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serve targeted constituents within NCSL and responds to emerging issues and
complex problems facing state legislatures.
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Executive Summary

In June 1999, the U.S. Supreme Court addressed the debate about appropriate care op-
tions for people with disabilities. In L.C. & E.W. vs. Olmstead, the court ruled that states are
required to provide community-based services for people with mental disabilities if treat-
ment professionals determine that it is appropriate and the affected individuals do not
object to such placement. The Court further concluded that states are responsible for
community-based placement if they have the available resources to provide community-
based services. States that maintain waiting lists must make a good faith effort to move
those on the list to community programs at a reasonable pace.

This report provides profiles of states that have made innovative changes in their service
delivery systems to increase the number of community-based placements and reduced
institutional placements. Using information from interviews from state disability service
agency drectors, academics, advocates and state policymakers, this report answers the
following questions:

* How far aong are states in deinstitutionalizing their disabled popula
tions?

* What percent of disabled people live in community settings and in
state hospitals?

* What kinds of medical and social services do these populations need,
and what are the service gaps?

* Arethere any models of care that could be considered "best practices"
for states?

* What are the costs associated with care for this population, and how are
services funded?

The report finds that states have great flexibility through traditional Medicaid and Medicaid
Home- and Community-Based Waiver programs to redesign their disability service deliv-
ery systems to emphasize community-based placement for persons with mental retarda-
tion and other developmental disabilities (MR/DD) who are capable of living in the
community. Increased communication and cooperation among those with MR/DD and
their families, state agencies, providers, policymakers and advocates have been instru
mental in transforming systems that have relied too heavily on institutions to serve dis-
abled populations.

The report also finds great variation in state progress and approaches to de-institutional-
ization. Nine states and jurisdictions—Alaska, the District of Columbia, Hawaii, Maine,
New Hampshire, New Mexico, Rhode Idand, Vermont and West Virginia—have closed al
their public institutions. These states are considered the successful models of
deinstitutionalization and the pioneering examples of states that have created community-
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based ddlivery systems for their developmentally disabled populations. In addition, states
like Michigan, Minnesota, Colorado and West Virginia have taken progressive steps to
decrease the number of persons with MR/DD who are housed in public institutions.

The report concludes that, although barriers exist in some states that keep them from
moving completely to a community-based service delivery system, states can use a num-
ber of strategies and proposals to eliminate their reliance on institutional care. These
strategies include:

viii

Building community resource networks and community crisis/emergency response
systems to address the reason people initially are institutionalized;

Creating systems of long-term care for people with disabilities that are more con
sumer-driven and include more home-and community-based services;

Developing guidelines that reflect the state's individual MR/DD populations and re
giond variations,;

Emphasizing the search for better ways to treat disabled individuals both medically
and socially;

Experimenting with various payment models for personal assistance services, such as
direct payment for services and vouchers;

Convening atask force of legislators, state agencies, providers, and people with
developmental disabilities and their families to discuss and report on the service needs
of people with developmental disabilities;

Establishing a statewide data-collection system that identifies people with develop
mental disabilities, their demographic and personal characteristics, and their service
needs; and

Appropriating money to operate both the institutional and community services until a

community-based infrastructure can be developed.

I
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1. Introduction

During the past two decades, parents of the disabled, disability advocacy groups and state
policymakers have worked to serve more people with developmenta disabilities in the
community rather than in large, state-operated facilities. As a result, the number of
people with developmental disabilities in public institutions declined from 149,892 in
1977 to 51,485 in 1999.) However, many states have not been able to move quickly
enough to accommodate the demand for community placements.

On June 22, 1999, the U.S. Supreme Court addressed this contentious issue. A recent
Supreme Court case, L.C. &E.W. vs. Olmstead, highlighted that, although states generally
support the idea of a community-based delivery system and provide community services,
many of them continue to rely heavily on their public institutions to provide services to
those with developmental disabilities who are capable of living independently. As result,
many states, including Georgia, continue to maintain waiting lists of people with develop-
mental disabilities who are hoping to receive care in less restrictive settings.

In the case, two mentally retarded women, L.C. and E.W. (also diagnosed with schizophre-
nia and personality disorder, respectively) were voluntarily admitted to a psychiatric unit
of a Georgia state hospital. Their treatment professionals eventually determined that the
women were qualified to receive care in an appropriate community-based program, but
the women were placed on a waiting list for the services and remained institutionalized.
The women filed suit againgt Georgia officias, aleging a violation of the Americans with
Disabilities Act for the state's failure to place them in a community-based program.

The Court ruled that states are required to provide community-based services for people
with mental disabilities if treatment professionals determine that it is appropriate and the
affected individuals do not object to such placement.? However, the Court concluded that
states are responsible for community-based placement if they have the available re-
sources to provide community-based services. The Court aso requires that states demon
dtrate that they have a comprehensive, effective working plan, including timetables and
progress reports, for placing qualified people in less restrictive settings. States that
maintain waiting lists must make a good faith effort to move people on the list to commu-
nity programs at a reasonable pace.

In light of this ruling, an assessment of the trends and models of care for the developmen
tally disabled is warranted. More important, there is a need to disseminate as much
accurate and useful information as possible about the needs of people with disabilities, as
well as the delivery and financing of services targeted toward them. State policymakers
will want to be aware of the approaches and options available to them as they respond to
the needs of their constituents with developmental disabilities. The recent trends in
closures of public institutions and the increasing cost of institutional care require that
lawmakers develop innovative alternatives to expensive, often unnecessary institutional
care. Because legidators control the funding for these programs, it is important for them
to understand the service gaps in their state system of care for individuas with disabilities,
the number of people who are in need of services and the sources of funding streams.
Thus, this report attempts to answer the following questions:

Farum far 3tate Health Policy Leadership i’;iti:il‘l Mational Conference of 5tate Legislatures 1



* How far aong are states in deinstitutionalizing their disabled populations?

* What percent of disabled people live in community settings and in public or private
ingtitutions?

» What kinds of medical and socia services do these populations need, and what are the
service gaps?

» Arethere any models of care that could be considered "best practices" for states?

* What are the costs associated with care for this population, and how are services funded?

The purpose of this report is to educate legidators and legidative staff about a vulnerable
popul ation—persons with MR/DD—that often is overlooked. The report describes models
of care and state approaches to serving their disabled populations. It also gives legidators
options for providing appropriate and necessary community services to those with mental
retardation and developmental disabilities who are capable of living independently, while
ensuring their safety and continued access to needed services.

Background

In the early part of this century, people with mental retardation and other developmental
disabilities received services in large public institutions or were cared for by their families
with very little financial and social support from the government. In the 1960s, due largely
to a series of class action lawsuits and the scrutiny of ingtitutions by an increasingly vocal
advocacy movement, the appalling conditions and the poor treatment of patients in these
institutions were revealed. Thus, the debate about care options for the disabled shifted to
the idea of deinstitutionalizing those with developmental disabilities who are capable of
living in the community and developing a more flexible service delivery system to serve
them. However, the early wave of lawsuits resulted in decrees requiring states to improve
conditions at public institutions without expanding the options of care provided.

In the 1970s, legal challenges sought not only to improve the conditions in public institu-
tions, but also to eliminate the unnecessary institutionalization of people with development
tal disabilities who are capable of living in their own communities. Many experts agree that
most people in state hospitals could live in the community if they had the appropriate
services, such as intense supervision, therapy and 24-hour medical care. Many communi-
ties, however, fall woefully short in providing these services.

More recently, states have responded to the desire of people with developmental disabili-
ties and their families for a range of options for care and independent living by increasingly
replacing institutional care with community-based services. However, there is wide varia-
tion in the rates of deinstitutionalization, funding for community-based services and social
and political commitments to developing a community-based delivery system.

In 1991, New Hampshire and the District of Columbia became the first state and jurisdiction
to close their only public institutions for people with developmental disabilities and de-
velop a delivery system based entirely on community-based services. Since then, six
states—Alaska, Maine, New Mexico, Rhode Idand, Vermont and West Virginia—have fol-
lowed suit, and other states are using waivers and other innovative ways to reduce their
dependence on institutional care.®> Once dominated by large state-run institutions, systems
of care for people with developmenta disabilities are undergoing continued change, with
community services increasingly replacing ingtitutional care.

T
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2. Numbers, Settings and Public Support Programs for the
Developmentally Disabled

Numbers

More than 36 million nomnstltutlonallzed Americans have either mental retardation or
developmental disabilities* Roughly one out of 10 of them lived in a residential setti ng in
1998 (348,394), not including natural or adoptive families or psychiatric facilities.” The
high number of non-institutionalized people with developmental disabilities highlights the
need to develop a service delivery system that does not depend upon public institutions
to provide care.

People with mental illnesses have not received services in a community- based mental
health delivery system to the extent that those with MR/DD have. In fact, the public
mental health facility sector is relatively small in relation to the total population of people
with severe and persistent mental illness® Deinstitutionalization of people with mental
retardation and related developmental disabilities has been far less problematic than for
the mentally ill population because: a) the population of persons with mental retardation
and developmental disabilities is a more stable, easily identifiable and definable popula-
tion than the population of those with menta illness; and b) the nature of admissions to
psychiatric facilities tends to be episodic and transitory, because people with mental
illness may use psychotropic drugs or therapy to substantially improve their conditions.”
Consequently, psychiatric facilities often have incidents of rel nstltutlonallzatlon of those
with mental illness, whereas facilities serving the MR/DD population do not.®

Settings

Figure 1.
Recipients of Residential Services
in 1998, Number and Type

Deingtitutionalization involves not only
the discharge of patients from large res-
dentia facilities, but also the reduction

in admissions into residentia facilities. i WCT/RAn
As aresult, there has been wide Vaety  gomes (24 144 eRis
in the choices of settings for those with Pl ”'ﬁf ]'
developmental disabilities. The nature 6o

of those settings has changed, with those

with developmental disabilities now liv-

ing in either small community interme-

diate care facilities for mental retarda

tion (ICFSMR), in their own homes, with et s

their families or in foster care settings. (260,321

For instance, the number of people people)

(240,321) with mental retardation and
developmental disabilities who received
services through the Home- and Comt
munity-Based Services (HCBS) waiver
program was nearly twice the number
living in ICFSMR (124 248) in 1998 (see
figure 1 and table 1).°

2%

HCBS: Hewne- and Communiry-Based Seevices
ICF/ME; Intermediste Care Facility for Menalhy Retarded

Sowrce: LW Frouy and K.C, Lakin deds.), Residenril sevinloes for persons
wirh developmantal disaldfitias Status and trends through 1908 Minae-
apalis: University of Minmesota, Bescarch and Trining Center on Com-
meenity Living, Instinate on Commundty Enfegmation, 1569,
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Table 1.
ICF-MR Residents and Medicaid Home- and Community-Based Service (HCBYS)
Recipientswith Mental Retardation and Related Developmental Disabilities by

State and Jurisdiction, 1998

State/ Total HCBS HCBS Residents of ICF-MR
Jurisdiction Recipients Expenditures All ICFs-MR Expenditures
(in thousands) (in thousands)
Alabama 3,713 £77 000 734 $56 664
Alaska 424 19, 234 ] 268
Arizona 0,248 211971 215 0
Arkansas B4 16,815 1,749 109,175
California 33,202 430,829 10,833 391,152
Colorado 4,928 148,628 155 22252
Connecticut 3,380 230,358 1,382 204,211
Delaware 382 17.679 285 32,558
Distriet of 0 0 754 69,176
Columbia
Florida 12,728 108,524 3,379 235,994
Georgia 2,400 83,000 1,732 105,845
Hawaii 759 17,100 120 10,027
Idaho 441 9,077 S60 40,796
Ulinois 5,037 151,000 10,789 610,073
Indiana 1,405 34,324 5,853 300,940
lowa 4,058 51,757 2,154 177,480
Eansas 4,891 120,932 1,068 84,831
Kentucky 1,035 40,640 1,177 79,355
Louisiana 2,407 57,033 5,843 323,915
Maine 1,345 09,044 309 38,824
Maryland 3,353 140,673 593 55,630
Massachusetts 10,317 377,347 1,435 252 BGO
Michigan 5,708 237 G66 2,820 242 896
Minnesota 6,710 311,248 3,419 2234 835
Mississippi 41% 1,526 2,351 131,471
Missouri 8,538 168,970 1,501 146,163
Montina 931 26,300 141 12,132
Mebraska 2,124 67,148 655 42,976
Nevada 392 8,353 286 25,449
Mew Hampshire 2,262 07,407 25 1,502
New Jersey 6,199 199,336 3,744 347,216
L]
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Table 1.
ICF-MR Residents and Medicaid Home- and Community-Based Service (HCBYS)
Recipientswith Mental Retardation and Related Developmental Disabilities by

State and Jurisdiction, 1998

(Continued)
State/ Total HCBS HCEBS Residents of ICF-MR
Jurisdiction Recipients Expenditures All ICFs-MR Expenditures

(in thousands) (in thousands)

New Mexico 1,617 91,603 301 16,316
Mew York 30,610 1,343,414 11,083 2,047 529
Maorth Carolina 3085 134167 4,705 380,157
North Dakota 1,819 33,850 609 44,306
Ohio 3,068 108,500 7719 534,896
Oklahoma 2,586 119,328 2705 106,414
Orepon 3,704 127 803 330 76,356
Pennsylvania 10,149 $440,454 5,747 $394,001
Rhode 1sland 2,206 125,265 0 5,893
South Carolina 3,701 T, 200 2,439 172,453
South Dakota 1,619 4,462 263 20,469
Tennesses 3.823 06,503 1,709 243,620
Texas 5,660 210,317 12,832 46,618
Utah 2,647 58,316 A11 43,955
Vermont 1,485 03 547 12 1,567
Virginis 3,138 H8,557 2,100 160,217
Washingron 7,125 115,511 1,081 127,047
West Virginia 1,679 57,751 454 48,656
Wisconsin 7.273 193,666 3.056 202,486
Wyoming 1,054 38,222 128 16,630
U.5. Total 240,321 $7,100,826 124,248 50,852,014

Sources: R.W. Prouty and K.C. Lakin (eds.), Residential services for persons with
developmental disabilities: Status and trends through 1998. Minneapolis: University of
Minnesota, Research and Training Center on Community Living, Institute on Community
Integration, 1999; and B. Burwell, Medicaid Long-Term Care Expendituresin FY1998.
Cambridge: The Medstat Group, 1999.

Between 1990 and 1998, the number of persons with MR/DD who received services
through the HCBS waiver program increased by more than 200,000, from 39,838 recipi-
ents in 1990 to 240,321 in 1998 (see table 2). In addition, all 50 states had waivers to
provide services to their MR/DD populations by 1996. In contrast, the total number of
ICF/MR residents remained relatively constant between 1982 and 1994 with a corre-
sponding decrease in the Medicaid expenditures for the ICF/MR program.'® Since 1994,
the number of public ICF/MR beds has declined, but they have not been replaced with

|
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Table2. Home- And Community-Based Services Recipients by
State And Jurisdiction, 1990-1998

State/ 1990 194 1998 Net Change
Jurisdiction 1990-1998

Alabama 1,83¢ 2,900 3,713 1,874
Alaska 0 32 424 424
Arizona 0 6,773 9,24¢ 9,248
Arkansas 91 429 64€ 555
Cdlifornia 3,628 13,266 33,202 29,574
Colorado 1,841 2,684 4,92¢ 3,087
Connecticut 1,555 2,361 3,38C 1,825
Delaware 196 310 382 18€
District of 0 0 C 0
Columbia

Florida 2,615 6,430 12,72¢ 10,113
Georgia 160 556 2,40C 2,24C
Hawaii 123 513 75¢ 636
Idaho 346 333 441 95
Illinois 724 4,590 6,037 5,313
Indiana 0 529 1,405 1,405
lowa 5 879 4,05€ 4,05:
Kansas 361 1,339 4,891 4,53(
Kentucky 743 887 1,03 29z
Louisiana 0 1,543 2,401 2,407
Maine 454 742 1,345 891
Maryland 858 2,787 3,35: 2,495
M assachusetts 1,539 5,13C 10,317 8,77¢
Michigan 1,658 3,367 5,70¢€ 4,05(
Minnesota 2,184 4,385 6,71C 4,52¢
Mississippi 0 0 413 41z
Missouri 989 3,057 8,53¢ 7,54¢
Montana 276 546 931 65t
Nebraska 658 1,257 2,124 1,46€
Nevada 133 172 392 25¢
New Hampshire 822 1,303 2,262 1,44C
New Jersey 3,27C 4,729 6,19¢ 2,92¢
New Mexico 160 402 1,617 1457
New Y ork 0 18,877 30,61C 30,61C
North Carolina 731 1,318 3,98€ 3,258
North Dakota 1,055 1,509 1,81¢ 764
Ohio 245 2,39¢ 3,96¢ 3,72z
Oklahoma 621 1,693 2,58¢€ 1,965

Forum for State Health Policy Leadership
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Table2.
Home- And Community-Based Services Recipients
by State And Jurisdiction, 1990-1998

(Continued)
Net Change
State 1990 1994 1998 1990-1998
Oregon 1,282 2,136 3,704 2,422
Pennsylvania 2221 4,303 10,1450 7,928
Rhode [sland 277 1,333 2,290 2019
South Carolina 0 066 3.701 3,701
South Dakot 721 1,004 1619 H98
Tennesses: 551 054 3823 3,242
Texas 485 1,564 5,666 5,151
Utah 1,200 1,590 2,647 1,447
Vermont 323 722 1,485 1,162
Virginia o 715 3,138 3,138
Washington 1,250 3,068 1125 5875
West Virginia 316 803 1,670 1,363
Wisconsin 1,302 2,315 7,273 5,971
Wyoming 4] 565 1,054 1,054
11.5. Total 39,838 122,075 240,321 200,483
Number of 42 49 50
States with
HCBS

Source: R.W. Prouty and K.C. Lakin (eds.), Residential services for persons with developmental
disabilities: Status and trends through 1998. Minneapolis: University of Minnesota, Research and
Training Center on Community Living, Institute on Community Integration, 1999.

Note: Italicized bold typeface indicates estimate.

private ICF/MR beds. States have shifted to the HCBS waiver to fund services outside of
ublic ingtitutions,

More importantly, although 38 percent (257,603 people) of individuals with MR/DD
reside in state-operated or privately-owned residential facilities, home settings continue to
be a more typical option for those with mental retardation and developmental disabilities
who need care. About 48 percent (325,650 people) of those receiving personal assis-
tance, instruction, supervision and other support lived with their families, and another
seven percent received those services in foster care settings (see figure 2).1* About 14
percent (55,190 people) with mental retardation and related developmental disabilities
receive services in their own homes.*?

In addition, states have been moving toward an important care option for persons with
mental retardation and developmental disabilities: smaller residential settings with bed
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Figure 2.

Home Settings of People Receving State Services, 1008

Staie- nr Privanehy-

U Hioani
{h2,aha poophe)
]

Soaree: 1. Prousy and K.G. Lakin (e, Seidpmdiol spraaices for eraods il deedidmienilal
atshalnies: Status ad browals Th ml-gl?:l T M||'m.l_':||u}! 15 I_In.v.,—rs.l;:; of Minnesoia, Reseprch amed
Trining Center on Comemundty Living, Insunte oo Communing broegpration, 15695

Livimg with

capacities of less than 15. As
shown in figure 3, more than
half (nearly 64 percent) of
those with mental retardation

Fannilies (325,650 and developmental
":;f;‘l" disabilities who reside in

residential settings live with
15 or fewer people. About
half of al residentia
placements for those with
MR/DD are in one-to-six
person  settings  housing
about 238,764 people,
compared to 28 percent of
the disabled who are placed
in settings with 16 or more
persons (124,190). The
trend holds for both state
and

non-state ICFS'MR. As seen in table 3, about 90 percent of all ICFSMR accommodate one
to 15 people, with the remaining 10 percent accommodating more than 16 people. In
addition, the number of ICFS/MR that accommodate six or fewer people (4,006) is nearly
twice the number that accommodates between seven to 15 people (2,379). In 1998, 19
states—Alaska, Arizona, Cdifornia, Colorado, Connecticut, Hawaii, Kansas, Maine, Mary-
land, Michigan, Minnesota, New Hampshire, New Mexico, Oregon, Rhode Island, Ver-
mont, Washington, West Virginia and Wyomi ng—prowded 70 percent or more of residen
tial servicesin settings for six or fewer persons.’

Public Support Programs

Several payment sources exist for medical
care for the disabled—ouit-of-pocket; private
health insurance; Medicare; Medicaid; and
other programs, including veteran and mili-
tary coverage and private pensions; and
other sources such as workers compensa-
tion and charities. About 31 percent of those
with MR/DD who do not receive out-of-the-
family home residentid services are in house-
holds that have incomes at or below the fed-
era poverty level, making the use of public
support programs essential to receiving

4 Medicaid and its related waiver pro-
grams are increasingly used to finance the
services that people with mental retardation
require whether they reside in public insti-
tutions, small group settings or their own
homes.

8 Forum for State Health Policy Leadership

Figure 3.
Residential Placements, 1998
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Table 3. ICF-MR Certified Facilitiesand MR/DD Residents
per 100,000 of Population by State and Jurisdiction, 1998

State/ 1-6 7-15 1-15 16+ Total | Number of
Jurisdiction Beds Beds Beds Beds residents
per 100,000
Alabama 0 3 3 4 7 16.3
Alaska 1] { 0 0.0
Arizomni 3] 4 4 2 0 5.9
Arkansas 0 a0 30 10 41) 491
California g7 459 1,019 31 1,050 12.1
Colorado i 0 4 2 i 11.9
Connecticut o8 3 71 B 79 54.4
Delaware 1 1 2 1 3 36.4
District of 129 0 129 0 129 0.0
Columbia
Florida 40 3 43 48 a1l 10.3
Georgia 0 0 (0 b G 21.2
Hawaii 20 1 21 1 22 2.0
Idaho 20 41 {1 1 G2 a4
Ulinois 42 218 260 63 323 2749
Indiana 196 352 548 20 568 19.3
lowa 57 7 94 28 122 0.0
Kansas 10 19 29 12 41 158
Eentucky 0 3 3 9 12 16.9
Louisiana 342 106 448 21 469 45.6
Maine 11 16 5L 4 31 3.1
Maryland B ] ] 4 11.5
Massachusetts 0 ] 0 7 7 38.1
Michigan 436 4] 436 % 438 2.9
Minnesota 141 118 259 37 206 10,6
Mississippi 0 34 34 3 30 75.1
Missouri 8] 10 10 F 17 29.4
Monrana 1] 1 1 2 3 15.1
Mebrska { L 1 3 4 24.4
Mevada 15 2 17 2 19 1.7
Mew ] B [ 1 1 0.4
Hampshire
New Jersey 0 i 0 g g 47.5
MNew Mexico 12 22 349 1 33 2.5
New York 122 624 746 B 832 36.0

|
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Table 3. ICF-MR Certified Facilitiesand MR/DD Residents
Per 100,000 of Population by State and Jurisdiction, 1998

(Continued)
State/ 1-6 7-15 1-15 16+ Total | Number of
Jurisdiction Beds Beds Beds Beds residents
per 100,000

Morth Carolina 308 21 329 12 341 27.6
Marth Dakota 27 34 61 2 63 223
Ohio 33 229 282 97 379 18.0
Oklahoma 7 2 o 27 36 13.0
Oregon 0 0 0 2 2 124
Pennsylvania 134 80 214 33 247 24.2
Rhode Island { 0 0 ] 0 3410
South Carolina 13 126 139 8 147 343
South Dakota 1 2 3 1 4 225
Tennessee 28 49 77 & 33 19.9
Texas 776 78 854 40 BO4 20.0
Utah ] 1 1 13 14 12.5
Vermaont 2 0 2 0 2 0.0
Virginia 3 7 10 8 18 27.8
Washington 5 2 ] 7 15 21.5
West Virginia 12 48 60 4 a0 .3
Wisconsin L] 2 2 37 39 19.3
Wyoming [ 0 0 1 1 26.6

U.5. Total 4,006 2,579 5,385 731 7,116 23.0

Percent of all 56.3% 33.4% B9, 7% 10.3% ] 100.086
ICFs-MR

Source: R.W. Prouty and K.C. Lakin (eds.), Residential services for persons with developmental
disabilities: Status and trends through 1998. Minneapolis: University of Minnesota, Research
and Training Center on Community Living, Institute on Community Integration, 1999.

Medicaid

The federal- and state-funded program that provides health insurance to low income
populations also is the largest single public funding source for services to people with
developmental disabilities. In 1996, Medicaid funded nearly 71 percent of the total long-
term care spending for MR/DD services.™® In 1995, about 1.8 million people with devel-
opmental disabilities received Medicaid.*® Of this population, roughly 1.4 million re-
ceived only preventive and acute health care services paid through Medicaid, while |CF/
MR and the Home and Community-Based Waiver Program provided long-term care ser-

Vi c% for about 330,000 people with mental retardation and other developmental disabili-
ties

Although only five percent of Medicaid recipients have developmenta disabilities, this
population accounted for an estimated $18.7 billion in Medicaid spending in 1995 (see
figures4 and 5). In fact, Medicaid spending for mental retardation and developmental

|
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Figure 4.
Medicaid Recipients, 1995
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disabilities accounted for more than half of the
total public spending ($23 billion) on MR/DD
services.!® In addition, as shown in figure 4,
about 11 percent of Medicaid recipients have
other physica or mental disabilities or are aged,
making the MR/DD nearly the smallest popula
tion of Medicaid recipients (only the "other" cat-
egory is smaller).

Of the $18.7 hillion in Medicaid spending for
individuals with developmental disabilities in
1995, about haf (54 percent) paid for ICFIMR
o services. Nearly one out of five dollars from

e Medicaid was spent on home- and community-
based care provided through the HCBS waiver
program, while only about 9 percent was spent
on personal assistant care.

Sowrce: Health Care Financing Administmtion, 15905

Home and Community-Based Services Waivers

In 1981, Congress amended Title X1X of the Social Security Act to allow states to waive
certain Medicaid requirements and permit payment of federal matching funds for an array
of community services and supports—including case management, homemaker services,
home health aid services, personal care services, adult day health, habilitation and respite
care—for Medicaid-€dligible people. Home-
and Community-Based waiver (HCBS) sar-
vices can be offered only to those who
would otherwise be €ligible for Medicaid and
who are ingtitutionalized.'® Those individuals

Figure 5.
Medicaid Expenditures for
Developmental Disabilities, 1995

Haslc Healih

who are found to require service in an Care
($3.1 billicn)
L™

ICF/MR, using the same or equivalent level
of care criteria used in determining an
individual's admissibility to an ICFH MR, are
eligible under the HCBS waiver.?° eereond Care

(51,6 billion)
b e

HF/MR
Services (310.2
billierm}
T4y

Additionally, states must demonstrate the
cost effectiveness of their waiver programs by
assuring the Hedth Care Financing Ad-
ministration (HCFA) that the average cost Services
per person to provide HCBS care will not| i
exceed the average cost per person of pro-
viding institutional services. By 1995, all
states (except Arizona, which has an 1115 | Source: Health Care Financing Administration,
waiver) had at least one waiver serving| 1996.

people with developmental disabilities.?!

HOBS Walver

The HCBS waiver program has curbed the demand for ICF/MR services?? Table 1 shows

that the number of people (240,321) with mental retardation and developmental disabili-

ties who received services through the HCBS waiver program was nearly twice the

number (124,248) living in ICFS'MR in 1998. More important, the "Net Change 1990
i !
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1998" column in table 2 reveas how quickly the HCBS waiver program has expanded to
serve the MR/DD population since 1990.

Social Security and Supplemental Security Income

The Socia Security Administration manages two programs that provide cash assistance to
people with disabilities: Supplemental Security Income (SSI) and Socia Security Disability
Insurance (SSDI). Beneficiaries in both programs are those who are determined to be "too
disabled to work.”®® SSI provides low-income people with disabilities with an average
monthly payment in 1999 of about $500. SSDI, a socia insurance program, is available to
those who have worked and contributed to the Social Security trust fund.

SSI and SSDI are programs that do not specifically address community service needs for
the disabled. They are mainly directed to addressing poverty due to unemployment. Such
assistance, however, often is the basic building block for the financing of out-of-home
living arrangements for people with developmental disabilities. As of 1997, 1,032,435 SS
recipients had a diagnosis of mental retardation (319,515 children and 712,920 adults). %
Most people on SSI and SSDI rolls live at or below the poverty level and, therefore, arein
no position to pay for institutional or home-based care unless they receive additional
support.

12 Forum for 5tate Health Policy Leadership ﬂ!:ih National Conference of State Legislatures



3. What Are States Doing?

Since the 1950s, the trend among state developmental disabilities agencies has been
toward deinstitutionalization and community care. However, state approaches and progress
vary considerably. Some states were spurred into action by a wave of class action
litigation, while others have had few legal or legislative inducements to transform their
delivery systems.

There is no dispute that the cost of institutional care is higher than the cost of services
provided in community-based settings. The average cost of institutional care is more than
six times the average cost of community-based care—$94,348 for institutional care versus
$14,902 for community-based care.”® This cost gap caused some states to increase spending
on services provided through community-based programs (figure 6 contains a description
of community-based services). By 1998, 45 states and the District of Columbia were
spending more for community services for the developmentally disabled than for cover-
age for congregate residential services.”® However, four states—Arkansas, Delaware,
Kentucky and Mississippi—spent just as much or more for institutional care than for
services provided in community-based settings.”’

Figure 6.

What Are Community-Based Services?

Community-based services arelong-term support servicesfor peoplewho need help with activi-
ties of dally living (ADL) outside of large state indtitutions or nursing homes and in their own
homes and communities. Community-based care originated as an outgrowth of the idea of
meeting the needs of people with disabilities by emphasizing qudity of lifeissues: presencein
the community; health and safety; persona growth and opportunity; and self-determination.
Community-based servicesinclude the following types of services, provided in community set-

tings

* Resdentid services and supported living facilities, including community-based residentia

placements in supervised apartments or group homes with case manager vigts.

¢ Pasond assgance sarvices (PAS), including arange of human and mechanicd assisancefor

those people of any age who require help with routine ADL and health maintenance.

¢ Care planning and case management, including a comprehensive assessment by a case
manager and people with disabilities of their individua needs and the network of aid agen
cies and programs appropriate for providing care.

Day programs, including placement in activity centers, habilitation and adult skills programs.
Vocationd services, including supported employment programs, vocationd evauations, job
training and placement, and work adjustment programs.

e Other qudity of life sarvices, such as recregtion and leisure activities, trangportation and early

intervention programs.

Trends

As noted earlier, there has been considerable variation in state progress and approaches to
deinstitutionalization. Nine states and jurisdictions—Alaska, the District of Columbia, Ha-
waii, Maine, New Hampshire, New Mexico, Rhode Island, Vermont and West Virginia—
have closed all their public institutions.® These states are considered to be successful

I
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models of deinstitutionalization and the pioneering examples of states that have created
community-based delivery systems for their cevelopmentally disabled populations. In
addition, states like Michigan, Minnesota, Colorado and West Virginia have taken progres-
sive 2séteps to decrease the number of those with MR/DD who are housed in public institu
tions

However, some states continue to rely heavily on services provided in public facilities and
have been slower to place people with disabilities in the community. Arkansas, Connecti-
cut, Delaware, Louisiana, Mississippi, New Jersey, North Carolina, South Carolina, South
Dakota, Texas and Virginia continue to rely heavily on their public ingtitutions to provide
services to their developmentally disabled population (see table 4). Most of these states
have a comparatively high number of institutionalized people relative to the disabled
population. More importantly, in these states 50 percent or more of those with MR/DD
typically are committed to institutions for 16 or more people° On a positive note,
although some states lag behind others in reducing their ingtitutional census, al states have
reduced the number of people who receive service in large public facilities.

The trend toward closing institutions gained renewed momentum during the recession of
the early 1980s. Successful litigation and more stringent federal enforcement of the ICF/
MR regulations required more facility staff, which resulted in higher costs for facilities that
were not downsized. There was new pressure to close institutions as average daily costs
of institutional care began to increase and the number of those residing in institutions
began to decrease. Because of declining numbers of residents in institutions, the average
daily cost for living in an institution increased by 19 percent between 1988 and 1992.%
This increase occurred while the average daily institutionalized population decreased from
91,582 in 1988 to 75,477 in 1992, a difference of more than 15,000 residents.®? Today, the
averag% daily cost for a stay in a public ingtitution is $258, compared to $84 in an HCBS
SHting.

It is difficult for states to operate a completely community-based service delivery system
when large public facilities are available as a "safety net." Moving large numbers of
people from institutions to community settings requires that states provide a wide range of
supports, including mental and physical health care, a crisis response system, housing
assistance and income support. Some states have met the challenge.

New Hampshire

New Hampshire was the first state to move to an exclusively community-based system.
The state became an early innovator of a community-based system by enacting RSA-171-A
in 1975, a law which mandated the development of individual service plans and created
12 area agencies designated to provide community-based services. Although New Hamp-
shire had only one institution, a federal court decision in 1981 decreed that the state
develop a community-based service system and eliminate unnecessary institutionalization.
Thus, New Hampshire's Division of Developmental Services decided to pursue a plan that
combined institutional reform and community placements.®®

In 1984, New Hampshire received a HCFA waiver to expand its community-based service
system. Its use of HCBS waivers was more extensive than that of many other states,
including case management, personal care and residential support, supported employment
and environmental modifications such as home adaptations.*® This use of the waiver was

{0\
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Table 4. State Progressin

Alternativesto I nstitutional Care

States that Rely on Public and Private Institutions*
States/Jurisdictions Very Limited Moderate Reliance | Extensive Reliance
without Public Reliance (<20%) (20% to 40%) {(more than 40%)
HusBitals
Alaska Arizona Connecticut Alabama
District of Columbia California Florida Arkansas
Maine Colorado ldaho Delaware
Hawaii Kansas Indiana Georgia
MNew Hampshire Massachuserns lowa Minaois
New Mexico Michigan Louisiana Kentucky
Rhode Island Minnesot Maryland Mississippi
Vermont Montana Missouri Mew Jersey
West Virginia Oregaon Mebraska Ohio
South Dakota Mevada Oklahoma
Wyoming New York Tennessee

Morth Carolina Texas

North Dakota Utah

Pennsylvania Virginia

South Carolina

Washingron

Wisconsin

Percentage of wial out-of-home placemwents that anc o public or private nstiutons serving 16 of mome people,

Source: D. Braddock, R. Hemp, S. Parish, and M.C. Rizzolo, The State of the Satesin Developmental Disabilities (final
report), (Chicago: University of Illinois at Chicago, Department of Disability and Human Development, in press); Interview with
Gary Smith, National Association of State Directors of Developmental Disabilities Services, July 5, 1999.

the centerpiece of the Division of Develoymental Services plan to create "individualized
housing and regular work opportunities.'

The state continued to pursue a more extensive community-based system of care when
the New Hampshire legislature passed the Family Support Act of 1989. The act provided
direct financia support for community services by providing public funds for the 12 area
agencies, which previously were not appropriated any public funds. The area agencies
consist of private, autonomous providers that contract with the state to provide services.

The 12 area agencies are responsible for submitting to the state detailed plans—as well as
progress reports and proposed budgets—for placing the disabled in the community. The
agencies usually emphasize enhanced family care and out-of- region placements.

* Enhanced family care placement—Case managers attempt to locate people's most
significant familial and community ties, regardless of the region, as the first setting for

N
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potential placement. If a patient's family no longer lives there, managers pursue
placements in surrogate families in the region where MR/DD patients grew up.

e Out-of-region placement—Case managers place the disabled in the regions in which
they grew up as opposed to the regions where they may have received servicesin an
ingtitution. Because some regions may have a more extensive network of community-
based services, managers are more likely to seek placements in those regions. How
ever, attempts to place those with MR/DD in regions that may not have the most
extensive network of care—but in which the patient once lived—prevents the over-
utilization of servicesin a particular region.

By 1991, all the developmentally disabled had been placed in community settings. The
last state ingtitution, Laconia, finaly closed because the vast mgority of residents had been
placed in the community. The state legislature aided the further development of the
community system by alowing institutional funds to be transferred directly into the com:
munity services system instead of into the state general fund. In 1998, total spending for
developmental disabilities was $123.5 million, with community spending accounting for
99 percent of the total ($122 million).® The remaining spending included federa ICFMR
reimbursements and state matching funds.

Maine. 39

The conditions in Maine's only institution, Pineland, resulted in a 1978 consent decree that
required Pineland to provide better living conditions and treatment for its disabled res-
dents. Between 1978 to 1994, local providers of community services began to expand
and to improve the community-based service delivery system. As the disabled moved
into the community, the money was available for those who needed services outside the
ingtitution, further expanding the community system. Community spending—as well as
spending to finance ingtitutional reform—increased steadily until 1992, when ingtitutional
spending began to decline and Pineland faced closure.

In 1994, another consent decree declared that the original 1978 decree could be vacated
if Pineland were closed. The momentum aready had moved away from providing institu-
tional care. The executive and legislative branches allowed the courts and the bureau
cracy to determine the movement to community-based care. The 1994 consent decree
further expanded the use of community-based care by proscribing the use of a crisis
response system in which emergency beds are made available for those who need them
until alonger-term community setting is found.

Michigan.

Michigan provides an example of a state's persistently innovative role in transforming its
MR/DD services delivery system. In 1979, 80 cents of every dllar spent on mental
retardation residential and community services was alocated to state institutions.*® Several
developments helped transform Michigan's delivery system into a model for other states
that want to decrease reliance on their institutions.

e The Macomb-Oakland Regional Center, opened in 1973, focused on family support
services, family preservation and permanency planning. The center helped avert
unnecessary institutional placement when support and services could be found in a
community setting.

(1
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* A lawsuit, Michigan Association for Retarded Citizens vs. Smith, focused on the condi
tions found in the Plymouth Center, a large state institution.

 The Community Mental Health Act, enacted by the Michigan Legislature, provided
financia incentives to county boards of mental health and retardation to provide com
munity services. Funds that were saved from closures were reallocated to finance
community residential services and family support.**

» The Michigan cash subsidy program provides $250 per month for families earning up
to $60,000 to pay for clothing, education aids, out-of-pocket medical expenses and
transportation. The program allows people with developmental disabilities to com
bine their cash subsidy with the $5,500 from SSI. The subsidy eliminates the routine
practice of reducing benefits from public programs when persons with MR/DD re
ceive additional benefits from other programs.

As aresult of Michigan's determined efforts, nine state institutions were closed between
1981 and 1996. In 1998, only 283 residents remained in state institutions, down from
12,615 in 1965. Furthermore, the cash subsidy program provided support to 4,645 indi-
viduals with MR/DD and their families in 1996. Nearly 7,000 families received respite
care, counseling and inhome services. Michigan allocated 95 percent of its total mental

retardation resources for family support and community care, compared to a national
figure of 72 percent.*?

Waiting Lists

As the trend of deinstitutionalization gained wider support throughout the disabilities ser-
vices community, the demand for community-based services has outpaced the rate of state
expansion of community services. As a result, waiting lists for community-based residen
tial sarvices have become a redlity for state developmental disabilities services agencies.
Researchers and advocates consider waiting lists to be a reflection of system failure be-
cause it indicates that a state has been unable to expand its suiaply of services fast enough
to accommodate the increase in demand for community care*

As shown in table 5, 37 dtates report atotal of 46,482 people on waiting lists for residential
services or community-based residentia placement. Four states—California, North Dakota,
Rhode Iland and Wyoming—and the District of Columbia report that they have no one on
waiting lists for residential services. Some states—such as Vermont, South Dakota and
Kansas—have small waiting lists that reflect short gaps in providing services to individuas;
it does not indicate shortfalls in capacity.**

However, the more troubling data in Table 5 is the percent by which states must expand
their residential service programs to accommodate those in need. For example, Alaska
would have to expand its residential programs by 82 percent to accommodate the 337
people on its waiting list for services. Georgia, the state at the center of the Olmstead
case, would have to expand its programs by about 40 percent to accommodate the 1,900
MR/DD people on its waiting list. Nationwide, there is a need for an approximate 18
percent growthin residential services to accommodate those MR/DD people who are on
waiting lists. |
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Table 5: People with MR/DD Who Were on Waiting Ligt for,
But Were Not Receiving, Residential Services, 1998

State/ Total Number Total Ly Growth
Jurisdiction | on Waiting Residential | Needed to Match
List Service Necds
Recipients

Alabama 1,043 3,208 33.7%
Alaska 337 412 818
Arizona 108 3,000 3.6
Arkansas DNF 4,104 DNF
California 0 43,531 0.0
Coloradao 1,924 4011 430
Connecticut 1,434 5,539 25.9
Delaware DWFE 781 DNF
District of 0 Q7R 0.0
Columbia

Florica 716/ 10,620 6.7
Genrgia 1,900 4,795 39.6
Haweaii 0 1,257 0.0
ledaho 100 2 468 41
Minois DINF 16,580 DINF
Indiana DMNF 8,750 DINF
lowa [ONF 7,627 DINF
Kansas 113 4,49% 2.5
Kenmicky 1,160 2,519 46,1
Louisiana DINF 6,713 DINF
Maine [ONF 2,680 DNF
Maryland [INF 4,929 DiNF
Massachusetts 2,583 9,851 26,2
Michigan DNF 0,708 DNF
Minnesota 030 12,101 77
Mississippi DONE 25959 [JMF
Missconari ah3 9,237 6.0
Montana 260 1,518 17.1
MNE 1,219 2,041 41.4
Nebraska 164 832 19.2
MNew 234 1,728 13.5
Hampshire

MNew Jersey 4,608 9,527 DINF
MNew Mexico IMNF 1,701 [DNF
New York 6,611 35,488 18.6
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Table 5: People with MR/DD Who Were on Waiting Ligt for,
But Were Not Receiving, Residential Services, 1998

(Continued)
Total Persons Total % Growth
State on Waiting Residential Needed to Match
List Scrvice Needs
Recipients
Morth Caralina 2 450 7 485 327
MNaorth Dakota ] 1,577 0.0
Ohio INF 16,588 DNF
Oklahoma 2,500 4,745 52.7
Oregon 2,230 3,955 36.9
Pennsylvania 5,000 17 140 8.2
Rhode Island 0 1,339 0.0
south Carolina 1,492 4,433 33.7
South Dakota 13 2,056 0.6
Tennesses DNF 4,441 DMF
Texas 172 17,363 1.0
Uah 1,172 2,364 49.6
Vermont A 1,007 0.8
Virginia 2,897 4,803 59.6
Washington DNF 6,678 DME
West Virginia 270 1637 16.5
Wisconsin 2,255 12 386 18.2
Wyoming 0 o3 0.0
State 46,482 254 041 18.3
Reported
Waiting Lists
U.S. Est. Total 63,735 348,280 18.3
21997 data
Key:

Italicized bold type face = estimate.
DNF = data not furnished.

Source: RW. Prouty and K.C. Lakin (eds.) Residential servicesfor personswith developmental disabilities:
Satus and trends through 1998. Minneapolis: University of Minnesota, Research and Training Center on

Community Living, Institute on Community | ntegration, 1999.
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4. Barriers to Deinstitutionalization

Severa barriers have precluded some states from expending the fiscal and political capita
needed to successfully transform their delivery systems. First, there are maor disincen
tives to move disabled people into community-based settings when states have inad-
equate budgets to cover community care. In the preliminary stages of reducing hospital
admissions and developing community-based treatment options, states have to operate
dual systems of care that may require higher appropriations.

Dual funding is wually the result of the states' reluctance to scale down institutional
staffing in response to the reduction in the institutional population.*® Costs could be
minimized when appropriate cutbacks in facility operations are made, followed by the
fairly rapid closure of an institution. States that operate dual systems of care maintain
funding for an ingtitutional care system while simultaneously supporting community liv-
ing. As long as states continue to operate large public facilities, state funds will be used to
support those facilities, per capita costs of operating facilities will continue to increase
and expansion of community services will decline. Massachusetts, Illinois and Texas
operate dual systems.

Second, even if states make a definite commitment b move those with MR/DD into
community-based settings, they may encounter resistance from community residents who
consider the placement of small group homes in their neighborhoods a social and financid
blight. There is often local community resistance to locating MR/DD people in neighbor-
hoods, as well as concerns about land use and economic development. This sentiment,
"not in my back yard" (NIMBY), has been a source of maor conflict in those areas where
agencies are attempting to open small group homes to return those with developmental
disabilities to the community and, in some cases, has resulted in state action to halt the
purchase of small group homes. For instance, New Jersey's "fair share" law allows the
state to reject the establishment of group homes in towns that have their fair share of
group homes for the disabled.*® The law was enacted in response to the criticism by
some residents that too many group homes were located in their neighborhoods.

Third, some states that have implemented policies that emphasize community placement
often have inadequate community medical care and services and also may lack formal
training for physicians and medical providers in serving disabled populations. |nadequate
systems of care can lead to a failure to provide quality care.

A fourth concern for states that are seeking to move to a community-based delivery
system is high staff turnover due to such problems as inferior wages and benefits for
support personnel in community settings and the lack of professional incentives and
training for community-based medical personnel. These professionals and support staff
often find it more professionally and financially rewarding to work in hospitals and institu-
tions that can provide employee benefits and professional advancement. Moreover, many
of these workers have been trained and apprenticed to provide treatment in large institu
tions that focus on uniform standards for a large population, not to respond to the indi-
vidual needs of a single patient.

Fifth, some states have dispersed locations of treatment centers and personnel that are
located near a state's large public institutions. Treatment centers and other supporting

(i
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institutions are likely to close or move in response to the closure of a public facility,
leading to problems with service availability and accessibility of care. Without the anchor
provided by institutions, it is difficult to anticipate where community-based services will
be needed and where community settings are likely to be built. Additionally, rural areas
often lack the necessary care infrastructure and information to adequately serve a
deinstitutionalized population.

Sixth, there are institutional barriers to the development of a community-based delivery
system. Private institutions have a vested interest in insurance policies that cover institu
tional care and increase their patient census counts, thus sustaining revenue and profits.
Ingtitutional facilities that are linked to for-profit corporations need high census counts to
maximize profits.*’

Seventh, attempts to move to a community-based delivery system sometimes are ham
pered by the priorities and biases of government. The federal government's public
finance programs are biased toward ingtitutional care because such care is uniform for al
resdents. It also is easier for government to oversee monitoring and reporting of account-
ing and operations management. In addition, there is no incentive for states to use savings
from closed ingtitutions to pay for community-based programs. States typically find it
more politically feasible to respond to what are considered more pressing issues such as
building more prisons or increasing funding for education, for example.

Finally, although it is rare, clients and families sometimes oppose receiving services
outside an institution. Some states have family group associations and trade unions that
advocate better institutional care instead of institution closures. Some small but vocal
parent groups consider public institutions the safest, most secure form of public assis-
tance. In Illinois, for example, a parent group called Voice of the Retarded defends the

use of public institutions and the care provided to their children.*® !

fih
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5.0pportunities for State Action

Examples of State Success

States that have either closed al their public institutions for those with MR/DD or have
substantially reduced their ingtitutionalized populations have used a variety of methods to

respond to their disabled populations and develop community-based service delivery sys-
tems. States can:

1 Build community resource networks and community crisis/emergencg response
systems to address the reasons people initially are institutionalized.*

Maine's three disability administrative regions each have a crisis response team and re-
source coordinators available to place those who need immediate care. The state has
emergency beds in small settings and foster homes available as options for those in crisis.
The crisis response team places these individuas for the short-term while resource coordi-
nators look for appropriate long-term settings, such as family networks or foster care.®

2. Develop new systems of long-term care for people with disabilities that are more
consumer-driven, contain more home- and community-based services and are
financed through local or regional networks.

The legidature in New Hampshire passed legidation that created area agencies that are
responsible for determining how nmuch money will be distributed to families and individuals
with disabilities who will make the financial and personal decisions about the types of care
they require. Other than distributing the funds, the state bureaucracy does not mandate any
specific services to the disabled.

Kansas has been so successful at expanding home- and community-based services that its
state-operated facilities are shrinking due to lack of business.®! Those with disabilities stop
seeking admission to state-operated hospitals to take advantage of Kansas new network of
community services. As a result, Kansas has closed its facility at Winfield and has shrunk to
other facilities.

3. Develop guidelines that reflect the state's individual MR/DD populations and
regional variations.>?

In New Hampshire, 12 area agency boards are funded by the state to develop progress
reports and proposed budgets for placing people in the community. The reports and
proposed budgets are submitted to the state legislature, which uses them to assess the
funding levels to provide to the area agencies in appropriations legislation. The agency
board outlines the mix of case management, family support services and respite care that
each region will provide, as well as how they will alocate funding within their region.
Because the regions are not equally distributed by disabled population or budget, these
regions often include in their plans ways in which they can work with other regions to place
people with MR/DD in the community. For instance, most regions depend heavily on out-of-
region placements; case managers determine if disabled individuals can be placed in a
region of the state where the person's most significant familial relationships are found. Such
placements redistribute and equalize the resource burdens among the regions.

(i
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4. Emphasize the search for better methods—both medical and social—to treat
disabled individuals.

In Maine and New Hampshire, no announcements were made that public institutions
would be closed. Both states had court orders and consent decrees to improve treatment
of the MR/DD. To respond to the call for new treatment options, a community-based
service system became the focus in these states. Consequently, public institutions were
closed because few patients remained in those institutions. Announcement of hospital
closures should be immediately accompanied by detailed information about how closure
will proceed and how those with disabilities will be affected. Additionally, Kansas has
responded to the need for better medical and social services for those with disabilities by
allowing some people to choose the services they require. People with disabilities can
now "self -direct” the services they need, including personal attendant services and medical
treatment from nurses and doctors.*

5. Experiment with various payment models for personal assistance services,
such as vouchers and direct payment for services.

In 1984, Michigan instituted a cash subsidy program in which $250 per month is provided
for families that earn up to $60,000 to pay for clothing, education aids, out-of-pocket
medical expenses and transportation. Combined with the approximately $5,500 that the
mentally retarded receive in SSI payments, the costs for supporting families was one-tenth
the annual cost of institutional care. Again, such a subsidy directly allows those with MR/
DD to receive additional financial support without being penalized with reductions in
financial support from the federal government.

In addition, the Robert Wood Johnson Foundation launched a cash subsidy program,
Putting People First: Initiative in Self-Determination for Persons with Developmental Dis-
abilities, in 1997. The initiative distributed more than $5 million to states that implement
pilot projects to reallocate state resources to assist those with MR/DD and the families gain
control over their own personal care needs.> Nineteen states are participating in the
program (see table 6).

NaE i . Table 6. : w g
Stztm PHﬁEipathlghl tl:m Bctﬂ?lﬂcrminaﬂon I:n.l;tim.hri:

Arizona o ; E- Kan:.as - New. Hampshire Lirah _.::::'Z :

Connecticut ~ Mayland. © 0 Ohio 'l."'r::'ml-Cl.flt
Florida L -Nﬁﬁsachuseus © ' Oregon Washmgmn -
Hawall -~ . Michiga Pennsylvania Wisconsin:
Jowa. . . Miresota Texas G

Oregon provides a good example of how state self-determination initiatives are designed
to help those with MR/DD. Oregon's developmental disabilities agency received $200,000
for two and one-half years to finance the Oregon Self-Determination Project to help
reduce the number of patients admitted to the state institution and limit access to the state's
system of congregate care.* The project created a brokerage to dispense service funds to
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identify and pay for personalized care and support for 60 people with MR/DD. Those
receiving services n the community, individuals on waiting lists and families with family
support funding all are entitled to help from the service brokerage. The brokerage helps
those with MR/DD find and gain access to community supports and develop personalized
support plans and individual budgets, and serves as an intermediary for financial and
personnel contracts between beneficiaries and support personnel .>®

What Can State L egidators Do?

There are a number of actions states can take should they choose to pursue the devel op-
ment of a disabled service delivery system that is based in the community. Legislators
can:

1 Convene atask force of legislators, state agencies, providers and people with
developmental disabilities and their familiesto discuss and report on the ser
vice needs of people with developmental disabilities.

In 1989, before the closure of Vermont's only state institution, the director of the state
Divison of Menta Retardation issued a report, The Unification Plan, which included a
collaborative statement from various state agencies and providers that outlined the prob-
lems, solutions, budgets and timelines for converting to a community-based system.®
Likewise, New Hampshire's Division of Developmental Services collaborated with advo-
cates and parents to create a multi-year community service development plan, Action for
Independence. The plan recommended community spending options and the gradual
transformation of the state's care system into a community-based system.®® This develop-
ment served as the blueprint for the state's benchmark legidative initiative that created the
community-based delivery system.

2. Develop a statewide data-collection system that identifies people with devel
opmental disabilities, their demographic and personal characteristics, and
their service needs.

Such data collection would provide state departments of developmental health services
with information needed to help design community-based service systems that can effi-
ciently and appropriately meet the needs of the MR/DD population. Such a system also
would help to eliminate waiting lists because services can be developed in response to
actual requirements of those in need. Oregon had developed an official community wait
list, a detailed database of Oregon citizens who are eligible for developmental disability
services but who are not offered such services because of lack of funding.®® The list
divides and categorizes those with developmental disabilities based upon the level of
assistance needed ranging from minimal assistance with daily activities to 24-hour care
and supervision, and attention to specialized medical needs.

3. Direct state departments of developmental health services to develop state
wide systems of community-based services.

The Vermont legislature passed the Developmental Disabilities Act of 1996, mandating

that the state Department of Developmental and Mental Health Services consult with
people with developmental disabilities to determine the services needed, operate a com
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munity-based system, adopt timelines and budgets for providing services and evaluate the
success of its services® As a result, state administrators and directors of community
health centers were committed to developing individualized approaches to providing
services by reducing the number of agency-operated facilities and deciding funding levels
on an individual basis.

4. Appropriate money to operate both the institutional and community services
until a community-based infrastructure can be developed.

Massachusetts continues to appropriate financial resources to mental retardation services
in state institutions, while simultaneously expanding its use of the HCBS waiver. Massa-
chusetts is gradually and responsibly phasing out its reliance on institutional care with
recent closures of two state institutions and an additional closure planned by the year
2000.%

5. Help provide financial support for the families of persons with MR/DD.

New Hampshire established a statewide family support network in which families that are
caring for people with developmental disabilities are provided with financial support.
The state legislature passed the Family Support Act of 1989, in which money was appro-
priated to the state's 12 area agencies for family support services.®” The area agencies
determine how much and to whom the money is distributed. This act shifted the balance
of power for care from the bureaucracy to families and individuals with disabilities.

Legislatures also can help by exempting from state taxation payments in support of
people with developmental disabilities. Vermont's legislature included in its Develop-
mental Disabilities Act a provision that exempts payments to families who care for people
with developmental disabilities from taxation by not classifying the payments as income.®

6. Audit and monitor plans for community-based services.

As suggested by the Olmstead decision, states may want to devise plans to develop and to
assess the progress of moving toward community-based service systems under the Ameri-
cans with Disabilities Act. The New Hampshire legislature already requires that its 12
area agencies submit budgets and progress reports before they can be redesignated as
area agencies that are qualified for continued financial support. For instance, the area
agency community boards of directors must show that all decisions are made with direct
consumer input and that agencies and providers cooperate to efficiently administer ser-
vices.

7. Providetraining to employeesto ensure a smoother transition from institu
tions to community-based programs.

Some states have worked with employees' unions to redeploy institutional staff to commu-
nity programs. In Vermont, the state Department of Employment and Training opened an
office on the campus of its only public institution—Brandon Training School—Dbefore it
was closed to provide computer banks and resume books for job searches. The Agency
of Human Services gave Brandon workers special priority for state job openings.®
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In addition, New Hampshire provides training in a program called PASSING (Program
Analysis of Service Systems Implementation of Normalization Goals), which seeks to
develop within its disabilities services staff and professionals a strong commitment to
community Elacements and to offer job opportunities within the state for former institu
tional staff.®> New Hampshire also has the Ingtitute on Disability, which provides training
and internships to graduate and undergraduate students in the state's higher education
sysem. |
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6. Conclusion

The environment is ripe for those states that want to expand the care options for their MR/
DD populations. New perspectives and a clearer understanding of the lives of people
with disabilities have demonstrated the capacity of persons with MR/DD to live ndepen
dently and safely. As a result, all states have expanded their community-based delivery
service systems to offer many services that, in the past, could be received only in an
institutional setting.

More importantly, states have found the federal government far more willing to defer to
state government and their developmental disabilities services agencies in the administra-
tion of their disabled service delivery systems. Consequently, states have been more
innovative and proactive as they expand community services through the Home- and
Community-Based Services waiver program. Also, states with highly developed commu-
nity-based programs have shown that, with open communication with persons with MR/
DD, their families, advocates, providers and state agencies, a service delivery system
based on uniformity can be transformed into a community-based system where individual
needs and independence of the disabled are essential components.

Finally, states like New Hampshire, Michigan and Vermont have shown that there is no
uncharted territory for other states that are seeking to expand community-based services.
States have implemented a range of policies from closure of their large state institutions
and the elimination of unnecessary ingtitutionalization to the distribution of direct cash
subsidies to alow those with MR/DD to make their own purchasing decisions to support
their needs. Although some states may be less likely to move as quickly as others in
expanding service options for disabled populations, it s important that state policymakers
understand what is possible and the options that are available to meet the needs of their
disabled citizens. |
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