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Olmstead and

disability rights The concept of promoting independencefor peoplewith disabilitiesby

helping them move out of institutions and into the community isnot new.
Texas’ response: Texas has established anetwork of community-based services and continues
promoting independence to adjust the funding mix between institutional and community care. In 1999,
however, the U.S. Supreme Court ruling in Olmstead v. L.C., 527 U.S. 581,
: challenged states to accel erate placementsinto community care or elserisk
Waiver proposals legal liability under the federal Americanswith Disabilities Act (ADA).

In Olmstead, the Supreme Court ruled that unjustified institutionalization
constitutes discrimination under Title 2 of the ADA. States must place people
with mental disabilitiesin acommunity setting within areasonable amount of
timeif community placement is appropriate, the client does not opposeit, and
the state can reasonably accommodate it, taking into account the resources
availableto the state and the needs of other people with disahilities.

With about 48,000 people on waiting lists for community placement,
Texasfaces asignificant challenge. While the state has not yet been a party to
an Olmstead-rel ated lawsuit, 13 other states areinvolved in or have settled
such litigation. Some say it is amatter of time before Texasis challenged in
court, and they encourage state lawmakersto consider afull spectrum of
solutions, from preventing inappropriateinstitutionalization to increasing
funds for Medicaid waiver sots, which allow individualsto “waive out” of
institutional care and moveto the community whileretaining
Medicaid funding. State agencies have asked the 77th
Legislature for an additional $1.3 billionin all fundsfor
programs to facilitate and support community
placement in fiscal 2002-03. That would represent a
35 percent increase over current spending levels.

A 1999 U.S. Supreme Court ruling challenges
Texas and other states to move disabled
people from institutions into the community at
a faster pace.

Thisreport focuseson Texas' potential liability
under the Olmstead ruling and the Legidature’ soptionsin
addressing it. The report summarizes other states’ experience with
Olmstead-related litigation, reviewsthe state’ sinitial policy responseto the
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ruling, and discussesthe debate over expanding Medicaid
waiversfor Texanswith disabilities.

Long-term care in Texas

Almost 82,000 peopleliveininstitutional long-term
carefacilitiesin Texas, including nursing homes, state
schoals, intermediate-carefacilitiesfor peoplewith mental
retardation (ICF-MRs), and state hospitals for people
with mental ilIness. (See chart below.) Those who are
Medicaid-eligiblehaveafedera entitlementtoreceive
long-term carein aninstitutional setting.

Two agenciesadminister most long-term care services
in Texas: the Department of Human Services (DHYS),
which overseesthenursing-homeindustry and administers
Medicaid, and the Department of Mental Health and
Mental Retardation (MHMR), which manages nine state
hospitals and 13 state schools and oversees ICF-MRs. In
fiscal 2000-01, DHS will spend $3.2 billion to serve about
66,500 clientsin nursing homes, and MHMR will spend
$1.8 billion to serve about 15,300 peoplein state hospitals,
state schools, and ICF-MRs.

State hospitals. The state hospital system’smain
functionisto provide mental-health carefor indigent
people without third-party health insurance. The state
pays for 2,600 inpatient beds on a per-bed basis through

local Mental Health Authorities(MHAS), joint ventures
between MHMR and the community that providelocal
servicesto the priority population using federal, state,
and private funds. In fiscal 2000-01, state hospitals will
receive $479 millionin all fundsfor servicesand
administration and provide servicesto more than 2,200
people. While state hospital slogged more than 15,000
admissions last year, only about 350 peoplelivedin a
state hospital continuously for 12 months. Of those,
about 30 to 50 people at any given time are considered
ready for community placement.

Generally, funding isavailablefor individualswho
are considered ready |eave a state hospital, but they may
face other barriers. Often theseindividual sfailed placement
in acommunity setting in the past, and it may be difficult
to obtain placement in amore specialized setting such as
ahalfway house or small group home. This population’s
situation reflects amore general problem for MHAS: the
need for expansion of appropriate community supports.

State schools and ICF-MRs. State schools provide
specialized, campus-based long-term carefor people with
mental retardation. ICF-MRs, regulated and reimbursed
by the state, providetraining in independent living skills
in astructured environment. A network of local Mental
Retardation Authorities, similar to MHAS, administer
community mental-retardation services. Infiscal 2000-01,
MHMR will serve more than 5,000 peoplein state schools

Texas’ Institutional Population, Fiscal 2000

Total = 81,800

ICF-MRs 7,600 (9%)

Nursing homes 66,500 (81%)

Source: Texas Health and Human Services Commission

State hospitals 2,300 (3%)
State schools 5,400 (7%)
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at acost of $626 million for services and administration.
MHMR will spend $726 million for ICF-MRs, serving an
average of 7,600 people per month. MHMR recommends
community placement for 316 peoplelivingin state schools
and 228 peoplein ICF-MRs.

Nursing homes. Texas has about 1,250 certified
nursing facilitieswith 125,900 beds. Thesefacilitieshouse
66,500 Texans, 81 percent of the state’ sinstitutional
population. Although regul ated by the state, the nursing-
homeindustry isprivate. Disabled peoplewho livein
nursing homes arethe most difficult institutionalized
popul ation to assess for community placement because
they often have no case workersto evaluate their situation
and to provideinformation about community placement.

Community-based services. The state has not
established acomprehensive system of supportsfor people
with mental disabilitieswho liveinthecommunity. Rather,
supportsfor non-medical needslike transportation, food,
and housing are supplied by aloose network of local and
nonprofit organizationsthat provide varying levels of
assistance. Asaresult, asignificant funding disparity
existsfor DHS clientswho livein the community. About
65 percent of DHS clients who receive medical assistance
are served in community settings, yet only about 35 percent
of DHS' expendituresare in the community.

Community-based servicesvary widely according to
need. People with mental illness may need to participate
in aprogram where a nurse administers medication twice
aday to ensure that they take the appropriate amount.
Other people may need accessto case workerswho manage
their money. Peoplewho use wheel chairs may need
personal attendantswho can lift them from the bed in the
morning. Because peoplewith different typesof disabilities
have different needs, community-support servicescan
range from help with basic living activities, such aseating
and bathing, to more general case-worker services, such
as money management or help finding aplaceto live.

Oncein the community, people also may obtain some
servicesthrough the Texas Rehabilitation Commission’s
(TRC) ten Independent Living Centers acrossthe state.
These centers offer counseling, work training, adult basic
education, vehicle modification, and assistive devices.
However, TRC' sservicesare designed for thosewho need
help toimprovetheir ability to liveindependently rather
than for those who need continuing assistance.

Medicaid waiver programs

Over the past two decades, the number of people
living in ingtitutions has declined in Texas and nationwide
as consumers, advocates, and the state have worked to
provide lessrestrictive housing optionsfor people with
disabilities. Among the programs and funding streams
developed tofacilitate thistransition, themain mechanismis
the Medicaid waiver program.

Under federa law, Medicaid, the federal -state health
insurance program serving the poor, the elderly, and people
with disabilities, can pay for long-term care services only
ininstitutional settings unlessthe client obtainsawaiver.
Because the number of waiversislimited by availability
of funds and the demand for waiversis greater than the
supply, most states have created waiting lists for waiver
programs.

Under the Social Security Act, sec. 1915(c), states
may use Medicaid fundsto provide servicesto peoplein
their homes or in the community rather than ininstitutions.
Waiver programs are apportioned into “slots’ that target
specific populations, such as nursing-home residents or
medically dependent children. To beeligiblefor awaiver
dlot, aperson’s new care plan must be budget-neutral —
that is, the cost of caring for that person in the community
must be no more than the cost in an institution. Budget
neutrality ensures that waivers do not increase a state’s
Medicaid burden.

Community-care services funded through awaiver
program are designed to provide the same level of care as
inaninstitution, but are tailored to meet the specific needs of
peopleliving inthe community. These servicesinclude
case management, home health aides, personal assistance,
equipment adaptations, and home modifications. Medicaid
does not cover non-medical costs associated with moving
anindividual into the community, such asrental deposits
and furniture, leaving financial responsibility for these
itemswith families or charitable organizations.

When a person with disabilities obtains awaiver slot,
the person “owns’ that slot. Unlike Medicaid in an
institutional setting, which paysfor abroad array of
services at an aggregate daily rate, waiver funds pay for
individual services specific to each person’ sneeds. For
example, aclient may need help with bathing and preparing
meals each day. If aperson in anursing home were
unhappy with meals, this service could not be carved out
of thetotal package of services. However, if that client
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lived in the community, he or she could obtain any
available meal servicewithout affecting other services.
This characteristic of waiver slots makesthem more
flexiblefor clients.

Olmstead and disability rights

Thefedera Americanswith DisabilitiesAct (ADA),
enacted in 1990, providescomprehensivecivil-rights
protection for people with disabilitiesin the areas of
employment, public accommodation, state and local
government services, and telecommunications. It defines
certain types of discrimination against disabled persons.
Theseinclude physical barriers— for example, the
absence of aramp into alibrary could block access for
peoplein wheelchairs, or the absence of Braillein an
elevator might impair access for the blind — and policy
barriers, institutional decisions such asfunding and
eligibility determinationsthat could hinder adisabled
person. Title 2 of the ADA prohibits discrimination on
the basis of disability in the services, programs, or
activities of state and local governments.

In 1995, two Georgiawomen sued the state, alleging
that it had violated their rights under the ADA by failing
to provide community placement. The plaintiffswere
women with mental and cognitivedisabilitieswholivedin
institutions. Both had been admitted voluntarily, andin
both cases, their treatment professional shad determined
that the women could receive appropriate carein a
community-based program. The state placed thewomen
on awaiting list that was stagnant because of alack of
funds. Asaresult, the women could not enter acommunity-
based program and remained in the institutions.

Thefederal district court ruled that Georgia had violated
Title 2 of the ADA infailing to place the plaintiffsin a
community-based program onceit had been determined
that such placement was appropriate, and that unnecessary
institutional segregation constitutesdiscrimination that
cannot bejustified by lack of funding. The 11th U.S. Circuit
Court of Appeals affirmed the district court’sruling in
favor of the plaintiffs but instructed the district court to
consider whether the additional cost to the state of treating
the plaintiffsin the community would be unreasonablegiven
the constraints of the state’ s mental -health budget.

In June 1999, the U.S. Supreme Court affirmed the
lower courts' view that unjustified isolation of the mentally
disabled constitutes discrimination based on disability

under Title 2 of the ADA. However, the court also
recognized that, once the state provides community-based
treatment to qualified peoplewith disabilities, its
responsibility isnot boundlessand the state need not make
modificationsthat would alter itsprograms fundamentally.
In evaluating a state’ s assertion that ordering community-
based services would alter the nature of its programs
fundamentally, lower courts must consider, in view of the
resources available to the state, not only the cost of
providing community-based care, but al so the range of
servicesthat the state provides to others with mental
disabilities and the state’ s obligation to administer
serviceseven-handedly.

Olmstead-related |awsuits challenging the practice of
putting clients on waiting lists for community-based
services have been filed in 13 statesthusfar. The common
elementsin these cases arelong waiting lists or otherwise
restricted accessto community services. Four states—
Florida, Hawaii, Massachusetts, and Pennsylvania— have
settled or suspended Olmstead-related litigation. Inall four
cases, the state agreed to provide additional Medicaid
waiver slots. These cases have established that creating
more Medicaid waiver slotsisan adequate first response
to an Olmstead-related legal challenge.

Florida. Filed in March 1998, Prado-Seiman v. Bush
sought to improve services and supportsfor peoplewith
developmental disabilities. Aspart of the settlement
agreement, Floridaagreed to provide servicesto al people
who were waiting for services as of July 1, 1999. Since
this case was filed, Florida has expanded its Medicaid
waiver program significantly by appropriating about
$100 million in additional funds each year. Thislargely
has eliminated Florida swaiting list for servicesfor people
with developmental disabilities.

Hawaii. A class-action complaint, Makin v. State of
Hawaii, wasfiled in December 1998 on behalf of people
onwaiting listsfor community-care waivers. In April 2000,
the state settled the lawsuit by agreeing to increase the
number of people served by the home- and community-
based waiver program by 70 percent over athree-year
period. Hawaii’ slegislature approved $4.3 millionin
additional funding duringitsmost recent legidativesession
to fund the first phase of this expansion.

Massachusetts. Boulet v. Cellucci, filed in March
1999, dleged that the state was not acting with “reasonable
promptness’ but waswait-listing peopleindefinitely.
When the lawsuit wasfiled, about 3,000 people were on
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waiting listsfor community-care services. In a settlement
reached in December 2000, M assachusetts agreed to
provideresidential servicesto an additional 300 people
during the current fiscal year and to seek funding for 1,975
people over the next five years. The state so will provide
interim servicesto people onwaiting lists.

A separate case, Rolland v. Cellucci, wasfiled in
October 1998 on behalf of agroup of people with
developmental disabilitieswholivedinnursing facilities.
The plaintiffs demanded that the state provide residential
servicesto peoplefor whom community placement was
appropriate. In October 1999, the state agreed to pay for
community placement for such people. Massachusetts has
committed to spending $356 million over the next five
years and to increasing funding from current levelsto
$114 million per year by 2006.

Pennsylvania. A class-action suit filed in July 1999,
Grossv. Houston, alleged that Pennsylvania had violated
Medicaid law by failing to provide ICF-MRs or equivalent
residential services. Gov. Tom Ridge’ scommitment to
provide $850 millionin funding over five years caused
activity to be suspended in this case.

Texas’ response: promoting
independence

In September 1999, in response to the Olmstead
decision, Gov. George W. Bush directed the TexasHealth
and Human Services Commission (HHSC) to conduct a
comprehensivereview of all servicesand support systems
availableto people with disabilitiesin Texas. The
Promoting | ndependence Advisory Board, formed that
fall, included representativesfrom provider, consumer,
and advocacy organizations. The board’ s Promoting
Independence Plan (PIP), published in January 2001,
described how the Olmstead decision might affect Texas
and the steps the state could take to move toward full
compliancewiththe ADA.

Theboard assessed Texas' long-term care system
and identified barriersto meeting the demands of the
Olmstead ruling. Although Texas has devel oped effective
community-based alternativesto institutional services, the
board found that lengthy waiting lists Slow people saccess
to services. Furthermore, the system for obtaining servicesis
fragmented and confusing and often resultsin people
entering institutionswhen they could be served better by
community-based services.

The board devel oped a series of recommendationsfor
promoting independencefor peoplewith disabilitiesby
preventing institutionalization, identifying and assessing
peoplewholiveiningtitutions, financing community-based
services, increasing the number of available community-
care slots, and supporting transition by the disabled from
institutionsto the community.

In addition to increased funding for Medicaid waiver
programs, Pl Precommendationsinclude:

Identification and assessment. State schools and
ICF-MRsusethe Living Options I nstrument to determine
theappropriateness of community placement through input
from clients, families, treatment professionals, and others
involvedin client care. All new clients are evaluated, and
the evaluation isrepeated for continuing clients during
their annual review. The PIP recommendsthat MHMR
continue to expand use of the Living Options Instrument
through these periodic evaluations. Because DHS does
not have theinfrastructure in place to implement asimilar
assessment program, the PIP recommendsthat DHS train
long-term care staff to promote community awareness. It
also recommendsthat DHS inform all nursing-facility
residents and all new applicants of long-term care options
and that DHS intensify permanency planning — the process
of determining apermanent home— for childrenlivingin
institutions.

DHS' legidlative appropriations request (LAR) for
fiscal 2002-03 sought $24.5 million in al funds and 280
additional staff to increase community awareness and
provideassessment servicesto peoplein nursing homes. This
program would seek to definein more detail the population
living in nursing homes for whom community care might
be appropriate.

Access to information. The PIP recommends that
HHSC complement the type of training that DHS would
provide in nursing homes by coordinating training across
agenciesto provideinformation about community options.
HHSC also would create a system of accessto services
that could include the development of a“ 211" telephone
servicefor information and referral and deployment of
case-management speciaistswho wouldwork with families
and clients. The PIP aso recommends that HHSC address
technological infrastructureissuesthat prevent agencies
from sharing information. HHSC'sLAR included an
exceptional item request of $7.1 million to implement a
211 telephone system to improve access to information
about community alternatives and supports.
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Supporting transition. Making the transition from
aningtitution to the community can involve one-time costs
involved in establishing ahome. These costs may include
paying adeposit on an apartment, converting a bathroom
to accommodate awheelchair, or acquiring pots and pans
for cooking. Housing for low-incomedisabled peopleis
subsidized at thefederal level through the Department of
Housing and Urban Development’ s Section 8 Rental
Certificate Program. This program pays the difference
between the rent and what the person can afford, but it
can take afew months to process the application and
begin receiving acheck for rent.

The PIP recommends expanding affordable housing
optionsfor people moving into the community. Initiatives
that addresstheseissuesinclude devel oping temporary
rent subsidies and transition funding and dedi cating part
of the state’ sHousing Trust Fund to help people with
special needs, including those with disabilities, through
loans, grants, or other forms of housing assistance. DHS
has sought authorization for a grant program that would
provide a stipend of up to $2,500 each for people moving
into the community. These funds could be used to convert
a space to support the needs of a disabled person or to
buy necessary household goods.

Preventing institutionalization. The PIP also
recommends structural changesthat could help prevent
ingtitutionalization, such asgiving peoplemoreinformation
about community services beforethey enter ingtitutions. For
example, amid-range waiver that offers anarrower range
of services could makeit unnecessary to institutionalize
certain people. On abroader scale, the PIP recommends
theongoing devel opment and expansi on of community-
based servicesto keep peoplein the community.

The PIP recognizesthe availability of non-medical
transportation as an essential el ement to preventing
institutionalization. Buses, vans, or other types of
transportation ensure that people can buy food, work, or
participate in the community. The availability of non-
medical transportation is of particular concern for rural
areas that may not have awell-established public
transportation system.

Waiver proposals
Whilethe PIP provides aframework for the state’s

approach to community placement, the most immediate
strategy being recommended by state agenciesregarding

the state’ s potential liability under Olmstead isto increase
the number of Medicaid waiver slots.

About 48,000 Texans are now on waiting lists for
Medicaid waiversto pay for community-based services.
More than 98 percent are waiting for a spot with one of
the five programs shown in the table on page 7.

Depending on aperson’ slevel of need, heor shemay
wait in an institution for many years before awaiver slot
opens up to support amove into the community. Because
Medicaid isan entitlement, once aperson qualifiesfor the
waiting list, he or sheis considered to have the same level
of need as any other Medicaid-eligible person on the
waiting list. Therefore, when aslot becomes available, it
isallocated on afirst-come, first-served basis.

Other states' experience has shown that increasing
the number of waiver slots accel erates the placement of
peoplein community care. Because of the budget-neutrality
provision, more slots should not require additional funds.
In practice, however, additional sotsdo require new funds.
Becauseinstitutional careisaMedicaid entitlement, as
people vacate bedsin long-term care ingtitutions, those
beds must stand ready for others who may need them.
Pent-up demand for some services, mostly ICF-MR, also
keeps occupancy levelshigh even as people moveinto the
community. Thesefactors prevent the cost of avacated bed
fromimmediately transferring to community services.

For fiscal 2002-03, DHS has requested $380 million
inall funds ($170 million in general revenue) to decrease
long-term care waiting lists, and MHMR has requested
$42 millioninal funds ($17.5 millionin general revenue)
to decrease the waiting list for Home- and Community-
Based Services (HCS). MHMR also has requested $6.4
million to create anew Medicaid waiver to develop aless
costly alternative to HCS services. This program would
provide services and support for individual s who aready
livein their own homes, rather than for people moving
out of institutions. It would provide up to $25,000 per
client per year and could reduce the HCS waiting list by
about 200 peopl e during the biennium.

Evenif theLegidaturefully funded agencies requests
for additional waiver dlots, awaiting list still would exist
for community-based services. DHS and MHMR requests
were based on the assumption that the number of waiver
slots would increase each year as part of anincreasing
focus by the agencies on community-based services.
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Major Medicaid Waiver Programs

Operating Average caseload,

Program agency Population served fiscal 2000 Waiting list
Medically Dependent Children’s TDH Children under 21 who 958 1,701
Program qualify for nursing-facility care
Community Living Assistance DHS People with developmental 1,146 5,196
and Support Services disabilities who qualify for

ICF-MR care
Home and Community-Based MHMR People with mental retardation 4,186 13,726
Services who qualify for ICF-MR care
Community-Based Alternatives DHS Adults age 21 and over who 23,693 20,964

qualify for nursing-facility care
In-home and Family Support DHS People with physical disabilities 2,844~ 5,854

(without a diagnosis of mental
disability) living in the community

*Average caseload for fiscal 1998.

Sources: Texas Health and Human Services Commission and Texas Department of Human Services

Although Olmstead only addresses community
placement for individual s who want to moveinto the
community and for whom community placement is
appropriate, the ruling also concerns advocacy groups
associ ated with health and human services. Some families
of peoplewho liveininstitutions are concerned that the
state will coercetheir relativesinto moving into aless
than ideal situation in the community because careisless
expensivethere. They worry that evenif their relatives
remain ininstitutions, Olmstead-related initiatives will
remove state support for institutions and care will
deteriorate.

Others are wary of the price tag associated with
increasing the number of waiver slots or funding other
PIP recommendations. Asthe L egislature makes choices
with limited state dollars, lawmakerswill havelittle
flexibility in paying for therising costs of entitlement
programs and in meeting other pressing needs.

The debate over specificissuesinvolvedinincreasing
funding for Medicaid waiver programsis summarized
below.

Identification and assessment for waiting lists.
Whilemany peopleagreethat community placement would
be the best outcome for some peoplewho now livein
ingtitutions, decidingwho qualifiesfor community placement
can be contentious. Some supporters of community
placement believe that the waiting list of peoplewho have
expressedinterestin community placement may not reflect

thetotal population of peoplefor whom community
placement may be appropriate. Some peoplewith disabilities
who havelived iningtitutionsfor many years may hesitate to
sign up for awaiver slot because they fear the potential
challenges of living in the community. Supporters of
enhanced identification and assessment effortssay itis
important to overcome the bias of self-selection and to
determine thewhol e popul ation for whom community
care may be appropriate, rather than waiting for peoplein
institutions to place themselves on awaiting list.

Somefamily membersand representatives of people
living ininstitutions balk at increased identification and
assessment efforts. They believe that a program to inform
all consumersof community optionsis misguided because
community living isnot appropriatefor al peoplelivingin
ingtitutions, and publicizing an array of options may creste
confusion for consumers. They say that institutionalized
peoplewho cannot make decisionsfor themsel ves should
not be coerced and confused by the state or by advocacy
groupsinto using community-based services.

Money follows the client. A proposed rider to
DHS appropriation for fiscal 2002-03 would require
that as people moved out of institutions, the money
associ ated with those clientswould move with them into
the community. HB 966 by Naishtat would require HHSC
to study ways to implement this provision. Supporters
say thisprovision isimportant for DHS to implement the
PIP recommendations becauseit would allow the agency
to redirect funds from nursing homes, wherethereisless
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pent-up demand, to community services, thus balancing
funding with program priorities.

Opponents say that the premise of “money follows
theclient” can have significant adverseimplicationsfor
institutions. Community transition places ahigher burden
on ingtitutions, raising their costs per bed per day over
time. Because of the many fixed costsin institutional
settings, advocatesfor peoplewhowill remaininingtitutions
fear that the movement of funds to community-based
serviceswould reduce the quality of lifeininstitutions
and ultimately could |ead to the closure of many facilities.
Somefamily members oppose moving their relativesinto
the community at any cost, on the grounds that the quality
of community care cannot compare favorably to that in
aninstitution.

Community supports. Although waivers are the
primary funding mechanism for moving peopleinto the
community, Medicaid still leaves many needsunmet.
Theseinclude expensesthat would not beincurred in an
institution, such as obtaining furniture, cookware, and
cleaning supplies, aswell asnon-medical living

arrangements and expenses, such asrental deposits and
transportation. The PIP recommends establishing and
funding community supports such asinformation centers,
non-medical items and services, and case workersto
address these needs. Supporters of increasing the number
of waiver slotsalso generally support the establishment
of community supports, but their top priority in the short
term isto fund more waivers to move peopleinto the
community. Given state budget constraints, supporters
say that these other transitional needs must continue to
be met through other means, such as private charities.

Opponents of increasing the number of waiver slots
without increasing the funding for community-based
services argue that the lack of established community
supports could subvert the purpose of additional waivers.
They say that expanding waiver programs without
transportation support or the small items needed to ook
after ahome could result in people returning to ingtitutions.
They also say the array of services provided by charitable
or community organizationsisfragmented and too
difficult for consumersto rely on.

— by Kelli Donges
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