendnents of 1985

1. Overvi ew

In response to comrents regarding certain provisions of S. 2053, Senator
Chafee introduced a revised bill in the 99th Congress. S. 873 includes changes
in sone provisions of the previous bill, but continues the effort to make Fed-
eral funds available in small conmunity facilities while phasing out nost Fed-

eral funding for institutions of nore than 15 beds. Conpanion bills have been

28/ For further discussion of S. 2053, see U.S. Library of Congress,
Congr essi onal Research Service. S. 2053 and the Transfer of Mentally Retarded
Persons from Large Institutions to Small Conmunity Living Facilities. Typed
Report No. 84-554 EPW by Mary F. Smith, February 21, 1984. Washi ngton, 1984.
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introduced in the House: H R 2523, which is identical to S. 873, and H R
2902, which includes mnor differences. This description is generally appli-
cable to both versions of the proposed anmendnents.

The proposed Community and Fami |y Living Armendnments of 1985 woul d encour age
t he devel oprment of community-based services for severely disabl ed individuals,
and woul d al | ow about 15 percent of current |ICF/ MR expenditures to be used for
services in institutions after FY 2000. The bal ance of ICF/ MR funding, with
limted exceptions, could only be used for severely disabl ed individuals who
resided in a fam |y honme or community living facility. Comunity living facil-
ities would not exceed three tines average fam |y househol d size, or approxi-
mately nine persons. States would enter into agreenments with the Secretary of
DHHS to reduce the nunmber of disabled persons residing in facilities of nore
than nine beds. Beginning in FY 2000, the ampunt of Federal funding avail able
for use in larger residential facilities would be Iimted to approximtely 15
percent of the anount currently used. In addition, beginning in FY89, the Fed-
eral matching rate for services delivered in larger facilities would be progres-
sively reduced

The anmendnents woul d make certain exceptions to the requirement that eli-
gible facilities have no nore than nine beds. Two types of facilities could
continue to receive funding if they were in operation on Septenmber 30, 1985.
Facilities of no nore than 15 beds could continue to receive Federal funding if
such facilities did not increase the nunmber of residents after that date. Also,
cluster homes could continue to receive funding if such hones did not increase
the nunber of beds after Septenmber 30, 1985. A cluster hone is defined as two
or three facilities in proxinmty to another, each of which would neet the defi-

nition of comunity living facility except for the other residences in the
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cluster. Another exception to the nine-bed linmt is that Federal funds could be
used in larger facilities if such facilities provided needed services unavail -
able in smaller facilities and if the period of care in the larger facility did
not exceed two years after FY 2000.
The bill would authorize a limted amunt of funds for use in the |arger
facilities, but the major thrust of the bill is to authorize funds for services to
persons residing in a famly home or a community living facility. A famly honme would
i nclude a natural, adoptive or foster hone in which one or nore severely disabl ed
persons resided. A comunity living facility is defined as a single household, other
than a fam |y home, that provides living arrangenents and care to one or nobre severely
di sabl ed persons, but the nunber of beds for such persons would be linmted to three
times the average famly household size. A community living facility would be required
to be located in a residential ( nei ghbor hood popul ated primarily by persons
ot her than disabled persons. Such facilities are not to be unduly concentrated in any
residential area. |In addition, the facility would have to neet requirenents for
safety, sanitation, and staff training, and would have to cooperate in the provision of
services specified in the witten habilitation or rehabilitation plan for each disabled
person.
Persons eligible for conmunity and family services under the proposed
anmendnents generally would be those di sabl ed persons who are eligible for Medi-

caid and neet the definition of disability under the SSI program

2. Conmmunity and Fam |y Services for Severely
Di sabl ed | ndi vi dual s

The proposed anendnents woul d add a State plan requirenment under the
Medi - cai d program speci fying that community and fam |y services are to be

provi ded
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to severely disabled individuals who reside in a famly hone or comunity |iving
facility. States would be required to nmake avail abl e case managenent services
to help plan and coordinate the individual's care, and, as necessary, individua
and fam |y support services to pronote independence. Individual and famly
servi ces woul d i nclude personal care, donmestic services, assistance with commu-
ni cati ve devi ces and aids, and services provided to the famly including respite
care. Protective services would be required to be avail able as necessary to any
severely disabl ed individual who was, or who except for his incone or resources
woul d be, eligible to receive services under Medicaid. These three mandated
services would be required to be included in the State Medicaid plan by October
1, 1988

States coul d choose to provide additional community and fam |y services to

assi st severely disabled persons to live and function as independently as pos-

sible. These services would be set forth in an individual witten habilitation
or rehabilitation plan and could include diagnostic and assessnent services,
personal assistance and attendant care, assistive devices and comuni cation

ai ds, adaption of vehicles and housing for disabled persons, adult day care pro-
grans, services to fanm |y nenbers, transportation, homenaker services, and out-
patient rehabilitation facility services. These services could be provided in
addition to any nedical services for which the individual was eligible under the
Medi caid program Community and fanmily services would not include room and
board (except for up to 12 weeks per year as part of a support service); cash
paynments; any service for which the person was eligible under Medicare (title
XVIIl of the Social Security Act); any service for which paynent was made under
aid to fanmilies with dependent children (AFDC) (title IV of the Social Security

Act); any education service which the State generally nakes avail abl e without
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cost; or any service in a hospital, skilled nursing facility or internediate

care facility. 29/

3. Eligibility

To be eligible for services under the proposed anendnents, a person would
have to neet the definition of severely disabled individual and be eligible for
Medi cai d.

Severely disabled individual is defined using the specifications for disa-
bility set forth under title Il (SSDI) and title XVI (SSI) of the Social Secu-
rity Act. This definition of disability is based on a nedically determ nable
physi cal or nmental inpairment that can be expected to result in death or |ast
12 nmonths or nore. The inpairnment could result from anatom cal, physiol ogica
or psychol ogical abnornmalities that can be identified by nedically acceptable
clinical and | aboratory techniques. The bill further specifies that the defi-
nition of severely disabled individual would require the age of onset of the
disability to have occurred prior to age 35, except in the case of a nmenta
i mpai rment which nust have manifest itself prior to age 22.

Medicaid eligibility for nost severely disabled individuals would be es-
tablished through neeting the incone and resource standards for SSI. Persons
who are eligible for SSI are generally categorically eligible for Medicaid. In
addition, 34 States allow Medicaid eligibility for nedically needy persons who

are not eligible for SSI. This program allows an individual whose income

29/ Most persons eligible for the proposed services would also be eligible for
SSI. This incone maintenance paynent would be used for room and board. C Persons in
an | CF/ MR do not receive a nonthly SSI payment sufficient to cover room and board
because these expenses are included in the ICF/ MR reinbursenment. Institutionalized
persons receive an SSI allowance of not nore than $25 per nonth.
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and resources exceed SSI standards to receive Medicaid services if, after de-
ducting medi cal expenses, the individual's incone would neet SSI incomne
requirements.

In addition to providing services to disabled persons eligible for Medi-
caid, the proposed anendnents would give States the option of providing com
munity and fam |y services, or any other medical assistance, to severely disa-
bl ed persons who spend, or are nmenbers of a famly that spends, at least five
percent of adjusted gross incone for necessary care and services provided to the

di sabled fam |y nmenber.

4. | npl enentation Agreenent

To receive paynents under the Medicaid program after Septenber 1, 1988,

States would be required to enter into a community and fanmily living inplenen-

tation agreenment with the Secretary of DHHS. The inpl enentation agreenent woul d
assure that the State was reducing the nunber of severely disabled persons liv-
ing in facilities which did not nmeet the size and location criteria for com
munity living facilities. The agreement would al so assure that the nmandated
community and famly services were being provided. Private facilities are to
cooperate in inplenenting the agreenent. The inplenentation agreenent woul d
provide that staff in community living facilities receive adequate training or
retraining. Also, training could be made avail able to parents caring for dis-
abled fam |y nenbers at hone.

The inpl ementation agreenent woul d include assurances that any severely
di sabl ed individual for whom a public agency arranges placenment woul d have the
opportunity to reside in a famly home or a community living facility that was

|l ocated close to the famly of the disabled person. Disabled persons or their
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representatives woul d be advi sed of their right of choice of service provider
and their right to a fair hearing. Those who believed the services or placenent
were i nappropriate would be provided an appeal and a hearing before an inpartia
heari ng officer.

Under the inplenentation agreenent, States would attenpt to place severely
di sabl ed persons in a conmunity facility rather than an institution, if pos-
si bl e, when placenment out of the hone was necessary. Severely disabled indi-
viduals living in facilities of 16 beds or nore would be identified and their-
comunity living needs woul d be assessed. This would be acconplished by FY88
and reviewed annually thereafter. A transfer plan would be devel oped for each
person to be noved froma larger facility into a famly home or comunity living
facility. An interdisciplinary team including parents and client, would

identify the conmunity services needed and the disabl ed person or his advocate

woul d be notified prior to the proposed transfer. COpportunity would be
provi ded for appeal of the transfer plan on the grounds that proposed services
were inappropriate, inadequate or unavailable. Public enployees affected by
the transfer of disabled persons frompublic institutions to comunity |iving
facilities would be retrained and enployed in the comunity and their rights
and benefits would be preserved, if possible.

Al'l public or private facilities receiving any State or Federal funds under
title XIX (or under any other provision of [aw) which serve severely disabled
i ndi vidual s would be required to be accredited by a national accrediting body or
certified as a SNF or ICF. Each community living facility or famly honme woul d
be accredited by a national accrediting body or licensed by the State. In
addition, States would be required to assure appropriate care for severely
di sabl ed individuals residing in a facility which ceased to receive paynents

under title Xl X



CRS- 32

States would be required to maintain the | evel of service funding provided

for severely disabled individuals that is currently supported with State funds.

5. Limtation on Paynents for Services Provided
in Large Facilities

The proposed anmendnments would linmt the amount of Federal title Xl X funding
that could be used to deliver services to severely disabled individuals in fa-
cilities that did not neet the | ocation and size requirenents specified. Fed-
eral funds to these large facilities would be reduced to 15 percent of a base
year by FY 2000. After this date, Federal funds for SNFs and I CFs of nore than
15 beds which serve severely disabled individuals would receive a maxi mum per
quarter of 15 percent of the greater of:

e 25 percent of the ICF/ MR funds received for any fiscal year prior
to October 1, 1985, as selected by the State; or

e the aggregate amount paid under title XIX for the quarter ending
Decenber 31, 1989, for SNF services and | CF services furnished to
severely disabl ed individuals under age 65 in facilities having
nmore than 15 beds.

The anmpunt of base year funding as determ ned above for use in facilities of

more than 15 beds woul d be adjusted in accordance with inflation

6. Exenptions fromLinmtation

The limtation on paynments to large facilities described above woul d not
apply to SNFs and ICFs if such facilities net the size and | ocation requirenents
specified in the amendnments. That is, the 15 percent limtation on Federal pay-
ments starting in FY 2000 would not apply to facilities with I ess than 16 beds

or to cluster homes, if such facilities were in operation on Septenber 30, 1985.

The limtation would also not apply to larger facilities if the individuals
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served required services which were necessary to neet a therapeutic objective,
which were not available in a famly home or community living facility in the
State, and which did not exceed two years' duration after FY 2000. In addition,
the limtation would not apply to services received by persons age 65 and ol der
regardl ess of the size of the facility. Such persons could continue to receive
services in the larger facilities, and funds for these services would not be af-

fected by the reductions proposed in this legislation

7. Reduction in Federal Matching Rate for
Services Provided in Large Facilities

Begi nning in FY89, the amendnents woul d reduce the existing Federal match-
ing rate for services to severely disabled persons under age 65 if such services

were delivered in large facilities. For States having in effect a plan to im

pl enent the anendnents, the Federal matching rate would be reduced one percent

each quarter, or four percent each year, for 10 years. The matching rate could
be reduced a maxi nrum of 40 percent over this tine period. That is, a State cur-
rently receiving a 50 percent Federal match could have the matching rate reduced

to 30 percent for institutional services:

50 percent x 40 percent 20 percent
50 percent - 20 percent = 30 percent

For States not having an inplenmentation agreenent, the Federal matching
rate woul d be reduced two percent each quarter between FY89 and FY93, for a max-
i mum of 40 percent over this five-year period. States without an inplenmentation
agreenent after FY93 woul d have the matching rate reduced one percent per quar-
ter from FY94 through FY98 for a total reduction of 60 percent over the 10-year

peri od.
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8. Protection of Rights of Severely
Di sabl ed | ndi vi dual s

To receive Federal funds for conmunity and family services under the pro-
posed anendnents, States would be required to have in effect a systemto protect
and advocate the rights of severely disabled persons eligible for assistance
under title XIX. The protection and advocacy system would be inplenented by an
agency that is independent of any agency delivering services to severely dis-
abl ed individuals, has the authority to pursue | egal and adm nistrative rene-

di es, and has access to the records of severely disabled individuals eligible
for services under title XIX
The amendnments woul d provide the right to seek an injunction in Federal district
court to any person injured or adversely affected by a violation of the proposed
anendnents by a State agency administering the Medicaid State plan. ( The party
bringing suit could recover reasonable attorneys' fees for this action if such party

shoul d prevail
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VI1. DI SCUSSION OF THE COVMUNI TY AND FAM LY LI VI NG
AVENDMENTS OF 1985

A. I nt roducti on

Whil e all persons interested in care for severely disabl ed persons favor
quality residential services, there is considerable disparity regarding the
type of service setting considered nost appropriate.

Advocates for the proposed anendnments, who include professionals, parents
of disabl ed persons and other interested and inforned persons, feel that fam|ly-
style or individualized Iiving arrangenents provide a superior residential and
service setting for the needs of all severely disabled persons by providing per-
sonal i zed care in a nore normal, conmunity-based setting. According to this
position, large facilities are dehumani zi ng and degradi ng and are often the |o-
cations of flagrant abuse and neglect. Because these institutions tend to be
i solated fromnormal conmunity interactions and normal role nodels, disabled
persons can becone |l ess able to function in normal conmunity settings after
entering an institution, according to this argunent. Anong those in support of
the proposed anmendnments are famlies of institutionalized persons who woul d
prefer to have their disabled fanily nmenber in a nore normal community setting
near the rest of the famly. Sone fanmilies may be able to care for the disabled
menber at honme if comunity services were available to assist the family in this
effort. These fam|lies would support the proposed anendnents because funds
coul d be nade avail abl e to expand conmunity residential facilities and comunity

support services, thereby increasing the parents' choices of service setting
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Those opposed to the |egislation, who al so include professionals, parents
of di sabl ed persons, and ot her know edgeabl e advocates, have stated that not al
severely disabl ed persons can be adequately trained and cared for in the
community. According to this position, there should be available a continuum
of care, ranging fromsnmall fam|ly-scale residences to high quality institu-
tions, to neet the diverse needs of the severely disabled population. It is
argued that the critical factors determning quality of care are quality of
staff, staff-client ratios, active fam |y involvenent, and on-site health and
t herapeutic services, not the size or location of the residential facility. Sone
parents of institutionalized disabled persons are strongly opposed to the
proposed anmendnents because they feel that their famly nenber is getting ap-
propriate, effective care in an institution. These parents want the security
that they feel they have in the institutional setting and they do not want the
Federal Government to | egislate against their choice of care for their disabled
fam |y nmenmber. Such parents want the assurance that their offspring will con-
tinue to receive care after the parents die. Sone such parents fear that com
munity services may becone fragnented, may be discontinued, and may not provide
the total care provided in one setting by an institution. Some parents are al so
concerned that under the proposed amendnents reentry into an institution would

be very difficult if the community placenent did not work out.

B. Overvi ew of Research Findings

Al t hough enpirical research on the subject is not conclusive, nost studies
tend to support the contention that comunity-based services conducted in as
normal a setting as possible are nore effective than institutional services in

pronoti ng devel opnental growth and i ndependence of severely disabl ed persons.
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A nove frominstitutional to conmunity settings tends to result in positive
soci al adjustnent and inproved behaviorial devel opnent for nmmny di sabl ed per-
sons. 30/ However, for devel opnental growh to take place, according to research
findings, the community setting nmust include certain essential features:

ef fective teaching techniques, friendship networks for disabled persons and ac-
tive invol vement and positive attitudes of care providers. Sone research has
found that large institutions in which these features are present are also ef-
fective settings for devel opnental growth and that reducing the size of a fa-
cility does not necessarily change the daily pattern of care. 31/

Research indicates that there is great variation in comrunity residentia
facilities. To provide as normal an environment as possible, community facili-
ties need to be enriched with positive programming within the facility. That
is, the coomunity facility nmust be therapeutic as opposed to being nerely
custodial. Studies have shown that clients in community care facilities benefit
fromincreased interaction with qualified care providers within the community
facility and frominvolvenent in comrunity activities and services out side the
facility. The nore educated care providers tend to pronote increased client
interaction and increased contact with outside activities. 32/

(See appendix E for a selected bibliography that includes additional re-

search on which this section is based.)

30/ Conroy, James, et. al. A Matched Conpari son of the Devel opnental
Gowth of Institutionalized and Deinstitutionalized Mentally Retarded Clients
Anerican Journal of Mental Deficiency, v. 86, no. 6, 1982. p. 581-587.

31/ Sel zer, Marsha, Ph. D. Known Effects of Environnental Characteristics
on Resi dent Perfornmance. LI NKS, Feb. 1981

32/ Fernald, Charles. Too Little Too Late: Dei nstitutionalization and
t he Devel opnent of Comunity Services for Mentally Retarded People. University
of North Carolina at Charlotte, June 1984.
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C. Casel oad Esti mates

Most severely disabled persons are maintained at home by fanmlies or reside
i n non-nedi cal hone care facilities or board and care honmes. By naki ng conmu-
nity facilities and services available to these groups, as the amendnents pro-
pose, additional demand may be created on behal f of severely disabl ed persons
not currently served in Medicaid-funded facilities. This phenomenon could in-
crease total Federal expenditures. On the other hand, advocates of the |egisla-
tion claimthat severely disabled persons who do not receive needed services
while living in the community may require costly institutionalization |ater as
a result of such neglect.

An estimate of the number of persons who nay be eligible for services under
the proposed anendnents nust take into consideration several factors. The
anendnments woul d generally require that persons be eligible for SSI and Medi -
caid. The age of onset of the disability specified in the proposed amendnents
(prior to age 35, except for mental illness which is prior to age 22) woul d
sonewhat linmt the number of disabled persons eligible for famly and community
services. Medicaid eligibility would not be required for severely disabled
persons to receive protective intervention services. Also, States would have
the option of making famly and comunity services available to severely disa-
bl ed persons not eligible for Medicaid if they or their famlies used at |east
five percent of their income on medical and support services for the disabled
person. Severely disabl ed persons age 65 and over would be eligible for famly
and community services, but such persons could be provided institutional care
wi t hout the proposed restrictions on funding.

An official of the Social Security Administration has provided data on the

nunber of persons receiving SSI in FY85 with a date of onset of disability
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in conformance with the proposed anendnents. 33/ It is estimated that 940, 000
bl i nd and di sabl ed persons whose disability was manifest prior to age 35 are
currently receiving SSI. In addition, 75,000 persons with nental illness that
originated prior to age 22 are receiving SSI benefits. According to these es-
timtes, 1,015,000 SSI recipients (who are also generally eligible for Mdicaid)
woul d be eligible for famly and conmunity services, as specified in the pro-
posed amendnents.

As of this witing, there are no estimates available of the total nunber of
persons who would be eligible for and in need of services under the proposed

amendnents or of the optional services States mi ght choose to nake avail abl e.

D. Size of Community Living Facility

The proposed anendnments would require that conmmunity living facilities be
limted to three tinmes average household famly size. It is the intent of the
proposed anendnents to nake Federal Medicaid funding available to fund services
in facilities that are believed by proponents to be nost normalizing and | east
restricive of personal liberty. A facility larger than approxi mately nine beds
may not be easily integrated into an average nei ghborhood. The smaller facili-
ties are intended to prompte a hone-like atnosphere with nore personalized at-
tention than is usually provided in larger facilities. Also, clients would gen-
erally be expected to | eave the community facility during the daytinme to partic-
ipate in training or habilitation activities in the community, which could have

the effect of further normalizing their lives. |In addition, clients could

33/ Staren, Mchael. Social Security Administration. Ofice of Supple-
mental Security |ncone. Di vi si on of Program Managenent and Analysis. Tele-
phone conversation with the author, My 15, 1985
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utilize community recreation and health care facilities which could al so pronote
comunity integration.

Those opposed to the proposed anendnents have stated that a linmt of three
times average famly size is arbitrary and that size of facility does not assure
quality services. Sone persons opposed to the anmendnents state that a | arge
residential facility may be nore appropriate for sone di sabl ed persons because
a wider variety of activities and services can be made available on the prem
ises. Also, opponents of the anendnments have questioned where the capital would
come fromto construct safe, accessible housing for the nulti-handi capped and
nonanbul atory persons now in institutions. In addition, neighbors' resistance
to the devel opnent of community living facilities could be an obstacle to the

i ntegration of severely handi capped individuals into such nei ghborhoods.

Reducti on of Federal Funding in Institutions

The proposed anmendnents woul d gradually reduce the Federal matching rate
for Medicaid funds used in institutions, and starting in FY 2000, not nore than
15 percent of base year funds could be used in such settings, with certain ex-
ceptions. These two provisions (reduced Federal funding and reduced Federa
mat ching rate) would provide a disincentive to continue services in institutions
and woul d provide an incentive to serve severely disabled individuals in conmu-
nity living facilities or at hone. Services delivered to disabled persons liv-
ing in community living facilities or at hone would retain the current matching

rates and would not be limted to an aggregate ampunt of funding.
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1. Argunents in Favor of the Reduction
of Federal Funding in Institutions

Those in favor of the proposed anmendnents argue that these two disincen-
tives are needed to reverse the current bias toward the use of Medicaid funding
inlarge institutions and to make these resources avail able for community-based
services. The ICF/ MR regul ation generally requires the delivery of conprehen-
sive services in a single facility, thereby perpetuating large institutions.
States have traditionally placed poor, chronically disabled persons in |arge
i nstitutions because that is where the Federal reinmbursenents could be made.
Supporters of the proposed amendnents state that all persons in institutions
could benefit fromtransfer to the comunity if Federal funds were nore readily
avai l abl e to expand community services. Under the proposed anendnments, the
hi gher Federal matching rate for comunity services would provide an incentive
to States to place priority on these services. Long-range cost savings are
possi bl e by serving people in the conmunity and preventing institutionalization
according to this argunent. This argument is based on evidence that comunity
services tend to be | ess expensive than institution services. However, a
t horough anal ysis of the cost issue would require an analysis of increased de-
mand for services under the proposed anendnments, and a consideration of tota
public costs (including SSI) involved in maintaining disabled persons in the
comunity. Although severely disabled persons are currently being transferred
fromlnstitutional to community settings, the proposed anmendnents are needed to
provi de systenmatic | ong-term planni ng, advocacy, and secure funding for conmu-
nity services, according to supporters of the Iegislation.

In response to criticismthat the proposed amendnents would all but elim-
nate the option of institutionalization, advocates for the proposed anendnents

reply that States could continue institutional care using 15 percent of base
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year funding. Due to the decrease in the Federal reinbursenent rate for each
institutionalized person, States would have to use substantially nore of their
own funds for services for each such person. This increase in the State per
capita share would allow 15 percent of current Federal funding to serve approx-
imately 25 percent of the persons currently institutionalized, according to

advocates of the |egislation.

2. Argunments in Opposition to the Reduction
of Federal Funding in Institutions

Those opposed to the legislation state that linmting funding for institu-
tions to 15 percent of base year anmounts is arbitrary and is not based on know -
edge of the needs of disabled persons. It has been recommended that a study be
undertaken to assess the unmet needs of severely disabled persons and to deter-
m ne the nost appropriate living environnments before deciding on the anmount of
funding that should remain in institutions. Persons opposed to the |egislation
state that a variety of service settings, including high quality institutiona
care and comuni ty-based services, should be available to neet the various needs
of di sabl ed persons. According to this position, there is a danger that the
l egislation could result in dwi ndling Federal resources for the nost severely
di sabl ed persons left in the institutions. Opponents of the proposed anmendnents
fear that a reduction of Federal funding to institutions could cause States to
close institutions or sharply restrict institutional services, thereby reducing
the availability of services felt to be necessary as part of the service system

To nmeet | CF/ MR standards in institutions, States have invested in the reno-
vation of buildings and other inmprovenents which required capital outlays. Un-

der the legislation, States (and private |ICFs/MR) could be required to absorb
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the unanortized portion of these costs rather than pay for these inprovenents
gradual |y through Federal reinmbursenents to the upgraded institutions.

The | egi slation proposes that the 15 percent ceiling on funds for institu-
tional services be determined by | CFH/ MR funding used during the base year. Be-
cause use of this funding varies greatly from State to State (and Arizona and
Wom ng do not now participate in the ICF/ MR program, it mght be argued that
it would not be equitable to reduce funds using a fornmula based on prior usage.
Thi s approach could penalize States that have not chosen to participate exten-
sively in the ICF/ MR program or that have al ready reduced their institution-
ali zed popul ati on.

Si nce the nunber of persons in public residential institutions decreased 42
percent between 1970 and 1984, no financial |everaging is necessary to stimulate

deinstitutionalization, according to opponents of the proposed anendnents.

F. Quality Contro

Under the proposed amendnents, States would enter into an inplenmentation
agreenent with the Secretary stating that certain procedures would be undertaken
to help assure quality services. Staff in community living facilities would be
required to receive adequate training, facilities would be required to be
accredited by a national accrediting agency or |icensed by the State, and in-
dependent nonitoring and reviews would be undertaken periodically. In addition
the Secretary would be required to conduct sanple surveys to assess the quality
of services being delivered. Institutions that continued receiving funding
woul d be required to maintain the | CF/ MR standards.

There is a concern that States could not nonitor a massive influx of addi-

tional community facilities, and that there is insufficient financial comrtnment
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under the legislation for nonitoring and inspections. Those opposed to the |eg-
islation state that the ICF/ MR regul ati on has provided the only national safe-
guard available to ensure that disabled persons receive adequate services and
care. Renpval of Federal funds fromfacilities covered by the | CF/ MR standards
coul d underm ne effective public and private prograns and penalize States with
good institutional services, according to this argunent. Also, there is concern
that services in institutions would deteriorate as a result of the novenent of

nost di sabl ed persons frominstitutional to conmunity settings.

G Medically Fragile Clients and Clients
with Severe Behavi or Di sorders

One issue sonetines raised is the concern that nedically fragile disabled
persons who require 24-hour nursing care and frequent physician services may be
served more efficiently in institutions where energency services are avail able
at all tinmes. It is estimated that 25 to 30 percent of the institutionalized
popul ation is either nedically fragile or has very severe behavi or problens, and
it is argued by sonme that these persons nay be nore appropriately served in fa-
cilities of nore than ni ne persons.

Advocates for the proposed amendments argue that these nmedically fragile
clients and clients with severe behavi or di sorders can be appropriately served
in fam ly-scale facilities nore humanely and with better results. However, if
States should choose to serve these clients in institutions, this can be done
usi ng the 15 percent of base year funding authorized for such purposes under the

proposed anmendnents, although with a significant reduced Federal share of costs.
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H. Conmuni ty Readi ness

It has been argued that many conmunities are not ready to receive |arge
nunbers of disabled persons frominstitutions. It is clear that nearly all in-
stitutionalized disabl ed persons require care and/or supervision- Comunities
woul d need to develop facilities that were barrier-free and nmet life-safety
codes required for severely disabl ed persons not able to respond appropriately
to life-threatening dangers. The capital outlay for construction or renovation
to devel op such facilities could represent a considerabl e expense not addressed
in the proposed anmendnents. It has been suggested that the |egislation should
be flexible so that States not able to neet the FY 2000 deadline could be given
a longer tinme to expand community services before having Federal funds reduced
to 15 percent of the base year anount.

It is the purpose of the proposed anendments to provide a strong incentive
to States to devel op and expand the use of family hones and community living
facilities. The period between FY89 and FY 2000, when the amount of funding to
institutions would be affected only by a change in the matching rate, is in-
tended to provide sone of the resources necessary to support community facil-
ities. Also, existing private sector housing and housi ng funded through the
Departnent of Housing and Urban Devel opnent coul d- be used for some of the
comuni ty- based resi dences, and State funding can be sought, according to ad-
vocates of the legislation. It is argued that as long as nearly all Federa
funding is used in institutions, conmunities will not have the resources to

adequat el y expand servi ces.
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APPENDI X A AVERAGE DAI LY POPULATI ON OF MENTALLY RETARDED PERSONS | N
PUBLI C RESI DENTI AL FACI LI TIES: FY 1970—FY 1984
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APPENDI X B: PERCENT OF TOTAL PUBLI C AND PRI VATE RESI DENTI AL
CARE SYSTEM I N | CF/ MR BEDS, BY STATE: FY82

State Per cent
Mnnesota .......... ... . . .. 98. 1%
Louisiana .......... ... e 95.9
Utah ... e 88.8
T EXaAS . . 88.6
Rhode Island ........... . ... . . . . . . . . . .. . .. 87.1
Virginia. . ... 85.1
ArKansas ... ... .. e 83.8
O BOON . . 77.3
Alabama . ... e 75.6
Colorado . ....... ... 75. 3
South Carolina........ ... . . ... . .. 73.2

(€ T o] o = 72.8
VWashington . ........ . . . . 72.3
Kansas. .. ... 72.3
Indiana. ......... .. e 70.6
TENNESS B . . . it e e 67. 4
Kentucky . ... ... 67.2
Del awar e . ... e 67.1
NeWw MBXIi CO ..o it e e e e e e e e 65. 4
L inoi s . e 64.0
North Carolina......... ... ... .. .. 63.0
W SCONSI N ... e e 62.4
Nebraska........ ... . 60. 4
M SSI SSIPPI « v v e 60. 3
Okl ahoma . .. ... .. e 59.9
South Dakota.......... ... ... 59.3
Massachusetts . ......... .. . i 59.1
Nevada . . ... e 58.1
Maryland . ...... ... . . . e 57.0
ldaho. . - . . .. e 56.0

[ o o T 55.6
Pennsylvania........... ... ... . . . . . .. 55.2
NeW Jer SeY . .t 50.0
District of Colunmbia............ ... ... .......... 49. 2
Vernont ... 48. 2
Al aska. .. ... .. e 47.6

Hawai i .. .. 45,2
California....... .. ... . .. 44.8
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APPENDI X B: PERCENT OF TOTAL PUBLI C AND PRI VATE RESI DENTI AL
CARE SYSTEM I N | CF/ MR BEDS, BY STATE: FY82--Conti nued

State Per cent
MBI NE . 43. 0%
Montana ........ ... ... e 38.1
L OWa . . . e 36.8
Mchigan ........ . . . . . 36.0
New Hanpshire ........ .. .. . . . . . 35.9
Connecti CUt ... .. . 35.1
M SSOUI T .ot 30.0
Florida ......... .. e 26. 4
NeW YOr K ... 22.0
North Dakota .......... ... .. i . 17.7
West Virginia....... ... .. .. . e 17.1
AT ZONA. . .. e —
WO NG ... e —

Source: Lakin, Charles, Ph.D. Center for Residential and Comunity
Services, University of Mnnesota. From 1982 National Survey of Residential
Facilities for Mentally Retarded Peopl e.



APPENDIX C

UNITED STATES MR/DD
Expenditures for Institutional & Community
Services: A Comparison of State and Federal Funding
FY 1977 & 1984

State Funds

Other federal Funds 2.7%

federal ICF/MR Funds

XX Funds .2%

institutional 1977: $2.431

o Billion Other Federal Funds

Title XX Funds 07,

Federal ICF/MR Funds
institutional 1984: $4.276 Billion

State Funds
Other

Federal Funds 1.47

Federal ICF/MR Funds

(o S

A3

f} Funds 6.8%
2147 B |
wgf Community 1984: $3.099
= ¥ Billion

Other Federal Funds Title XX

3.9% Federal ICF/MR

Title XX

Funds Communlty 1977: $744
Million

NOTE: Comrunity expenditures do not include maintenance funds (social security disability insurance
or supplemental security inconme) or State or Federal funds used for special education.

Source: Braddock, David, Ph.D., et al. Public Expenditures for Mental Retardation and Devel opnent al

Disabilities in the United States. Analytical Summary, Public Policy Mnograph No. 6. Published by the
University of I'llinois at Chicago. Mar. 1985. n. A-7.

6%=51D
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APPENDI X D: |CFs/ MR PER DI EM PAYMENT RATES BY STATE
RANKED BY FY82 RATES

State Per diem
Al aska. . ... $195
Massachusetts. .. ... . . . . .. . . . ... 140
New Yor K. ... ... e 121
Pennsylvania............. ... .. . . . . .. 112
Mchigan....... ... . .. . . 107
Rhode Island........ ... .. .. . . . .. . . . . . . . . . ... ... 96
North Carolina......... ... .. . .. . . . . . .. . . ... 92
Nevada. . .. ... . . e 91
Vernont ... ... e 91
ldaho. . ... .. 87
L OVA. . . e 85
L€ T o) o |- 82
Hawai i ... .. 81
New Jersey. . ... 81
Al abama. . ... .. 78
Florida........ ... . .. . . . . 75
U.S. unweighted average......................... 70
M SSOUMi . .ot 67
New MEXi CO. . ... e e e e 67
Nebraska . ....... .. . . e 67
Kentucky .. ... ... 65
MBI NE .. . ... 64
District of Columbia ............. ... ... ........ 64
ArkKansas . ...... .. e 63
L Linoi S .o e 62
TENNESSEE . . o e 61
W SCONSI N ..o e 58
Colorado . ... e 57
VWAshington . ....... .. . . . 57
O BOON . 57
South Dakota .......... ... . ... . . . . .. .. 55
Louisiana. ......... ... e 54
Cklahoma . .......... ... ... ... ...... L 54

Indiana. ....... .. . 54
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APPENDI X D: | CFs/ MR PER DI EM PAYMENT RATES BY STATE
RANKED BY FY82 RATES—Conti nued

State Per diem

T XS .« vttt $ 52

Virginia ... a7
OO . e 47
South Carolina......... ... . .. . .. . . . . . . . . . . .. ... 46
Del awar € . .. .. 46
Utah ... e 45
M SSI SSI PPI . oo 40
California...... ... .. . . . . 32
New Hanpshire ....... ... ... . . . . . . . . . . 32
Mont ana . ... ... .. . e 30
Kansas ........... L 28

Source: Health Care Financing Admi nistration. Division of Medicaid Cost
Esti mates. Medi caid Program Characteristics Data, Feb. 24, 1984. States not
included in this table did not report data in time for inclusion in this table
or did not participate in the I CF MR program
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