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PREFACE

This year, the Medicaid home and commnity-base
will mark its tenth anniversary. Follow ng h?

d (HCB) waiver program
{ N
1915(¢) of the Social Security Act as 9art o[ g

f o

enact ment of Section
( , e Omi bus Budget
Reconcl|iation Act of 1981 (Section 2176, P. 7-35), Montana and
Oregon initiated HCB waiver programs on behalf of persons with develop -
mental disabilities in December, 1981. And so began what has become an
|ncrea5|ng|% i mportant relationship between this unique federal Medicaid
mowamam ority and the state efforts to meet the needs of Americans
with devel opmental disabilities.

The National Association of State Mental Retardation ProgramDirectors
(NASMRPD) has had a particularly strong, abiding interest inthe fortunes
of this programsince its inception. Over the past several years, the
Associ ation has advocated for changes in the programto make it a more
effective tool to assist states in enhancin qnd expandi ng community
devel opmental disabilities services. NASMRPD's starf have furnished
advice to dozens of states regarding potential uses of the waiver
authority to assist themin providing enhanced programoptions for
people with devel opmental disabilities. On an ongoing basis, the
Association attempts to keep member state MR/DD agencies as up-to-date
as possible on federal HCB waiver policy devel opments as well as the
steps particular states are taking to initiate new or modified HCB

Wai ver prograns.

The Association's ongoing interest in this programstem fromthe fact
that it remains the mst useful tool available to the states in order to
meet the needs of persons with severe, life-long disabilities in
settings other than I CF/MRs. The vigor wi th which the substantia
majority of states have employed this Medicaid financing option over the
gast five years in particular has bheen remarkable. This year, about
5,000 people with devel opmental disabilities will be served through HCB
wal ver prograns in operation in 46 jurisdictions. Despite basic prob-
lems in federal policies governing this program it has emerged as the
principle means that the states collectively have employed to expand the
number  of Fersons with devel opmental disabilities receiving Medicaid
reimoursable long-termecare services. And, as best as we can tell, the
programwi || continue to expand at a brisk pace over the next few years

Due to some of the HCB waiver authority's peculiar features, many
observers have been quick to dismss the programas having limted
utility in assisting states to create imroved, broader-based systems of
community devel opmental disabilities services. After all, the HCB waiver
programis limted in scope and afflicted b¥ many of the myriad
shortcomngs in federal Medicaid policies affecting services to persons
with devel opmental disabilities. The HCB waiver program by its very
nature, cannot be regarded as broad-scale "Medicaid reforn" of these
federal policies.

Yet, there is little doubt that the states' collective experiences with
the HCB waiver program have contributed enormously to reshaping thinking
about how federal policies mght be mdified to bring theminto better
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al ignment with contemporary values regarding "best practice" in serving
people with developmental disabilities. Due to the HCB waiver program
People,W|th devel opmental disabilities in many states today have access
0 a wider range of services than would otherwise he the case. The HCB
wai ver Brogram has anfly demonstrated that creating a "level playing
field between federa s%fport for institutional services and more
individualized, integrated opportunities for comunity living and
participation has beneficial outcomes for consumers, ‘their famlies, the
states and the federal government.

The waiver programis by no means static. States continue to expand
their Brograns, adding new services and program participants. Aided by
the HCB waiver authority, several states have |aunched innovative
supﬁorted.||V| ng and famly suPport programs that are assisting people
with particularly severe disabilities to enjoy comunity |iving and
exercise greater personal control over their day-to-day lives. The HCB
wai ver Prpgram has given states increased opportunities to expand the
range of individuals who are supported in the commnity.

The HCB waiver program has become an jnportant cog in state strategies to
i mprove community devel opmental disabilities services and is likely to
remain so for the foreseeable future. Hence, it remains important that
policymakers, state officials, consumers and their famlies, advocates,
service providers and others have access to comprehensive, systemtic
information regarding the effects this programis having nationw de

This Federal Funding Inquiry report is the Association's fourth such
report on the HCB waiver program This report updates our |ast naéor
report on the waiver program which was published in September, 1989
Hopeful Iy, this reﬁort wi || assist inachieving a better understanding
of the role that the HCB wai ver pro%ram IS playing in meeting the needs

of our citizens with devel opmental disabilities

As with al | Association reports, we owe enormous gratitude to the staff
of NASMRPD memver agencies who regularly share information and insights
into the strategic and practical ramfications of federal policies

affecting services to persons with devel opmental disabilities. A
3ﬁe0|al note of thanks is due to the HCB waiver coordinators in more
than forty states who took time fromtheir busy schedules to respond to
the survey questionnaire which furnished much of the basic informtion
needed to complete this report.

GaréeA._Sm'th Robert
M Gettings January,
1991
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THE HCB WAl VER PROGRAM AND
SERVI CES FOR PEOPLE W TH DEVELOPMENTAL
DI SABI'LI TIES: AN UPDATE

| | NTRODUCTI ON

In September 1989, NASMRPD issued a Federal Funding Inquiry report
(Medicaid Home and Community-Based Services for Persons with Develop-
mental Disabilities: The Home and Community-Based Waiver Experience) that
was intended to take a fresh look at how states were enmploying Medicaid s
home and community-based waiver authority to foster improved and expanded
services to persons with mental retardation and other developmenta
disabilities. That report revealed that the HCB waiver program had
become an increasingly important source of federal assistance in
supporting community developmental disabilities services. The news that
the HCB waiver programwas expanding at a vigorous pace stood in contrast
to the view expressed by.nanY observers that the program had at hest a
mnor inmpact on redirecting federal assistance fromthe ICF/ MR programto
other comunity devel opmental disabilities service options

The 1989 report also furnished extensive information regarding the HCB
wai ver program s statutory underpinnings, federal admnistrative
policies and the mechanics of managing this part|cu|arIK uni que Medicaid
program The aimof this report is not to replowall the ground that
was covered in the 1989 report. Rather, the purposes here are to:

Update the basic statistical information concerning nation-
wide trends in the numbers of individuals participating in
the Frogram and federal state Medicaid spending on their
behal f as well as to furnish state-by-state statistics on
the range and scope of program services

Highlight recent devel opments in how states are employing
the programas well as federal statutory and admnistrative
policies that affect state programs;

Explore in greater depth some dimensions of this program
that warrant more discussion than was possible in the 1989
report; and,

Reassess the implications that the states' experiences with
the HCB waiver Program m ght have for constructively

altering federal Medicaid policies affecting services to
persons with devel opmental disabilities.

Since this report is an update of the Association's 1989 r eport, it
necessarily assumes a certain degree of famliarity with the basic
policy framework under which the Erogram | s managed. Readers who may
not be famliar with that framework may wish to consult the 1989 report.
[N.B., Copies of the 1989 report may be ordered fromthe Association. ]
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The remainder of this report is organized as fol | ows:

Chapter Il provides updated information on state-federa
spend|ng.and.the,nunber of persons being served in devel op-
mental disabilities HCB waiver programs on a nationw de and

ate-by-state basis, including estimtes for FY 1990-91,
Parallel trends |n_the.|CF/NR,progran1aIso are discussed. In
addition, information is provided on interstate variations in
the utilization of the waiver program

Chapter Il examnes devel opments in state utilization of the
HCB wai ver program on behal f of persons with develonenta
disabilities over the eighteen month period fromJuly 1989 to
December 1990, including: (a) the actual or prospective entry
of additional states into the program (b) the advent of
special HCB wai ver mowamtammedsmmfmauytonmyn
facility residents with developmental disabilities; and, (c?
other major changes in state programs, Special attentionis
given to Arizona's unique program which is furnishing HCB
Services to Persons with devel opmental disabilities under an
alternative federal statutory authority.

Chapter 1V focuses on the types of services that states are
offering under their HCB walver programs, including some that
appear to be particularly exenplary models.

Chapter V explores many of the admnistrative challenges
that states face in managing their HCB waiver proPranB,
including state interagency relationships, federal-state
relations, and other dimensions of program operations.

Chapter VI looks at federal policy changes affect|nP the HCB
wai ver programthat have occurred since 1989, as well as the
ebb and flow of state-federal adm nistrative issues that
affect the program

Chapter VIl assess the Present status and future prospects
of the program particularly in light of the |ack of
consensus regarding more extensive restructuring of federa
Medicai d policies affecting services to persons with

devel opmental disabilities. Potential changes in the HCB
wai ver Program that mght make it an even more effective
means of meeting the needs of persons with devel opmental
disabilities also are explored

The APpendix to this report contains an updated and somewhat more
detailed |isti n% of the state developmental disabilities HCB waiver
Prograns presently in operation, including listings of the services

urnished under each state's programs) and the state officials
responsible for managing these prograns.

A good deal of the information contained in this report was obtained via
a three-part survey questionnaire which NASMRPD sent to state HCB wai ver

-2-



[. Introduction

program coordinators in July 1990. Nearly all states completed this
questionnaire. The survey instrument asked each coordinator to review
and update information that had been provided to the Association in the
spr|ng of 1989 regarding the scope of the state s devel opmental disabi -
||t|es HCB wai ver Frogran(s) In addition, all coordinators were asked
to complete a brie ques fonnaire concern|ng any near -termplans the
state n1ght have for initiating additional waiver prograns or modi fying
current program as well as several more spe0|f|c aspects of their
proPrans Finally, an open-ended, optional questionnaire also was
Included that asked each pro?ram coord|na tors express their views
regarding certain features of the HCB waiver ﬁrogram as well as
practices enployed in managing their state's HCB waiver program(s).

Bet ween the t t hat responses were received to this survey and the
ﬁubl|ca | on o th|s report, additional updates were obtained regard|ng
CB waiver requests wh|ch wer e in the Health Care Financing Admnistra-
tion's waiver review "pipeline" in order to assure that the information
contained in this report would be as current as possible.





