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This report provides state-by-state information on two of the major issues that have arisen
from the 1999 Olmstead Supreme Court judgment. The first table provides information
on the formal strategies (Olmstead Plans) that states have developed in response to the
Olmstead ruling. The second table presents a summary of community integration lawsuits
related to Olmstead. The primary aim is to present a summary of information that is
accessible to the public, consumers, advocates, researchers and professionals. More detail
about activities in each state and specific themes (e.g., legal issues) are available from the
references provided in this introduction and in the two tables.

The following paragraphs provide a brief introduction to the tables by outlining the
nature and significance of the Olmstead decision, and the content of the tables.
Complimentary information about other state initiatives to develop community-based
services (such as funding for state plans) is provided in the HCBS section of this website.

What is Olmstead?

Olmstead is used here to describe the 1999 Supreme Court judgment in the case
Olmstead v. L.C." The case was brought on behalf of two women in Georgia (known as
L.C. and E.W.) who have developmental disabilities and were also diagnosed with mental
illness (schizophrenia and personality disorder respectively). They were voluntarily
admitted to Georgia Regional Hospital for treatment in a psychiatric unit.> After some
time, they indicated their preference for discharge and the professionals working with
them assessed that they were ready to move into a community setting with appropriate
support. However, they were not successfully discharged from hospital and in 1995, this
lawsuit was brought and was eventually heard by the Supreme Court.” The Supreme
Court ruled that, under Title II of the Americans with Disabilities Act (ADA, 1990) the
women had the right to receive care in the most integrated setting appropriate and that
their unnecessary institutionalization was discriminatory and violated the ADA.

Why is Olmstead important?

The Olmstead ruling provides an important clarification about how states should ensure
compliance with the ADA. Because the ADA applies to all public bodies and the use of
public funds, it has implications for the way that states provide publicly funded Medicaid
services to people with disabilities.” That is to say, Olmstead confirmed that states have
to ensure that Medicaid-eligible persons do not experience discrimination by being
institutionalized when they could be served in a more integrated (community) setting.’

The Supreme Court made limited recommendations for how states might ensure
compliance with the ADA and Olmstead. This indicated that states should make



‘reasonable accommodations’ to their long-term care programs and that this is
demonstrated by ‘comprehensive, effectively working plans’ to increase community
integration and reduce institutionalization and waiting lists that move at a ‘reasonable
pace’.” By and large, lower courts have decided that “evidence of active engagement and
slow p3r0gress” towards more community-integrated long-term care systems satisfies the
ADA.

To help states comply with Olmstead, the Federal government issued guidance based on
the opinions given by the judges in making their decision. It has also provided ongoing
policy guidance encouraging review and development of state LTC policy (e.g. Olmstead
plans — see below), promotes increased use of existing policy options for HCBS (e.g.
encouraging states to apply for HCBS waivers) and announces amendments to Medicaid
rules enabling more flexibility in Medicaid HCBS (e.g. ability to provide retainers to
personal assistants).” Whilst the Federal Government’s commitment to new initiatives
(e.g., the New Freedom Initiative)* has been welcomed, it has been criticized on two
counts; (1) a lack of an overall national policy framework for community integration of
people with disabilities, and (2) inadequate stimulation of change in the long-term care
system to eliminate unnecessary institutionalization of disabled people.®

The Olmstead ruling stimulated lawsuits raising similar issues in other states on behalf of
people who are institutionalized or at risk of institutionalization because of a lack of
community-based services. These lawsuits often invoke two different sets of Federal
laws; (1) civil rights laws’ (including the ADA, Olmstead ruling and the Rehabilitation
Services Act 1973, upon which the ADA is based) and (2) Medicaid law. (These types of
cases are the described in Table 2). The ruling also led to complaints against states being
filed with the Department of Justice regarding community integration.® One study found
that as of May 2004, an estimated 627 Olmstead-related complaints had been filed
against state agencies claiming that people had not received services in the most
integrated settings.’

Given the importance of personal assistance services in supporting the community
integration of people with disabilities, the Center for Personal Assistance Services tracks
these lawsuits and strategic developments (e.g. state Olmstead plans) following the
Olmstead decision.

State Olmstead Plans and Alternative Strategies (Table 1)

The Olmstead ruling suggested that states demonstrate compliance with the Olmstead
decision by producing formal plans for increasing community integration. In 2001, the
Centers for Medicare and Medicaid Services (CMS) issued guidance concerning the
process and content of this strategic planning initiative. The Olmstead Plans table
presents findings from our exploratory study of developments in each state. Further
analysis of the Olmstead plans is currently underway and will be posted when complete.

* The New Freedom Initiative is described in the report ‘Home and Community-Based Services: Federal
Funding to States.’ also on this website.



The presented data were collected using secondary sources and internet searches. This
method was selected to avoid duplication of existing research and to enable an
exploration of the literature that has the similar aim of providing accessible summary
information about Olmstead planning. This method is limited because the secondary
sources may not provide all the data required to complete the priorities identified in this
table. Therefore primary (web-based) research was undertaken and supplemented by
direct (email) contact with state officials and reference to the Olmstead plans.

A significant source of summarized information about Olmstead planning across the
states is a periodic report published by the National Conference of State Legislatures.'”
The report also analyses themes arising from Olmstead planning across the states. This
include significant interstate variation regarding the progress made towards compliance
with Olmstead (e.g. just over half the states have developed Olmstead plans).'' Olmstead
planning efforts and the impact on state Medicaid programs have also been tracked by
advocacy and government agencies.'>'>!*

The definition of an Olmstead plan is not clear-cut and some states have (for various
reasons) developed alternative approaches to Olmstead planning.'® Some states have
displayed little specific strategic work."” One study reports three state strategies to
address Olmstead compliance: legislative action (policy and budgetary mechanisms for
moving money around the system); market-based approaches (consumer information to
enable choice and create demand for HCBS); and fiscal and programmatic linkages (e.g.
improving co-ordination between services and increasing HCBS capacity).'®

Olmstead and Olmstead-related lawsuits table

The Olmstead judgment raises many complicated legal issues and questions that are not

discussed here.'” However, two key legal concepts mentioned in the table are:

¢ ‘Fundamental alteration’ and ‘reasonable modification’. Olmstead helped clarify that
the ADA (Title II) requires any public body to administer programs to provide
services in the most integrated setting appropriate for qualified individuals. In
complying with this, public bodies are only required to make ‘reasonable
modifications’ to programs (e.g., Medicaid). They are not required to make any
changes that would be a ‘fundamental alteration’ of their program. Lawsuits
regarding whether the state is making enough effort (e.g., financial and administrative
commitment) therefore often include arguments and interpretations of these legal
concepts.

e ‘Reasonable promptness’. This concept most often arises in lawsuits where
complaints concern waiting lists for Medicaid services. This is because §1902(a)(8)
of the Social Security Act requires states to promptly determine the eligibility of
people who apply for services. Courts have ruled that this also bars states from
putting people on waiting lists without assessing their need. However this concept can
have complicated implications when discussed in relation to the concept (under the
ADA) of ‘reasonable modification’ and ‘fundamental alteration’.



Two main types of cases are included in the table; these are labeled (1) Olmstead, and (2)
Olmstead-Related. Olmstead refers to cases started, decided or closed after Olmstead and
primarily about community integration of institutionalized people and/or people at risk of
institutionalization. Such cases are most likely to cite a violation of the ADA as the
primary complaint. ‘Related’ cases involve issues related to Olmstead but do not satisfy
the criteria of an Olmstead case or there is insufficient data in the sources to classify
them."® No cases that were decided before the enactment of the ADA in 1990 are
included though there were community integration-type cases in the 1970s and 1980s."”

The table content is primarily taken from secondary sources (typically reports or journal
articles that describe and/or analyze lawsuits dealing with Medicaid law and ADA).
While this method avoids duplication of previous work and collates existing information
in an accessible way, there are limitations. In particular, this approach depends on the
accuracy of secondary sources concerning Olmstead-type litigation. Also, in instances
where details about lawsuits are repeated in several sources, some information about
those may not be congruent (e.g., the date the lawsuit was filed). Therefore, a limited
amount of (web-based) primary research has been used to clarify information found in
the literature. Where specific data has remained unclear, it is indicated on the table (n/a).

The primary source for the data in this table is a cumulative, periodic report published by
the Health Services Research Institute.”’ The report compiles information about lawsuits
regarding Medicaid services for people with developmental and other disabilities. The
report categorizes lawsuits into 3 main categories, these are; access to Medicaid HCBS,
community placement of institutionalized persons and limitations on Medicaid home and
community benefits. It does not analyze the legal implications of the lawsuits. Lawsuits
mentioned in this publication were added to a database and supplemental information and
data on other lawsuits mentioned elsewhere was added.

Another useful summary is a docket of cases published by the National Association of
Protection and Advocacy Services (NAPAS).?' This categorizes cases according to 5
population groups, those living in a psychiatric facility, a state ICF/MR facility or in a
nursing home, people on waiting lists for community services or people receiving an
inadequate amount support in the community.

Whilst some legal implications of Olmstead remain unclear several studies have tracked
the implications of Olmstead in state courts,”>> and a recent report contends that
“Olmstead’s legacy in the courts has been uneven” and this is largely due to the
subjectivity involved in deciding whether changes sought by plaintiffs to a state Medicaid
program constitute a ‘fundamental alteration’.” The reports detailing states’ reaction to
Olmstead also provide contextual background on state Medicaid HCBS that lead to
lawsuits being brought and the consequences of this litigation.

Key Trends shown by the tables

e The total number of (reported) cases is 141.



e There are 8 states in which no reported lawsuits have been found. These are; Idaho,
Iowa, Missouri, North Dakota, South Carolina, South Dakota, Vermont and
Wisconsin. One Territory (Guam) has had one lawsuit, as had the District of
Columbia.

e The state with the most (reported) lawsuits is Pennsylvania (14), followed by
California (13). Of the 14 cases in Pennsylvania, 11 are closed and 2 are open (the
status of one is unconfirmed).

e The most common number of (Olmstead and Related) cases per state is 2 (19 states).
9 states have 1 case and 7 states have 3 cases.

e Of the lawsuits reportedly filed after the Olmstead decision (1999), there was a peak
of 23 lawsuits filed in 2000, 13 were filed in 2001, 17 in 2002, 16 in 2003 and 3 in
2004.

e Approximately one fifth (25) of the lawsuits are categorized as Olmstead type cases.

e 29 states have published Olmstead plans and 4 states are developing Olmstead plans.

e 14 states have developed alternative responses to Olmstead.
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