Last sumrer, as most of you are aware, the Suprenme Court handed down a
maj or deci sion about the ADA and honme and community-based services and
supports. The Admnistration argued on behal f of the plaintiffs (two
Geor gi a wonen who wanted to live in their communities) and, on June 22
after the ruling, President dinton asked for effective inplenentation
of

the decision. Below please find the text of a letter and
reconmendat i ons

to State Medicaid Directors about inplenenting the A nstead deci sion.
The

letter is fromHCFA's Tinothy M Wstnorel and, Director of the Center
for

Medi caid and State Qperations, and Thonas Perez, Drector of the Ofice
for

Gvil Rghts. GCongratulations to themand others at HHS and HCFA for
their

work on this inportant issue. | wll separately send other docunents
about

HHS and HCFA' s acti ons.

January 14, 2000

Dear State Medicaid Drector:

The recent Suprene Court decision in Anstead v. L. C 119 S Q. 2176
(1999), provides an inportant |egal framework for our nutual efforts to
enable individuals with disabilities to live in the nost integrated
setting

appropriate to their needs. The Court's decision clearly chall enges us
to

devel op nore opportunities for individuals with disabilities through
nor e

accessi bl e systens of cost-effective comunity-based services.

This decision confirns what this Admnistration al ready believes: that
no

one should have to live in an institution or a nursing hone if they can
live in the community with the right support. Qur goal is to integrate
people with disabilities into the social nainstream promote equality of
opportunity and maxi m ze individual choice.

The Departnent of Health and Hunan Services (DHE) is commtted to
wor ki ng

with all affected parties to craft conprehensive, fiscally responsible
solutions that conply with the Arericans wth Dsabilities Act of 1990
(ADA). Although the ADA applies to all State prograns, Medicaid

pr ogr ans

play a critical role in making community services available. As a
consequence, State Medicaid Directors play an inportant role in hel ping
their States conply with the ADA. This letter conveys our initial

appr oach

to Anstead and outlines a framework for us to respond to the chall enge.



The 4 nstead Deci sion

The A nstead case was brought by two Georgi a worren whose disabilities
include mental retardation and nental illness. A the tine the suit was
filed, both plaintiffs lived in State-run institutions, despite the fact
that their treatnent professionals had determned that they coul d be
aﬁpropri ately served in a community setting. The plaintiffs asserted

t hat

continued institutionalization was a violation of their right under the

&o live in the nmost integrated setting appropriate. The Q nstead

eci si on

interpreted Title Il of the ADA and its inplenenting regul ation, which
oblige States to admnister their services, Erograrrs, and activities "
the nost integrated setting appropriate to the needs of qualified
individuals wth disabilities.” (28 CFR 35. 130(d)?. In doing so, the
Supreme Court answered the fundanental question of whether it is
discrimnation to deny people with disabilities services in the nost
integrated setting appropriate. The Court stated directly that

in

"Unjustified isolation . .. is properly regarded as discrimnation
based

on disability." It observed that (a) "institutional placenent of
per sons

who can handl e and benefit from community settings perpetuates
unwar r ant ed

assunptions that persons so isolated are incapable or unworthy of
participating in community life," and (b) "confinenent in an Institution
severely dimnishes the everyday life activities of individuals,

i ncl udi ng

famly relations, social contacts, work options, econom c independence,
educati onal advancenent, and cultural enrichnent."”

Under the Court's decision, States are required to provide
comuni t y- based
services for persons with disabilities who would otherw se be entitled

to

institutional services when: (&) the State's treatnent professionals
reasonably determne that such placenent is appropriate; (b) the
af f ect ed

persons do not oppose such treatnment; and (c) the placenent can be

reasonabl y accommodat ed, taking into account the resources available to

the

State and the needs of others who are receiving $tate-supported
disability

services. The Court cautioned however, that nothing in the ADA condones
termnation of institutional settings for persons unable to handle or
benefi t

fromcommunity settings. Mreover, the State's responsibility, once it
provi des comrunity-based treatnent to qualified persons wth
disabilities,

is not unlimted.

Under the ADA, States are obliged to "nake reasonabl e nodifications in
policies, practices, or procedures when the nodifications are necessary
to

avoid discrimnation on the basis of disability, unless the public
entity

can denonstrate that nmaking the nodifications would fundanental ly alter
t he

nature of the service, programor activity." (28 CFR 35.130(b)(7)). The
Suprelne Court indicated that the test as to whether a nodification
entails

"fundanental alteration" of a programtakes into account three factors:
the cost of providing services to the individual in the nost integrated
setting appropriate; the resources available to the State; and how the
provi sion of services affects the ability of the State to neet the needs
of



others with disabilities. Significantly, the Court suggests that a
State

could establish conpliance with title Il of the ADAif it denobnstrates
ittha';]as;

+ a conprehensive, effectively working plan for placing qualified
persons with disabilities in less restrictive settings, and

+ a waiting list that noves at a reasonable pace not controlled by
t he

State's endeavors to keep its institutions fully popul at ed.

O nstead and the Medicaid Program

O nstead chall enges States to prevent and correct inappropriate
institutionalization and to review intake and adm ssions processes to
assure that persons with disabilities are served in the nost integrated
setting appropriate. Medicaid can be an inportant resource to assi st
States in neeting these goals. W want to work closely with States to
make

ef fective use of Medicaid support in your planning and inplenmentation of
O nstead. As an exanple of the interface between O nstead' s expl anation
of

the State's ADA obligation and your Medicaid programwe would point to

t he

State's responsibility, under Medicaid, to periodically reviewthe

servi ces

of all residents in Medicaid-funded institutional settings. Those

revi ews

may provide a useful conponent of the State's planning for a

conpr ehensi ve

response to O nmstead. States nust also be responsive to
institutionalized

i ndi vidual s who request that their situation be reviewed to determne if
a

comunity setting is appropriate. In such a case the State has a duty
to

redress the situation, subject to the limts outlined by the Court and

t he

ADA, As another exanple, States may choose to utilize their Medicaid

f unds

to" provide appropriate services in a range of settings frominstitutions
to

fully integrated community support.

Conprehensi ve, Effectively Wrking Plans

As we have noted, the Supreme Court in Onstead indicated that a State
may

be able to meet its obligation under the ADA by denonstrating that it
has a

conprehensive, effectively working plan for placing qualified persons
with

disabilities in the nost integrated setting appropriate, and a waiting
l'ist

that nmoves at a reasonable pace not controlled by a State's objective of
keeping its institutions fully popul ated. The Departnent believes that
conprehensive, effectively working plans are best achieved with the
active

i nvol venent of individuals with disabilities and their representatives
in

desi gn, devel opnent and inpl enentati on.

The Court's O nstead decision regarding the integration requirenent



appl i es

to IaII individuals with disabilities protected fromdiscrimnation by
title

Il of the ADA Al though A nstead involved two individuals with nmental
disabilities, the scope of the ADAis not |imted only to such

i ndi vi dual s,

nor is the scope of Anstead |imted to Medicaid beneficiaries or to
services financed by the Medicaid program In addition, the requirenent
to

provide services in the nost integrated setting appropriate applies not
only to persons already in institutional settings but to those being
assessed for possible institutionalization.

The enclosure to this letter offers sone recomrendati ons about key
principles and practices for States to consider as they devel op plans.
Ve

recogni ze that there is no single plan that is best suited for all

St at es,

and accordingly that there are many ways to neet the requirenents of the
ADA. V¢ certainly hope States and people with disabilities will expand
and

i nprove on these ideas. A though these plans enconpass nore than just

t he

Medi caid program we realise the inportant role played by State Medicaid
Drectors in this area. As just one exanpl e, Federal financial
participation will be available at the admnistrative rate to design and
adm ni ster nmethods to meet these requirenments, subject to the nornmnal
condition that the changes nust be necessary for the proper and

ef ficient

admnistration of the State's Medicaid program Because of your

Si gﬂi ficant role, we have taken this opportunity to raise these issues
Wi t

you.

The principles and practices contained in the acconpanyi ng technical

assi stance encl osure also serve as an inportant foundation for the DHHS
Cfice for Avil Rghts' (AR activities inthis area. As you know,
R

has responsibility for investigating discrinnation conplaints involving
the nost integrated setting issue. QR also has authority to conduct
clgrrpl lance reviews of State prograns and has al ready contacted a nunber
0

States to discuss conplaints. QOCR strongly desires to resol ve these
conpl aints through col | aboration and cooperation with all interested
parties.

Next Steps for the Departnent of Health and Human Services

Consul tation: W have begun consultation with States (including Sate.
Medicaid Directors and menbers of the long termcare technical advisory
group, who share responsibility for Medicaid) and with people wth
disabilities. V¢ look forward to building on this start. Miny States
have

nmade great strides toward enabling individuals with disabilities to live
in

their communities. There is nuch that we can learn fromthese States.
Ve

are interested in your ideas regarding the nethods by which we m ght
acconpl i sh such continuing consultation effectively and economcally.

Addressing Issues and Questions Regarding A nstead and Medicaid: As we
nove forward, we recognize that States may have specific issues and
questions about the interaction between the ADA and the Medi caid

pr ogr am

In response to the issues and questions we receive, we wll review

rel evant



federal Medicaid regulations, policies and previous guidance to assure
t hat

they (a) are conpatible with the requirenments of the ADA and the

Olnst ead

decision, and (b) facilitate States' efforts to conply with the |aw.

Techni cal Assi st ance: In response to any issues raised by the States,
t he

DHHS working group will develop a plan to provide technical assistance
and

i nfformati on sharing anong States and stakehol ders. Responses to
guesti ons

and technical assistance materials will be published on a specia
website.

We are also funding projects in a nunber of States to assist with
nur si ng

home transition. Finally, we seek your ideas on the additional forms of
techni cal assistance you would find nost hel pful for hone and

conmuni ty-based services and conferences for State policy makers. W
wil |

use your suggestions to facilitate the inplenentation of the integration
requirement. W invite all States and stakeholders to subnit questions
and

recommendati ons to our departmental workgroup co-chaired by the Director
of

HCFA's Center for Medicaid and State Qperations and the Director of the
DHHS O fice for Gvil Rights. Pl ease send such written correspondence
to:

DHHS Wor ki ng Group for ADA/ A nst ead
c/o Center for Medicaid and State COperations
HCFA, Room S2-14-26, DEHPG
7500 Security Blvd.
Balti more MD 21244- 1850

Concl usi on

The Administration and DHHS have a commitment to expandi ng hone and
conmuni ty-based services and offering consuners choices in how services
are

organi zed and delivered. Over the past few years, DHHS has focused on-
expandi ng and pronoting home and comunity-based services, offering
suppor t

and technical assistance to States, and using the flexibility of the
Medi cai d program  The O nstead decision affirms that we are nmoving in
t he

right direction and we intend to continue these efforts.

We recognize that this interim guidance |eaves many questions
unanswer ed;

with your input, we expect to devel op further guidance and technical
assistance. W reconmend that States do the foll ow ng:

+ Devel op a conprehensive, effectively working plan (or plans) to
strengthen community service systens and serve people wth
disabilities in the nost integrated setting appropriate to their
needs;

+ Actively involve people with disabilities, and where appropriate,
their famly menbers or representatives, in design, developnent and
i mpl enent ati on;

+ Use the attached technical assistance naterial as one of the
gui des
in the planning process;



Informus of questions that need resolution and of ideas regarding
techni cal assistance that woul d be hel pful.

V¢ |look forward to working with you to inprove the nation's community
servi ces system

Sincerely,
/s /s

Tinothy M Vst norel and Thonas Perez

D rector D rector

Center for Medicaid and State (perations Gfice for Avil Rghts
Health Care Financing Admnistration

Encl osur e

cc:
Al HOFA Regional Administrators

Al HCFA Associ ate Regional Administrators
Dvision of Medicaid and State (perati ons

Anerican Public Hunman Services Association
National Association of State A cohol and Drug Abuse Drectors, Inc.

National Association of State Drectors of Devel opmental Disabilities
Servi ces

National Association for State Mental Health Program Directors
Nati onal Association of State Units on Aging
National Conference of State Legislatures

Nat i onal Governors' Associ ation

Encl osur e

Devel opi ng Conprehensive, Efectively Wrking H ans
Initial Technical Assistance Recommendati ons

In ruling on the case of Anstead v L.C, the Suprene Court affirmed the
right of individuals with disabilities to receive public benefits and
services in the nost integrated setting appropriate to their needs. The
Suprerme Court indicated that a State can denonstrate conpliance with its
ADAkpr igations by showing that it has a conprehensive, effectively

wor ki ng

plan for placing qualified persons with disabilities in less restrictive
settings, and a waiting list that nmoves at a reasonabl e pace not
control | ed

by the State's endeavors to keep its institutions fully popul at ed.

Ve strongly urge States to increase access to community-based services



for

individuals with disabilities by devel opi ng conprehensive, effectively
wor ki ng plans for ensuring conpliance with the ADA. There is no single
nodel plan appropriate for all States and situations. |n devel oping
their

pl ans, States nust take into account their particular circunstances.
However, we believe there are sone factors that are critically inportant
for States that seek to devel op conprehensive, effectively working

pl ans.

Qur intent in this enclosure is to identify sone of the key principles,
including the involvement of people with disabilities throughout the

pl anni ng and inplenmentati on process. These principles also will be used
by

the Ofice for Gvil R ghts as it investigates conplaints and conducts
conpliance reviews involving "nmost integrated setting" issues. W
strongly

reconmend that States factor in these principles and practices as they
devel op plans tailored to their needs.

Conprehensive, Effectively Wrking Pl ans

Principle: Develop and inplenment a conprehensive, effectively working
pl an

(or plans) for providing services to eligible individuals with
disabilities

in nore integrated, community-based settings. When effectively carrying
out this principle:

+ The State develops a plan or plans to ensure that people with
disabilities are served in the nost integrated setting appropriate. It
considers the extent to which there are prograns that can serve as a
framework for the devel opment of an effectively working plan. It also
considers the level of awareness and agreenent anong stakehol ders and
deci si on-makers regarding the elenents needed to create an effective
system and how this foundati on can be strengthened

+ The plan ensures the transition of qualified individuals into
conmuni ty- based settings at a reasonable pace. The State identifies
i mprovenments that could be made.

+ The plan ensures that individuals with disabilities benefit from
assessnents to determ ne how conmunity living mght be possible (wthout
l[imting consideration to what is currently available in the comunity).
In this process, individuals are provided the opportunity for inforned
choi ce

+ The plan eval uates the adequacy with which the State is conducting
t horough, objective and periodic reviews of all individuals wth
disabilities in institutional settings (such as State institutions,

ICFs/ MR, nursing facilities, psychiatric hospitals, and residentia
service

facilities for children) to determne the extent to which they can and
shoul d receive services in a nore integrated setting

+ The plan establishes simlar procedures to avoid unjustifiable
institutionalization in the first place.

Pl an Devel opment and | npl ementati on Process

Principle: Provide an opportunity for interested persons, including
individuals with disabilities and their representatives, to be integra
participants in plan devel opment and followup. Wen effectively
carrying

out this principle:



+ The State involves people with disabilities (and their
representatives, where appropriate) in the plan devel oprent and

i npl ementati on process. It considers what nethods could be enpl oyed to
ensure constructive, on-going invol venent and di al ogue.

+ The State assesses what partnerships are needed to ensure that any
pl an i s conprehensive and works effectively.

Assessnents on Behal f of Potentially Higible Populations

Principle: Take steps to prevent or correct current and future

unj ustified

institutionalization of individuals with disabilities. Wen effectively

carrying out this principle:

+ The State has a reliable sense of how nany individuals wth
disabilities are currently institutionalized and are eligible for
services in community-based settings. The plan considers what
information and data col |l ection systens exist to enable the State to
make this deternmination. Wiere appropriate, the State considers
i nprovenents to data collection systens to enable it to plan

adequat el y
to neet needs.

+ The State eval uates whether existing assessnent procedures are
adequate to identify institutionalized individuals with disabilities who
could benefit fromservices in a nore integrated setting.

+ The State al so eval uates whet her existing assessment procedures
are

adequate to identify individuals in the commnity who are at risk of
pl acerment in an unnecessarily restrictive setting.

+ The plan ensures that the State can act in a timely and effective
manner in response to the findings of any assessnent process.

Avail ability of Community-Integrated Services

Principle: Ensure the Availability of Community-Integrated Services.
Wien
effectively carrying out this principle:

+ The plan identifies what comunity-based services are available in
the State. It assesses the extent to which these prograns are able to
serve people in the nost integrated setting appropriate (as described in
the ADA), The State identifies what inprovenents coul d be acconpli shed,
ingl uding in information systens, to make this an even better system

an

how t he systemnight be rmade conprehensi ve.

+ The plan eval uates whether the identified supports and services
neet

the needs of persons who are likely to require assistance in order to
live

in comunity. It identifies what changes could be nade to inprove the
availability, quality and adequacy of the supports.

+ The State eval uates whether its system adequately plans for making
supports and services available to assist individuals who reside in

their

own homes with the presence of other famly nmenbers. It also considers
whether its plan is adequate to address the needs of those wi thout
famly

nmenbers or other informal caregivers.



*+ The State examnes how the identified supports and services
integrate _ _
the individual into the community.

+ The State reviews what funding sources are available (both

Medi cai d

and other funding sources) to increase the availability of

comuni t y- based

services. It also considers what efforts are under way to coordinate
access to these services. P anners assess the extent to which these
funding sources can be organized into a coherent systemof long term
care

which affords people with reasonable, tinely access to community-based
servi ces.

+ M anners al so assess how well the current service systemworks for
different groups (e.g. elderly people with disabilities, people wth
physical disabilities, developrmental disabilities, nental illness,

HV-AIDS, etc.). The assessnent includes a review of changes that m ght
be

desirable to nmake services a reality in the nost integrated setting
appropriate for all popul ations.

+  The plan examnes the operation of V\aitingi lists, if any. It
exam nes what night be done to ensure that people are able to cone off
waiting lists and recei ve needed community services at a reasonabl e
pace.

I nformed Choi ce

Principle: Afford individuals with disabilities and their famlies the
opportunity to nmake informed choi ces regarding how their needs can best
be

met in community or institutional settings. Wen effectively carrying
out

this principle:

+ The plan ensures that individuals who may be eligible to receive
services in nore integrated community-based settings (and their
representatives, where appropriate) are given the opportunity to make
int ornmed choi ces regardi ng whether -and how their needs can best be
met .

+ Pl anners address what infornation, education, and referral systens
woul d be useful to ensure that people with disabilities receive the
i nformati on necessary to nmake infornmed choi ces.

Inplications for State and Cormunity Infrastructure

Principle: Take steps to ensure that quality assurance, quality
i npr ovenent

and sound managenent support inplermentation of the plan. Wen
effectively

carrying out this principle:

+ M anners eval uate how quality assurance and quality inprovenent
can

be conducted effectively as nore people with disabilities live in
comuni ty

settings.

+ The State also exanmines how it can best manage the overall system
of

health and long termcare so that placenent in the nost integrated
setting



apgr opriate becormes the norm It considers what planning, contracting
an

managenent infrastructure nmght be necessary to achieve this result at

t he
State and the commnity |evel.



