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Di sability Advocacy in a Post-0d nstead Environnent
Vision for the Future of Honme and Comrunity Services
Bob WIIiamns

It is great to see all of you here. Everyone on the faculty has put in an enornous anount
of time, creativity and a piece of thenselves into this project, which | appreciate
enornmously as | know you do as well. But, in an inportant sense the torch is being passed
here to those of you here in the region to fashion this project into an effective tool of
your own naki ng.

Some describe the ADA and the Medicaid programas being |like 2 great polar opposites,

whi ch when they collided in L C, v, O nstead, produced earthquakes of seismc
proportions. Perhaps this is so. But, | think we also nust recognize that, |ike after
any quake; what we are left with is a changed | andscape, that we have the opportunity and
responsibility to make better than before.

It is easy to point out places where the, two, are conpletely out of sync, with each
other. It is far tougher to figure out how they can work, in unison, to pronote the
i ndependence and sel f-sufficiency of people with disabilities, which are anong the
expressed purposes, of both Medicaid and ADA

This is why those of us in the last Administration felt so strongly about organi zi ng
these trainings. W hope that in doing so, we could equip a core group of cross
disability leaders with the knowl edge and skills to help States to inplenment the ADA and
Medi caid, in tandem w th each other.

As we know, progress continues to be nmade in the nunbers of people being able to receive
Medi cai d community services. This is the good news. But, the reality is that the vast
majority of Medicaid long termcare dollars still spent on nursing homnes.

Mor eover, even where Medicaid home and community services do exist, there often are |ong
waiting lists to begin to receive waiver services. And, because service systens devel oped
along disability specific lines, individuals with virtually the same everyday need for,
say, personal assistance, but different diagnoses, get very different |evels of support.
Even two people with the sane type and level of disability, face, a strange, either, or
guandary.

They either, have a | ot of access to services, or none at all. And, all this is dependent
on, such arbitrary factors as where they live in a State, their age, how old they were
when t hey becane di sabl ed, or whether they ever lived in an institution.

Because of this, thousands of people with devel opnental disabilities remain on waiting
lists for services nationwi de. But, they at |east can get inside the door of every
State's DD agency. Those with physical and psychiatric disabilities as well as ol der

i ndi viduals frequently have no door to even knock on at all. And, while aging parent

i ssues have begun to be best understood in respect to people with devel oprent al
disabilities, they cut across disability groups. Al of which is to say that we need to
expand services beyond a small group of people in a far wider, cross disability, cross
generational manner than before. Enter Q nstead.

One of the nost inportant, and over | ooked things, that the decision enphasizes is,
States nmust plan, inplenent and administer their services in a fair, and even handed,
manner. This nmeans that a State nust ensure that no individual, or group of individuals,
are discrininated agai nst on the basis of disability.

This is a tall order for many States fill because nbst are used to designing and
provi di ng both Medicaid waiver, and State funded only community services to very narrowy
defined groups of individuals with disabilities. Froman adninistrative and programmati c,
stance the ADA and Medicaid certainly still allows themto organize their service systens
in this manner.
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But, the duty a has State to administer services in a fair and consi stent manner, also
requires it to |l ook across not just sone, but all people needing |long term services. And,
nmake certain that none of its policies, programs or practices, result in the unjustified
institutionalization of any individual or group of individuals with disabilities.

This cannot be done by a State going off and devel oping such a plan on its own. Because,
what we are tal king about here is, in the very best sense of the phrase, a political
process. One, with a |ot of weighing of conpeting interests and priorities. Alot of give
and take; critical trade offs, and ultimately, the buy in of the State, as well as the
disability and agi ng conmuniti es.

That's why Secretary Shal ala and others of us who were at HHS, until January,

consi stently encouraged States and the disability and aging comunities to sit down with
each other, put a side, our respective rhetoric, and begin to wal k, and wheel, around
each other's worlds. Because, it's only when we take joint responsibility for addressing
both the shared, and sonetine very unique, dilemms that policy nakers, and those with
disabilities face in this regard, that we will see real progress.

As you know, to help achieve these ends, HHS is nmaking substantial grant funding
available to States to work with people with disabilities and others, to make Mdicaid
nore responsive to their needs, abilities and |life choices.

Each of these grants designed to bring about slightly different results. This is due not
so nuch to what anyone woul d have rational |ee, wanted to nake happen but the finagling
some of us had to do to get the noney through the appropriations process.

However, all of these snmall grant initiatives clearly advance the goal of increasing the
choi ce and control people with significant disabilities have over their services and
thus, lives and futures. Many States may be eligible to receive these grants

simul taneously. There is strategic value, therefore, in helping States to use these
different grants in a coordinated way to reformto Medicaid.

I am not suggesting that every one of these grant dollars should be spent in, a

coordi nated fashion, in every State or every instance. This is probably not possible nor
necessarily the wi sest use of the resources. Nor, am| suggesting that every State shoul d
stop what ever they are doing, dismantle their various disability specific, service
delivery systens, and replace themall with the ideal, one stop, serve all, service
systemfor the new MIlennium tonorrow. That's al so not possible or the wi sest course of
action to pursue.

But, what | do believe is both made possible through the availability of these grant
funds, and required under A nstead, is that we nake these systens | ess bifurcated,
fragmented and arbitrary than they currently are. From an adnini strative standpoint,
States organi ze, finance and deliver home and community based services in a popul ation
specific manner. But, froma policy perspective, it is critical that we find ways to
ensure that all people with disabilities who use and rely on Medicaid honme and comunity
based services, have the right, and needed supports, to lead lives and futures of their
own choosing and direction.

The only way that is ever going to happen, however, is if people with disabilities and
famlies of children with disabilities |ike those of us in this room make it
increasingly clear to States that they nust, nove and nove quickly, in this direction

To do this, successfully, we must understand how Governors and other State officials tend
to frame and think about |ong-term services.

In February, the National Governors' Association issued its position paper on long-term
services reform Wiile no two Governors are exactly alike, | think we need to use this
paper an useful guide to better understanding, and hopeful ly, having nore inforned

di scussions with your State's chief executive and other key policy nakers on these

i ssues.
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Li ke nost others, NGA views issues of long termservices as affecting ol der persons and
their famlies, alnost exclusively. Former Wsconsin Governor, now HHS Secretary, Tommy
Thonpson, al so shares this sanme basic orientation. This is not to say that the nation's
Governors or the Secretary are oblivious to the fact that people with disabilities of
every age, fromtheir infancy, well into their elder years, often need access to

| ong-term servi ces.

But, the prismthrough which they view and therefore, propose to address public policy
and financing issues around |long-term services is predom nantly one of an aging
perspective. And, this highlights the need and opportunity we have to join with ol der
persons and their famlies to nmake the point |oud and clear, that while there are sone
generational differences, we all want to live in our own hones and comrunities.

Simlarly, NGA is |ikew se concerned that as those born during the baby boom grow ol der
many nore of us will cone to rely on publicly financed |ong termservices, nostly through
the Medicaid and to sone | esser extent, the Medicare programs. Research is show ng
declines in the on set of disability anong many ol der people. It is believed that

i ncreased inconme |evels as well as inprovenents in education and health care contribute
too nmuch of this.

But, if disability rates are declining anong affluent ol der persons, it is also true that
di sability anbng agi ng people with |ow to noderate i ncomes will beconme nore concentrated
than it is now And, if | were a Governor, this would be high on ny list of things that
nm ght keep me up late nights. Because, in fact, these are the types of fol ks who are
going to put a |lot of stresses and strains on Mdicaid and Medicare over the next 20 to
30 years.

Those of us in the baby boom generation, however, pose a far nore inmediate political
chal | enge for Governors as well as other State and Federal policy nmakers. This is franed
in the NGA paper as, being about the need to make such services, responsive to the needs
of famlies who provide eighty percent of the personal assistance people with significant
disabilities receive. Wiile this is crucial, casting the issue, in this light, obscures a
| arger truth.

That as those of us who are baby booners, begin to reach 65, our expectations for how we
want to |live out the rest of our lives with, or without disabilities or other chronic

conditions, will be increasingly different, and know ng us probably nmuch nore in your
face, than previous generations of older Americans. This is truly the sleeping giant.
For, if we can figure out how best to tap into it and channel it, | believe there is a

| arge reservoir of interest and support on the part of baby booners, to nake sweeping
reforms to the way we offer and pay for long termservices in this country on a scal e,
whi ch nost probably have never dreant, possible. This seens particularly true with wonen
in the so-called sandw ched generation who are caring for their own fanilies as well as
their aging parents and their in-laws.

I ncreasi ngly, though, people fromevery walk of life, now recognize all too clearly that
the long-termservices system if you can call it that, is both antiquated and fatally
flawed. What's nore they want it fixed. They want it fixed here and now for their
parents, and for the day when they m ght need such services thensel ves.

This, in turn, mght explain why at least in part a fourth major theme, which the NGA
chanpions in its position paper. That is, the need to enact a Medicare prescription drug
benefit, and pronmote ways in which Medicare and Medicaid can better neet the health care
and | ong term services needs of those who are dually eligible for both prograns. Wether
Congress and the current Adninistration will enact a meani ngful prescription drug
benefit, let alone | ook at how Medi care and Medi caid services and benefits m ght be
better coordinated is an open question. Wat is interesting though, is that in putting
these policy proposals forward, the Republican donmi nated NGA is suggesting the need for a
greater Federal role in financing long termservices, particularly those provided in
peopl es' own hones and communities.
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Most of this is, of course, notivated by the States' strong interest in drawi ng down nore
Federal Medicaid as well as Medicare funding, especially in the wake of the cost shifting
to States brought about by the Bal anced Budget Act. But, the fact that the nation's
Governors are putting this set of issues on the table provides us with a significant
opportunity to also rai se questions around the need to begin to nove a federally defined
communi ty based services benefit package. This is not without risks but terms of future
agenda setting; it is in ny view, one of the nost inportant areas to begin to focus our
attention on right now

Last but certainly not |east, the NGA position paper affirnms the Suprene Court's d nstead
deci sion and calls on the Federal Governnment to provide States with further assistance to
neet the needs of people with disabilities in the nost integrated setting appropriate to
their needs. This provides us all with a powerful reason to reach out to both the
Nat i onal Governors' Association itself, and nore generally, our own Governors to

hi ghlight this portion of the paper in particular and to thank themfor it.

Under st andi ng where NGA, and therefore, npbst Governors cone down on these issues is
important to do for a couple of reasons. The first is that if there is one place, where
the proverbial, buck, stops, in terns of how and where Medicaid | ong term services
dollars get spent, it is on your Governor's desk. For, it's ultimately up to the Governor
to propose, approve or veto how both State and Federal Medicaid dollars get spent.

Making this already fairly clear line of accountability, even nore, indelible, should be

high on our priority lists, especially as we approach 2002, when there will be 36
gubernatorial races nationwide. It's also essential to making continued progress on
carrying out Onstead in the States as well. Let nme | eave you with one nore factoid.

According to the National Association of State Budget O ficers, nobst States spend 20
percent of their budgets on the Medicaid program the sane percentage nost al so devote to
public educati on

Unli ke education, however, there is little public understanding or accountability for how
Medi cai d resources are spent, what services are purchased or what outcomes can be
expected to be achieved as a result. It is tinme not to only ask why that is, but to spur

some nuch needed open and frank public discussions of these issues as well. | hope this
is part of what we can be about. Thank you, very much
??
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