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STRATEGIES TO IMPROVE ACCESS TO MED-
ICAID HOME- AND COMMUNITY-BASED
SERVICES

WEDNESDAY, APRIL 7, 2004

U.S. SENATE,
COMMITTEE ON FINANCE,

Washington, DC.
The hearing was convened, pursuant to notice, at 10:08 a.m., in

room SD–215, Dirksen Senate Office Building, Hon. Charles E.
Grassley (chairman of the committee) presiding.

Also present: Senators Thomas, Smith, Baucus, Breaux, Graham,
Bingaman, and Lincoln.

OPENING STATEMENT OF HON. CHARLES E. GRASSLEY, A U.S.
SENATOR FROM IOWA, CHAIRMAN, COMMITTEE ON FINANCE

The CHAIRMAN. Good morning, everybody. This hearing is now
called to order.

I thank everybody for attending. This is a very good turnout. We
usually have this room always filled up, and we often have people
in overflow rooms. So, I am always thankful when we have a very
major turnout on any hearing that we have.

I would start by extending a special thanks to witnesses, because
they go to a lot of extra work to prepare for this particular hearing,
or any hearing. I would like to give a special thanks to those who
have traveled long distances to be here today, including two
Iowans, Diane Findley and Ray Gerke.

The purpose of today’s hearing is to review proposals to improve
access to Medicaid home and community based services. One of
these proposals is the President’s New Freedom Initiative. Another,
is the Medicaid Community Based Attendant Services and Support
Act of 2003, also known as MiCASSA. We will hear today about as-
pects of both of these proposals.

The President first announced the New Freedom Initiative over
2 years ago. Since that time, government agencies have been busily
working together to find new ways to improve services that we
refer to as home and community based services.

Today, we will take a close look at the various programs laid out
in the initiative. One demonstration would allow individuals who
choose to live at home or in communities to make decisions about
not only where they are going to live, but also how their care is
delivered. This is known in the bill as the principle, money follows
the person.
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Another concept in the initiative would allow individuals who
rely upon family caretakers the chance to receive respite care. The
respite demonstration recognizes that individuals who receive care
and their caretakers occasionally need to step away from their re-
spective roles.

A third demonstration would test a proposal to offer community-
based services to children residing in psychiatric residential treat-
ment facilities.

Finally, we will discuss the importance of providing additional
support to those who choose the career of a direct care worker. Like
nurses, direct care workers are becoming a scarce resource.

Each of today’s witnesses brings a unique background to the
issue. The collection of their individual experiences and perspec-
tives will help us better understand the home- and community-
based service system.

For instance, a community-based services demonstration for chil-
dren receiving care in psychiatric residential treatment facilities
draws attention to an issue that I continue to defend. Current law
does not allow States to offer Medicaid home- and community-
based services as an alternative to inpatient psychiatric care.

Susan, a single mother from Harlan, Iowa, described her frustra-
tion, trying to keep her family together. Her son, Colton, has been
diagnosed with bi-polar disorder and depression and is develop-
mentally delayed. One of his biggest fears is having to leave his
mom. Susan feels she is willing and able to care for him at home
if she gets the support services at her community level.

The lack of covered home- and community-based support means
that some parents face the impossible decision of relinquishing cus-
tody of a child to a State institution so that their child can get nec-
essary lifesaving services.

A provision in the Family Opportunity Act, which is legislation
that I have sponsored for the past three Congresses, recognizes the
hardship that families face in caring for a child with mental health
illness. Under my bill, families will no longer have to give up their
child. These families deserve understanding and compassionate
public policy that addresses the special needs of caring for a child
with mental illness.

As we consider recommendations regarding the direction of fu-
ture policymaking, it is important to keep in mind the legislative
history in this area. Like Medicare, the Medicaid program was first
enacted in 1965. Our Nation’s service delivery system was vastly
different at that time than it is today. Thanks to the dedicated ad-
vocacy of consumers and their family members, our long-term care
system has seen major improvements over the years.

That is not to say that our work is finished, or otherwise we
would not be having this hearing. Far from it. Unfortunately, the
demand for home and community-based services exceeds current
capacity. States, providers, and many others have made great
strides in building capacity in consumer demand, but many chal-
lenges remain for us.

It is also important to note that not all consumers want to be
cared for in their home. For instance, nearly one million frail elder-
ly citizens are currently cared for in a nursing home. The elderly
and people with disabilities and their families deserve choice. They
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should have the ability to choose whether they prefer to live in the
community or in a facility.

Home- and community-based services consist of a vast array of
these services. The system is complicated whether you are on the
inside or the outside. Consumers of the system are the best judge
of how well a system is working, so I welcome their input and sug-
gestions on how to shape current and new policies.

The over-arching goal of our hearing today is to further under-
stand the kind of successful, cost-effective, and consumer-friendly
systems of providing home- and community-based services to Med-
icaid beneficiaries.

Also, let me ask Senator Bingaman. I did not know if Senator
Baucus was coming. Normally we have one Democrat speak. But
if you were not going to speak for him, then I was going to wait
and break in when he comes to let him make his statement.

Senator BINGAMAN. Mr. Chairman, I do not have an opening
statement, so I think, if he does arrive, having him give an opening
statement is appropriate.

The CHAIRMAN. All right.
Well, then Senator Bingaman, go ahead, because Senator Smith

has an opening statement. I want to make sure that we have got
equal representation from both sides.

Senator BINGAMAN. Well, Mr. Chairman, I did not have an open-
ing statement, but I am glad to hear Senator Smith’s.

The CHAIRMAN. All right.
Senator Smith, go ahead.

OPENING STATEMENT OF HON. GORDON SMITH, A U.S.
SENATOR FROM OREGON

Senator SMITH. Good morning, Mr. Chairman. Thank you.
First, I would like to express to you my appreciation for your

holding this important hearing on the President’s New Freedom
Initiative, and for the panel taking its time today to offer their ex-
pertise.

I am grateful not only for the panelists taking time, but also for
your continued dedication and commitment to helping the disabled
and the elderly.

I particularly want to thank Senator Harkin. He has been a tire-
less champion on behalf of the disabled community, and I have
been privileged to work with him on The Money Follows the Person
Act, which would provide greater flexibility to disabled Medicaid
patients, clients who want to remain in their homes and in their
communities while receiving long-term care.

I have long supported the streamlining of services and funding
for the elderly and people with disabilities so that they have great-
er opportunities to keep their independence, both in here they
choose to live and to work.

As we have become aware, Medicaid payments tend to favor
funding of long-term care institutions rather than home- and com-
munity-based care. These institutions provide a valuable service to
those who need high levels of care.

However, our system needs to allow individuals to make the
choice between home and community care or a skilled nursing facil-
ity rather than having the system make that choice for them.
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Therefore, I wholeheartedly support the President’s effort to pro-
vide a continuum of care for disabled Americans, and, most impor-
tantly, to give them the freedom to choose.

We can create greater options and opportunities for people with
disabilities and help ensure that they receive quality care in a cost-
effective manner by helping States implement flexible funding sys-
tems, dollars follow people to the care setting that best meets their
individual needs.

Our legislation, S. 1394, would create a demonstration project to
test the effectiveness of this approach. In my home State of Oregon,
we have been successful in providing such a continuum of care for
the disabled and for seniors.

In fact, over half of Oregon’s Medicaid long-term care spending
for people with disabilities in community-based care is exactly
where they receive it now. States like Oregon who have imple-
mented a person-centered planning approach are finding that they
serve individual needs better, while delivering services in a more
cost-effective manner.

At the same time, Oregon’s excellent skilled nursing facilities
continue to provide quality services to individuals who require the
level of care only a nursing facility can provide. Long-term care in-
stitutions have, and will continue to play, an important role in Or-
egon’s system, and I commend them for the quality services they
provide.

I believe that disabled persons in every State should share the
same long-term care choices as Oregonians do, and the freedom to
independently choose where they receive their care. We must help
States develop programs that offer new care choices to the elderly
and the disabled.

Again, Mr. Chairman, thank you for holding this hearing. I look
forward to working with you and my colleagues on the President’s
new initiative.

The CHAIRMAN. Thank you.
I want to thank you, Senator Harkin, for taking time to appear

before the Finance Committee this morning. I also want to com-
mend you for working in a bipartisan fashion on this issue, and for
supporting a cornerstone of President Bush’s legislative agenda on
empowering individuals with disabilities.

On February 1, 2001, President Bush announced the New Free-
dom Initiative, a comprehensive program to promote the full par-
ticipation of people with disabilities in all areas of society, the leg-
islation of which you are an original co-sponsor.

The Money Follows the Person Act of 2003 is one of the key
pieces of the New Freedom Initiative. We will hear about it in our
second panel from Dennis Smith, the Director of the Centers for
Medicaid Services. So, I want to thank you for appearing today,
wanting to appear, and for your participation.

To my colleague from Iowa, Senator Harkin.

STATEMENT OF HON. TOM HARKIN, A U.S. SENATOR FROM
IOWA

Senator HARKIN. Well, thank you very much, Mr. Chairman and
members of the committee who are here, especially Senator Smith,
for working so closely with us on this legislation.
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Before I begin, Mr. Chairman, again, let me thank your staff,
and also the members of our Capitol Police force for helping us get
the tables out of here so we could accommodate more people. [Ap-
plause]. As you can see, they did a great job. Thank you.

As you can see when you came in, Mr. Chairman, we have an
overflow group, and some of them are now going down to Room
106, I guess, which is the overflow room. I think it is going to take
some time for them to get there, so they will probably miss a little
bit of this.

But I think you can gather from that that this is an issue of ut-
most importance, of the highest importance, to people with disabil-
ities in our country. The question before this committee today is,
really, how do we give older Americans and Americans with dis-
abilities greater choices by expanding access to home- and commu-
nity-based services?

Fourteen years ago, when this Congress passed and President
Bush signed into law the Americans With Disabilities Act, we had
four goals regarding people with disabilities. First, was to give
equal opportunity in our society to people with disabilities.

Second, to make sure that people with disabilities were full par-
ticipants in all aspects of our society: education, transportation,
jobs, everything. The third goal, was to provide independent living
for people with disabilities. Fourth, was to provide economic self-
sufficiency for people with disabilities in our country. Those were
basically the goals of the Americans With Disabilities Act.

So where we find ourselves today, I say to my friends on this
committee, is we have two sets of laws. We have got one set of laws
telling people with disabilities, we want you to be self-sufficient, we
want you to live independently, we want you to be full participants,
we want to give you equal opportunity.

We have another set of laws that are saying, wait a minute, you
have to live in an institution, you have to live in a nursing home,
you cannot be a full participant, you cannot have equal oppor-
tunity, you cannot have your own choices. So you have these two
conflicting laws.

Well, usually when you have two conflicting laws, which one
takes precedence? Well, usually the law that provides the money.
That takes precedence. So, Medicaid law trumps it because, by
Medicaid law, you have to live in a nursing home or an institution.
So, it is hard to be a full participant when your only choice is to
live in a nursing home or institution.

Mr. Chairman, this situation cries out for quick remediation. It
has been 32 years since we passed the Rehabilitation Act, and 30
years since we passed IDEA, the Individuals With Disabilities Edu-
cation Act, 14 years since we passed the Americans With Disabil-
ities Act, and yet the Medicaid laws are still in the Dark Ages.

The Congressional Research Service, right now, says that 70 per-
cent of Medicaid funding goes to institutional and nursing home
care, and only 30 percent goes to community-based services.

Mr. Chairman, in our home State of Iowa it is even worse.
Eighty-one percent of our Medicaid money goes to institutional
care, and only 19 percent to community-based services. This is the
law. It is not by choice, it is the law. Medicaid must provide insti-
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tutional and nursing home care, but does not have to provide com-
munity-based care.

So in the conflict of these laws, yes, Medicaid trumps, because
that is where the money is. Mr. Chairman, this is simply wrong
and we need to rebalance the system.

There are two bills to address this. The first, is S. 971, called
MiCASSA. Now, if you have not heard of MiCASSA, well, you have
not been around people with disabilities.

There is not a person in this country with a disability who does
not know what MiCASSA is. It has been around a long time.
MiCASSA stands for Medicaid Community Based Attendant Serv-
ices and Support Act. It is a long phrase, but we all know it by
MiCASSA.

It has one aim: to level the playing field, to give a choice to the
person whether that person wants to live in an institution, a nurs-
ing home, or whether they want to live in a community-based set-
ting. Do not leave that decision to the government.

I would note for the record, Mr. Chairman, that this MiCASSA
bill that I am talking about was first introduced in the House of
Representatives in 1997 by then-Speaker Newt Gingrich. I remem-
ber talking to Newt about it at the time, and I have talked about
it with him since.

He said, Harkin, you may approach it from a liberal standpoint.
I am paraphrasing his words, but basically he said, I am approach-
ing it from a conservative standpoint.

This has to do with individual freedom and whether or not an
individual has the freedom of choice of whether they want to live
in an institution or live in a community. I said, Newt, I do not care
where you are coming from, you have got the right idea, because
that is really what it is all about.

The second bill, as Senator Smith said, is our bill, S. 1394,
Money Follows the Person. This is basically the New Freedom Ini-
tiative of President Bush, which I compliment him for in intro-
ducing. It provides, as you know, 100 percent Federal funding for
1 year.

It provides 100 percent Federal funding to a State for 1 year to
cover expanded community-based services and settings for people
with disabilities. So, a State could expand their waiver programs,
they could get new waivers to their Medicaid plans for 1 year. After
that 1 year, then the State would then go back and get its regular
match after that first year.

The bill provides for $350 million a year, $1.75 billion for 5
years. Again, these are the same numbers that the President had
in his New Freedom Initiative.

Mr. Chairman, I have talked about this at length with Secretary
Thompson. Secretary Thompson has been helping us get money for
systems change grants to help States begin planning on how they
change their systems.

When Secretary Thompson was Governor of Wisconsin, he insti-
tuted a program in Wisconsin to expand access and to expand com-
munity-based services in the State of Wisconsin. The latest figures
I have—and I am getting into the issue now of cost. A lot of people
say, well, it is going to cost a lot more money if you do this.
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Well, in the one State where we have seen this work, in Wis-
consin, the last year that we have the data for it, according to their
Department of Health and Human Services in Wisconsin, they
spent $64 million less on community-based services than they
would have if those people had been in nursing homes.

But I guess the bottom line is really not money. I believe an ar-
gument can be made that when people are out of the nursing
homes and institutions and they are living in the community and
they have the ability to participate, get a job, work, be a full partic-
ipant, be a taxpayer, not just a tax consumer, that that is going
to offset a lot of the costs that we in government spend for nursing
home care and institutional care.

So if you just look at the cost thing, I believe that, in the long
run, it is going to be cost-effective to do this. But I guess I would
just hasten to add, Mr. Chairman, that there is much more at
stake here than just money. We are talking about lost opportuni-
ties, lost dreams, lost hopes.

I had a young man in Iowa who is in a nursing home, Joel Jus-
tin, uses a wheelchair. He said, I have got to tell you what it is
like. They get me up in the morning. I have breakfast at a certain
time that I have got to go to. After breakfast, I go and watch TV.
They put me in front of a TV set and I watch TV for a couple of
hours. Then we have some music for an hour.

Then we have someone that reads something for a little bit, and
then we have lunch. Then after lunch, they put me in front of a
TV set again for another two or three hours. He said, I do not want
to live like that. He said, I believe I have more to offer to society
than sitting in front of a TV set all day in a nursing home. And
he is, what, a couple, three hours from his family and his friends.

So, there is a lot more at stake here than just money. It is
human dignity. It is whether or not people with disabilities are
going to have the same rights and freedoms as everyone else in our
society. That is what this is about.

It is time to end this Medicaid system that says you have got to
live in a nursing home or an institution. Give these people here a
choice. Let them decide what they want to do. [Applause]. Thank
you.

The CHAIRMAN. I thank you, Senator Harkin. We call in the
order of people coming to the hearing. So, it would be Senators
Smith, Bingaman, Thomas, and Baucus. I am sorry. You go ahead
of Senator Breaux.

So, Senator Smith, a question?
Senator SMITH. No questions. I do not have a question, but just

another commendation for Senator Harkin for the passion you
bring to the issue. You know the needs of the elderly and the peo-
ple that are here, and I think recognize the system is broken and
needs to be fixed. I think that is the purpose here, and I thank you,
sir, for doing that.

The CHAIRMAN. All right.
Senator Bingaman?
Senator BINGAMAN. Mr. Chairman, thank you. Senator Harkin,

thank you for your leadership on this important issue. We have a
bill that I introduced called Saving our States, the SOS bill, that
tries to do many of the same things that your legislation envisions.
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It enhances the matching rates for States and provides some addi-
tional State flexibility which we think is important in getting to the
same kind of a place.

Let me just ask about the funding issue. A concern I have had
all along, is that the general push that we have seen in the admin-
istration budget and in the Budget Resolutions in the past, both
the House and Senate, has been to cut back on Medicaid funds that
go to the States.

I understand your testimony that more can be done with less dol-
lars if we build flexibility into the system, but I am wondering if
some of the things that you are advocating for here are not in jeop-
ardy just like other parts of Medicaid as those Federal dollars for
Medicaid keep getting cut.

Senator HARKIN. Well, Senator, I do not know how to respond to
that question. I think a lot of these things are in jeopardy now. But
we are going to continue to fund Medicaid, I think. I mean, I as-
sume that your committee, and Ways and Means on the House
side, has an obligation on Medicaid, I believe, and are going to con-
tinue to fund it.

I wish I could respond to your question better, but it just seems
to me that, once it is funded, how do you spend that money? That
is what I am getting to. I am not arguing a certain level or not.
That is something to debate and do yourselves.

I am just saying, once you decide how much, whatever it is ought
to go for, as we said, the New Freedom Initiative, to give the per-
son the choice and use some of this up-front money.

Now, there may be—and I think I am responsible enough to rec-
ognize this—some transition costs. I understand that. That is why
the Money Follows the Person will give that 1-year 100 percent
Federal funding to do that, to help States, give them a little bit of
a carrot, but also help them kind of get that transition cost in
there. I think that would work.

But regardless of how much money is in there for Medicaid,
whatever it is, whatever that level is, it ought to be up to the per-
son how they have access to those dollars, whether it is commu-
nity-based or nursing home-based.

Senator BINGAMAN. Well, just as a follow-up, Mr. Chairman, I
think Senator Harkin is exactly right in the thrust of his legisla-
tion, and I hope we can move ahead with it. Thank you.

The CHAIRMAN. Thank you.
Senator Thomas, do you have a question?
Senator THOMAS. Thank you, Mr. Chairman. Just a general ques-

tion, I think.
You talked about your Medicaid community-based attendant

service bill, and so on. At the same time, we are talking here today
about the New Freedom Initiative. What is the difference? What is
it that you are talking about that will not be done under the Presi-
dent’s proposal?

Senator HARKIN. Well, the MiCASSA bill is a change in the law,
a fundamental change in Medicaid law. Right now, as I said, Med-
icaid law says that you have to provide institutional care and nurs-
ing home care. It does not say that we have to provide community-
based services.
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The New Freedom Initiative is basically to give some up-front
money to States to begin to help them change over to this kind of
a system. My argument is, unless there is a fundamental change
in the law, it is just going to be one waiver thing after another.

It is going to be every State trying to get a waiver for this, and
a waiver for that, and a waiver for this, and a waiver for that.
Well, why not just change the underlying law? That is sort of the
difference. One changes the underlying law, the other sort of helps
in the transition.

Senator THOMAS. But I think in the next testimony it will say
that $68 billion was spent on home community waivers. So, the
waivers have been there and that program has been able to have
been carried out. Is that not true?

Senator HARKIN. In some cases, that is true. There have been
waivers. In fact, what is happening in Wisconsin is operating under
a waiver. But it is always a burden. It is always something that
they have to go through. Some States get it, some States do not.
But for the law, excuse us. That is sort of what a waiver is. But
for the law, excuse us.

Senator THOMAS. I guess my point is, I do not think anyone dis-
agrees, certainly, with making a choice. The question is whether it
is necessary to change the law, what spending is going to be in-
volved that is not already in place, and we will hear more about
that from the other witnesses.

Senator HARKIN. You will hear from other witnesses. But the
point being, unless the underlying, fundamental law is changed,
there will always be a bias towards institutions, because it says
you have to provide the money for institutional and nursing home
care. Until that is leveled out, there is always going to be that bias
that way.

Senator THOMAS. I certainly do not disagree with you. As you
know, you and I both work on rural health care a great deal.

Senator HARKIN. Yes, we do.
Senator THOMAS. And we have been successful in that. We have

also found some instances in Medicaid that had to be changed be-
cause there was no control over the spending, and so on.

Senator HARKIN. That is true.
Senator THOMAS. So, we have to balance these things.
Senator HARKIN. I understand.
Senator THOMAS. Thank you, Mr. Chairman.
The CHAIRMAN. Senator Graham?
Senator GRAHAM. Thank you for meeting with us today and for

holding this important hearing. I might say that, as a member of
the Florida State Senate in the 1970’s, I introduced, and passed,
our first State’s Community Care for the Elderly Act, and as Gov-
ernor, worked for 8 years to see that it was adequately increasing
in its funding.

I would offer my State as a role model of 30 years of aggressive
use of community-based services, if you are looking for specific ex-
amples of the effectiveness of this program.

But, Mr. Chairman, in deference, I want to talk about a different
subject today which is relevant to this subject, not only because it
is one I know that Senator Harkin and all the members of this
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committee are very interested in, but also suggest a way to pay for
the program that you are presenting.

What I want to talk about today is the administration’s cost esti-
mate of the Medicare Modernization and Improvement Act and the
circumstances surrounding the failure to reveal the analysis of the
cost of this program to the Congress.

Upon learning of the administration’s $534 billion cost estimate,
three members of this committee, including myself, wrote request-
ing a hearing of this committee on the cost estimates and the rea-
son for its late disclosure. That letter was sent on January 30.
Eight weeks later, on March 7, now with seven members of this
committee, we requested, again, a hearing to examine the cost dis-
crepancy.

It has now been almost 10 weeks since we found out that the
Medicare bill we thought cost $400 billion over 10 years actually
cost $534 billion. I want to be clear. It is not the cost, per se, that
is troubling to me. I voted for a prescription drug benefit that cost
more than $400 billion.

I voted for a proposal that cost more than $534 billion. But at
least we would have provided a reliable, Buick-style benefit to sen-
iors. Now we learn that the Yugo benefit that we passed actually
is coming at a Cadillac cost.

Even more disturbing than the difference in the cost estimates,
we know that different analysts may arrive at exactly the same, or
different, conclusions. But it is the enormous magnitude of the dif-
ference and the efforts apparently taken by the administration to
keep the huge difference from the American people and from the
Congress.

Mr. Chairman, this committee has an obligation to investigate
this deception. We have an obligation to the seniors who are de-
pending upon this drug benefit, many of whom I see in this meet-
ing today, and to the taxpayers who are paying for it, and, frankly,
to the members of the Congress, and particularly to the members
of the Finance Committee who represented the $400 billion number
to our colleagues and now know the consequences of having been
kept ignorant.

These are some questions that I think we should ask in the hear-
ing on this subject. What did the President know regarding the
much higher cost of the Medicare prescription drug benefit, and
when did he know it?

If the President did not know that one of his stated priorities
was estimated by his own actuaries to far exceed the figure that
was given to the Congress, who within this administration failed
to notify the President of this extraordinary cost overrun?

What actions, if any, were taken by the Department of Health
and Human Services, the Office of Management and Budget, or the
White House to prevent the timely and accurate reporting of infor-
mation to Congress on the cost of the Medicare prescription drug
bill?

Mr. Chairman, this is going to be an urgent issue, as well as an
important issue. The Budget Resolution that the Senate recently
passed assumes that the 5-year cost of the prescription drug ben-
efit will be $165 billion.
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The comparable figure, as determined by the administration’s Of-
fice of the Actuary, is $231 billion. Senator, that is a difference of
$66 billion, which, coincidentally, happens to be approximately the
5-year cost of the two programs that Senator Harkin has advocated
so eloquently here today.

This committee needs to look closely and examine these num-
bers. One of the major aspects of the cost overrun is the difference
estimated to be the cost of increasing the number of seniors in
managed care. This represented 25 percent of the cost differential
between the Congressional Budget Office and the administration.

Managed care through Medicare has been sold to us as a cost
saver. Now, at least in the legislation that we have recently con-
structed, it comes at a substantially higher cost than keeping sen-
iors in traditional fee-for-service Medicare.

At the same time, we have recently learned that the trustees of
the Medicare program are projecting that the plan will be ex-
hausted, it will be insolvent, in 2019, 7 years earlier than it was
predicted just last year.

I question the sense of spending more for each beneficiary en-
rolled in managed care when we should be looking for ways to re-
duce costs and to save the Medicare trust fund.

As an aside, I believe one of the devices to reduce cost we gave
away in this legislation. We prohibited Medicare from negotiating
for better prescription drug prices.

We should reverse that policy in this legislation and we should
immediate authorize hospitals, the source of expenditures out of
the Medicare trust fund, to commence negotiation for the prescrip-
tion drug costs of the hospitals in the United States in exactly the
same way that the Veterans Administration negotiates for all of its
hospitals.

Mr. Chairman, I urge you to hold a hearing before the Memorial
Day recess on this critical and urgent issue in order for us to better
understand the differences between the estimates and, importantly,
the process by which we learn at such a late date of the adminis-
tration’s estimate, and what we would recommend be done to re-
verse this outrage to Medicare beneficiaries and to the American
taxpayers. Thank you.

Mr. Chairman, I have the two letters to which I referred, the let-
ter of January 30 and of March 26, which elaborate on my com-
ments, and would ask that they be included in the record imme-
diately after my comments.

The CHAIRMAN. They will be included.
[The letters appear in the appendix.]
The CHAIRMAN. Senator Breaux?
Senator BREAUX. It is always good to get back to Medicare.
Let me just make a brief comment on my good friend from Flor-

ida’s comment about the Medicare cost estimates. I think it is im-
portant to note that the Congress operates under the cost estimates
of the Congressional Budget Office, not what OMB thinks, or says,
or guesses a bill will cost.

If OMB had come back and said that the bill would cost $200 bil-
lion, we could not have used that criteria. We could not have used
that recommendation. We are bound by what the Congressional
Budget Office says.
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So, we cannot go shopping around to find out which agency rec-
ommends how much a program is going to cost and pick the one
we like the most. We are bound by what the Congressional Budget
Office says. That is what Congress legislates on. That is what the
Medicare bill was based on.

We do not know whether either one of them is correct. CBO may
be off, OMB may be off. But we do not have a choice to pick and
choose which one is more suitable to our particular arguments. And
OMB had a cost estimate of substantially more than the Congres-
sional Budget Office.

We cannot pick that estimate any more than we could pick it if
it had come in much lower than CBO. We are bound by what the
Congressional Budget Office tells us to do. We cannot pick the Re-
publican administration’s or the Democratic administration’s esti-
mate of the cost. We are bound by he rules of the Senate and by
the Congress, and that is what we did.

On the subject on which Senator Harkin is testifying, I am a co-
sponsor. We had over 13 hearings in the Aging Committee on the
whole question of long-term care. I think it is one of the greatest
challenges we have as the aging population gets larger and larger
and would continue to grow.

This challenge that we face as Americans is as great as any chal-
lenge that we have. I think that the Senator has made a very im-
portant point. I am very glad the administration has come out
with, apparently, support for this demonstration program, because
it will show States that they should not have the institutional bias
that they have.

My State has the fewest number of any State of the Union of
waivers to look at other means of taking care of people other than
institutions. The lowest in the Nation.

We have been trying very hard to try and convince them, even
to people who run the nursing homes, that they should be in the
long-term care business. Everybody does not need 24-hour-a-day, 7
days a week, 365 days out of the year care. But they need help and
assistance that is less expensive, less intrusive.

Many times it can be done in a home setting. From the people
who make money providing these services, they just have to fit the
type of services they provide into the demands of the 21st century.
So, I just congratulate you. This will be a test. Everybody who says
it is not going to work, this would be a test to see if it could work.
I commend you for it. I am a co-sponsor of it and I think we should
act on it. Thank you.

The CHAIRMAN. Thank you, Senator Harkin.
Senator HARKIN. Mr. Chairman, thank you. [Applause].
The CHAIRMAN. And I also wanted to announce that Senator

Clinton was not able to be here today, but we are distributing testi-
mony that she has submitted and we are going to put it in the
written record, obviously. This deals with respite care.

This is a bill that she and Senator Warner have worked hard to
promote through the Respite Life Span bill. Her testimony is avail-
able if anybody wants it here in the hearing room.

[The prepared statement of Senator Clinton appears in the ap-
pendix.]

Senator HARKIN. Mr. Chairman?
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The CHAIRMAN. Yes. Please go ahead.
Senator HARKIN. We all know, to be honest about it, that this is

a political year and there are a lot of things going on about Medi-
care and Medicaid, this kind of stuff.

The two bills we are talking about, S. 971, MiCASSA, and S.
1394, Money Follows the Person, have broad bipartisan support on
both the House and the Senate side. They are both long overdue.

This is something I believe this committee and the committee in
the House could act on this year. I know of no ‘‘politics’’ on this
whatsoever. I really do not see it anywhere. It is just long overdue.

Mr. Chairman, I would just say that we have got two Iowans
here, Ray Gerke, who is sitting right here, and Di Findley right be-
hind him over here, who are going to be testifying.

I think if all 100 Senators and 435 members of the House could
hear their testimony, we would get this bill through in a hurry and
get it down to the President, and I think he would sign it. So,
thank you all very much. Thank you for having this hearing.
Again, my thanks to your staff and everyone for helping us get peo-
ple in here. Thanks, Mr. Chairman.

The CHAIRMAN. Thank you, Senator Harkin. [Applause]. Senator
Baucus is the Ranking Democrat, and a person that cooperates
very well in a bipartisan way with me on this committee, and I call
on him now because he was necessarily detained and could not
make an opening statement.

OPENING STATEMENT OF HON. MAX BAUCUS, A U.S. SENATOR
FROM MONTANA

Senator BAUCUS. Thank you very much, Senator. I thank you,
Mr. Chairman, for holding this hearing.

I would just like to pause for a moment to reflect on that term
that we will undoubtedly hear, and have heard over and over
today, that is, home- and community-based services. The term
sounds clinical. It sounds bureaucratic. It is the kind of term that
can become a buzz word.

But when you step back and consider, without these home- and
community-based services, a person may be forced to leave her
home, her family, or her community simply to receive care to keep
her alive. Then you realize just how important these services are
and that they affect real people, with real needs, and real families.

I hope that this hearing will remind us of that, remind members
of Congress, remind the administration, State policymakers, and
citizens around the world that we simply must work harder to
make home, family, community available to people with severe dis-
abilities. [Applause].

To be sure, making progress this year will be challenging. The
Congressional Budget Office tells us that providing services in the
community cost money, even though it may be less costly than pro-
viding services in institutions.

Money is tight in the Federal budget. States remain in the worst
fiscal crisis since World War II. In the President’s budget, Medicaid
is on the chopping block. As the House and Senate move towards
conference, Medicaid is at risk in our budget.

But, while we most improve Medicaid to expand access to home-
and community-based services, we must also preserve the crucial
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support that Medicaid currently provides to so many people with
disabilities.

We are fortunate to have excellent witnesses today with a wide
range of experience and expertise. Senator Harkin, obviously, has
been a tireless advocate here in the Senate and across the country
for people with disabilities, and I applaud him with that.

Together with Senator Specter, he has introduced, and reintro-
duced, the MiCASSA legislation to establish the gold standard for
improvements in the availability of home- and community-based
services under Medicaid.

Under MiCASSA, every individual eligible for Medicaid could re-
ceive services in that setting that is most appropriate for them,
whether that setting is at home, in a community-based facility, or
in a nursing home.

But Senator Harkin is also pragmatic. He is advocating bipar-
tisan support for an administration proposal called Money Follows
the Person. The Money Follows proposal will set us on the right
path in the short term, giving a few States incentives to allow peo-
ple to return home from nursing homes if they so choose.

We will also hear from Dennis Smith of the Centers for Medicare
and Medicaid Services, otherwise known as CMS, which has pro-
posed a number of initiatives to improve choice and independence
among individuals with disabilities who are on Medicaid, and I ap-
plaud that effort.

Some of the proposals are well-known to us on this committee,
for example, a similar provision in the Family Opportunity Act to
allow community-based services for children who reside in psy-
chiatric treatment facilities.

The need for change in this area of the Medicaid law is clear.
Under the current law, many families with seriously mentally ill
children must impoverish themselves or literally give up custody of
their children in order to access appropriate mental health services.

Two families in Montana, one in Hamilton and one in Livingston,
shared their heart-breaking stories with my staff just a few weeks
ago. In both cases, they were advised to ‘‘abandon’’ their mentally
ill children in order to obtain appropriate psychiatric services for
them.

A mother in Hamilton, a nurse with a master’s degree in coun-
seling, recently talked to my staff and she explained how her son,
who was bi-polar and had conduct disorders, alleged that she had
abused him, despite a lack of evidence.

An attorney suggested that she admit to the allegations, even
though they were untrue. Only by losing custody of her son, she
was told, could she ensure his care. And even after qualifying for
Medicaid, he was unable to receive care in the community and he
was placed hundreds of miles away from home.

That story should make us all stop and think: what changes can
we make to prevent parents from having to give up custody of their
children in order for them to receive appropriate health care serv-
ices?

I also applaud CMS’s efforts to encourage self-directed care that
is appropriate. In some rural areas of Montana, individuals with
disabilities must be able to choose neighbors or family members to
provide care, since other services may simply not be available.
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Of course, self-directed care should only be done with appropriate
training, supervision, and oversight. I am concerned about trade-
offs that might be imposed where an individual must accept finan-
cial risks and service limitations in exchange for the freedom to di-
rect their own care.

These risks must be managed carefully and must be strictly lim-
ited to non-medical services. I also appreciate programs that im-
prove our direct care service workforce. Training and support are
crucial to recruiting and retraining direct care workers for growing
numbers of elderly and disabled individuals.

I am interested in learning more from our consumer witnesses
about the painful choices that the current Medicaid system imposes
on individuals with disabilities and their families. Each story is
unique, but there are crucial lessons to be learned from all of them.
Thank you for sharing your stories and your thoughts with us.

Thank you, Mr. Chairman, for holding this important hearing.
The CHAIRMAN. Some of what you said reminds me, and I made

mention of this in my opening statement, some of these problems
will be taken care of when we get the Family Opportunity Act
passed that Senator Kennedy and I have introduced, and we have
got 62 co-sponsors for it. [Applause].

Also, it would do, on the psychiatric aspect you were talking
about, even more than what the President’s program would do, al-
though I do not denigrate the President’s program because I thank
him for his initiative.

Now it is my privilege to call Dennis Smith. He is with us today
representing the administration from the Centers for Medicare and
Medicaid Services as the Director.

He has played a critical role in developing the new proposals that
are legislatively before us now that are part of what we call the
New Freedom Initiative. I thank him for his leadership and look
forward to hearing his testimony.

Then we also have with us today Hon. Carol Novak, who serves
on the National Council on Disability as a presidential nominated
and Senate confirmed appointee.

As a parent of a 26-year-old who has severe cerebral palsy, I am
sure that she lends a unique perspective to the policy and personal
aspects of disability issues.

I also want to recognize the important work that the National
Council on Disability performs in making recommendations to the
President and Congress on issues affecting Americans with disabil-
ities, and we obviously look forward to her testimony.

I am going to start out with you, Mr. Smith.

STATEMENT OF DENNIS SMITH, DIRECTOR OF THE CENTER
FOR MEDICAID AND STATE OPERATIONS, CENTERS FOR
MEDICARE AND MEDICAID SERVICES, WASHINGTON, DC

Mr. SMITH. Thank you, Mr. Chairman, for inviting me today. I
greatly appreciate your leadership in this area and appreciate all
the support that you have given the administration in these areas,
and look forward to continuing to work with you.

The New Freedom Initiative was announced by President Bush
in February of 2001 and the initiative itself is really government-
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wide. It spreads across all the different departments of the Federal
Government.

Today, I would like to talk just about the provisions related to
the Medicaid program and the legislative proposals that we have
previously sent to the Congress and the President has re-proposed
again this year, and we have made what we think are some addi-
tional improvements to the New Freedom Initiative. Those are the
things that I would like to focus on today.

In New Freedom, the Medicaid provisions are really a package
of demonstration programs. Money Follows the Person, the rebal-
ancing initiative, is the largest part of the initiative. Senator Har-
kin has spoken to this as well.

It is really very important to focus on both components of that
initiative, the one of the money following the individual, but also
the idea that the system itself needs to be rebalanced.

As Senator Harkin spoke about and I know Senator Breaux has
talked about in the Aging Committee about the institutional bias
in Medicaid—and we do have an institutional-based, provider-driv-
en system—about one-third of all Medicaid expenditures are for
long-term care services.

Nationally, about 70 percent of those long-term care expenditures
are for institutional care, though it varies widely by State. Only six
States spend at least half of their long-term care money in commu-
nity-based services.

We very much believe that the Medicaid program should keep
pace with the people that it serves, and it is not just about health
care. This is not the delivery of acute care that we are talking
about.

Home- and community-based services are the support systems in
the community. What we are really talking about is not just health
care, but the individual freedom, independence, the ability to live
with one’s own family, and the family life itself.

We believe that to change the system, in many respects, we have
to challenge some of the current perceptions and assumptions
about the program. The heart of the President’s proposal is to put
the individual at the center of decision making, to trust individuals
and families to make decisions for themselves.

The proposals that we have put before you are also built on expe-
rience. We have a number of States that have taken on cash and
counseling waivers and have been successful and have built on
those successes.

Consumer direction. I believe at least 20 different States have
had at least some element of consumer direction. The idea of con-
trol over decision making is something that is highly valued and
an important measure of quality itself, so we would hope that, as
you view our proposals, that you view them as enhancing quality.

Two important measures of quality themselves are access and
choice, and we have learned a great deal from Florida and other
States that have done cash and counseling that access and choice,
in fact, are increased in those types of waivers.

I would also like to mention a new feature that we have added
this year in the President’s budget, and really is kind of the next
generation of what we see as the next generation and the logical
progression of the different proposals.
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That is what we call the LIFE accounts, Living with Independ-
ence, Freedom, and Equality accounts. These build on the successes
that we have seen in the Medicaid program itself.

Senator Smith was here earlier. Oregon has a program called
Independent Choices in which families themselves are self-direct-
ing and are using their own decision-making off budgets they have
negotiated with the States.

Senator Thomas was here earlier. Wyoming has a similar pro-
gram as well. We think it should take it even one step further, that
individuals that control their own budgets actually would then be
able to roll over into a life account half of the unspent funds into
the future years. We also see the LIFE accounts as individuals
with disabilities who have gone to work, that the employers would
be able to contribute to those accounts.

Again, the key to those accounts is that, as assets grow and are
built up, that they would not count against an individual’s Med-
icaid eligibility or their eligibility for SSI. So we believe, again, that
that is something that would be very helpful.

I do want to also hasten to mention that these are about giving
choices for individuals. None of these provisions have mandates in
them. We think that, in the broad continuum of care, individuals
should make their own choices for themselves of what type of living
arrangement that they want, whether or not they want to do some
or part of consumer direction, et cetera.

But we believe that by expanding these choices for individuals,
in particular families where the child has the disability, LIFE ac-
counts and consumer direction will really help them to plan for the
lifetime.

I think we have seen experience in a number of States of where
moving to home- and community-based services, in fact, does in-
crease the quality of care for individuals, and, in the long term,
saves dollars as well.

Maine is one of the examples I brought today in what they have
done in terms of increasing the use of home- and community-based
services, but their total long-term care spending is very much
below the national average.

So, as the title of our proposal suggests, there is a balancing, a
rebalancing, to the system. We do understand that that does take
time. We believe that States themselves are preparing for the
changes for the future.

We are very happy that with the real choice in system-change
grants, States have accessed over $158 million through those
grants to States in the last several years.

I believe nine of those States, in particular, in the past cycle
have chosen to submit applications on rebalancing the systems. But
we do understand that rebalancing does take time. It takes work
and effort to move from the system that we have today into a more
community-based system.

As I mentioned, there are wide variations of States in the per-
centage of expenditures for long-term care being in the home- and
community-based setting, so it is going to take time.

It is going to take time to recruit the workers themselves to be
in the communities. It is going to take time to rebalance that sys-
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tem. We think these grants are very important to help achieve
that.

I do not want to overlook the success and progress that has been
made, and Medicaid has played a very critical role in helping indi-
viduals remain in their community or return home to their commu-
nity.

So, in no way do I want to overlook the important contributions
that the workers have made, the providers have made to support
people in their choices. But we have made progress. We do want
to make progress and want to make it a little faster than what we
are doing.

But to just, again, hopefully give you some background on Med-
icaid to help you understand the growth of the programs, we have
had home- and community-based waivers for 20 years now. We do
believe there is a lot of experience out there to move the system
forward and, as I said, for the program itself to keep pace with the
people it served.

In 1990, 985,000 Medicaid beneficiaries were served in nursing
homes. This is a point in time count. This is not all people ever
served in a particular year, but a snapshot of a point in time,
858,000 people in nursing homes.

In 2001, now there are 877,400 Medicaid beneficiaries served in
nursing homes. These are either elderly or people with physical
disabilities.

Almost 119,000 were served by home- and community-based
waivers in 1990. In 2001, 510,000, half a million people, again, el-
derly and physically disabled, were served.

For people served in ICFMRs, the intermediate care facilities for
the mentally retarded or developmentally disabled, in 1990,
146,900 individuals served in ICFMRs. Only 62,600 served by
home- and community-based waivers. In 2001, 113,900 people were
now in ICFMRs, 322,200 served by home- and community-based
waivers.

So, we do want to recognize that progress has been made. Our
States are the partners who themselves drive the decision making
about waivers, et cetera. It is the States, in many respects.

What we are trying to do is to help them to understand that
there are new ways, and better ways of serving people in the com-
munities, and we believe that the President’s New Freedom Initia-
tive is an important step forward. We very much look forward to
working with you, Mr. Chairman, and all the members of the com-
mittee, to make that legislation a reality. Thank you.

[The prepared statement of Mr. Smith appears in the appendix.]
The CHAIRMAN. Ms. Novak?

STATEMENT OF HON. CAROL NOVAK, MEMBER, NATIONAL
COUNCIL ON DISABILITY, WASHINGTON, DC

Ms. NOVAK. Thank you very much. I appreciate deeply the oppor-
tunity to speak at this hearing today. Since you already identified
me as a national council member, I will go on and clarify that my
son is going to be 28 next Wednesday, so my bio, I guess, is dated.

I want you to know that it is Jonathan’s struggle to live a real
life in the community, and by inference the millions of other Ameri-
cans who live with disabilities that are as limiting as his, that
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shapes my testimony, which I call ‘‘Real Lives for Real People: See-
ing the Big Picture.’’

In our effort to empower Americans with disabilities of all ages
to live lives with choice, opportunity, and dignity, we face real chal-
lenges. One challenge involves the coordination of funding and
services.

Disability programs and policies are so fragmented among ad-
ministrative agencies and Congressional committees, that it is dif-
ficult to achieve the combination of personal assistant services and
accessible housing and transportation that are necessary for qual-
ity life in the community. People have to go to all these different
agencies and try to coordinate services and eligibility criteria.

Another challenge involves the shortage of quality direct service
providers, which has been mentioned already several times. Estab-
lishing eligibility for personal assistant services under Medicaid is
just the first step. Hiring and keeping qualified, capable workers
is a real challenge and it will continue to be until we offer a good
wage and health care benefits to these employees.

In our effort to empower Americans with disabilities, we also face
significant opposition to change. One type of opposition comes from
special interests. Those who profit from the existing Medicaid long-
term care structure want to maintain the institutional status quo.
They are powerful. They cannot be ignored.

In order to achieve real change, these special interest concerns
must be acknowledged and their opportunities in a new system
that empowers and supports people in living the life of their choice
must be made clear to these institutional interests.

Another type of opposition comes from redundant bureaucracies.
The separate administrative structures for each of the States’ Med-
icaid waivers and for institutional long-term care absorb an exces-
sive amount of funding that could be better spent on direct serv-
ices. These parallel bureaucracies also make it very challenging
and confusing for beneficiaries and their families when they try to
transition from one model of long-term care to another.

In our effort to empower Americans with disabilities, we also
need to recognize and act on opportunities for change that can en-
hance people’s lives. Currently, people who rely on Medicaid’s long-
term care services do not have the freedom to move from one State
to another because there is not portability from one State’s Med-
icaid program to another.

There is also tremendous disparity, as has already been acknowl-
edged here today, among the States’ waiver services, because each
State designs its own waivers with different target populations and
different service menus.

Consolidating Medicaid long-term care into a system adminis-
tered by one agency responsible for all models of long-term services
could give people the freedom to move from one State to another,
eliminate the disparity in services among the States, make it easier
to transition from one model to another, reduce the amount of
money spent on administration, and make it easier to establish
personal assistant services as a viable career.

Also, personal assistant services must be made available to
adults with disabilities in the workplace if meaningful employment
for disabled adults is to become a reality.
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In our effort to empower Americans with disabilities, we also
need to take advantage of options for cost effectiveness such as pri-
vate long-term care insurance, support for family caregivers, uti-
lizing natural supports in the community, and early mental health
screening and service delivery.

Most of the people in Medicaid nursing home beds today acquired
their disability as a consequence of aging. Despite being productive
throughout most of their lives, their assets were quickly exhausted
and they became eligible for Medicaid.

Encouraging younger Americans who are not disabled to buy pri-
vate long-term care insurance by implementing a tax credit for the
premium will ultimately save Medicaid billions of long-term care
dollars that can then be allocated to support or provide support
services for persons like my son, who cannot buy private long-term
care insurance.

Family caregivers provide millions of hours of unpaid care each
year. Without our participation, the long-term care system would
crumble. Many States provide inadequate respite services to relieve
family caregivers, and this eventually leads to caregiver burnout
and institutionalization of the disabled individual.

By supplementing our efforts, costly institutionalization can be
avoided and impairment of caregivers’ health can be prevented.
When vulnerable people live in the community, they have the op-
portunity to build relationships with family, friends, neighbors,
church members called natural supports.

These natural supports complement the paid support and are
what make the difference between living a real life and just sur-
viving. Far too many children with emotional disturbance cannot
get the mental health care they need. As a result, they often end
up in foster care, juvenile justice, or institutions.

If properly implemented, Medicaid’s early periodic screening, di-
agnosis and treatment program should assist parents of youth with
emotional disturbance in identifying their disabilities and providing
the services they need.

So, in conclusion, I would just like to say that when vulnerable
people require assistance today, the default given to them through
Medicaid is a nursing home or an institution. This is the opposite
of what we should do. We should enable people to live in their com-
munity with supports and institutional placement should be the
last resort.

People are most productive and have he highest quality of life in
an integrated community with friends and family nearby. Thank
you for the opportunity to speak today. [Applause].

[The prepared statement of Ms. Novak appears in the appendix.]
The CHAIRMAN. I thank each of you for your testimony.
Now we will take five-minute rounds of questioning. I would ask

my colleagues to stay within the five minutes—I will, too—because
we have some people that are on a tight schedule.

First, to Mr. Smith. There has been some concern about the
amount of dollars allocated for the Medicaid New Freedom pro-
gram. The question is, this year versus last year. Has the adminis-
tration’s commitment decreased? I would like to have you explain
if that accusation is accurate.
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Mr. SMITH. Mr. Chairman, I appreciate the question because
there has been some confusion about that. Our commitment has
not decreased. The issue, as everyone on the committee would be
familiar with, is one of budget authority versus outlays. The budget
authority is the same.

The request is the same as what it was last year. But it all de-
pends on the outlays themselves on a real-time basis, how many
States, how quickly, will adopt the grants themselves.

So, over the long term, the money would then all be spent out.
It is just a matter of assumptions about how quickly the States will
adopt it. But our commitment has not changed and has not dimin-
ished.

The CHAIRMAN. All right.
Mr. Smith, I hope you remember a letter that Senator Breaux

and I sent to the Department of Health and Human Services, I be-
lieve it was last July, regarding the importance of quality following
the release of the General Accounting Office report that was enti-
tled ‘‘Federal Oversight of Growing Medicaid Home and Commu-
nity Based Waivers Should be Strengthened.’’

This report identified many systemic failures on the part of the
Department of Health and Human Services in ensuring quality of
care in its waiver program. Failure to provide necessary services,
weakness in plans of care, and inadequate case management are
just a few of the concerns that were outlined by the General Ac-
counting Office. Secretary Thompson has assured us that numerous
steps have been taken by HHS to ensure quality outcomes.

Can you tell me specifically what the administration has done to
promote quality in these settings?

Mr. SMITH. Thank you, Mr. Chairman. I do recall your letter. We
appreciated the opportunity that your letter presented because we
took a good, hard look at ourselves, our procedures, some of the
gaps that we recognized that we faced.

We set out an action plan that we described. I am happy to tell
you, we have met 16 out of those 18 action items and we have
made substantial progress on the other two.

You may be interested, on February 29, we released the final
version of the ‘‘Quality Framework and Quality Inventory’’ report.
This was done through collaboration not only with the Medicaid di-
rectors, but also the National Association of State Units on Aging,
and the National Association of State Directors of Developmental
Disability Services. So, this was a collaborative effort of partners
across the Nation for promoting quality assurance.

As I said in my opening remarks, I believe very strongly that a
very important measure of quality is access and choice, in them-
selves. Again, it is very hard to describe, as we have heard pre-
viously, how do you measure the quality of someone being able to
select their own caregiver.

How do you measure the quality of not having turnover in staff?
Again, caregivers come in and do some of the most personal and
intimate things of human nature, bathing someone, cleaning some-
one, et cetera.

To have a stranger or a different person come through the door
week after week or month after month, someone new coming into
your house, we believe, again, consumer direction will be a very,
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very important measure of what quality is, and we are working
hard to promote that.

But, in particular, on your request on quality, I am pleased to
report, and I believe we have follow-up information, of meeting the
milestones that we pledged that we would make to you, Mr. Chair-
man.

The CHAIRMAN. Thank you. A follow-up to that. This is in regard
to the New Freedom Initiative. I see it as an opportunity to con-
tinue to promote the importance of quality care.

What new policies in this initiative will further the goals of pro-
viding quality care to Medicaid beneficiaries in the home- and com-
munity-based settings?

Mr. SMITH. We believe that the LIFE accounts, establishing the
LIFE accounts, again, will have a very important improvement in
quality as people make decisions, knowing that they would be able
to retain resources without losing them or losing access to them.
So, that is a significant change from our proposal last year.

And, again, putting the individual, or the family member on be-
half of that individual, at the heart of that decision making, we
think, will improve access and improve choice. The LIFE accounts
are sort of the next generation of doing that.

The CHAIRMAN. Senator Baucus?
Senator BAUCUS. Thank you very much, Mr. Chairman.
Mr. Smith, I wondered if you could tell us what the administra-

tion’s medium- and long-term goals are here. Clearly, the proposal,
Money Follows the Person, which Senator Harkin talked about, is
a doable first step.

We all know it is not comprehensive, and States have very tight
budgets, and certainly Medicaid budgets. If you could outline for us
the administration’s thoughts on medium- and long-term vision for
this program.

Mr. SMITH. Senator, as you say, the proposals really are to help
us transition more to a community-based system and change what
we have today, which is a very institutional-based, provider-driven
system.

In our discussions last year on Medicaid reform, we really want-
ed to encourage policymakers to start to look at Medicaid really as
two very different programs serving different populations, the
acute care side, and, again, the traditional moms and kids, where
Medicaid was really their health insurance side, versus the long-
term care side. Much of our proposal really was to focus on helping
to move the Medicaid program, the long-term care side of the Med-
icaid program, to a more community-based focus.

Senator BAUCUS. That is just sort of a goal, but do you have any
proposals, medium and long term?

Mr. SMITH. Our immediate proposal is the New Freedom Initia-
tive itself.

Senator BAUCUS. Medium. Medium and long term.
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Mr. SMITH. The long term, we have, again——
Senator BAUCUS. Medium. Let us back up. Medium?
Mr. SMITH. Medium, we did not re-propose any specific com-

prehensive changes to Medicaid this year. We have been saying
that the President’s budget did include language that, again, out-
lines that we believe long-term changes to the system do need to
be made, but really entering a dialogue.

Senator BAUCUS. I appreciate that. I have just some questions
about the New Freedom Initiative, the LIFE accounts, and self-di-
rected care, generally, especially since the administration proposed
expanding all this to a wider array of services. Here are my ques-
tions. One, is can medical expenses be covered under the capped
grant for individuals?

Mr. SMITH. Senator, we do not see the medical expenses, the
acute care side, being involved, no. These are the support services.

Senator BAUCUS. What about leftover LIFE account funds? What
can they be used for?

Mr. SMITH. The LIFE account funds? Really, we see those as the
individuals, under their control, to use as they desire.

Senator BAUCUS. And with the cap, what happens if new tech-
nologies become available, new hearing aids, new wheelchairs?
What if something becomes available, yet it is capped?

Mr. SMITH. Well, again, the medical side would not be included
in that side of home- and community-based waivers.

Senator BAUCUS. A wheelchair would not be?
Mr. SMITH. No, Senator.
Senator BAUCUS. That is medical?
Mr. SMITH. That would be medical.
Senator BAUCUS. What if non-medical technologies become avail-

able?
Mr. SMITH. Again, non-medical. Just to give you a little bit more

background, we have identified 70 different types of services that
are categorized as home- and community-based services. These are
the supports, respite, as being case management, different things
that are really to the individual. Through our Medicaid directors’
letter, we told the States that they could use Medicaid home- and
community-based services for transitional costs.

Senator BAUCUS. What happens if a person decides to forego
services to save money, that is, save money under the cap? How
can we be certain that that person would not be penalized in future
year budgets?

Mr. SMITH. Well, again, Senator, these are not necessarily for ev-
eryone. These are choices that people would want to make for
themselves.

Senator BAUCUS. Well, that is not the question I asked.
Mr. SMITH. All right.
Senator BAUCUS. The question I asked is, how will this person

not be penalized after he or she has made that choice?
Mr. SMITH. I do not see that as being penalized, Senator.
Senator BAUCUS. Well, how can this person be assured that he

or she will not be penalized in the future, that is, if a person de-
cides to forego services?

Mr. SMITH. Well, they are not foregoing services, Senator.
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Senator BAUCUS. They could. I thought, earlier, a person might
end up with leftover funds they could put into a LIFE account.

Mr. SMITH. But if they do, they have made that choice not to
spend all the money in that year. So, these are unspent dollars
that go into the account.

Senator BAUCUS. Now, my question is, again, how can we be sure
that that person is not penalized because there were unspent dol-
lars?

Mr. SMITH. Well, Senator, again, I see it as a choice that they
have made for themselves. I do not see that as a penalty.

Senator BAUCUS. I am not saying that is a penalty. I am talking
about the next year, the next go-around.

Mr. SMITH. Again, the individual budgets are set without regard
to how much an individual would have in their LIFE account, so
they would still go through the same process that they did in the
previous year based on that individual’s needs.

Senator BAUCUS. I just wanted to make sure that the person is
not penalized.

Mr. SMITH. Yes, Senator.
Senator BAUCUS. How do we know that self-directed care is going

to be entirely optional? Does a person have to use self-directed care
to access Money Follows the Person?

Mr. SMITH. No, Senator.
Senator BAUCUS. So it is optional?
Mr. SMITH. It is optional to the State and it is optional to the

individual who wants to leave the institution.
Senator BAUCUS. I am more concerned about the individual right

now.
Mr. SMITH. The individual? It is their choice. Again, Money Fol-

lows the Person is for a person already in an institution who says,
I want to leave the institution. That is totally optional.

Senator BAUCUS. But is that an entitlement then, or not?
Mr. SMITH. Still being in the institution——
Senator BAUCUS. Out of the institution. I have decided I want to

get out of the institution. I do not like it here. I want to try this
new program, but I like being entitled to get my Medicaid dollars.

Mr. SMITH. Again, the way this works, is these are demonstra-
tion programs, so the States would submit applications for funding.
The Federal Government would provide 100 percent of the funding
in the first year. The State itself also would then obviously have
to make a commitment to keep that individual in a waiver slot so
they would be able to continue in the future.

Senator BAUCUS. My time is expiring. But if I want to get out
of the nursing home and take this Money Follows the Person, can
I still accept it as an entitlement?

Mr. SMITH. Again, a home- and community-based waiver today,
Senator, the States have the ability to control the number of slots.
For this particular program, moving that individual out of the in-
stitution, obviously the State would have to make a commitment to
continue to support that individual in the community.

Senator BAUCUS. Well, my time has expired. Thank you very
much.

Mr. SMITH. Thank you.
The CHAIRMAN. Senator Lincoln?
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Senator LINCOLN. Thank you, Mr. Chairman. A special thanks to
you and Senator Baucus for holding our hearing today.

I also want to applaud my colleague Senator Harkin’s commit-
ment to this very important issue. I think his continued work on
behalf of people with disabilities is absolutely commendable and an
example to all of us.

Certainly, I am devoted to what we can do in terms of ensuring
that people with disabilities do have access to quality health care
in the least restrictive settings possible. I do think it is a very im-
portant issue.

I am very proud of the efforts my State of Arkansas has made
to address the needs of older adults and people with disabilities.

Our State has been very progressive in developing services that
promote independence and community living. The Arkansas Divi-
sion of Aging and Adult Services is a leader in the country, and I
am enormously proud of their effort and the leadership that they
have been provided through their director, Herb Sanderson, who
has done an excellent job.

I also want to compliment Ms. Novak for bringing up the issues
of dealing with long-term care and providing incentives in the Tax
Code to encourage long-term care, as well as early testing, infant
screening, all of those measures.

We have certainly found they are great investments in being able
to not only provide a better quality of life, but also to lower our
costs because we know what we are dealing with early on. So, I
certainly applaud your bringing those issues up, and I think they
are very important.

Mr. Smith, just a couple of questions. And if I do not get to all
of them, I would like to submit them in writing for your answer.

I have long been a strong proponent of doing everything possible
to provide the highest quality, most integrative, and flexible serv-
ices for people in the least restrictive settings.

In our experience in Arkansas with the Cash and Counseling
demonstration project, it has been a great success. However, I do
want to just add a word of caution.

The Arkansas experience has also provided a rich experience of
lessons to be learned, and I hope that we will not jump into too
many things without looking at those things that we have learned
in these demonstration projects and be able to work through them,
and provide even greater opportunity to offer a program that pro-
vides a great deal.

What we have learned, is that there are critical policy issues to
be resolved, I think, in order for these, and other consumer-directed
initiatives to really successfully meet the needs of the consumers
who wish to direct their own services.

I just caution us before we open the consumer-directed flood
gates that we carefully examine those lessons learned from our ex-
perience.

One of the key elements of the consumer direction is the ability
to hire, fire, train, and supervise personal assistant attendants,
and you have mentioned some of that.

Is there any kind of information in consumer protections against
the unscrupulous vendors that is available for the individual who
seeks a personal care attendant?
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Mr. SMITH. Senator, I believe, as part of our template, that the
States have to offer to do criminal background checks on the case-
workers. Again, there is still State oversight of the fiscal inter-
mediaries, people that are handling the money, that sort of thing.

Again, consumer direction does have many different variations in
itself. Some people want to handle the money, some people do not.
This is very critical. I would agree, the up-front planning and the
identification of someone who really wants to do it, who under-
stands all of the obligations, it is not something for everybody, but
we are trying to expand some choices.

Senator LINCOLN. Well, that kind of leads to my next question.
I would encourage us to make sure that we point out that, as indi-
viduals are doing more for themselves, that information and con-
sumer protections are going to be critical.

And one of the other lessons that we have learned in Arkansas,
is that shifting the control to the individual does not diminish the
need for the State administrative functions related to enrollment,
financial management, program oversight, you mentioned back-
ground checks, and other things like that.

The final report on the Cash and Counseling program found that
the cost of hiring enrollment staff is substantial and that the ad-
ministrative functions associated with that financial management
and program oversights are critical to the successful implementa-
tion and to prevent the abuses that might occur.

So my question really is, will there be monies available to States
to implement such programs of management, oversight, and con-
sumer protections?

Mr. SMITH. All of those things would still be Medicaid expendi-
tures that would be matchable. In particular, again, on the Sys-
tems Change grants, the Money Follows the Person, it really is to
help fund the infrastructure and the administrative part to help
States prepare for doing consumer direction and, as you mentioned,
all the infrastructure to go to support that.

Senator LINCOLN. So you are reassuring me that there is ade-
quate funding for the States to be able to help provide these types
of services, oversight services that are going to be necessary as peo-
ple do more and more for themselves.

Mr. SMITH. Those would continue to be, again. This is going on
today in the Medicaid system. What we are trying to do, again, as
I said, we are just trying to offer new ways to promote it to move
there faster.

Senator LINCOLN. Well, the Cash and Counseling demonstration
program in our State was designed really to give people greater
control over a defined set of services, the need for which is likely
to remain fairly consistent from month to month.

I guess the problem becomes when it does not. The Kaiser Com-
mission on Medicaid and the Uninsured reports that the high level
of beneficiary satisfaction with the Cash and Counseling program
appears to result from the fact that the individuals were permitted
to manage services that have a predictable level of need.

Our concern becomes when the consumer direction in an indi-
vidual budget may not be appropriate for certain services, particu-
larly the ones that are less predictable as they move through the
concerns that they may have in the year. I guess it prompts an-
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other basic question. If the beneficiary needs change during the
plan year, what happens to them? What are their options?

Mr. SMITH. Again, Senator, States have taken different ap-
proaches. Wyoming, as I had mentioned earlier, created a reserve
account to plan for those contingencies, et cetera.

And you are right, it is hard to anticipate. The different sce-
narios are as varied as the people themselves are. We think that
is good planning, is to anticipate there will be a need, at least for
some individuals.

Senator LINCOLN. Sure.
Mr. SMITH. But I hope that it does not hold us back for moving

forward and simply say, well, you should be thinking about reserve
accounts or what you do on an emergency basis. A family situation
can change over that period of time, et cetera. But I think that is
what States are doing through the grants now, sort of learning
these things to be able to prepare for those types of contingencies.

Senator LINCOLN. Do you feel like there is a need for HHS to do
more than just encourage? I mean, my concern is, really, that there
is no mandatory safety net plan.

I am just wondering if you think that that might be something
that would be encouraged by HHS of all States that are using these
programs in this way so that people are not left to fend for them-
selves in a year where their needs may change drastically and they
have not planned for that.

Mr. SMITH. Well, again, the responsibilities in a home- and com-
munity-based waiver that you are still obligated to provide for the
health and safety of an individual that you are serving, in our
Independence Plus template, which is our model waiver in this
area, we do provide certain safeguards in there that we want the
States to meet.

As I said, it is a fine balance between how much is enough and
how much is too much, especially, again, when you are dealing
with someone living in their own home. I do not think we want to
treat it the way we treat an institution, where surveyors come in
and that sort of thing.

The CHAIRMAN. Thank you.
Senator LINCOLN. Mine would be more to encourage the agency

to really look towards encouraging States for those emergency
plans and being prepared for that.

Thank you, Mr. Chairman.
The CHAIRMAN. You bet. Thank you, Senator Lincoln.
Thank you, Mr. Smith and Ms. Novak. Thank you very much.
I would call the third panel, now. We have Ray Gerke, Bruce

Darling, Jan Moss, and Di Findley. Would you come while I intro-
duce you?

We appreciate all of your work in the disability community. Ray
Gerke is from Perry, Iowa, a founding member of the Olmstead
Real Choices Consumer Task Force. His cerebral palsy has existed
since infancy, and over the course of his life he has received care
in both the family and institutional settings. Mr. Gerke will share
his experiences from both of these settings, and as an advocate for
the disability community.

Bruce Darling, our second witness, is co-founder and executive
director of the Center for Disability Rights, Rochester, New York.
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He is testifying on behalf of ADAPT Community, and brings with
him 18 years of experience working with individuals with disabil-
ities. Mr. Darling will offer testimony on institutional bias and,
most importantly, how to remove bias from the Medicaid program.

Third, Jan Moss, from Oklahoma City, the parent of two adult
children with serious disabilities. She has been caring for these in-
dividuals for the past 36 years, not only for them, but also now she
cares for in-laws. She will share her experiences as a family care-
giver and, most importantly, the respite need.

Our final witness, Di Findley, is from Mitchellville, Iowa and is
executive director of the Iowa Caregivers Association. Ms. Findley
brings to the committee today the voices of direct care workers. She
served on numerous boards, committees, and councils and will
focus on the shortage of direct-care workers and its impact on ac-
cess to community-based services.

I would like to have you go in the order that I introduced you,
so that would be Mr. Gerke, then Bruce, then Jan, then Di.

STATEMENT OF RAY GERKE, MEMBER, IOWA OLMSTEAD REAL
CHOICES CONSUMER TASK FORCE, PERRY, IOWA, ACCOM-
PANIED BY RAMONA EDMISTON, A PERSONAL ATTENDANT
FROM IOWA

Mr. GERKE. Thank you for allowing me to speak to you today. I
am honored to speak to you to share my story.

I received, as you said earlier, the diagnosis of cerebral palsy
when I was an infant. At that time, the doctor gave my parents a
choice.

Ms. EDMISTON. Would you like me to read this for him?
The CHAIRMAN. Whatever is best for the family.
Ms. EDMISTON. I am Ramona Edmiston and I am Ray’s personal

attendant. I have been a friend of the family for 20-some years. I
will just read you what he has. This is his story.

He received the diagnosis of cerebral palsy when he was an in-
fant. The doctors gave his parents a choice: either to take him
home and raise him like any other child, or place him in an institu-
tion. They chose to take him home.

His early years were filled with family vacations, road trips with
his dad in his truck, games, rivalry and love between himself and
his siblings, and his cousins. But when he was eight, his parents
were told they needed more intensive therapy services than what
he could get in the home community.

They were told the best thing they could do for him would be to
place him in a facility where he could get physical, occupational,
and speech therapy. All of a sudden, he found himself in a town
two hours from home, alone, without understanding why.

Totally unprepared for this strange setting, instead of his family
and friends, he found himself sharing his life with 97 other individ-
uals with disabilities. Some of those strangers became his friends,
but no one could replace what he left at home. Because he did not
understand, he cried for those first 2 days, and then many days off
and on for the 2 years he lived there full-time.

After those first 2 years, he returned to his home during the
school year and spent summers back in the facility. It took 3 years
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to learn the system, to know what to expect, and be able to handle
things without those childhood tears.

For example, he learned independence. ‘‘We were not allowed
visitors, as they might upset us.’’ They learned not to trust people.
In a congregate setting, the young kids get teased and bullied by
the more experienced. Kids take things from each other, or worse,
if adults see something they like, those things often came up miss-
ing.

In that same setting, his experience included having to go along
with the demands of an authority figure who had the power to
make his life miserable, even when that authority figure’s demands
included misusing his body to meet his personal desires.

He got all of the intense therapy he needed, but at what cost?
When the professional therapy had gone as far as it could, he re-
turned to his family home. That experience over four decades ago
has had a lasting impact on his life and his perspectives.

Today, he lives with his wife, who also has cerebral palsy, in a
home they own. He works full-time. He drives himself to and from
work, and wherever else he needs to go. He does have many
friends, some who have disabilities, some who do not. He lives a
full life, a life that he can direct himself with these supports.

’’I also carry with me each and every day the burden of knowing
the burden of knowing that the threat of institutionalization is as
real for me today as it ever has been.’’ If he lost the funding
sources that provide for him the ability to maintain life as it is, his
salary could not cover the cost of having staff to assist with regu-
larly getting up for work, preparing his meals, or getting back into
bed at night.

Without that support, he has few options but to return to this
setting, much like the facility he knew in those early years. ‘‘I
would then no longer be able to direct a few select personal assist-
ants to assist me with the choices I make on how I like to live. I
would also no longer have the independence that I know today. My
life would lack privacy, and when I lose choice, independence, and
privacy, I also lose my dignity and my freedom.

In order for me to maintain my life in the community and to pro-
vide other people of all ages who live with disabilities today the
same opportunity, I ask you to eliminate the institutional bias in
Medicaid by requiring States to include community-based personal
assistant services in their Medicaid plans.

Individuals who qualify for Medicaid should automatically be eli-
gible for community services, not just services delivered in institu-
tional settings, as in current law.

Provide financial incentives for States to help individuals transi-
tion from institutions to community settings, because community
settings are typically less costly. This benefits not only the indi-
vidual, but also the Federal and State treasuries.

Assist States in developing and implementing a strategy to rebal-
ance their long-term care systems so that there are more cost-effec-
tive choices between institutional and community options.

Provide financial support and create incentives for States who
develop quality community-based supports and services, including
support to help States find ways to recruit, train, and re-train di-
rect-support workers.
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Offer respect to the people whose lives are affected by disability
policy decisions by not just listening to them, but by having them
be a part of the decision making itself.

Today, I am an active advocate for all people with disabilities. I
serve on many boards and communities, two of which strongly
apply to this topic. I am a member of Iowa’s Olmstead Real Choices
Consumer Task Force. We are working to effective implement the
Olmstead decision in Iowa.

This includes advocating for the policies I just stated, as well as
working with the Iowa Department of Human Services to take ad-
vantage of CMS’s new progressive policy of self-direction which pro-
motes community living and affords individuals more choice and
control over the services they receive.

I also serve as the co-president self-advocate representative for
the National Coalition on Self-Determination, Incorporated, the
only national coalition that has both parents and consumers work-
ing together on issues.

The work of both of these groups focuses on real choices: the free-
dom to live the way you want, to self-direct your life, to be able to
purchase the services you need to support you in your life, to live
a life with dignity, to have the freedom to make new friends and
participate in your community, and to support your right to vote.

Again, I urge you to pass legislation that will incorporate the
policies I have mentioned today that help people like me have all
the right resources that exist in the community for me to partici-
pate fully as an American citizen. Your decisions are important to
the lives of many, many people who are like me that live under a
threat that should not be present.

Thank you very much for your time and attention to improving
access to Medicaid home- and community-based services.’’ [Ap-
plause].

The CHAIRMAN. Thank you, Mr. Gerke. Also, we will have some
questions. If he would like to have you help him answer questions,
that would be appropriate.

[The prepared statement of Mr. Gerke appears in the appendix.]
The CHAIRMAN. I think the next person was Mr. Darling, was it

not?
Mr. DARLING. Yes.
The CHAIRMAN. Yes. Mr. Darling, go ahead.

STATEMENT OF BRUCE DARLING, EXECUTIVE DIRECTOR,
CENTER FOR DISABILITY RIGHTS, ROCHESTER, NEW YORK

Mr. DARLING. Today I am testifying on behalf of ADAPT and
thousands of people like Ray with disabilities who want a real
choice in long-term care services.

I am the executive director of the Center for Disability Rights,
an independent living center in Rochester, New York. Over the last
4 years, our center has transitioned over 100 people back into the
community. We have also trained people from 37 States in the ter-
ritory of Guam in helping people with disabilities return to the
community from institutional settings.

As I have traveled the country, I have heard the same stories
again and again about people who have had years of their lives sto-
len by a system that supports institutions over individual rights.
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The basic problem is that funding for long-term care services is
tied securely to institutions. According to 2002 data, you have
heard that 70 percent of that money is used for institutional care
rather than community services.

States must provide institutional care like nursing homes, while
community-based services are entirely optional. Because institu-
tional services are mandatory, States cannot cut their funding.

In tough fiscal times, some States have had no other choice but
to cut community-based services. States that want to provide com-
munity-based alternatives are prevented from doing so by a Fed-
eral policy that mandates institutional services.

There is one extremely important reason we must change this
system: it is not what people want. According to CMS data col-
lected by the nursing homes themselves, nearly 19 percent of indi-
viduals in nursing facilities have said they want to return to the
community.

From my personal experience, this number should be much high-
er. According to a study conducted by Access Living, 64.5 percent
of nursing home residents that they interviewed said that they
wanted to return to community living.

Clearly, we need a new model. No longer should community-
based services be the exception to the institutional rule, or the
waiver, as it were. Individuals must have real, meaningful choices.

But changing the system is going to take some time. We under-
stand that. But there are things you can do immediately to address
the institutional bias. First, you muss pass Money Follows the Indi-
vidual legislation.

Under this legislation, the Federal Government will fully fund
the first year of community services for individuals who transition
out of institutions. This legislation would provide a critical incen-
tive to States to get people back into the community.

Senator Harkin introduced the Money Follows the Person Act of
2003, S. 1394, and the White House has distributed its own draft
legislation, the New Freedom Initiative Medicaid Demonstration
Act of 2003.

We understand that you, Senator Grassley, are considering intro-
ducing legislation based on the administration’s proposal that
would authorize a Money Follows the Individual demonstration
program and support other initiatives to promote community-based
services.

Thousands of people with disabilities and older Americans in
nursing homes and other institutions will benefit if you fund these
initiatives.

The CMS data shows that at least 267,000 people with disabil-
ities and older Americans want to return to the community now.
Two hundred and sixty-seven thousand people are telling the nurs-
ing homes that they want to go home. Two hundred and sixty-
seven thousand people are asking you to help them go home. On
behalf of those 267,000 people, I am pleading with you not to make
them wait one more day. [Applause].

Whether you pass S. 1394 or the administration’s proposal, it is
imperative that you take action now. This legislation must be
passed this session. There are other steps that you could take to
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address the institutional bias. We are looking for medium-range so-
lutions earlier.

Create an enhanced Federal Medicaid matching rate for home-
and community-based services. By paying a larger percentage of
the cost of community-based services, you will create a strong in-
centive for States to promote community living. Such a step will
help our States through tough fiscal times and send a message that
our Nation values the freedom of all its citizens, including those
with disabilities.

Finally, while programs, demonstration programs, and enhanced
Medicaid matches would promote community living, there is still
much more work to be done. The ultimate solution to ending the
institutional bias is clear: pass MiCASSA. [Applause].

The Medicaid Community Attendant Services and Supports Act,
S. 971, gives people real choice in long-term care. MiCASSA pro-
vides individuals eligible for nursing facility services, or ICFs, with
the opportunity to choose community-based services and supports
rather than be forced into institutional placement. People would
get assistance in their own homes, not nursing homes.

Every major national disability organization supports MiCASSA.
In all, 92 national organizations are MiCASSA supporters; 561
State, regional, and local organizations support the bill. The full
list is attached to my testimony.

Notice that advocates for children and seniors support MiCASSA.
Other organizations represent people with all types of disabilities—
cognitive, sensory, mental health, and/or physical—and we are all
asking that you take action now.

Today, we would not be here without the heroic efforts of hun-
dreds of ADAPT members who put their bodies on the line. On
their behalf, I would like to thank you for this hearing. But I must
point out that we need more than hearings, we need action. Take
the steps that I have outlined today and pass these important
pieces of legislation to free our people.

Thank you. [Applause].
The CHAIRMAN. Thank you.
[The prepared statement of Mr. Darling appears in the appen-

dix.]
The CHAIRMAN. Next, is Mrs. Moss.

STATEMENT OF JAN MOSS, MOTHER OF TWO ADULT CHIL-
DREN WITH DEVELOPMENT DISABILITIES, OKLAHOMA CITY,
OKLAHOMA

Ms. MOSS. Mr. Chairman and members of the committee, thank
you for the opportunity for me to testify today. I especially want
to thank you, Senator Grassley, for the invitation.

I am Jan Moss. I am a family caregiver. I have been providing
care to both my children, who are adults with developmental dis-
abilities, and my husband’s parents for a total of 36 years.

I am a widow now and continue to have the same caregiving re-
sponsibilities that were shared when my husband was living.

I am here to support the President’s proposals for Medicaid res-
pite demonstration for adults and children as outlined in the pro-
posed New Freedom Initiative Medicaid Demonstration Act. Given
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the serious funding shortfalls for respite in most States, and new
resources for respite will be a godsend.

But I am also here to tell you about Oklahoma’s Lifespan respite
care program, the Oklahoma Respite Resource Network. It has
helped thousands of families who are not eligible for Medicaid, but
in dire need of respite.

I want to begin by thanking you and the entire Senate for its
leadership in passing the Lifespan Respite Care Act, which will
strengthen Oklahoma’s efforts and make similar Lifespan programs
in respite available in more States.

When my children were young, there were no respite programs.
There was not even information about whether or not respite was
even needed. In recent years, through a home- and community-
based waiver, we actually had the opportunity to receive respite
services and it has made a big difference in the survival of our fam-
ily.

My husband and I divided our entire lives into pieces of care.
Frequently, our time with each other was the missing piece. We re-
served our paid leave for hospital vacations. We prioritized our em-
ployment according to who had the best benefits. The unusual care
needs of our children affected every decision in our marriage and
our family life.

Except for the birth of my son, I went 18 years without a full
day’s rest due to illness or injury. No wonder I have blocks of time
for which I have little or no memory. Those years I called my
‘‘automized suspension.’’ I was suspended in a fatigue fugue, if you
will, that allowed for basic routine and automated behavior.

I remember waking on our divan or in one of the kids’ rooms, but
did not remember going to sleep there. I remember the year of
Jennifer’s tendon transfer, the year of Jason’s heart surgery, eye
surgery, hernia surgery, oral surgeries, the many heart catheteriza-
tions, the EEGs, the EKGs, the ultrasounds, the years of uncon-
trolled seizures. But I do not remember some of the birthday par-
ties and anniversaries.

Now, family pictures prove I was there, but I think it is very,
very sad now that I do not recall many of the benchmarks of my
family. The most difficult experience for me personally has been
the sudden death of my husband and care mate on Father’s Day
of 2000. He dropped dead from an undiagnosed heart problem.

Now I see the importance of those missing pieces, maybe the
time that we should have had some rest. Maybe it is heroic to care
for our children and not to ask for so much assistance and to be
brave. But I will tell you, it is more heroic to live for our family
members so that we can supervise their care, so that we can see
that they get care, and so that we can have real lives in our com-
munities.

Frightening me now is the loss of his income and my ability to
maintain my own health responsibilities. We do not have a typical
day at my house. Jason may be in a stupor from some seizures or
going into seizures from his anxiety disorder.

We never know what to expect from Jennifer. She understands.
She is employed. She has tried so hard, and did live independently
in the community until recent cutbacks. But she has been forced
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to move home. So she has lost her father, she has lost her home,
and she has moved home.

Jason and Jennifer have disabilities on opposite ends of the spec-
trum. Their abilities are not complementary, shall we say. I know
that it is difficult for them to understand that they, also, need res-
pite from each other, as well as, I need respite occasionally to kind
of renew my batteries.

We have to explain every day to Jennifer, to Jason, and to my-
self. It is kind of a sharing thing about, it is all right to be who
we are, and that is great. I want Jennifer and Jason to be in my
life. I want them to be home as long as they want to be there.

But it is true that we do need that kind of natural development
in our family that typical families have, and that is the ability to
be separate for a little while, to have some privacy occasionally.

Just recently, I guess it may have been Friday before last, I was
in a Family Support Committee meeting and I started getting
these phone calls. My phone is vibrating and it is making all these
little noises. Finally, someone said, go ahead and answer it. Well,
it is the police and they are at my house. Our alarm is going off.

Jason has put his earphones on. Jason would be a person who
is said to have autism, and Jennifer has deafness and cerebral
palsy. Jason puts his earphones on so the alarm does not bother
him, and he lets the policeman in the door, but he takes him in
the bathroom where Jennifer is taking a shower.

Well, the policeman is on the phone and he is saying, would you
please come home, because he did not know sign language, and I
had to go home and quiet Jennifer down.

Well, I tell you what. That evening, Jennifer was afraid to come
home from work by herself because she was afraid the alarm would
go off again.

Now, that whole weekend was so intense that the next Monday
she hardly felt like she could go back to work. But, of course, we
stayed with it. We stayed at it. We keep staying at it. But there
are occasions when we absolutely have to have reprise, both for our
spirits and for our bodies.

This prolonged kind of fatigue you can get when you are the
main and the constant caregiver can produce kind of secondary, an-
cillary issues. Fatigue-related injuries and illnesses from prolonged
stress can result in, we know, neglect, and certainly abuse.

Mismanagement of medication. I, myself, suffer from typical
caregiver issues, serious dental issues. I am trying to keep, I think,
from screaming sometimes. I clench my teeth so tight, my teeth are
disintegrating.

That is not uncommon. I will be visiting with other moms and
we will start talking about our TMJ, which is expensive and pain-
ful.

There are other, kind of autoimmune joint disorders that families
get. Nobody tells families that, without proper rest and without
proper equipment, you are going to lose the use of your thumbs
eventually from the kind of issues from lifting persons, and trans-
ferring persons, and lifting equipment. Nobody shares that infor-
mation with us. Rest is vitally important to kind of preserve our
bodies and our health.
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When Jennifer was about 19, she became eligible for a home- and
community-based waiver and respite was one of the services. The
recent budget cutbacks in Oklahoma have forced families to either
give up their respite or to lower the amount of respite they were
receiving, or, to keep some services, you give some services up.

I am going to have to give up important services and supports
in order for me to be employed if do not continue to receive my res-
pite services. It is an awful choice to make because I am not going
to get any relief that way.

I will just go to work. I will have to leave work, go home and
check on Jason, and drive back to work. Then I work with Jennifer
and Jason in the evenings. We try to have a family life. Then if
we do not have any respite, there is no light at the end of the tun-
nel. They deserve me to life a long, helpful, and healthy life. They
deserve to have one themselves.

Thank goodness, we have Oklahoma’s Lifespan Respite Program.
It is known as the Oklahoma Respite Resource Network, and it is
a collaboration. It is a wonderful model of partnering with DHS,
Department of Health, Mental Health, caregivers, advocacy agen-
cies.

We network and redirected, at one point, $8 million to respite
care in Oklahoma to serve families across the lifespan, aging fami-
lies, and families who have children with disabilities.

If families need help in finding a respite provider or find out
what programs they might be eligible for, they can turn to our res-
pite network. The Oklahoma model has flexible funding, so the
State can find the most cost-effective way to deliver services
through vouchers and allow caregivers control over the resources.

Our idea around recipients and beneficiaries of services, being
able to look at what dollars are available and how those dollars
should be spent, has been absolutely 100 percent successful.

The efficacy of allowing families to be a part of how the dollars
are going to be spent makes far more sense, and really our pro-
gram has proved that we are trustworthy. We know the value of
a dollar.

If I had to place my children in out-of-home care, it would have
cost the State millions. We know respite allows caregivers to keep
their children at home, and Ray has addressed that. It reduces the
stress and risk of abuse and neglect. Respite is really important to
marriages as well.

Similar Lifespan programs have been mentioned here, the ones
in Oregon, Nebraska, and Wisconsin. I would like to take the lib-
erty, on behalf of caregivers nationwide, to applaud the administra-
tion’s support for respite. Respite funds that would be available
under the New Freedom Initiative are especially critical now.

Many Medicaid waivers, as I have said, in other State programs
are eliminating or cutting back. The New Freedom Initiative res-
pite demonstrations are very complementary to respite systems
that would be established by the Lifespan Respite Care Act.

These would address my concerns that I would have about the
issues and the confusion and the fragmentation of services that we
often get. I know that has been mentioned earlier today.

The way we have run our respite program, we have provided an
opportunity for all those agents that contributed to the cause of
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risk to work together so that families, whatever age group they are
in, are entitled to those dollars, however few they may be, toward
determining how they want to spend them and their respite vouch-
ers.

I am concerned about the demands of families and caregivers
who would not be served under the New Freedom Initiative be-
cause they are not Medicaid-eligible, and as a result may not be
able to afford respite.

Even when families have resources to pay, frequently finding
quality respite providers who meet their preferences, who are safe,
and who are acceptable to the families may not be accessible.

While the New Freedom Initiative respite demonstrations are an
important and absolutely necessary piece of the puzzle, the Life-
span Respite Care legislation is the glue that holds the puzzle
pieces together.

I applaud the Senate for passing the Lifespan Respite Care Act.
This legislation will allow States to provide the infrastructure for
coordinating and maximizing the respite resources and filling in
the gaps.

The Lifespan Respite Care Act provides a way to save money, re-
cruit and train providers, and make it easier for families to find
quality respite, regardless of their Medicaid status, their disability,
or age.

I urge you to support the President’s proposed New Freedom Ini-
tiative respite demonstrations. At the same time, it is my belief
that these benefits will not be fully realized without the enactment
of the Lifespan Respite Care Act.

I would just ask you to consider the millions of families who con-
tinue and who are dedicated to care for their family members
across the country and remember that occasionally they are going
to need that natural separation that typical families get when their
kids go spend the night with a friend, or have the friend spend the
night with them.

Help us to be able to gain a little light at the end of the tunnel.
Help us to maintain our respite. Thank you so much for allowing
me to participate today.

The CHAIRMAN. Thank you, Ms. Moss.
[The prepared statement of Ms. Moss appears in the appendix.]
The CHAIRMAN. Now, Ms. Findley?

STATEMENT OF DI FINDLEY, EXECUTIVE DIRECTOR, IOWA
CAREGIVERS ASSOCIATION, DES MOINES, IOWA

Ms. FINDLEY. Chairman Grassley, members of the committee,
thank you for this opportunity. My name is Di Findley and I am
the executive director of the Iowa Caregivers Association, founded
in 1992 as one of the first independent State-wide direct-care work-
er associations in the country.

Our mission is to enhance the quality of care through dedication
to those direct care workers. One barrier to access to Medicaid
home- and community-based services, as identified in the New
Freedom Initiative, is the shortage of workers.

In fact, it is probably one of the most compelling problems that
we face. While most care in the country is still delivered by family
members, when the family can no longer handle that 24-hour
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around the clock care and may seek outside assistance with a home
care agency provider, or, as a last resort, place someone in a nurs-
ing home, and in other instances with the expansion of home- and
community-based services and with a more equitable distribution
of resources between institutional-based care and home- and com-
munity-based services that would allow for more personal assist-
ance, the elderly and persons with disabilities can remain in their
homes indefinitely, it is the family caregivers, the home care aides,
the personal assistants who make remaining in the home possible.

Access to, or expansion of, home- and community-based services
is impossible without access to a stable, direct-care workforce. We
know that there are at least two aspects to the shortage. One, is
just sheer demographics, the huge aging population that is before
us.

While the aspect of just not enough people tends to get the great-
est attention from policymakers and the media, we have focused
our attention on the second aspect of the shortage, that which oc-
curs when workers tend to leave the field at very alarming rates.

Some direct-care workers enter the field of direct care as a step-
ping stone to become a licensed nurse or a physician. But, contrary
to what a lot of people think, this is a career choice for many peo-
ple.

Others enter the field, but leave within the first 3 months of em-
ployment because physical, mental and emotional demands of the
work was far more than they had expected.

In 1998, we conducted a survey to determine why direct care
workers leave the field. There were no surprises in the findings, be-
cause we have debated these issues for decades. But for the first
time, at least in our State, the survey findings actually represented
the voices of those who were doing the leaving.

They cited the top four reasons for leaving as: short staffing, poor
wages and benefits, a lack of respect, and a lack of opportunities
for advancement within the field of direct care.

So, strategies to improve access to Medicaid home- and commu-
nity-based services must include strategies to improve access to a
good workforce. We are pleased to see the $2.9 million in additional
funding proposed in the New Freedom Initiative in the 2005 budg-
et.

However, given the magnitude of the problem, it warrants a
higher level of funding and a longer term commitment. It is pretty
simple, really. Without direct-care workers and caregivers, people’s
needs are going to go unmet.

Seniors and persons with disabilities and other consumers are
being promised this huge continuum of care, from services in the
home to end-of-life care. However, we do not have a continuum of
caregivers and workers that is consistent with all of those different
levels of care and services that we are offering and promising.

I would echo what several people have already said today. We
have a very fragmented system when it comes to direct care work-
ers as well. If we want a stable pool of direct care workers, it re-
quires an investment and it just makes more sense to invest in the
people and the workers rather than continuing to spend millions
and millions of dollars in the cost of worker turnover, which is just
a futile strategy.
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Direct care workers need health care coverage. They deserve a
wage that is reflective of the important work that they do. With the
push for home- and community-based services, I know it is being
driven by consumer choice, and that is good. But I also know it is
being driven by cost containment. We want to make sure that the
cost savings are not at the expense of the direct-care workers and
lower wages.

Some States have begun to address these workforce issues by
starting direct-care worker associations. In fact, some of them have
begun with the Real Choice Systems Change grants. But States
need the resources to create and maintain these great efforts.

Recently, thanks to research that has been done by Dr. Robin
Stone here at the Institute for the Future of Aging Services, and
State Dawson with the Para-Professional Health Care Institute,
and many, many others, the Robert Wood Johnson Foundation and
the Atlantic Philanthropies earmarked $15 million to develop the
Better Jobs, Better Care grant program to be used specifically for
the recruitment and retention of direct care workers.

This recognition by these private foundations is really a big deal
and a tremendous boost to the direct-care worker movement and
the overall effort, because in the past there have been funding
streams, both public and private, for recruiting and retaining pri-
mary physicians, licensed nurses, and other health professionals,
but the direct-care workers have not even been on the radar screen.

As the Federal Government places a higher priority on direct
care worker issues, we hope to see more private foundations begin
to fund these types of initiatives, too.

So, in closing, I would say we are very pleased that direct-care
worker issues are beginning to get the attention that they deserve,
but we still have a long way to go. We would urge you to increase
the amount of funding for the direct-care worker recruitment and
retention portion of the New Freedom Initiative and make a long-
term commitment to those who dedicate their lives to the long-term
care and support of others. Thank you. [Applause].

The CHAIRMAN. Thank you.
[The prepared statement of Ms. Findley appears in the appen-

dix.]
The CHAIRMAN. Before I ask questions, I would like to suggest—

and I should have suggested this to the other panel, too, but I
think they are with the executive branch so they know how this
works—even members that were here, but particularly because of
members who were not able to come here, you may get questions
in writing. In 2 weeks, if you could have those answered, we would
appreciate it.

I would ask that the staff of the committees would inform their
members that, maybe in 48 hours, have your questions submitted
so that they will be timely, and then we would submit those to you.
If any of you would have any problems with the process of answer-
ing those, the staff of the Finance Committee would try to be as
helpful as they can in that response.

But, other than that, it would not be any different than your re-
sponding as you would to me or to other members orally. Then
probably there will not be other members coming back, because
this is the day that we have a Republican and Democrat caucuses,
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and that will be starting very shortly. So, I will probably be the
only one asking questions now.

I am going to start with Ray. Ramona, if you want to answer,
that is all right as well, whatever is the case. Also, if you feel that
it is easier to respond in writing, I will submit the questions for
answer in writing.

You mentioned the drawbacks of living in an institution and the
freedoms that living in the community can afford, or have afforded
you as an individual, including more privacy and more independ-
ence.

Could you explain if there is such a thing as a typical day in
your life, and explain a little bit about that and expand upon the
ways that living in the community has enhanced your quality of
life?

Mr. GERKE. What is a typical day? That is a good question. I do
not even know what a typical day is. All I can say is, my typical
day, there are certain things that have to be done, like getting me
out of bed, getting me out the door so I can go to work. I have an
aide that comes to work for a couple of hours to help me there, if
I need assistance with a meal, and stuff. Then that night, they
would come and help me get back to bed.

But the rest of the time, I do all kinds of things, the advocacy
stuff. The work that I do for the other people that I support has
a large priority.

The CHAIRMAN. It would be difficult for me to give an answer for
you, but probably what you said in a day, is difficult to describe
a typical day because you do all sorts of things, I think you just
said.

Mr. GERKE. Right.
The CHAIRMAN. So, it is all sorts of things that are obviously

your quality of life, I assume.
Mr. GERKE. Right.
The CHAIRMAN. A follow-up question. This is in regard to draw-

ing upon two aspects of your life, the institutional part and then
the life that you have now.

How did your experiences in an institution affect your outlook to-
wards life, other individuals, and your perspective on community-
based living?

Mr. GERKE. More of not trusting, being suspicious of people in
the community. That is the only way I can say that.

The CHAIRMAN. Do you want to help?
Ms. EDMISTON. I know he always is worried that everything is

going to go all right. I know some of the other caregivers, if any-
body is a little bit late, he is on the phone. ‘‘Where are you? I need
help to get out of bed. I need help. I have got a meeting I have got
to get to,’’ or whatever it is. In his day, once he is out the door,
he may go to the office. He has an accessible van that he is able
to drive himself.

Other times, he may have to travel to a meeting for Olmstead
or wherever, and that may be some distance and he may need
someone to come along to drive because it is too far for him and
he would be fatigued.

But I see him do all kinds of these varied things, helping other
people. He even goes and gets involved with charity fundraisers for
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clients that live in an institution. So, he does a wide variety of
things and you just never know what he is going to need.

The CHAIRMAN. One of the first things he said, as I detected—
and correct me if I am wrong—is he said when he was in commu-
nity-based living he could trust people. Is that what he said?

Ms. EDMISTON. At first he did not, but now he has gotten to the
point where he is familiar with a lot of us, especially me.

The CHAIRMAN. But from his testimony that he gave before the
question, in the institutional setting, he did not feel he could trust
people.

Ms. EDMISTON. Right.
Mr. GERKE. Right.
Ms. EDMISTON. There was no trust.
The CHAIRMAN. And there was a slow learning process, but now

he feels he can trust people.
Ms. EDMISTON. Yes.
The CHAIRMAN. All right.
Bruce, you mentioned in your testimony that one of the reasons

for changing the Medicaid program is because the individuals in-
volved in the program have the desire to move from the nursing
home to the community.

What are the characteristics of these individuals wanting to
move into the community, and if they share a common char-
acteristic—and I am not saying they should, but if they do—what
would that be?

Mr. DARLING. I think the common characteristic they have is
they are Americans and they want their freedom. Beyond that, we
have assisted so many different people. One gentleman, a young
African-American man who had been injured, used a ventilator. He
was the first person in our community to move into the community
who used a ventilator, which was a big deal.

Anthony said, ‘‘Now that I am out, you have to help my friend
Phyllis.’’ It turned out that Phyllis was a 50-year old woman who
had lived in the suburbs, a nice, white lady who was actually mar-
ried and had two daughters at home, and she could not be there
because she could not get the assistance in her home to be there.

We assisted another woman named Betty. She was an older
woman whose son was willing to have her live with him. They had
a whole plan. But she needed a ventilator as well. She lived down-
State, close to New York City in the nursing facility, in the special
facility, as it was, but her home was several hundred miles away
in Upstate New York in a small town.

She could not leave because they said the ventilator was theirs,
and she could not get assessed for a community ventilator until she
was up in the community where she lived. So, she faced an insur-
mountable barrier that she could not get authorized for services.

So what we see, is a pattern of people who want to get out, but
we do not have the systems in place. They are so complicated and
there are so many hurdles you have to jump through in order to
get community services, that people are just stuck in those nursing
facilities.

So I guess that is another commonality, is that there are a bunch
of people who are stuck in a system that does not understand or
assist them in getting their needs met.
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Just to give you another example. I was working with a woman
down in New York City who had a friend who had a brain injury,
and she started to call around, looking for services to help her
friend move out of a nursing facility. I gave her some phone num-
bers, to start.

Two days later, she called me back and she said, I have made
over 40 phone calls to people all over the State trying to track
down what has to be done to help my friend go home. This is the
system that was set up for persons with brain injury. That is ridic-
ulous.

What we are looking for is to level the playing field and let these
people, who represent all of America, go back home so that they
can make a real choice and return to their home. And Senator
Grassley, we are really looking to you to help us do that. [Ap-
plause].

The CHAIRMAN. Thank you.
Ms. Moss, although you say that providing constant care for fam-

ily members with disabilities is not heroic, I happen to believe that
all family caregivers should be commended for the love and dedica-
tion that they show their families. [Applause].

Ms. MOSS. Thank you.
The CHAIRMAN. As you said, however, this dedication and care

does not come without some health consequences to the caregiver.
In fact, years ago when I was chairman of the Aging Committee,
I held a hearing on caregivers.

One of the things that I learned from that hearing was, when
family members decide to be caregivers, they might not really un-
derstand what they are getting into. Then they end up having
health problems just because they are being caregivers and they do
not realize that, and pretty soon they have problems that they
would not otherwise have.

Anyway, could you elaborate for me on health problems that
caregivers face, and what ways respite care could help individuals
avoid these health risks associated with their care giving?

Ms. MOSS. All right. First, I want to give you an illustration from
our own family. My father-in-law developed Parkinson’s Alz-
heimer’s disease, and my mother-in-law was his primary caregiver.
She fell.

After going through a protracted time with my father-in-law, he
had lost his ability to know day and night. He had time lapse
issues. So, she was really up so many hours with him and became
so fatigued, she fell. She is now sometimes at home and sometimes
in more congregate care because of our abilities to care for her.

She has a spinal cord injury. She has a permanent injury. She
became someone who required care while in the process of being
the primary caregiver, so it put an extra stress on our family.

Very common kinds of caregiver issues are joint disorders. You
have third cervical disks, you have fifth lumbar disks. I mean,
these are so common. When we sit around visiting, as families do,
we will talk about, oh, yes, well, I have got that neck problem. Oh,
yes. Well, so and so had to have a fusion. Well, such and such is
going to have to have a hip replacement. Then there are other
kinds of issues you get into.
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Sleep disturbances is probably one of the most common. My son
has a lot of seizures in his sleep. So if I have an issue where I have
not had a lot of sleep, for one reason or another, it is not like I can
take a sleeping pill and just say, all right, I am going to get caught
up. It never happens that way.

Along with sleep disturbances, you get a lot of other things.
Falls, burns, twists, sprains, all those kinds of things are so com-
mon, and they are the things that you get treated for by your fam-
ily physician or you go to the emergency room for. But collectively,
the numbers, the dollar numbers for ancillary injuries, are huge,
in addition to the carpal tunnel and the more permanent kinds of
things that happen.

Then not ever getting fully rested, if you mis-care for your son
or your daughter or supervise their care for your family member,
whether it is your son, your daughter, or your parent, and you be-
come ill with a pretty common kind of cold or something like that
and your rest is impaired enough, then your recuperative powers
and your immune system really gets tagged.

I also want to talk about living with the anticipation of not being
able to care for them, or getting hurt or getting sick, and all that
‘‘saving your leave.’’ You do not take off when you really need to.

Eventually, and certainly it would be true of anyone my age,
your adrenals just get depleted. I have the yips. I know there are
people who probably think I have different kinds of disabilities
than my children.

My startle reflex is highly accentuated. I jump, I turn, all these
kinds of things. It is because I have just stayed on guard for so
long. It is no fun to think, I must be on guard indefinitely.

The CHAIRMAN. Thank you very much.
Nw, Ms. Findley, in your written testimony you describe de-

mands placed upon direct-care workers in Iowa, as well as nation-
wide. In the needs assessment survey of your association, and I be-
lieve that was conducted in 1998 and 1999, you found that short
staffing is the top reason caregivers leave the profession. Over the
last 5 years or so, how has this problem been better or worse?

Ms. FINDLEY. I think the problem is still out there. We survey
our membership on a regular basis. We have about 1,500 direct-
care worker members. At the time the survey was completed, some
of the CNAs—and keep in mind, because of our funding stream,
most of our surveys have targeted nursing home workers or ones
in an institutional care setting.

What they reported at that time is that some of them were car-
ing for as many as 30 and 40 clients or residents, which is just not
humanly possible.

I do think, however, that there are some changes, really positive
things going on in Iowa with the Better Jobs, Better Care project
and a few other efforts in changing the workplace culture in the
institutional setting and looking at more reasonable staffing de-
mands.

The CHAIRMAN. Then a follow-up is, your ideas from your back-
ground of things that can be done to improve direct-care provisions.

Ms. FINDLEY. Oh, gosh. Where do I start? It just seems like the
issues are so complex. I think one of the most fundamental things
is that our society, for so long, has under-valued the elderly and



43

persons with disabilities, and as a result we tend to under-value
the caregivers and the workers who assist them. So, I think we
have a long way to go in trying to change the social value and how
we view direct-care workers and the important role that they play.

In addition to that, I think the issues are so complex. We have
been working for about 10, 11 years to try to promote profes-
sionalism within the field of direct care. Again, it is also integrated.
I mean, it is social value, it is education and training standards,
it is respect, it is opportunities for advancement, it is all of those
things. All of those are tied to wages and benefits.

So, I think when we address these issues we have to do it in a
very comprehensive manner. It is not just wages, it is not just lack
of respect. All of those things are very integrated and we need to
work harder at trying to take a comprehensive approach to that.

I would also say, with the push for home- and community-based
services and the use of personal attendants, we need to do more to
foster good relationships between the family caregivers, the per-
sonal attendants, personal assistants, and those home care aides
and other direct-care workers.

The CHAIRMAN. I thank you all very much for your testimony.
The hearing is adjourned.
[Whereupon, at 12:34 p.m., the hearing was concluded.]
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STATEMENT OF THE NATIONAL MENTAL HEALTH ASSOCIATION

[SUBMITTED BY MICHAEL M. FAENZA, MSSW]

Today’s Senate Finance Committee hearing on strategies to improve access to
Medicaid home and communitybased services presents a valuable opportunity to
highlight the crisis in community-based care for individuals with mental illness. We
commend Senators Grassley and Baucus for holding a forum to address these impor-
tant issues.

Improving access to community-based services for people with mental illness is a
central goal of the National Mental Health Association (NMHA), the nation’s oldest
and largest advocacy organization addressing all aspects of mental health and men-
tal illness. With more than 340 affiliates nationwide, NMHA works to improve the
mental health of all Americans, especially the 54 million people with mental dis-
orders, through advocacy, education, research, and service. NMHA was actually
founded in 1909 by a former psychiatric patient, Clifford W. Beers, largely in re-
sponse to the horrible abuse that he witnessed and was subjected to during his own
stays in public and private institutions. The founding of our organization was one
of the major events that started a reform movement to improve the conditions of
individuals in mental institutions and the availability of communitybased services.

However, our mental health service delivery system is ‘‘in shambles,’’ according
to the President’s New Freedom Commission on Mental Health. In fact, the Com-
mission stated in its recent report that ‘‘the nation must replace unnecessary insti-
tutional care with efficient, effective community services that people can count on.’’
New Freedom Commission on Mental health, Achieving the Promise: Transforming
Mental Health Care in America. Final Report. DHHS Pub. No. SMA–03–3832. Rock-
ville, MD: 2003 (available at www.mentalhealthcommission.gov), p.4. To achieve the
reforms envisioned in the Commission’s report, Congress must make mental health
a real priority by committing substantial new resources and strengthening coordina-
tion among state and federal agencies to improve access to community-based mental
health services.

MEDICAID AND MENTAL HEALTH CARE

As the single largest source of financing for mental health care in this country,
Medicaid plays a crucial role as a safety net for millions of Americans with mental
illnesses. However, fiscal constraints facing most states and certain Medicaid poli-
cies have blocked many of those who need assistance from receiving care. As states
continue to struggle with large budget shortfalls for next year, federal assistance
through the Medicaid program to improve access to more integrated, community-
based care for individuals with mental illness is desperately needed.

Today, millions of people with mental illness fall through the cracks of our health
care system largely because community-based care is not accessible or available to
them. As a result, many people with serious mental illnesses wind up homeless or
incarcerated in jails and prisons. Studies have shown that an estimated one-third
of individuals who are homeless and hundreds of thousands of those in our jails and
prisons have serious mental illnesses. In some areas, prisons and jails have become
the de facto mental institutions of our time, inhumanely warehousing people with
mental illnesses.

As the U.S. Supreme Court held in Olmstead v. L.C., for which the plaintiffs were
two women with mental illness and mental retardation, the Americans with Disabil-
ities Act requires states to provide services in the most integrated settings possible.
Beyond just keeping people confined in institutions unnecessarily, leaving people
homeless or locking them up in jails also clearly goes against the spirit, if not the
letter, of this decision.

The state of children’s mental health services, particularly community-based serv-
ices, is just as bleak, if not worse than that for adults. Many children are placed
in institutional settings—sometimes far from their families—even though they could
be more effectively and efficiently treated in the community while remaining at
home. While the lack of Medicaid coverage for adults between the ages of 21 and
64 in institutions for mental diseases (IMDs) serves as a disincentive for keeping
adults with mental illness unnecessarily institutionalized, this disincentive is less
effective with regard to children since states may opt to receive Medicaid funding
for covering institutional care of children under 21 in psychiatric facilities. More-
over, funding for communitybased services for children through public programs or
private insurance is extremely limited.
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CHILDREN’S MENTAL HEALTH NEEDS GO UNMET

The inaccessibility of children’s mental health services forces thousands of parents
to relinquish custody of children with mental disorders to the state each year so
that these youngsters will become eligible for Medicaid and gain access to services
through the child welfare system. Treatment of serious mental disorders is very ex-
pensive and private insurance tends to run out long before these children have re-
ceived the care they need, but they often are not eligible for Medicaid because their
parents’ incomes are too high. Desperate to secure needed treatment, these parents
have no other viable options. Another tragic indicator of the tremendous dearth of
adequate mental health care for children is the finding, cited by the President’s New
Freedom Commission on Mental Health, that 80 percent of children coming into the
juvenile justice system have mental illnesses.

In fact, the General Accounting Office found that in 2001, 12,700 children in 19
states and 30 counties were placed in child welfare and juvenile justice systems
solely to access mental health services. This shocking finding actually grossly under-
states the magnitude of the problem since most states did not respond to the GAO’s
survey. A number of states have passed laws prohibiting custody relinquishment,
but the pressures are still there while adequate services and supports are not. Thus,
parents continue to make the heart-wrenching choice to forego custody of their chil-
dren with the desperate hope that they will be better off somehow.

Behind the statistics, the stories of these families are heart-breaking. With no
other illness is access to treatment made conditional on the removal of a child from
the custody of his or her parents. These children feel abandoned and unwanted, and
their parents are devastated. Although these parents often have nowhere else to
turn in cases where a child has become a danger to him or herself or others, the
act of removing these children from their homes makes the path to recovery from
mental illness much steeper. We have heard from parents all over the nation who
have relinquished or nearly relinquished custody of their children. They consistently
state that if they could access the community-based services available to foster care
families, they could have kept these children at home. These parents need to be able
to access more community-based services and a critical first step would be to make
children in psychiatric residential treatment centers (RTCs) eligible for services
through Medicaid home and communitybased care waivers.

AVENUES FOR PROVIDING NEEDED HOME AND COMMUNITY-BASED SERVICES

Over the last decade, psychiatric residential treatment centers have become the
primary providers of institutional care for children with serious emotional disturb-
ances. Despite the fact that many RTCs are very structured settings that closely re-
semble psychiatric hospitals, CMS has refused to recognize them as hospitals and
thus they do not qualify as institutions against which states may measure home and
community-based care waiver costs. As a result, states have been unable to use the
home and community-based care waiver authority to provide community-based al-
ternatives for children in RTCs except in a very few cases.

Authorizing states to use home- and community-based care waivers for
children in RTCs would enable states to offer children with mental dis-
orders real community-based alternatives to institutional care. The Family
Opportunity Act (S. 622/ H.R. 1811), tirelessly championed by Senators Grassley
and Kennedy and Representative Pete Sessions, would make this change in Med-
icaid law. We will continue to work with the sponsors to ensure that this legislation
is enacted in the near future. And, we appreciate the support the President has
shown for this proposal by including a similar provision in the set of New Freedom
Initiative demonstration projects proposed in his FY 2005 budget.

Besides this very important provision, the Family Opportunity Act would also give
more families the flexibility they need to access mental health services for their chil-
dren by enabling those with incomes up to 250 percent of poverty to buy into the
Medicaid program. To prevent the tragedy of custody relinquishment, in addition to
making more community-based services available, families of children with mental
disorders must be able to obtain Medicaid coverage for these children so that they
can access these services.

Medicaid is a critical lifeline for millions of individuals with mental illness, but
unfortunately it has been stretched very thin by the recent financial difficulties
faced by the states and resulting cuts in Medicaid coverage. Although states con-
tinue to face extraordinary budget shortfalls, the fiscal relief Congress provided last
year is set to expire at the end of June. This relief lessened the extent to which
states have cut services for people with mental illnesses who rely on Medicaid.

One of the most important steps Congress should take to improve or at least pre-
serve existing community-based care is to extend state Medicaid relief legisla-
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tion and reiect the cut to Medicaid included in the House budget resolu-
tion.

Another important step Congress should take to improve access to services for
adults with mental illness is to consolidate the different options states
must choose to provide comprehensive mental health services into one op-
tion under Medicaid. Currently, coverage for community-based mental health
care is spread across more than six optional Medicaid service categories which pre-
sents a significant barrier preventing states from providing the comprehensive, co-
ordinated services that many Medicaid beneficiaries with mental health disorders
need. To finance many of these services, states must piece together multiple options
which results in a confusing patchwork of programs and fragmentation of services.
The Medicaid statute should be amended to allow states the option of providing a
full continuum of mental health care with one change to their Medicaid program.
This change would lessen the fragmentation in mental health service delivery that
the President’s New Freedom Commission on Mental Health highlighted as one of
the main barriers preventing people from accessing needed mental health care.

Consumer-run services can play a critical role in the process of recovery from
mental illness and research has shown these services to be highly effective. The
President’s New Freedom Commission recommended these services as important
sources of community-based care.

‘‘Consumers who work as providers help expand the range and availability of
services that professionals offer. Studies show that consumer-run services and
consumer-providers can broaden access to peer support, engage more individ-
uals in traditional mental health services, and serve as a resource in the recov-
ery of people with a psychiatric diagnosis. Because of their experiences, con-
sumer-providers bring different attitudes, motivations, insights, and behavioral
qualities to the treatment encounter.’’ Commission Report, p. 37.

Approximately eleven states purport to cover peer-support services in their Med-
icaid state plans, but in most cases these services are not actually available. Georgia
has a model program for credentialing consumer or ‘‘peer’’ support providers for re-
imbursement under Medicaid. We urge the Finance Committee to take up legisla-
tion to give states an explicit option to follow Georgia’s lead and establish
procedures for credentialing consumer-run services for coverage through
their Medicaid programs.

Finally, in light of the large numbers of individuals with mental illness who are
held in jails and prisons, Congress should require states to suspend, instead of
terminate, Medicaid eligibility of those who are incarcerated. Although Med-
icaid does not cover health services provided in jails or prisons, while incarcerated,
a beneficiary’s eligibility for Medicaid does not necessarily terminate. Medicaid eligi-
bility for these individuals is generally tied to SSI eligibility that is only suspended,
not terminated, as long as a person is incarcerated for less than 12 months. When
SSI benefits are suspended due to incarceration, states have the option to, and gen-
erally do, terminate an inmate’s Medicaid eligibility, but federal law does not re-
quire this and these individuals may remain on the Medicaid rolls even though serv-
ices they receive while in jail are not covered. Unfortunately, most states terminate
Medicaid eligibility automatically anytime someone is incarcerated, even though this
is not required. As a result, when individuals with mental illness leave jail they are
often unable to access the care they need to stay healthy in their communities and
are at risk of cycling back into mental institutions or jail. These individuals need
to be able to access Medicaid coverage, to which they are entitled, as soon as they
leave jail or prison, and the most effective way to ensure that is to call on the states
to simply suspend Medicaid coverage, rather than terminating it, while these indi-
viduals are incarcerated.

We urge Senators Grassley and Baucus and the entire Finance Committee to
build upon today’s hearing by swiftly approving legislation that incorporates these
proposals to improve access to community-based mental health services.
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