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HOME- AND COMMUNITY-BASED CARE:
EXPANDING OPTIONS FOR LONG-TERM CARE

TUESDAY, SEPTEMBER 25, 2007

U.S. SENATE,
COMMITTEE ON FINANCE,
Washington, DC.

The hearing was convened, pursuant to notice, at 10:08 a.m., in
room SD-G50, Dirksen Senate Office Building, Hon. Max Baucus
(chairman of the committee) presiding.

Present: Senators Kerry, Lincoln, Wyden, Schumer, Salazar,
Grassley, Snowe, Smith, and Bunning.

OPENING STATEMENT OF HON. MAX BAUCUS, A U.S. SENATOR
FROM MONTANA, CHAIRMAN, COMMITTEE ON FINANCE

The CHAIRMAN. The hearing will come to order.

In July of 1776, the bell of Philadelphia’s Independence Hall
rang to summon Americans to the birth of an independent Nation.
On that bell were cast the words from Leviticus: “Proclaim liberty
throughout all the land, unto all the inhabitants thereof.”

Americans value freedom. Americans value independence. The
people from my own State of Montana have an independent spirit.
They take pride in taking care of themselves. But not all Ameri-
cans have the freedom to live independently. People with disabil-
ities and the elderly, especially those who are also poor, face bar-
riers to living independently. They face barriers to living where
they choose, and they face barriers to traveling across town.

Medicaid provides the bulk of services to low-income elderly and
people with disabilities, but Medicaid’s payment limitations can re-
strict where people live or receive health care.

For example, Medicaid pays for personal care assistance only
when it is provided in an institutional setting, like a nursing home.
When people with disabilities need these services and cannot afford
to pay for them, Medicaid pushes them into an institution.

Many low-income people with disabilities pay for Medicaid serv-
ices with their independence. They lose the right to decide when
they use the phone, they lose the right to decide what food they eat
and when they eat it, and they lose the right to decide what time
to wake up or to go to bed.

Mark Bowman faced that choice. Mark was born with muscular
dystrophy. He was eventually put on a respirator. He needed as-
sistance with his respirator, but he did not need the intensive care
that a nursing home provides. Mark wanted to continue living on
his own, but was unable to arrange or afford in-home care.
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To receive the care that he needed to stay alive, Mark entered
a nursing home at the age of 25. But Mark was determined to find
another way. Five years later, he moved to Montana. There, a
State Medicaid waiver allows him to receive these services in his
own apartment. Today he lives independently, attends college, and
has more control over his own life.

Long-term care can enable many individuals with disabilities to
work or return to work. The Finance Committee heard about these
issues at a field hearing just this past June.

Jim Brown testified at that hearing. Jim broke his neck on a trip
to Hungary. He testified that, if he received more help with per-
sonal care, he could return to work. Like Mark, Jim did not need
a high level of care, he just needed help with some of his daily care.
He was not asking for a handout; he just wanted to be a productive
member of his community.

Limitations on independent living also affect the elderly. A re-
cent study showed that nearly % of people over age 50 prefer to
receive care in their homes. More people today are choosing to “age
in place.” The share of people over 75 years old in nursing homes
fell from 9.5 percent in 1985 to 6.5 percent in 2004. This shift re-
flects the growth of less restrictive types of care, from assisted liv-
ing to adult day care.

These alternatives are usually less expensive than nursing
homes, and these alternatives often provide a better quality of life.
Assisted living and adult day care often require more from family
caregivers. It has been estimated that unpaid caregivers provide
$350 billion worth of services a year. That is nearly as much as the
Nation spends on all of Medicare.

As the baby boom generation ages, providing long-term care to
the elderly will be a growing challenge. States are increasingly con-
cerned about the costs. States view community-based services as a
way to control those costs. States that have enabled people to move
out of nursing homes and back into the community generally save
money.

The need for long-term care does not discriminate. Any one of us,
or a loved one, could need long-term care at any time. Today we
focus on an important component of long-term care, that is, home-
and community-based services. We will hear from Senator Harkin,
author of the Community Choice Act. Then we will hear from indi-
viduals with experience with accessing, providing, and evaluating
home- and community-based services.

I want to acknowledge that Senator Grassley took great strides
to expand State flexibility in offering home- and community-based
services through the Deficit Reduction Act of 2005. He did so at a
time when the Finance Committee was charged with finding sav-
ings in the Medicaid program. So I commend him. I commend you,
Senator, for taking those steps, and certainly at the time that you
did.

Senator GRASSLEY. Thank you.

The CHAIRMAN. And so let us look for ways to summon Ameri-
cans to the birth of a more independent Nation. Let us strive to
give new life to the words from Leviticus cast on the Liberty Bell.
Let us work to extend liberty and independence throughout the
land to all Americans. [Applause.]
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The CHAIRMAN. I appreciate the feelings of people in the audi-
ence, but I do urge all of us to keep our demonstrations at an abso-
lute minimum, because we have lots of work to conduct here. I just
want to thank all of you, and I thank Senator Grassley. Thank you.

OPENING STATEMENT OF HON. CHUCK GRASSLEY,
A U.S. SENATOR FROM IOWA

Senator GRASSLEY. Well, thank you very much, Mr. Chairman,
for your recognition of what I accomplished in the Deficit Reduction
Act. But more importantly, what we are talking about now is the
future, not the past. So I want to thank Senator Harkin for being
here as well, because he is a long-time leader in this area.

Then both of us have the privilege of having Dr. Kevin Con-
cannon here from our State Department of Human Services in Des
Moines, IA. We have had the good fortune of Dr. Concannon having
been in similar positions in other States, so we got a real profes-
sional when he came to Iowa. I am glad to have him be a witness.

Today’s hearing is one of a series over the past several Con-
gresses on this very important topic of home- and community-based
care. Over time, we realize that many, many physically challenged
people would prefer to live in the community. Many of these people
have been placed in institutions because of payment bias in Med-
icaid. In addition, our population is aging, and we, of course, need
to face the fact that more of us will need help in the most basic
aspects of living.

Just as I endorsed choice of health plans for Medicare bene-
ficiaries, I endorse a choice for those needing long-term care. For
some people and their families, an institution may be their choice
for long-term care. Many others, however, prefer to receive care at
home or in the community.

In fact, that is the trend. In the Deficit Reduction Act of 2005,
referred to by Senator Baucus already, we included $1.75 billion in

rants for major demonstration programs. This year, CMS awarded
%1.4 billion to 31 States, including our State of Iowa. These States
intend to move more than 37,000 people from institutions to com-
munity.

In addition, we have given the States the option to allow people
to manage their own care. They get a budget and they may con-
tract with caregivers and providers however they decide to do. This
option may not be for everyone, but in Iowa the State Department
of Human Services is demonstrating that it can work. We also in-
cluded in the Deficit Reduction Act the Medicaid State plan option
for home- and community-based services.

Now, for people who are handicapped by mental illness, States
have a new option to use Medicaid funds for home- and commu-
nity-based services without even having to go to the bother of get-
ting a waiver. lowa is the first State to receive approval of this
benefit. The State plans to serve 3,700 people in the 1st year, and
nearly 4,500 people by the 5th year.

That is, of course, thousands of people who would have been in
institutions. I believe that we are moving in the right direction. We
are working to enable people to stay in their communities, and we
are allowing them greater responsibility and choice in yet another
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key area of their lives. So, once again, Senator Baucus, I appreciate
your holding this hearing and moving this ball forward.

The CHAIRMAN. All right. Thank you, Senator.

I would like, now, to welcome our good friend and colleague, Sen-
ator Harkin.

Senator SCHUMER. Mr. Chairman?

The CHAIRMAN. Senator Schumer?

Senator SCHUMER. Mr. Chairman, I know that it is not usual for
non-chairman and ranking members to make an opening state-
ment. I would like to just briefly welcome, if I might, Mr. Chair-
man, the more than 50 constituents who got on a bus yesterday
from Rochester, NY. [Applause.] They are from the Center for Dis-
ability Rights and the Regional Center for Independent Living. And
the reason I am a proud co-sponsor and fighter for this bill is these
people alerted me to the real need. So, thank you for being here.

The CHAIRMAN. Thank you, Senator, very much. [Applause.]
Thank you.

I now welcome Senator Harkin, who is chairman of the Labor,
HHS Subcommittee of the Senate Appropriations Committee, and
also chairman of the Agriculture Committee, and quite a remark-
able man in many ways. I very much welcome you, Senator. Again,
thank you very much for your strong work in the Community
Choice Act.

You have been a real leader. In fact, I cannot think of another
member of this Senate who is anywhere close to you in the work
that you have undertaken in this area, and many others, and we
thank you very much for having the opportunity to listen to your
statement. Thank you.

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

Senator HARKIN. Mr. Chairman, thank you for those kind words.
And thank you for your leadership, and Senator Grassley, both, in
moving this ball down the field over the last few years. We have
made some progress. I think what we are talking about here today
is finally getting to the goal line.

I want to thank all of the CCA activists who are out here in back
of me coming from different parts of the country—obviously more
from New York than anywhere else. [Cheering.]

I want to thank NCIL, the National Council on Independent Liv-
ing, ADAPT and their leader, Bob Kafka, who was going to be here
but was in the hospital, and is now out, and others for their very
long and persistent struggle for fairness, equity, and opportunity.

Mr. Chairman, it was 17 years ago this summer that the Ameri-
cans With Disabilities Act was signed into law by President Bush.
There were four goals set out in that bill, enunciated very clearly:
equal opportunity, full participation, independent living, and eco-
nomic self-sufficiency.

At the time when this passed the Senate and the President
signed it later into law in 1990, I said at the time on the floor,
since I was the chief sponsor of that bill, that this opens the door,
but the next, most important thing we have to do is provide per-
sonal attendant services to people. I said that in 1990.
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So it has been 17 years since ADA and since we started this
push. It has been over 10 years since MiCASSA (the Medicaid
Community Attendant Support and Services Act) was first intro-
duced. Now, MiCASSA was a precursor of this bill. I might just
add, for those who maybe do not follow this or maybe came later,
it was first introduced in the House by none other than Newt Ging-
rich himself, who was then Speaker of the House. He is still a sup-
porter of this, I might add, of the Community Choice Act.

So, really, Mr. Chairman, you outlined, I think, very succinctly,
very clearly, very eloquently in your opening statement, what this
is about. It is about giving people choice about where they want
their Medicaid dollars to be spent. That is really all it is about. As
you will see on the shirts, what people have been saying for years,
“Our Homes, Not the Nursing Homes.” Let us decide where that
money should be spent.

Right now, and as you are all aware—I am just repeating things
I am sure you know—there is this bias in Medicaid. Two-thirds of
the money in Medicaid goes to nursing homes, one-third goes to
communities and home-based care. That is because, under Med-
icaid, they shall, they have to, they must provide the funding for
that. But under community- and home-based, they may. That is the
difference.

Now, also, I might just point out that a lot of States have waiv-
ers. Most States have some kind of a waiver program, and some
States do it better than others. I think Iowa does a pretty good job
of waivers; obviously Montana has a good waiver program. I am
not familiar with all the waiver programs, but it is a hodgepodge
of different things around the country, some States better than oth-
ers.

But even with a State that has a good waiver program, you have
almost a web of entanglement of things that people have to go
through to try to figure out if they can qualify. Now, you take Iowa,
for example. Mr. Concannon can speak about this. If you get in the
physical disability waiver program, you have a $500 a month cap.
Well, then you have to think about, well, maybe I need more than
that. I cannot get all the attendant services I need so I can get up
and go to work every day.

Well, but there is a cap there. So then you apply to another pro-
gram, you try to get in under another waiver, under the Ill and
Handicapped program. Well, maybe you can get into that. Well, but
that has a year’s waiting list. Well, maybe there is another pro-
gram. So what happens in these States with waivers, when some-
one enters the system, they apply for every waiver. Then it kind
of becomes a bureaucratic entanglement. Again, it should not be
that way, that people have to go through that.

So when you apply for a waiver program, a person with disabil-
ities hopes they are eligible. They hope they meet the eligibility re-
quirements. Second, they hope that there is space for them in that
waiver. Third, you hope that it is not capped so that you might get
2 or 3 weeks of service, but not the last week.

So with all due regard to waivers, it is time now to move beyond
that. The ball has been moved down the field. The time has come
to move beyond that and to have broad-based community-based
services to lift that bias in the Medicaid program.
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With appropriate community-based services, we literally can
transform the lives of people with disabilities. They can live with
their families and friends. They can be the neighbors down the
street, not someone warehoused down the hall with strangers
whom they do not know.

Now, I would just close with a story about my nephew, Kelly, to
give you an idea of the differences. My nephew Kelly was injured
27 years ago. He was a young man of 19. He got injured and be-
came a quadriplegic. Well, he wanted to go to college, so he went
and he got good service. He went to college and he got his degree.
He then became independent and he has lived in his own home
ever since. He got the use of his arms back and he can actually
drive a van with a lift. He gets in the van and he goes to work
every day.

A nurse comes in every morning. Every morning, a nurse comes
in, gets him out of bed, does his exercises, does the other things
he needs, drains him, all that kind of stuff, gets him ready to go
to work. Kelly gets in his van and he goes to work. He comes home,
he makes his own meals. He invites friends over to his house. Then
he has someone who comes in and helps him get ready for bed. The
next morning, he gets up, the nurse comes in and gets him ready
to go, and he goes to work. He pays taxes. He is a contributing
member of society.

Now, how does he afford to do all this? Is his family rich? No.
His mother, my sister, died many years ago. A family of very mod-
est means. His dad is now 88 years old. They do not have any
money. How does Kelly afford to do all this? He got injured in the
military. The VA picks it up. The VA picks up everything, gives
him the opportunity to go to school, to live independently, to have
his own life, to get a job and pay taxes.

If Kelly, at age 19—1I say to my friends, if he had gotten injured
in a car wreck, he would never have been able to live the life that
he has lived. He would not have those services available to him.
That is the difference. He had his choices simply because he was
injured in the military.

I say it is now time to give every disabled person in this country
the things that Kelly had, the kind of choices to make, the freedom
to live their own lives, not warehoused in a nursing home. That is
why this is so timely. This is so timely. We have been waiting a
long time, as I said, 17 years; 10 years since it was first introduced,
8 years since the Supreme Court said in the Olmstead decision that
the State had to provide the least restrictive environment under
the Americans With Disabilities Act.

So now it is time for us to take that final step and to at least
provide that those who are on Medicaid, they get the choice to do
what they want to do. It really is, as you said, Mr. Chairman, what
that Freedom Bell says. It is time. It is time to do it. It is past time
to do it. It is time to look ahead, as you said, Senator Grassley. It
is time to look ahead and get the Community Choice Act through
and give people the freedom that they deserve. Thank you, Mr.
Chairman. [Applause.]

The CHAIRMAN. Thank you, Senator, very much.

Do Senators have any comments? Thank you, Senator. You have
been a real leader here. We deeply appreciate it.
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I see Senator Wyden wishes to be recognized.

Senator WYDEN. Mr. Chairman, thank you. I want to congratu-
late our colleague. It seems to me that this cause is very straight-
forward. This is an opportunity to give vulnerable Americans more
of what they want, which is to stay at home at a cheaper price
than the alternative, which is institutional care. That is what this
is all about. I want to congratulate you on your effort.

The proposal that you have offered is very much consistent with
what Senator Bennett and I are offering in our Universal Coverage
Plan, and I want to commit to you and to all the folks who have
journeyed far and wide, we are going to fight to make sure that
your just cause is part of any universal coverage proposal that gets
through the U.S. Congress, and I congratulate you. [Applause.]

The CHAIRMAN. Thank you, Senator. Thank you very, very much.
Thank you, again, very much for your contributions.

Senator HARKIN. Thank you, Mr. Chairman.

The CHAIRMAN. You are a real leader, and many people deeply
appreciate it.

Senator HARKIN. Thank you very much, Mr. Chairman.

The CHAIRMAN. Thank you.

The next panel. Our first witness is Bob Liston. Bob is director
of Montana Fair Housing, and he will provide the committee with
his experiences both as a person with a disability and as an advo-
cate for home- and community-based services. Bob, welcome to the
committee. Next, Mitchell LaPlante. He is an associate professor at
the Institute of Health and Aging at the University of California,
San Francisco. He will discuss his research on the cost estimates
of home- and community-based services. Then we will hear from
Patrick Flood, director of Vermont’s Agency of Human Services,
and then Kevin Concannon, director of Iowa’s Department of
Human Services. He will describe their State’s challenges and suc-
cesses in expanding home- and community-based services.

Thank you all for coming. I would remind you all that your writ-
ten statements will automatically be included in the record, and I
urge you to confine your oral statements to 5 minutes. All right.

Mr. Liston?

STATEMENT OF BOB LISTON, DIRECTOR,
MONTANA FAIR HOUSING, MISSOULA, MT

Mr. LisTON. Thank you, Chairman Baucus, Ranking Member
Grassley, and members of the Senate Finance Committee. Thank
you for the opportunity to testify today on assuring that home- and
community-based care is at least an equal option as we move for-
ward to reform our broken long-term care system.

My name is Bob Liston, and I am proud to be a person with a
disability and proud to be from Montana, the last best place. I am
testifying today as an individual who has lived with a disability for
37 years and am part of the disability community that is 17 per-
cent of the Nation’s population.

I am also testifying as one of the legion of baby boomers begin-
ning to knock on the doors of the Nation’s public and private long-
term care systems. I will tell you that, in all my 53 years on this
planet, I have never met anyone of any age or any disability who
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said they want to live in a nursing home, an ICF/MR (Intermediate
Care Facility for the Mentally Retarded), or any kind of institution.

Finally, I am also testifying as a professional who has worked
and volunteered over the course of a lifetime to assist people with
even the most significant disabilities to move out of nursing homes
and other institutional settings and to live in their own homes, in
their own communities with the necessary services and supports.

I am not an academic, a researcher, or a bureaucrat. I have been
in the trenches, partly for selfish reasons: I do not want to go to
a nursing home. So, I have worked to figure out the best ways for
people to stay in the community. I want to guarantee a level play-
ing field so I have a choice to live where I want, and from whom
I purchase my long-term care services.

While assisting others, I have learned more than I could ever
imagine about supporting people to live in the community. I can
say with complete confidence that I know what is possible. When
I was an invulnerable 16-year-old high school student athlete, I
rolled a pick-up down a mountain on the outskirts of Helena.

Montana being a rural and frontier State, trauma centers were
few and far between. I was taken to a hospital in Great Falls, near-
ly 2 hours away, though my mother insists it was about a 15-
minute drive. After spending 3 months there immobilized in a
Stryker frame, the doctor came into the room on the last day, cas-
ually telling me, oh, by the way, you’ll never walk again, and then
signed the order sending me to a nursing home.

Once there, it took me about 30 seconds to realize, this is where
people come to die. During the 4 months I spent there, they were
dying all around me. In fact, two boys with Duchenne muscular
dystrophy, who were younger than I was, were admitted to the
nursing home. The staff told me I should not be depressed about
myddisability, because at least I would be leaving. They were there
to die.

I know firsthand what it is like to be sent to a nursing home,
so I am sure you will not be surprised when I tell you that I would
rather die than ever go back to a nursing home again. In many
ways, I represent every man and every woman in this country. I
am not a man of means; I work full-time and then some for a
small, nonprofit organization that exists to ensure that no Mon-
tanan experiences discrimination in housing.

I work very hard, but my organization runs on a shoestring, a
shoestring that does not include health insurance, retirement, or a
long-term care program. My wife and I save for our eventual retire-
ment, but it is unlikely that we will be able to cover all of our long-
term care costs out of our own pockets, no matter how much we
scrimp and save now.

I have been surprised to learn that Medicare does not cover any
ongoing community-based long-term care services. That means it is
very highly likely that at some point we will be reaching out to
Medicaid-funded long-term care services. This is the situation of
many aging baby boomers.

Right now, according to CMS, about 70 percent of Medicaid long-
term care dollars go to nursing homes and other institutional set-
tings, and just over 30 percent go to home- and community-based
services. This ratio has been gravely concerning for my own future,
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because it means I do not even have a 50/50 chance of being able
to choose to stay in my own home as I age and become increasingly
disabled.

The institutional bias in the Nation’s Medicaid program gives me
2-to-1 odds of being forced into a nursing home. The Community
Choice Act would help level the playing field and give me real
choice. This institutional bias also means that a creative State like
Montana does not have the flexibility it needs and deserves to
stretch precious Federal and State dollars in a way that is most ef-
ficient, cost-effective, and in keeping with the needs and desires of
its citizens.

Montana is the fourth-largest State in geography, with one of the
smallest populations in the country. In a rural, frontier, and tribal
State like ours, or a number of other States, offering people only
the choice of a distant institutional setting is cruel to the indi-
vidual and cruel to the families and friends.

Real choice, as provided in the Community Choice Act, would not
only serve us better and more cost-effectively overall, but it would
give the State the tools it needs to be good stewards of public
money, while being responsive to its citizens.

While I was on the Montana Statewide Independent Living
Council, one of my colleagues who lived on the Fort Peck Indian
reservation had a sister who needed extensive support. When his
sister got to the point where the family could no longer provide all
of the support she needed, she was placed in a nursing home 5
hours away.

This was the closest nursing home that said that they could pro-
vide the services that she needed and had an open bed. This is also
a place where many folks have been sent when they age out of
State developmental disability and mental health facilities.

This facility was closed about 4 years ago for extensive abuse and
neglect of persons living there. Needless to say, this was an incred-
ible blow to my colleague and his family. They felt they had aban-
doned their loved one, violating not only family values, but also Na-
tive American traditional and cultural values.

This scenario is a frequent one in rural, frontier, and tribal
States. People are placed far away from loved ones. Mr. Chairman,
you have already expressed one of my stories about a good friend
of ours, Mark, who moved from North Dakota to escape a nursing
home. It is a pleasure to say that he has just started attending the
University of Montana and, hopefully in a few years, will be earn-
ing a good living in journalism, writing about disability rights and
the movement as we go forward.

The CHAIRMAN. Bob, I see you have a lot of pages left in your
hand.

Mr. LISTON. Not really. Not really.

The CHAIRMAN. If you could figure out how you are going to sum-
marize, that would be very helpful.

Mr. LisTON. All right. I hope you will read about some of the
other scenarios in the written testimony that I have submitted, and
also watch the DVD that I submitted to all of the members.

The CHAIRMAN. We have it here. Right.

Mr. LisTON. The DVD is a summary of testimony that was taken
in Nashville a little over a year ago.
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I have had the opportunity to assist people with some of the most
significant disabilities to live and thrive in the community after
long stays in various institutional settings. The Community Choice
Act will allow people to stay in their homes while they pursue the
lives they choose.

I cannot tell you the number of people across the country who
have had to move from their home States to another State just to
receive community-based services. If they had not moved out of
State, they would have been forced into a nursing home or institu-
tion. This is wrong.

People with disabilities, whether newborn or grandparents, de-
serve a level playing field that does not enforce only one solution
for people, but instead lets us have a choice personally and lets our
States have the flexibility to make responsible decisions that make
the best use of public dollars.

The Community Choice Act does not create a new, unfunded
mandate. We already pay for this assistance when people are
forced into nursing homes and other institutions by the Medicaid
institutional bias. The Community Choice Act simply makes the ex-
isting mandate more responsive to consumers, and in the aggregate
will prove to be a more cost-effective use of public dollars. It does
not make more people eligible. It does not force the closure of nurs-
ing homes or institutions, it simply means that people who are
eligible——

The CHAIRMAN. I am really going to have to ask you to summa-
rize if you could, Bob.

Mr. LisToN. All right. I urge you to pass S. 799 out of committee
and to the full Senate. The disability community has been waiting
for over 15 years, and over that time so many of us have become
seniors with disabilities, still waiting for community choice.

In closing, I would like to thank Senators Schumer and Salazar
for their co-sponsorship of the Community Choice Act, and I en-
courage all of you to look at the attachments, as I have already
mentioned. Thank you again for this opportunity to testify. I would
be happy to answer any questions that you have.

The CHAIRMAN. Thank you, Bob, very, very much. I appreciate
that very much. Thank you. [Applause.]

[The prepared statement of Mr. Liston appears in the appendix.]

The CHAIRMAN. Mr. LaPlante?

STATEMENT OF MITCHELL LaPLANTE, ASSOCIATE PROFES-
SOR, DEPARTMENT OF SOCIAL AND BEHAVIORAL SCIENCES,
UNIVERSITY OF CALIFORNIA, SAN FRANCISCO, CA

Mr. LAPLANTE. Chairman Baucus, Senator Grassley, members of
the Senate Finance Committee, I am honored to speak today on ex-
panding the options low-income people with disabilities have to
choose between living in an institution and living in the commu-
nity.

In our Nation’s history, deinstitutionalization occurred first for
persons with mental illness in the 1960s. As a result of the Med-
icaid waiver program, a second wave of deinstitutionalization oc-
curred in the 1990s for persons with intellectual and developmental
disabilities.
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We appear to be entering a third wave of deinstitutionalization
in which persons with physical disabilities and older persons can
remain in the community instead of going to a nursing home or
similar facility. As our population ages, we must find ways to pro-
vide home- and community-based services of sufficient quantity
and quality so that individuals can choose where and how they
want to live.

The Congress, the administration, and the Supreme Court all
agree, people should be able to choose where and how they live. As
we have heard, Medicaid, in its design, rules, and procedures fa-
vors placement in institutions over home- and community-based
services, what we call the “institutional bias.” The key aspect is
that the institutional services are mandatory, while HCBS is op-
tional. Some States use their options, but many States do not.

The fraction of a State’s population that is provided personal care
services ranges from a low of 3 persons per 10,000 State residents
in the lowest State, to 84 persons in the highest State. That is a
ratio of 28:1.

About 30 States use the personal care services optional benefit,
which funds personal care services and attendants. In States that
do not use the personal care services option, those services are only
available if the State has a waiver that provides personal care. Un-
like the personal care services benefit, the waivers are often re-
stricted in who they will serve, and there are long waiting lists, as
we have already heard.

While additional HCBS opportunities can be created through the
Deficit Reduction Act of 2005, which I think is an excellent oppor-
tunity, these too are optional. This maintains the significant bias
towards institutions, and individuals are not provided a real choice
in certain places of the United States.

Given the situation, it is not surprising that there is unmet need
for personal assistance among low-income persons. The fraction of
people who need help with two or more activities of daily living
who have unmet need for personal assistant services and are poor
is 31 percent among working ages, actually a little bit higher than
the elderly, which is 25 percent.

Unmet need is important because it is associated with a host of
adverse consequences, such as injuries from falling, poor nutrition
and dehydration, and others, all of which are unnecessary and add
significant cost to the health care system.

The Community Choice Act is a proposal for people with low in-
comes who have an institutional level of need—not for everybody,
just for those with an institutional level of need—to help them
avoid institutions, allow them to choose community services, and
reduce unmet need.

By making personal care services a mandatory benefit, the
Choice Act would greatly reduce the institutional bias. However,
this idea, this piece of legislation, has had an albatross around its
neck since the idea was first introduced in the Senate.

The Congressional Budget Office estimated in 1997, for an ear-
lier version of this bill, that new Federal expenditures would be
$10 to $20 billion a year if only a quarter of those who could be
eligible obtained the benefit. I have to say, frankly, that estimate
is inflated and erroneous.
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Based on research I and my colleagues have published, we esti-
mate a range from $1.4 to $3.7 billion, depending on a rate of par-
ticipation from 30 to 80 percent. Adjusting for inflation, it is about
one-tenth the CBO estimate.

Now, the key difference is the number of people who would be
eligible. Assessment of institutional need is typically based on hav-
ing two or more of the basic activities of daily living, which include
bathing, dressing, transferring, toileting, and eating. The CBO esti-
mate included people who need help with a much broader set of in-
strumental activities, including shopping for groceries or getting to
places outside of walking distance.

However—and I think we would all agree—someone who only
needs help shopping for groceries certainly is not a candidate for
an institution. Including these activities greatly inflated the CBO
estimate.

There has been concern over a “woodwork” effect. I think I will
just say that the Community Choice Act will generate some wood-
work effect, no doubt, but it will not be a large woodwork effect be-
cause it restricts the benefit to people with an institutional level
of need. We estimate 600,000 persons would be eligible, not several
million.

I am concerned that the institutional need criteria should be
more specific. We know some States use loose criteria—in one State
you only need a doctor’s letter to be admitted to a nursing home—
while others use strict criteria, such as needing three or more ac-
tivities of daily living for determining need. I think institutional
need criteria should be more specific in the CCA, such as needing
help in two or more ADLs, so that this does not become an Achilles
heel for the legislation.

While it is often claimed that HCBS is cheaper, the argument is
rarely made that HCBS costs any more than institutional services.
One study concludes that Medicaid could be saving $44,000 per
person by providing HCBS instead of a nursing home stay.

Our ongoing research at the center where I work, the University
of California, shows that several States that have greatly expanded
their HCBS programs in the 1990s have been able to reduce their
institutional expenditures within 5 years. States that have estab-
lished HCBS are ahead of the curve in controlling their costs.
States that are reluctant to explore their options are behind the
curve and experiencing increasing costs.

I am aware that States do not like Medicaid mandates, but,
given ample options, many States apparently did not have the
wherewithal to rebalance their long-term care systems. Twenty
States, for example, are not participating in Money Follows the
Person 2 years after the grants were first announced. I will just
mention again the 28:1 ratio fraction of the population getting per-
sonal care services by State. It illustrates that some States are
doing much more than others.

It is my professional opinion——

The CHAIRMAN. I am going to have to ask you to——

Mr. LAPLANTE. I am going to wrap up.

The CHAIRMAN. All right. I appreciate it.

Mr. LAPLANTE. Just two sentences left.
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It is my professional opinion that the CCA is socially and fiscally
responsible legislation. It would replace the safety net that varies
depending on which State a person lives in with one that is more
uniform for persons with significant disabilities, reducing that ratio
from 28:1 to closer to 1:1, and is likely to save money in the long
run, while improving people’s lives. Given that the oldest baby
boomers are 61 years old today, there is not much time left to get
rebalancing done. Until the institutional bias in Medicaid is rem-
edied, choice will remain constrained.

The CHAIRMAN. Thank you, Mr. LaPlante.

[The prepared statement of Mr. LaPlante appears in the appen-
dix.]

The CHAIRMAN. Mr. Flood?

STATEMENT OF PATRICK FLOOD, DEPUTY SECRETARY,
VERMONT AGENCY OF HUMAN SERVICES, WATERBURY, VT

Mr. FLOOD. Good morning.

The CHAIRMAN. Good morning.

Mr. FLooD. I thank you for the opportunity to come and talk to
you about the State of Vermont today.

I would like to tell you, first, a little bit about myself. I was a
nurse for 7 years. Before that, my first job in health care was as
a nurse’s aide in a nursing home. I subsequently was an advocate
for people in nursing homes, a long-term ombudsman. I then li-
censed and regulated nursing homes, and I have run home- and
community-based programs for a long time now.

The point is, I have been on the inside and I have been on the
outside. I am here to tell you today that there is, indeed, a better
way to run a long-term care system than what we have today. We
are doing it in Vermont today, and it works.

We have a system in Vermont where people can choose whether
they want to live in a nursing home or get their services at home,
and we have managed to do that in a cost-effective way. It is not
a theory, it is not pie-in-the-sky. In fact, it can be done, and it is
being done in my State today.

The key point here is, not only is this what people want—people
want to stay at home and they prefer home-based alternatives—but
that it is cheaper. Now, how often is this body going to encounter
a public policy question where you can give the people of this coun-
try what they want and save money? You do not have too many
opportunities, and this is one of them right before you. The time
has come to implement that nationwide.

You have heard about the institutional bias in Medicaid, and I
want to touch on it for just a minute. Let us examine the way the
current system works today. If you want to go to a nursing home
and you are Medicaid-eligible, you get to go if the bed is open. If
you want to stay at home and get those services, which are cheap-
er, you have to get in line and you have to wait.

Now, this makes absolutely no sense. Why would we make the
most expensive service that people do not even want the entitle-
ment, while the service people want, which is cheaper, you have to
wait in line for and it is capped across the country? It makes abso-
lutely no sense, yet that is the system we have today.
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Some people argue that home-based care is not cheaper. I just
want to tell you very quickly, in my State we got tired of hearing
this, and in 2002 we did a comprehensive study where we looked
at not just the costs in the nursing homes or the costs for the
home-based services, we looked at the cost for everybody, all the
Medicaid costs for the people in these systems, their doctors’ costs,
their transportation costs, their hospital costs, their medication
costs.

We added them all up and we compared them. When all was said
and done, the costs for keeping an elderly person, on average, in
their own home was two-thirds the cost of being in a nursing home.
We have a very generous program, a very generous home- and com-
munity-based program in Vermont—two-thirds the cost. The cost
for a younger disabled person was about the same. So as far as I
am concerned, that question has been answered a long time ago.
It is, in fact, on average, cheaper to keep people in their own homes
or in alternative settings.

So if for no other reason than economics, it made sense for us
to move in this direction. But I would remind you, of course, that
it is absolutely the right thing to do for elders and people with dis-
abilities as well.

We made a lot of progress over the years in reducing our reliance
on nursing homes and increasing our home- and community-based
services, but we kept running up against this institutional bias. We
had people waiting on the waiting list. At some point they cannot
wait any longer and they go in the nursing home, and they cost us
more money. It really made no sense.

So we asked the Federal Government for what is called an 1115
waiver. I will not go into explaining what that all means, but it
gave us a lot of flexibility to redesign our Medicaid system.

In our system, we created equal access to either a nursing home
or home-based service, and we did it in the context of a manage-
able budget. All I am going to say about that is, in simple terms,
what it lets us do is create a waiting list if we have to. We appro-
priate a certain amount of money. If we need to, we can put people
on the waiting list.

The people who would go on the waiting list are the lighter care
people, not the people who have heavy needs. We serve them first.
But the more important point about a waiting list is that there has
always been a waiting list. There is a waiting list in every State
in this country right now for people for home- and community-
based services. That is not fair. There is no waiting list for nursing
homes. If there is going to be a waiting list, it should be equalized
so that it is either for people waiting for nursing homes or for
home-based services.

Frankly, we do not have a waiting list today in our program be-
cause we have been able to reduce nursing home utilization by
enough that, if you take that money and you put it on the home-
and community-based side, in effect you can serve twice as many
people for the same amount of money. So you do not end up with
much of a waiting list because you can, in fact, deal with the so-
called “woodwork effect” that Mr. LaPlante mentioned. People do
not come out of the woodwork that you do not know anything
about. You can manage the system. It is achievable.
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The numbers in Vermont—I always have to apologize for this,
because we are a small State, so you might want to add a zero or
two to whatever I say. But I think the Senator from Montana
would appreciate the small numbers.

In the 2 years since this program started in October of 2005, we
have added nearly 500 people to our home- and community-based
waiver system. That is twice as many as we could have otherwise,
and that is a critical point: twice as many as we ever could have
in the old system. So, in fact, it does work. Our nursing home utili-
zation is down, our home- and community-based services are way
up. So, the service has basically worked exactly as we designed it.

I am just going to touch on this very briefly and tell you that any
home- and community-based system has to have a portfolio of serv-
ices. It has to have a lot of options, because everybody’s needs are
different and you have to be flexible to meet those needs.

I would also say, we need to emphasize consumer direction, be-
cause consumers know better than any agency or any bureaucrat
what they need for services. Those things are both emerging in our
systems across the country. I would also say that there is a lot of
worry all the time about, what is going to happen to the nursing
homes?

First of all, we are not going to need these nursing homes in 15
or 20 years when the baby boomers are coming on because the
baby boomers are not going to move into nursing homes, number
one. Number two, in 15 to 20 years when baby boomers need that
care, those nursing homes are going to be obsolete. So what we do
need is alternatives that the baby boomers, in fact, will use and
will support.

So what I would like to say is that, in fact, any State can do
what we have done, except for Federal law. The Federal law pro-
hibits States from taking the steps that Vermont has taken in cre-
ating equal access because of the nursing home bias, and we need
to change that. Congress has to find a way to give States permis-
sion to equalize access to either home-based care or nursing home
care, and I think that the bill that you have before you may very
well be that vehicle.

The CHAIRMAN. Thank you, Mr. Flood.

Mr. FLoOD. Can I make one final comment, Senator?

The CHAIRMAN. Briefly. You care very passionately, and I really
appreciate that. But I must say, your panel is having a little hard-
er time limiting itself to the 5-minute rule. That is fine. That is
great. There is not many more.

Mr. FLOOD. I only need 35 seconds here.

The CHAIRMAN. You got it. Thirty-five.

Mr. FLoop. It is almost 11 o’clock here in Washington. That
means it is 10 o’clock in Iowa, and it is 9 o’clock in Montana.

The CHAIRMAN. Right.

Mr. FLooD. Right now, there is a family having to take their
mother or their son to a nursing home to live because there is no
alternative. It is high time that that is stopped. That is happening
all over this country, and it is not necessary. There is a better way,
and the State of Vermont stands ready to help Congress, CMS, or
any other State design and develop a system that truly does serve
people. [Applause.]
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The CHAIRMAN. Thank you very much.
[The prepared statement of Mr. Flood appears in the appendix.]
The CHAIRMAN. Mr. Concannon?

STATEMENT OF KEVIN CONCANNON, DIRECTOR,
IOWA DEPARTMENT OF HUMAN SERVICES, DES MOINES, IA

Mr. CONCANNON. Good morning, Senator Baucus, Ranking Mem-
ber Grassley, and members of the Finance Committee. I very much
appreciate the opportunity to meet with you today. We are very for-
tunate in the State of Iowa to have Senator Grassley and Senator
Harkin, whom you heard from earlier this morning. But I also note
on this committee today, and personally, Senators that I have had
the privilege to work with in the past, Senator Snowe in the State
of Maine, Senator Wyden in Oregon, and Senator Smith in Oregon.

So, in some respects I feel like an alumni association here today.
These are three States actually that I think are notable in terms
of their efforts to provide alternatives to institutional care for their
populations. I appreciate having the opportunity to comment today
on some of the efforts under way in Iowa to divert people from in-
stitutional care.

First of all, I should mention that the Department of Human
Services in Iowa has a variety of responsibilities, not uncommon to
other States with such organizations. But importantly, the Med-
icaid program is by far, I think, the most important and far-reach-
ing of all of our responsibilities.

Iowa has been steadily moving, going back to 1984, its first
home-based care waiver, into availing itself of options to divert peo-
ple from institutional care. We currently have about 23,000 persons
enrolled in HCBS waivers compared to 13,000 Medicaid residents
in nursing homes, or ICF/MRs in our State.

HCBS programs have grown, both in terms of their reach and
importance. Now they are growing, both in terms of numbers of
persons, but also in terms of the percentage of the Medicaid budg-
et. It has moved from $176 million in 2003 to $348 million in 2007.

But I also want to note that, as I think we have heard in the
testimony starting with Senator Harkin this morning, and with the
chair and the ranking member, what has changed, I think, in
terms of policy over time in our country for both frail, elderly per-
sons and people with disabilities, are the values, the recognition of
the values of autonomy of choice, of being able to live and remain
in one’s own community. Gradually—certainly not fast enough for
anybody, but gradually—the public financing programs are being
tailored to support that. I am going to speak to that in a few min-
utes.

I have asked the staff to hand out a brochure—I hope members
have it here—that describes the various Iowa programs, both the
seven HCBS waivers that we have, but importantly, on the back,
the last page of that, it describes the consumer choice option. I
think that responds to many of the concerns that people have noted
here today.

Innovative approaches are certainly part of the effort we are
making in our own State to say, what else can we do for, again,
assisting and accommodating the needs of people who are frail, el-
derly, or people with disabilities? We have introduced something
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called Consumer Choices, which in some States is referred to as
Cash and Counseling. I avoid using that term in my State because
I do not want people to misunderstand really what it is intended
to be.

But the Consumer Choices, we have gradually introduced this
over the past year. It is now available State-wide. We are now one
of approximately 18 States that have this option. It is a Medicaid
waiver. Within that waiver, individuals are allowed to purchase the
services directly. They may hire the person providing that care.
They may hire the agency directly. It speaks to, I think, a very
basic American value: he or she who pays, people pay attention to
the source of that pay.

When individual persons who are eligible for any one of our
waivers, excluding the Children’s Mental Health Waiver, they are
allowed to, in effect, have the dollar resources that we would typi-
cally spend for them, including if they were to be admitted into a
nursing home, deposited. In Iowa’s case, we have the State’s larg-
est credit union, I am happy to say, serving as the fiscal agent.
That is part of their social mission, as well as being a very respon-
sible banking institution.

We have caseworkers who work with them who are so-called sup-
port brokers. But what is notable in this program, I think, that one
often hears in terms of concern, it provides the opportunity for peo-
ple to pay family members and it also lends itself to rural areas
where there may be workforce shortages, and we have certainly ex-
perienced that in some of our rural counties. So, we are very ex-
cited about the Consumer Choices option.

A second area of implementation that I wanted to bring to this
committee’s attention—I realize you have a responsibility as well
for child welfare programs—is our Children’s Mental Health waiv-
er. In nearly half of the States in this country, for a child with a
serious continuing mental health need, if that family is not poor
enough to be on Medicaid or possibly the SCHIP program, or rich
enough to have the resources to be able to provide for that care,
in order for public health to come to that child over time, custody
relinquishment must occur. They must relinquish the custody of
the child in the court system, something in our State we call a
CINA (Child in Need of Assistance) program; some States call it
CHINS (Child in Need of Services).

To me, about half the States in the country still require that. We
sought a waiver 2 years ago. I am happy to say we changed our
State law. The courts are very happy with this, families are very
happy with this. We are diverting children from residential care.
We are helping children with serious mental health issues, pro-
viding them better, more tailored care in their own families.

A third area I wanted to mention is the Money Follows the Per-
son. I think that was referenced in Senator Grassley’s testimony.
We are a State that has the fifth or sixth highest rate of ICF/MR,
Intermediate Care Facilities for People with Mental Retardation.
We received a 5-year grant within the last year. We had deter-
mined to provide better alternatives to individuals, in keeping with
the Olmstead decision, again, previously cited here today. I think
that is a very important opportunity for us.
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Finally, I wanted to mention the Deficit Reduction Act opportuni-
ties. We, like many States, had previously in our Medicaid program
something called Adult Rehabilitation Option. Unfortunately, that
option was adopted by our State in 2001, acting in good faith, and
provided a lot of needed services to people with disabilities, but it
was one of the first such programs audited by the OIG, and Iowa
ended up repaying the Federal Government about $6 million be-
cause a number of those services really did not adequately fit the
rehabilitation standard, so to speak.

Now, the Deficit Reduction Act has provided an opportunity for
us in a particular section to create basically what we are referring
to as “habilitation,” a functional need for many of the people in our
population. In Iowa’s case, the principal beneficiaries of that, about
3,700 this first year, are people with chronic or persistent mental
illness.

The committee may be well aware of the fact that within Med-
icaid programs there are many more options for people with mental
retardation, principally because, going back to the 1970s, of the in-
troduction of something called Intermediate Care Facilities for peo-
ple with Mental Retardation. That, and the waivers or the options
for those kind of services.

We do a better job in this country for people with mental retar-
dation. We do not do nearly as well for people with chronic mental
illness. The Deficit Reduction Act, cited by Senator Grassley in his
comments, created a section that allows us to really provide much
better habilitation and services to that population in our State.

Finally, I wanted to note the efforts we have been making, in co-
operation with CMS, to ensure the quality of care in our home-
based care programs. I would admit that in the early years, I do
not think there was sufficient attention paid in our State to mak-
ing sure that quality was provided in the alternative programs. I
think people were happy to have alternatives, and it was a faith-
based initiative, by intent or not.

We pay much more attention now to the quality issues that are
faced by people. We are happy to have the alternatives. We are
pleased with the general direction of providing alternatives, as has
been cited by virtually everybody here today. People would much
prefer to have a safe, quality alternative than to be required to be
institutionalized.

Thank you.

The CHAIRMAN. Thank you, Mr. Concannon, very much.

[The prepared statement of Mr. Concannon appears in the ap-
pendix.]

The CHAIRMAN. Senator Grassley?

Senator GRASSLEY. I thank the Chairman for letting me go first.

Mr. Concannon, how many people would you expect to join the
option, the Consumer Choices option, that we have already referred
to? Is there an optimal number of enrollees that you would want
to have?

Mr. CONCANNON. Senator, the experience in States that have had
this option—Arkansas is one of the first. There were three States
that have provided this option now for about 8 years, as I under-
stand it. Typically, in the States that provide the option, some-
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where between 15 and 18 percent of the Medicaid-eligible popu-
lation opts to take that.

Now, to me, the important aspect of that is, that is an option
that is given to people. But it is also, I think, happily, a competi-
tive element that is introduced into the service system, because the
existing agencies that provide these services, knowing that, if I do
not respond to you and your need, you will have some different
choices, versus the sort of franchise.

I hate to overstate that, but the notion is that there is one local
agency and you have to live with it, good, bad, or indifferent. So
our current estimate in Iowa is that within several years we would
expect to be, based on our current waiver population, somewhere
in the 3,000-person range.

Now, again, those States—Arkansas cited that it was particu-
larly useful in obtaining a health care workforce for individuals in
rural areas. We have examples in Iowa where we have dollars set
aside for home care, but we do not have sufficient providers. I am
anxious to see what impact this may have in that regard.

Senator GRASSLEY. All right.

And for you and Mr. Flood, a second question. Many times when
people think about home- and community-based care, they think
about it in areas with concentrated populations. Yet, your two
States are rural, and you have strong home- and community-based
programs. Have you faced barriers unique to rural States in imple-
menting programs to encourage home- and community-based care?

Mr. CONCANNON. Yes, we have. I mean, we have had current ex-
amples of some of our smaller rural counties where they do not
have the concentration of health agencies or home nursing agen-
cies. As an example, one of the steps that Iowa has taken, the leg-
islature last year passed laws to make it easier for existing nursing
facilities to also provide home-based care. We think there are two
aspects to that.

One, it can help those facilities be less dependent on just inpa-
tient care, analogous to hospitals. Many hospitals have really de-
veloped their outpatient capacity in recent years. Second, we think
they have a workforce that is already stationed there, and that this
may be a way of responding to some of the rural needs.

Senator GRASSLEY. What is your experience in Vermont?

Mr. FLOOD. There are a number of issues related to being a rural
State. I will just hit on some key ones, quickly. The consumer-
directed option that Mr. Concannon was referring to is critically
important when you are a small State, because you cannot rely on
agencies of nurses, like home health agencies, to provide all the
services, because they tend to be in the cities or the big towns. By
allowing people to hire their friends, their neighbors, their family
members, you expand the pool of caregivers tremendously.

So you have people who will never go to work for an agency, but
they might go to work for you for 4 hours a week, or twice a week,
or something like that. So a consumer direction really expands the
ability for us to deal with these issues in small States. I also think
that, instead of having 150-bed nursing homes, we can find afford-
able assisted living facilities that you can have in smaller commu-
nities of 30, 40, or 50 people that are much more home-like and
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much preferable to a big nursing home, and they can fit in some
of your smaller communities. That is another option.

One of the biggest challenges is transportation, because, when
you do expand home- and community-based services, you do want
to get people out of their homes into, say, for example, adult day
centers. That is a challenge. I think we are doing a pretty good job
in Vermont, but it is a constant struggle.

Senator GRASSLEY. Mr. Concannon, does a shift to—well, these
questions are about the quality of nursing home care and whether
it is going to be affected. Does a shift to home- and community-
based care affect the quality of care in nursing homes? Since you
have implemented this, what is the experience in Iowa? How are
you ensuring that we get the quality of care that we want in home-
and community-based settings?

Mr. CONCANNON. Senator, to date, as you may know, the Depart-
ment of Inspections and Appeals works directly with us in the
State of Iowa to oversee quality of care in facilities, but we regu-
larly consult with them. I am mindful of, happily, a rare issue, a
failing nursing home over on the eastern side of the State that we
are working directly with, and have been the last several weeks.

But I might say, as I mentioned earlier in passing, the regimen
for nursing home care has been much more heavily, if you will, reg-
ulated and sort of understood over a period of years. I think for
home care, again, there was such a welcoming to this alternative,
that in the early years, at least, I do not believe we paid sufficient
attention to assuring quality.

We have been working very closely with the CMS office, in our
case, out of Kansas City. We are very focused. We pay attention to
incidents. For example, we have a meeting each Monday morning
in our Medicaid program in which they review any incidents that
have come to our attention across the State in home care. The pur-
pose of that is not only to pursue that, but to ascertain whether
there is a systemic issue here in terms of quality of care.

We do consumer surveys. As has been noted again here today,
it is most important in this. You will learn much by talking to the
people who are the beneficiaries of this care. We also want to make
sure that people are receiving an adequate amount of care. Again,
I am mindful of a current situation involving a number of children
with disabilities who are not receiving a sufficient number of hours
of care from the two organizations that were charged with pro-
viding that. So, we track those issues by talking to consumers,
interviewing them, auditing records, convening incident report
groups weekly.

Senator GRASSLEY. Thank you all very much.

The CHAIRMAN. Yes. Thank you, Senator.

A key question here is cost. Mr. LaPlante, you addressed it, in
saying that your estimates are that the cost of the Community
Choice Act will actually be about one-tenth the CBO estimate. That
gets to other questions, like, what kinds of services would the com-
munity, the more rural communities, provide? Are those institu-
tional? Would that be for a person who would otherwise qualify for
an institution, or not?

Could you tell me, Mr. LaPlante, again, how you arrive at your
one-tenth of CBO and whether you have had any discussions with



21

CBO, and what some of the misunderstandings might be? If we are
going to proceed here, to some degree it is going to depend upon
the cost here, partly because Congress is now operating under, as
you know, pay-go principles. If we spend more money, we have to
pay for it somehow. If we get the bill down a little bit, that would
help.

Mr. LAPLANTE. Well, I think the issue is simply how many peo-
ple would be eligible for this benefit and what the average cost of
the benefit would be per person. That is essentially how our esti-
mate is derived. In fact, there is

The CHAIRMAN. What is the difference, though, between you and
CBO?

Mr. LAPLANTE. Well, the difference is how many people would be
served. I think someone lost sight of the fact that the Community
Choice Act would apply to people who have an institutional level
of need. I am not sure if you are familiar with the CBO estimate,
but it was transmitted in a letter to then-Speaker of the House
Newt Gingrich. It was quite clear that the perception was that the
Choice Act would be an expensive piece of legislation, and it is
framed that way.

The CHAIRMAN. Do you know of a request for re-estimate lately?
Do you know?

Mr. LAPLANTE. Well, I think there ought to be a request. I think
this preceding and window of opportunity around the Choice Act,
I would hope, would precipitate a new request from CBO. That is
just how much money would be spent on people. I think, from the
idea of savings, as Mr. Flood and Mr. Concannon have pointed out,
those should be considered too because, quite frankly, if you can
save potentially $44,000 by avoiding a nursing home stay for some-
one by providing them $11,000 or something like that for home-
and community-based services, you can provide home- and commu-
nity-based services to five people who would not go into a nursing
home by diverting one person from a nursing home. I think Mr.
Flood said it was sort of 2:1. So, there is great potential for savings.
My point is, the expenditures are not as high as CBO said they
would be. If you include the savings, I think you could meet your
pay-go requirement.

The CHAIRMAN. Mr. Flood, do you want to respond to that?

Mr. FLoop. Well, I would, because I think there is plenty of
money in the system today. We are missing the point if we are just
looking at what these services would cost. Now, I have not done a
detailed analysis of the bill before you, but as has just been stated
and is my experience, you save money when you keep people out
of nursing homes. That money gets reinvested, and you can serve
a lot more people. I have already said that.

I think there are other methods, though, that the Senate and the
Congress can take, in my opinion, to try to control the costs. In our
State, as I say, we come up with a budget, we live within the budg-
et. There is a lot of money there if you divert people from nursing
homes. I think just giving States permission to do what we have
done would empower States to do almost everything that is in this
bill. It does not have to be any more complicated than that.

The CHAIRMAN. You do that primarily through a waiver?

Mr. FLooD. We have a waiver.
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The CHAIRMAN. Is that the primary tool that the government can
give to help Vermont set up the program that it wants?

Mr. FLoOD. Yes. We got what is called an 1115 waiver. It is a
very broad, flexible waiver. What I understand is, CMS is not going
to offer that opportunity to other States right now. I do not know
why. But as I said, you should not need a waiver, basically. You
should not need a waiver to stay in your own home, if you stop and
think about it.

The CHAIRMAN. Right.

You made an interesting statement, if I heard you correctly, that
you thought in the future there may be no more nursing homes,
at least not very many.

Mr. FLooD. Well, I am a pragmatist. I have been in this system
a long time. I know that we are not going to do away with every
nursing home in this country any time very soon.

The CHAIRMAN. Should we?

Mr. FLooDn. What?

The CHAIRMAN. Should we?

Mr. FLooD. Well, frankly, I think that the institutional—I have
worked in nursing homes. I do not think we should have nursing
homes as we know them today. [Applause.] Can those buildings be
transformed? Yes, they can. [Applause.]

The CHAIRMAN. How would you transform them?

Mr. FLooDp. Well, for example, they could be down-sized. One of
the most deleterious things about going into a nursing home is, you
have to share a room. If you are on Medicaid, you share a 20 x 20
room with a stranger, and that stranger may change every 2 or 3
months. It is not a very humane setting. If we could create an op-
tion where nursing homes could at least have private rooms for
people, if their environments could change, if the culture and how
they provide the care and who provides the care could change, then
there is a place for residential settings for certain people.

I am not saying that everybody can stay in their own home at
the end of the dirt road in Vermont forevermore. It is not possible.
So in answering your question, one of the things we have to do, be-
sides expand home- and community-based services, is change those
buildings so they are not the nursing homes of today or yesterday,
but the nursing homes of tomorrow. It is very possible.

The CHAIRMAN. Thank you.

Senator Wyden?

Senator WYDEN. Thank you, Mr. Chairman.

I thank all our panel. In a sense, this debate has not changed
a whole lot in the last 2 decades. Mr. Liston, you come today and
make a powerful statement about the need for independence and
dignity, and that is what all the folks who are behind you are seek-
ing. For 2 decades, the government has essentially come back and
said the same thing.

The government has said, oh, my goodness, if we do what you are
saying, Mr. Liston, there will be this huge problem of woodworking,
this idea that so many people will come out of nowhere to get this
benefit, and then it will be very costly to the government.

So I wanted to ask a couple of questions. I have tried to review
the literature very carefully on this, and I do not see any studies
that have been done that would suggest, with concrete evidence,
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based on everything that has gone on, that woodworking would be
an enormous problem under what you are talking about. I want to
ask a few questions, and get them in quickly, for you three.

Are there studies that make this argument of woodworking
which would undercut what Mr. Liston, correctly, wants to do?
Gentlemen? You three.

Mr. FLOOD. Let me answer first, quickly, by saying we have been
doing a study on it for 2 years. We opened the door to home- and
community-based services and we did not see a woodworking effect.
Other than that, I know of no study, because you cannot test the
negative.

Senator WYDEN. Right.

Mr. FLooD. Until you open the door, you have no idea.

Senator WYDEN. I am going to quit while I am ahead. [Laughter.]

Gentlemen, is there any evidence, based on the last 2 decades,
that Mr. Liston and all these good people here are somehow trying
to rip off the government? I cannot find any studies. The govern-
ment does lots of studies on fraud. I cannot find any studies that
suggest that there have been significant problems with fraud in
any of these programs. Gentlemen, are there studies that suggest
that? Mr. Concannon, so I can get it on the record, no?

Mr. CONCANNON. Not that I am aware of, Senator.

Senator WYDEN. Very good. Well, again, I just want to congratu-
late the four of you. You are doing the right thing for people. You
are on the right side of history. I would just point out to our friend
from Vermont, Mr. Flood, what Senator Bennett and I are doing
is, we make our long-term care provision in this Healthy Ameri-
cans Act modeled after what you all are doing in Vermont. I think
you are laying out the future. God speed to you, Mr. Liston, and
all the people who are with you. We are going to fight for this at
every single opportunity we have in the U.S. Senate, and I thank
you. [Applause.]

The CHAIRMAN. Senator Bunning?

Senator BUNNING. Yes. I would like permission to put my open-
ing statement in the record.

The CHAIRMAN. Without objection.

[The prepared statement of Senator Bunning appears in the ap-
pendix. |

Senator BUNNING. Mr. Flood, you have discussed Vermont’s ap-
proach to home- and community-based care that involves moving
people out of Medicaid institutional care, while putting them into
home- and community-based care, which saves money and gives
seniors an option that they seem to prefer very much. This seems
like an obvious path to take. Could you please elaborate on why
this is not done more often if it makes people happier and saves
taxpayer dollars?

Mr. FLooD. To be honest with you, I think the problem is—and
this is coming from somebody whose job it is to manage these serv-
ices and stay within a budget, so I am very pragmatic about this.
I understand how the world goes around. What happens in most
States is, they look at the potential woodwork effect, and they are
afraid to take the leap. States know they are stuck with the nurs-
ing home entitlement. They are going to pay that money every
year. They are afraid to take the leap into expanding home- and
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community-based services because they are afraid of a woodwork
effect.

Now, I think our experience has shown that it is very manage-
able. There are a number of ways to manage it and to keep control
over those expenditures. I could spend probably an hour, if you
wanted me to, explaining all that, which I do not think you want
me to do. But there are ways to manage it.

I think States are waiting for the Federal Government to give
them the kind of control that CMS gave us through our waiver.
That is what they are waiting for. Until they get it, and they are
going to need the Congress to give it to them, then they are going
to be very cautious about expanding their home- and community-
based services.

Senator BUNNING. Is it true, or is it not true, under the Deficit
Reduction Act, that any State can apply for a waiver of their Med-
icaid system in their State?

Mr. FLooD. I actually thought you were going to ask me another
question, which I will come back to in a minute. It certainly is true,
and it has been true for a long time, you can apply for a waiver.
But there are limited kinds of waivers, and we will not go into all
the alphabet soup of waiver numbers.

But the kind that we have is the most flexible and gives us the
opportunity to do what we have done. Nobody else has that oppor-
tunity today, nor apparently can they get it. So there are waivers,
yes, but they are limited. What most States do is, they cap their
waivers. So, the interesting question about the Deficit Reduction
Act is, the Federal Government has already done a little bit of
what I am asking for.

In the Deficit Reduction Act, they created a new State plan
under Medicaid for personal care. For the first time ever, they said
it is a State plan service, but you can cap it. You, the States, can
cap it. So they have really limited this option just to personal care
for people at 150 percent of poverty, so they tried to control it. But
then they said, you can cap it.

That has never been said before in a Medicaid State plan service,
so really all I am asking for is to take what Congress has already
done in the Deficit Reduction Act for personal care and expand it
to all home- and community-based services, and, with the savings
the States can generate, I think you will see many, many doors
open.

Senator BUNNING. Mr. LaPlante, in your testimony you discussed
your estimates of cost on the Community Choice Act. Why is it that
this legislation would use additional funds, where a program like
that used in Vermont by Mr. Flood seems to save money? Are there
significant differences in these approaches?

Mr. LAPLANTE. No, I do not really think there are significant dif-
ferences. It is just a case where sometimes you have to spend a lit-
tle money to save money, and I think that is what we are talking
about. It would increase the number of beneficiaries under Med-
icaid who would obtain personal care services, because there is
unmet need for that service that exists throughout the country. But
by providing that extra care or service that people need, there is
the ability to save money, save money by reducing nursing homes.
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One of the things is, Money Follows the Person, and waivers, and
these approaches, they are all great, but they just do not go that
far. One thing that they do not do, often, is keep people out of nurs-
ing homes in the first place. That is what the Community Choice
Act can do, or something like that legislation, is help people to stay
in their homes longer and avoid nursing home stays. That will also
be a great vehicle for saving money.

Senator BUNNING. Mr. Liston, in your experience with the dis-
ability community, do you feel that the administration’s Money Fol-
lows the Person program has helped the development of home- and
community-based services?

Mr. Li1sTON. In my experience, those States that have taken ad-
vantage of Money Follows the Person have benefitted. The problem
that we see is, if we do not have something that is national, States
can choose to pick a waiver. States can choose to take the Money
Follows the Person. But then what happens if somebody wants to
move from Tennessee to Colorado, and Colorado does not provide
what Tennessee did, or vice versa, in this case?

We need to have something that is offered across the Nation so
that everybody can have at least a basic minimum of services with-
out being penalized for where they move to or where they move
from, and potentially lose services or be put on a waiting list when
they move there. So, I think that is something that is missing out
of the discussion here, too.

Senator BUNNING. The national program you were talking about.

Mr. LisToN. Right. The Community Choice Act.

Senator BUNNING. It will be consistent.

Mr. LisTON. Have it across the board. Every State has waivers,
but they can pick and choose who they want to serve, pick and
choose what services they provide. People should be able to know
what is available across the board and they should be able to
choose. All we are asking for is what you all have, equal choice in
where you can go, and ensure that you have the services and sup-
ports that you need at home, no matter where your home is.

Senator BUNNING. Thank you very much, all of you. [Applause.]

The CHAIRMAN. Thank you, Senator.

Senator Lincoln?

Senator LINCOLN. Well, thank you, Mr. Chairman. Thanks for
bringing up such a critical issue for all of us. I do represent the
State of Arkansas, where we have waivers and we have been trying
to bring a little bit of balance to what options are available to indi-
viduals. Arkansas is much like other rural States, like the Chair-
man’s. We are full of a lot of wonderfully independent-minded peo-
ple in rural States. They like where they live, and they want to
stay there.

I, myself, as a caregiver with my grandparents, and then as we
journeyed with my father almost 9 years with Alzheimer’s, realize
how important it was for them to stay in their home, in the sur-
roundings, in the woods where they grew up. It was important to
them, it was important to us, just as I am sure it is important to
other families and their loved ones, and how critically important it
is to work to make that happen. This week, we celebrate my hus-
band’s grandmother’s 110th birthday. She is still living in her own
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apartment, and none of us would argue with that, either. [Ap-
plause.]

We also know firsthand so many of the trials and tribulations
that family caregivers can face when need arises to care for com-
plex medical needs of loved ones, and certainly being able to find
the appropriate caregivers who are out there in rural areas. I know
that was an issue for us.

We were very blessed to find a woman who—my dad was her 6th
Alzheimer’s patient. It was a blessing to us. But I know that there
were often times when I would see friends of mine, or families, who
would say, where did you find her? How do we find someone like
that? Where do they train these people?

How do we come across those? And then also looking through the
unbelievable web of programs that would be available. How do we
access those for our dad? How did we find the lift chair? How is
it made available to us? The different types of things that are so
important to that quality of care can sometimes be more chal-
lenging in rural areas than they are in the bigger areas, there is
no doubt. So, hopefully we are working to make that kind of infor-
mation available.

I think it can be difficult, even for experts, to navigate the sys-
tem to locate services. I know we have many people who call our
800 number in the office, and I am fortunate and blessed to have
two incredible women who know how to navigate that system very
well, and they spend a lot of time assisting constituents in that.

The high stress, the emotional period of dealing with family
members who are in need or just diagnosed, that is critically im-
portant. Maybe you have some advice from your own program expe-
rience for addressing, or even determining, the need for caregivers,
those who are family members and others, but also the search for
caregivers and the programs. To what extent do you think com-
prehensive caregiver assessment would help? Are some of the pro-
grams you have discussed today using those comprehensive care-
giver assessments? Is that an option? Is that something that is
helpful?

Mr. FLooD. If I could start to answer the question. It is helpful.
In fact, I do not know what your experience has been in Arkansas,
but in most places in this country where I would send all family
members, is the Area Agencies on Aging, or the State Unit on
Aging in each State, because the Older Americans Act network
across this country is really the only substantial and universal net-
work where people can go to get help. In fact, those agencies do run
caregiver support programs. I do not think that is widely known.
They also are the source for a lot of advice; they are a source for
respite dollars, which is crucial.

I think one of the key elements in all of this long-term care re-
form is that the dollars have to be flexible, because what your fam-
ily needs is going to be different than the family down the road.
We are not as flexible as we need to be yet. So, there are some op-
tions there. I think the Older Americans Act and the Area Agencies
on Aging are the places to go. Caregiver respite, caregiver support,
and caregiver assessment are all an important part of the puzzle.

Senator LINCOLN. One of the things we found is, obviously with
the—I do not know that it is obvious, but certainly in all of the
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medical schools across our country, each one has a Department of
Pediatrics. I think there are only six now that have a Department
of Geriatrics. One of the things we have done at one of those med-
ical schools in Arkansas is to design outreach through our Don
Reynolds Center on Aging and connect with different groups in dif-
ferent areas of our State—the Schmieding Center is one—where
they will actually train family member home caregivers in the
basic necessities of care giving, and really take the opportunity to
get some professional training as a caregiver.

It has been wonderfully successful. People have just been awed
by the fact that there is actually someplace to go where someone
will help them begin to better understand the needs of their loved
one and how they can provide that care themselves. So, I think
that is really important.

One of the other things that I just would like to touch on, I con-
tinue to work with my colleagues here on the committee in facili-
tating the purchase of long-term care insurance, including pro-
viding tax incentives for doing so. In addition to the difficulties
many face now in saving for their future and whatever their special
needs may be, I understand that one barrier to purchasing long-
term care insurance is the lack of education on the products. There
is a lot there to be done. I know Senator Grassley and I talked
about the pieces in the paper recently about products that have
been sold and some that have not produced what people anticipated
they would.

But thinking about what those products are, what they provide,
educating people on that, as well as educating them on what Medi-
care and Medicaid will or will not pay for, is important. For, I
guess, any of our panelists, in your opinion, what are some of the
things that we can be doing better to educate the public on long-
term care financing options?

Because it is going to become a bigger issue as the baby boomers
get there and they do not, maybe, like the options that they have.
I know we have a greenhouse that will be dedicated, or the
groundbreaking takes place, in November and we are real excited
about that new alternative and option for long-term care.

Mr. CoNCANNON. Well, if I might offer something. It would take
Congress to do something about it, but I think it would systemati-
cally facilitate better-tailored choices for people across the country.
It would be to consider giving States the opportunity to blend their
Medicare and their Medicaid financing. We have heard testimony
today about the institutional bias of Medicaid. It exists very strong-
ly in the Medicare program as well. There was a previous director
at CMS who was interested in doing this in the six New England
States. I was there at the time.

They were very interested in taking that on as a challenge, of
saying to the Federal Government, let us pool these funds so that
the person gets what they need. You are not subject to the gerry-
mandering of the way you finance programs.

I believe we could better serve people in this country if we gave
the opportunity, just blend those two programs, and say to States,
you cannot withdraw any money from it, and say to the Federal
Government, you cannot withdraw any money from it, keep it in
the pool to serve that person. Even though CMS has both Medicare
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and Medicaid responsibility, they are like two different countries.
They really are very, very different.

I think it is an opportunity we should pursue as a country that
actually, I believe at the end of the day, might well lend itself to
the Congressional pay-go sort of rubric as well, saying we could do
more for people by blending these programs without necessarily
spending more money.

Senator LINCOLN. If that were to be a road we would take, my
biggest concern would be, as we began to move, particularly dual
eligibles and others, that we have a program in place that actually
embraces that and has the facilities and the personnel to make
that happen. That would be a huge concern, that we do not make
that bad mistake that was made.

Mr. LAPLANTE. If I might add a consumer perspective. On my
own, I do not have an interest, really, in purchasing long-term care
insurance because the premiums are high, and I do not know what
is going to be out there when I need long-term insurance. Long-
term care insurance has a role, but it has been difficult to prove
that it is going to be the solution for people.

Senator LINCOLN. It is not going to be the whole solution. Abso-
lutely.

Mr. LAPLANTE. I still think it plays a role, but I think there are
some other ideas about social insurance options under the CLASS
Act that was introduced that also have merit, which would enable
people to realize that they need to do something about this, and
while they are working, save a few dollars in premiums that can
provide for them in their later years.

The CHAIRMAN. Thank you, Senator, very much.

Mr. Liston, I wonder if you could give us some thoughts about
another hat you wear. You wear many hats in your family, and I
commend you and your whole family and all that you do. But that
is housing, because you head the Montana Fair Housing Board.
How does that play into this discussion here, that is, the avail-
ability of housing for people?

Mr. LISTON. Senator, boy, that is a whole other hearing. I mean,
clearly there is going to be a greater need for accessible housing.
We need HUD to enforce the regulations, both 504 and the Fair
Housing Act regulations on accessible housing so that there are
places for folks to move when they decide to move out of nursing
homes and institutions. But I think that that is a smaller issue in
the grand scheme of things.

If I could, I would like to go back to Senator Lincoln’s question
about caregivers for just a minute. I think one thing that folks
need to know is that Centers for Independent Living are the lead-
ers in independent living. A lot of them run personal assistance
programs and can hook folks up with a personal assistant when
need be, and a lot of them are getting folks out of nursing homes
and institutions.

The other thing that I think is really important in this equation,
and I think it goes into some of what Mr. LaPlante talks about in
needing more funds, potentially at the get-go, is we need to look
at people who are caregivers, personal assistants, whatever title we
give them, with respect. People who go into personal assistance
need to be thinking about it as going into a career. People should
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not get paid as much money to flip a hamburger as they get to flip
a person in a bed because they have a disability. [Applause.]

We need to pay people a liveable wage, with benefits. I think
that that is a real key to the future of long-term care, whether we
are talking nursing homes, institutions, or community-based serv-
ices. We need to pay people a real wage. Unfortunately, the unions
are on the institutions’ side, and they have a head up.

The CHAIRMAN. You are getting a little advice there. Do you
want to read that?

Mr. LiSTON. Getting back to the housing, there are a lot of
folks—again, I think we have kind of focused in on folks with phys-
ical disabilities to a large extent. It is important to realize that this
is for people with disabilities, whether they have mental illness,
cognitive, developmental disabilities, or physical disabilities.

So a lot of folks, as they move into housing, may need assistance
with learning how to do things in the house, issues for folks with
cognitive disabilities. Folks who are moving out of nursing homes
or institutions into a home, possibly for the first time, where they
have never had an opportunity to save money, so they are not
going to have money for deposits, first month’s rent, pots and pans,
furniture, those kinds of things, so there needs to be some assist-
an}(l:e in helping people get into that first home, or moving back into
a home.

The CHAIRMAN. I appreciate that. I do not know if Senator Kerry
is ready to ask questions at this instance. If you are, fine, Senator.
If you are not, fine, because I have a question I want to ask Mr.
Flood.

When other Senators and people ask me, why has Vermont done
a good job, if you could just boil it down to one or two sentences,
basically what did Vermont do, or what is Vermont doing, that is
helping to bring costs down, yet provide home- and community-
based services to people? Around here, we just go with the bottom
line.

Mr. FLOOD. Yes. Two sentences.

The CHAIRMAN. You have lots of great details and you can fill in
the filler, but just, what is the bottom line that is working in
Vermont? What are you doing in Vermont that is working?

Mr. FLooD. Number one, we have a State government that is ac-
tually committed to helping people live independently and have the
highest quality of life, regardless of their age or disability. That is
number one. You have to have that leadership.

Number two, we have a community-based system that is pretty
collaborative. People work together. We form coalitions, we come to
consensus, and we get things done as a community. It is neighbor
helping neighbor. You take those two things and put them to-
gether, and you can do a lot of good things.

The CHAIRMAN. Is the size of your State helpful?

Mr. FLooD. Well, it is helpful in the sense that we can move fast-
er than Texas. The principles we are operating under are exactly
the same principles, because they are very basic.

The Chairman. All right. Fine.

I might say to Mr. LaPlante, I am going to ask CBO to update
an assessment. You can help, too, by helping us. [Applause.] The
last analysis was some time ago, and there is a lot more sophisti-
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cated analysis available today based upon States’ experience, and
your research, et cetera that we are going to utilize to help get a
much more realistic estimate.

Senator, I am through with asking questions. Senator Kerry, do
you have questions? Do you want me to wait? I can keep asking
more questions. I can return to you later if you wish.

Senator KERRY. No, that is fine. Is that all right?

The CHAIRMAN. You've got it.

Senator KERRY. Thank you. I appreciate it.

I apologize. I was here earlier and then, like often happens, we
have so many competing hearings and meetings. But I very much
wanted to come back and be able to share some thoughts.

The CHAIRMAN. Senator, if you could just briefly suspend, and I
will let you finish up. You can run the rest of the hearing.

Senator KERRY. Sure.

The CHAIRMAN. I have a matter I have to attend to, and am late
already.

But I thank all witnesses, very, very much. Thank you, Bob, Mr.
LaPlante, Mr. Flood, Mr. Concannon, very, very much for all that
you are doing. It is clear, the time is right for renewed discussion
on this. It is here in the bill before us. Senator Harkin is pushing
it, as he should. It is a good hearing. You have just added a lot of
new life and blood in all this, and I deeply appreciate that. I am
going to get that estimate, too, as I mentioned, Mr. LaPlante.

Thank you, too, Mr. Flood, expressly for your State experiences.
That adds a lot. And, Mr. Concannon. I might say, too, that we are
going to work vigorously on this to try to find a good way to really
make this work this year. That is in the short term. But longer
term, I also urge you to be thinking about how this fits into long-
term health care reform in America.

As you know, many presidential candidates are, correctly, es-
pousing universal coverage. There is going to be a major change in
the American health care system in the next couple, 3 years. Who-
ever is elected president is going to probably have a major pro-
posal.

We in the Congress are going to be working aggressively, ad-
dressing not only coverage, but also costs. So I am encouraging you
in the interim, you might be thinking about how to deal with
home-based, community-based care and how that might all fit in.
But thank you so much for what you are doing.

I also want to thank all of you folks from Rochester for getting
on a bus to come here. [Applause.] You get all the orange shirts,
but Bob is the head of the yellow shirt team. Montana is a little
further away. If we were a little closer, we would probably have a
few yellow shirts here, too. Thank you all very much.

I will turn the hearing over to the Senator from Massachusetts,
Senator Kerry. Thank you, Senator, for participating here. The
hearing is yours.

Senator KERRY. Thank you very much, Mr. Chairman.

Well, again, first of all, Mr. Chairman, thank you for having this
hearing. I really am impressed and grateful for the crew that has
come down from New York. Thank you for doing that. It is a ter-
rific effort, and it makes a big difference to us.
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For a lot of folks, it seems as if the long-term care component of
the health care system has just been a kind of shunted-aside, not-
paid-attention-to, not-cared-about component of it. Obviously it
should not be. When you talk with families, or with any individual
who is affected by a long-term care issue—and more and more fam-
ilies are nowadays—it just does not make sense, what has been
happening.

We have this system that is just tilted towards the more expen-
sive care, and the care with less independence, with less dignity,
with less caring, in many cases, and then, of course, given the
budget issues, so much more expensive. It just does not make
sense. But institutionally breaking through has always seemed so
difficult. You measure that against the idea of providing quality,
affordable health insurance, obviously, for every American.

I think everybody in this room would agree it ought to be just
a fundamental starting point, it ought to be a right. At least we
ought to begin with the 9 million uninsured kids in this country.
They deserve to get that health insurance long before the wealthi-
est people in the country walk away with another tax cut.

So, these inconsistencies are just kind of staring at us, and it
makes a lot of folks pretty angry. I think people have been very re-
strained, considering the absurdity of this contradiction that is
staring at us.

Now, obviously we all know that, when you get into complicated
home care for certain kinds of disabilities or illnesses, it can really
be expensive. The upcoming crush of demand of baby boomers,
many of whom by virtue of their lifestyles, are going to demand a
different kind of care, is going to pose us with a very, very signifi-
cant challenge.

I think that up until now, obviously, a lot of folks have looked
to long-term care insurance to fill the void that that market is just
unable to provide, an affordable, reliable option that is attractive
to a broad range of the public—and by attractive, I mean also af-
fordable.

So many people wind up using the payor of last resort: Medicaid.
It, as we know, has this strong bias towards institutional care. Not
to mention that is strains State budgets, and then you wind up
with all of these inconsistencies and problems in who gets what,
when, and how.

So our guiding effort, and I think you have articulated it—I saw
some of your testimonies previously—is this crying demand for con-
trol, for personal control, over these choices, for availability, access,
for independence, for affordability, for high quality, and, in the end,
for dignity. Those are the things we have to be fighting for.

Senator Harkin has put forward a very comprehensive and admi-
rable effort, but I think everybody here knows that, given the fiscal
constraints we are operating under and given the divisions of the
U.S. Congress right now, that is going to be a heck of a fight to
get that. A lot of us do not want to wait in the interim to provide
some of the changes that we think we can, even as we fight for that
mandatory and comprehensive coverage. And we will.

So, as we kind of rebalance the system, it is not just about the
choice of home care versus nursing home care. It is really about
choice and appropriateness of the things that we make available.
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I hope this committee, the Finance Committee, will consider op-
tions to expand HCBS, including legislation that I am developing.
I want to just throw out three quick pieces of what it is before I
ask a couple of questions.

One, I want to immediately try to see if we could increase access
to HCBS through the State plan amendment option that was
passed in DRA. That is one of the rare, bipartisan provisions of the
bill, and it ought to provide a basis for us to be able to grab some-
thing quickly, but it needs to be amended in order to make it more
attractive to the States. To date, as I think came out in the course
of the hearing, only one State, Iowa, has implemented a State plan
amendment.

Two, we ought to fund immediately evidence-based programs
that we know now help to prevent or delay the onset of disability.
For instance, investing in things like chronic disease self-manage-
ment or nutrition, falls prevention, all of these things will not only
save money for Medicaid, but they are going to improve the health
of beneficiaries as well.

Third, we need to ensure, immediately, greater quality in HCBS
by building on the important work already being done at the Fed-
eral and State level, including data collection and reporting, as well
as provide more resources for States that want to empower their
workforce, including informal caregivers, whom we all know can be
a very powerful source of intervention.

According to the Georgetown Health Policy Institute, about 1 in
5 persons living in the community with a need for assistance from
others has unmet needs, endangering their health and demeaning
their quality of life. So, obviously the status quo is not an option.

So I hope we can find a bipartisan consensus on these initiatives,
and I very much look forward to working with the Chair and the
members of the committee to try to do that.

Now, let me just very quickly ask you here, nearly all of you
have cited in your testimony the additional opportunities that were
made available to the States through the State plan amendment
provision in the Deficit Reduction Act. We also know, as I said,
that only Iowa has done this.

Do you agree with the feedback that we have received from State
administrators, advocates, and providers that that option has been
too narrowly restricted based on income eligibility, as well as the
range of services that States are allowed to provide? Mr. Flood, I
see you smiling.

Mr. FLoOD. Yes, yes, and yes.

Senator KERRY. Yes and yes.

Mr. FLooD. Those are the two biggest problems with it: it only
covers people up to 150 percent of poverty. The reality is, we all
know in this room, that long-term care is a middle-class issue. The
whole middle class needs to rely on Medicaid at some point, not
just people up to 150 percent of poverty. Second of all, personal
care is absolutely crucial. We need other options, or people really
cannot remain in their homes.

Senator KERRY. Anybody disagree?

[No response.]

Senator KERRY. Do you agree that there ought to be some level
of quality assurance that is associated with services via State plan
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amendment? In other words, CMS and the States have made
progress in recent years ensuring quality management within the
home- and community-based services. I guess that is via the 1915
waivers. But there are almost no requirements for quality assur-
ance under the State plan amendment. So, go ahead.

Mr. FLooD. It is one of my favorite questions about quality and
home care. First of all, it is a red herring that, if people are living
in the community in their own homes, quality is more at risk. It
is simply not true. People are happier, they are healthier. They
have their families around them, they have their support system
around them. They are much better off than in an institution, num-
ber one.

Number two, though, of course you should have some kind of
quality assurance program for any home- and community-based
service system, but I plead with everybody not to model it on the
nursing home system, which is far too bureaucratic. [Applause.]
Just let me say, quickly, we can in fact have a consumer-based
quality assurance system that works. [Applause.]

Senator KERRY. How do you see the chronic shortage of long-term
care workers, especially those working directly with consumers, af-
fecting the ability of States to be able to expand the Medicaid long-
term care services? Mr. Concannon?

Mr. CONCANNON. Senator, that is a major challenge, even in
urban areas, but particularly so in the rural areas. But, first, there
are two opportunities that I am mindful of that I think may have
some effect on mitigating that shortage issue. One is, for example,
the Consumer Choices option that we have in our State, and I
think now at least 18 States have, where individuals can hire di-
rectly that caregiver. They need not go through an agency. They
may if they so choose. But I think that makes a huge difference,
but it also includes, they may be able to hire relatives.

I have had examples of people, and I am sure other people here
have as well, of family members coming in saying, I would leave
my job to care for this person, but we have to pay our mortgage,
we have to pay the heating bill, et cetera. Most of our programs
prohibit that. But the Community Choice option, which has a cen-
ter now, by the way, at Boston College, a national center, provides
that opportunity. So that is part one.

The other phenomenon that I am mindful of, and it is occurring
in our State and in others, is organized labor has entered into, and
has a very demonstrated interest in, the workers who provide that
care. Historically, they have not had benefits, they have not had
pay. They have been involuntarily pressed into meeting the Na-
tion’s needs. At least now, I think, there is more attention and
more interest in trying to provide some of the basic supports that
many of us enjoy in other work.

Senator KERRY. Well, it is going to be a huge issue and a huge
challenge.

Mr. Flood, I admire what Vermont has done, and I think Senator
Baucus asked the question. So I am just going to ask Mr. LaPlante
one thing if I can, and then we will wrap up.

You mention in your testimony that many States do not have the
vision or wherewithal to rebalance the long-term support and serv-
ices system, and it is evidenced by the 20 States that are not par-
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ticipating in the Money Follows the Person program. So, obviously
many States need to do more. We all agree to that. But—here is
the but—are you aware of the illogical ways in which CMS is con-
ducting that application process?

That is, States like Massachusetts, which did not apply during
the initial round of applications, are being told they are not eligible
for the second round of applications. The reason is, they are lim-
iting second round funding to only those States that applied and
did not receive the first round funding, punishing States that were
taking their time to make sure that their application was effective
and sensible and sustainable.

So it just seems like this is one of those “gotcha” crazy bureau-
cratic catch-22s that has no relationship to the capacity of a State
to do what we want them to do.

Mr. LAPLANTE. Well, I think there is bureaucratic entanglement
or bureaucratic messes with incrementalism, such as the Deficit
Reduction Act’s State plan amendment approach is based on. The
statistics are that, depending on what State you live in, looking at
the rate of people who get personal care services under Medicaid
per 10,000 State population, it ranges from 3 people in the lowest
States to 84 people in the highest States. That is a ratio of 28:1.

I think that speaks volumes about the unevenness of the access
to these services that everybody here is talking about, and Senator
Harkin is responding to. So my feeling is, the Choice Act is a little
bit misunderstood in Congress and people have not been paying at-
tention to it because of the large woodwork effect issue and its cost.
So, first of all, I applaud Chairman Baucus for asking for a new
CBO score, and I think that is going to be very helpful.

But another thing the Choice Act does is, it rewards States that
respond within the first 5 years of providing services. I think that
is something obviously that Money Follows the Person is not doing.
It is punishing States. So there should be a larger window that is
available to the States to respond to the DRA initiative.

Senator KERRY. Well, we need to obviously try to get those bu-
reaucratic entanglements out of the way and move this. It is hard
enough to do this without having the agencies that are set up to
make it work get in the way.

Mr. Flood?

Mr. FLooD. Senator, I would like to just say one thing. I have
been in the State of Massachusetts twice, talking to your people
there about what we do in Vermont. I know that they very much
would have liked to do the same thing that we are doing. The trou-
ble is, we are pecking away at this problem instead of just dealing
with it head on. Money Follows the Person is a great idea, except,
you know what? You have to go to a nursing home first so that you
can get out. It makes no sense.

The DRA provision around personal care is a good start for some
States, but it is pecking away at the problem. I think what the
Congress absolutely needs to do is seize the opportunity and the
momentum now and, if nothing else, give every State the oppor-
tunity to do what we do. It could be done with the stroke of a pen.

Senator KERRY. Do you think the bias on the nursing homes is
a sort of stereotyped, old view that that is the only way to have
accountability for the flow of the money?
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Mr. FLooD. I think people are all wrapped up in that, absolutely.
There are many, many models all over this country where it has
been shown to work, not just Vermont, but Oregon and Washington
have been doing this for 20 years.

Senator KERRY. Yes.

Mr. FLoOD. The experiments are over.

Senator KERRY. I completely agree with you. But I think it is
that old hang-up. That, and some powerful lobbying. [Applause.]
But what I see, all this orange I see in front of me, is its own pow-
erful lobbying today. So, thanks for being here. [Applause.]

Thank you very, very much. Important testimony. It is a very im-
portant topic, and obviously the committee is going to continue to
do its due diligence.

Mr. Liston, I apologize. You wanted to say something?

Mr. LisTON. Senator, if I could, everybody from New York has
been thanked here, but I think it is important for you and the
record to note that we have a lot of folks from Philadelphia, Dela-
ware, Maryland, Kansas, from all over the country who have come
to support this bill. [Applause.]

Senator KERRY. Well, that is great.

Mr. LisTON. I am sure that Senator Baucus will do everything
he can. I hope this committee does everything it can to get this
passed out of committee and onto the floor.

Senator KERRY. I will make sure that I educate Senator Schu-
mer. Shame on Senator Schumer for hogging all of the spotlight
like that. [Laughter.]

Thank you all, from all over the country. We love it. I appreciate
it. Take care.

We stand adjourned. [Applause.]

[Whereupon, at 12:05 p.m., the hearing was concluded.]
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Expanding Options for Long Term Care”

Mr. Chairman, I appreciate that the Senate Finance Committee has taken the time to
conduct this hearing on Home and Community Based Care. I would also like to thank
the witnesses here for taking time out of their schedules to come to Washington and help
us work on this issue.

We all know that America is getting older. We all know that the baby boomer generation
is entering retirement. In 1950, 8.1% of residents were age 65 or older. By 2000, this
share reached 12.4% in 2000, and it is estimated to reach 20.6% in 2050.

We also all know that this seismic demographic change means that the health support
systems set up for older Americans, namely Medicare and Medicaid, will come under
significant strain.

This year, the Medicare trustees report projected that under assumptions, the Medicare
hospital insurance trust fund will become insolvent in 2019. As for Medicaid, according
to baseline projections from 2006, it will more than double over ten years, moving from
$181 billion in 2006 to $392 billion in 2016.

We must find a way to continue to offer the support to seniors that they deserve while
also maintaining the health of the programs themselves.

By far, the largest spender on long term care services is Medicaid. Of the $194.3 billion
spent on long term care in 2004, 49.3% of that amount was paid by Medicaid. In 2006,
long term care spending made up one-third of all Medicaid spending. It is clear that
Medicaid and long term care are strongly linked.

However, I think that there are some opportunities to strengthen the Medicaid program
within long term care and perhaps even provide better services for seniors. Ibelieve the
best of these opportunities may be in home and community based care.

It costs a lot of money to keep someone in a nursing home. However, maybe we do not
need to spend these huge sums of money. I am hoping that perhaps during this hearing
we can discuss some ways to give seniors more options and find ways to save the
resources of the programs that our seniors depend and rely on.

Again, [ thank the witnesses that have agreed to appear before this committee to help us

with this task. Ilook forward to their testimony and I am optimistic that we can find
some solutions to our problems.
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38

Testimony Before
U.S. Senate Finance Committee
Dirksen Senate Office Building
Washington, D.C.
September 25, 2007

by

Kevin W. Concannon
Director
Iowa Department of Human Services
Des Moines, Iowa



39

Senator Baucus, Senator Grassley, and members of the Finance Committee. My name is
Kevin W. Concannon and I appear before you today as the Director of the Iowa
Department of Human Services. The Iowa Department of Human Services has the lead
state responsibility for operating the Medicaid and SCHIP programs, TANF, Child Care
Assistance, Child Welfare, Child Support Recovery, Mental Health and Mental
Retardation Services, Food Stamps, and Emergency Services. Iowa DHS operates nine
(9) state institutions, four psychiatric hospitals, two resource centers for people with
mental retardation, two state institutions for juvenile offenders, and a special treatment
center for chronic sexual offenders. We also maintain field offices in each of Iowa’s 99
counties and, over the course of a year, directly provide services to 997,000 Jowans on an
unduplicated basis, approximately one third of our population.

I am pleased to be here today to offer testimony regarding Iowa’s myriad efforts and
initiatives developed over a period of years to provide alternatives to institutional care.
Currently Iowa operates seven (7) Home and Community-Based Waiver services focused
on the following categories or conditions: AIDS/HIV waiver, Traumatic Brain Injury
waiver, Elderly Services waiver, 11l and Handicapped waiver, services to people with
mental retardation, physical disability services, and a Children’s Mental Health waiver.
The waivers for Elderly, [1l and Handicapped, and Mental Retardation serve the largest
number of people (approximately 18,000 of the 23,000 people served in lowa’s HCBS
waivers.)

The number of lowans served has grown over the years from 1984 to the present with
intermittent state efforts to reduce or eliminate waiting lists. No waiting list exists in the
Elderly Services waiver, a small waiting list in Mental Retardation, and new
appropriations represent specific effort to reduce waiting in our Children’s Mental Health
waiver.

Enrollment has grown by 10%-12% annually since 2003 and expenditures have grown
from $176 million in 2003 to $348 million in 2007, or approximately 15% annually. As
allowed by CMS, Iowa has enrollment and expenditure caps in the waiver programs. The
caps are largely due to state budget constraints. However, enrollment, utilization, and
expenditures have grown steadily demonstrating Iowans overwhelming choice to live in
the community and the state’s commitment to providing and promoting these options.

Towa is also committed to innovative approaches that promote independence. Iowa
implemented a “self direction” option called “The Consumer Choices Option.” This
allows Medicaid waiver consumers, who choose to do so, to manage their own services
and providers. Members are given a budget equal to their need from which to purchase
services that most fit their needs and choices. The budget is managed by a fiscal agent,
Towa’s largest credit union is providing services statewide. There is an Independent
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Support Broker who provides direct assistance. Among its many features, Consumer
Choices may allow relatives to be reimbursed for care.

I would like to draw the Committee’s attention to our most recent lowa developments in
this HCBS sphere. 1) The introduction of the Iowa Consumer Choices Option, initiated
statewide on July 1, 2007, and a choice to any person enrolling in any of Iowa’s six
HCBS waivers; 2) The implementation of the Iowa Children’s Mental Health waiver
which allows parents who previously needed to relinquish custody in order to qualify for
mental health care to now access such publicly supported care; 3) Iowa’s award of a
CMS grant in the category of “Money Follows the Person” to provide non-institutional
choices to current residents of ICF/MRs over a five year period and; 4) Iowa’s utilization
of the Deficit Reduction Act provision which allows states to implement a Medicaid State
Plan Amendment targeted at replacing “Adult Rehabilitation Services” with a State Plan
Amendment entitled “Habilitation Services”. This provision better suits the population
previously served under Adult Rehabilitation without the requirement of being at risk of
institutional level of care in order to qualify.

I. We are very enthusiastic about our Jowa Consumer Choices option available to all
Home and Community-Based Services’ waiver enrollees. “Cash and Counseling” is
often the shorthand characterization of this option to set aside Medicaid funds in a
financial institution (lowa Credit Union) to provide Financial Management Services
alongside the services of an Independent Support Broker which allows the consumer to
directly contract with individual providers or organizations for care. Consumer choice,
autonomy, appropriate service responsiveness, are all enhanced by this choice. As of this
date, some 250 Iowans are taking this option which is expected to grow to match the
percentages seen in other states which pioneered this option. It is about choice, quality,
and autonomy and also may lend itself to more rural areas where health workforce
shortages exist in the health workforce.

II. Children’s Mental Health — Iowa sought this waiver in combination with proposed
changes in our law to help parents secure mental health care for their children without the
anguish and terrible dilemma of “custody relinquishment” still required in one-half of the
states in the United States when parents are ejther not poor enough to qualify for
Medicaid or SCHIP and who do not have adequate mental health private insurance. Iowa
implemented in July 2006 and this current year will double the number of children and
families so served.

III. Towa’s “Money Follows the Person Grant” from CMS is focused on our population
with Mental Retardation who reside in Intermediate Care Facilities (ICF/MR) for people
with mental retardation, both public and private. Iowa currently has the sixth or seventh
highest rate of ICF/MR usage. Over five years we will be utilizing these enhanced dollar
resources to provide and expand community choices for current ICF/MR residents in
keeping with the Olmstead Supreme Court Decision.
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IV. Deficit Reduction Act. Iowa Habilitation Services. Beginning in 2001, and previous
to DRA, Towa operated the Adult Rehabilitation Option (ARO) to attempt to address the
needs of the Chronically Mentally 11l in the community. Iowa was one of the first states
to have its ARO program audited by the Office of Inspector General (OIG). The audit
found some services provided were not rehabilitative, which resulted in a six million
dollar payback. The key problem for lowa and many other states was that there wasn’t a
way under Medicaid to meet the long-term habilitative needs of the Chronically Mentally
111, as there are for other populations under the HCBS waivers. This is because in order
to be eligible for HCBS waiver services, the member must meet an ‘institutional level of
care’ (meaning nursing facility, ICF/MR or hospital). Most of the time, the CMI
population does not meet this level of care, but still has a very real need for the type of
community services provided under the waivers. Section 6086 of the DRA gave states,
for the first time, the opportunity to provide long-term ‘habilitative’ community services.
The key difference between the DRA and the HCBS waivers is that home and community
based services can now be provided to individuals based on their meeting functional or
needs based criteria -- without needing to meet an institutional level of care.

Towa redesigned the former ARO program and replaced it with a ‘Remedial Services
Program’, which uses a medical model that also fits with CMS proposed regulations, and
the new Habilitation Services program under the DRA. Iowa developed our needs based
eligibility criteria in collaboration with CMS. Habilitative services are available to any
Medicaid recipient who demonstrates ‘risk factors’ and a need for services that are
typically associated with a chronic mental illness. Services include home-based
habilitation, day habilitation, pre-vocational services and supported employment.

V. Finally, I wish to point out Iowa’s efforts to assure quality in Home and Community
Based Services (HCBS) programs. We have been strengthening the program(s) and
Iowa’s systemic ability to assure quality, especially so over the past three years. Iowa
has redesigned our Quality Assurance/Quality Improvement system for the HCBS, and
Habilitation Services in ways that integrate all aspects of CMS’s Quality Framework.
Our plan is called Inclusion through Quality (IQ). CMS has approved the new system
submitted in section H of the waiver application and has worked with Iowa to assure the
implementation is occurring.

Thank you for the opportunity to brief you on some of the activities and initiatives
in Iowa’s Medicaid system. I would be pleased to answer questions from the Committee.

Kevin W, Concannon
Director
Iowa Department of Human Services
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All waivers include some common service elements.
These common elements are described below:

SERVICE COORDINATION
Your case manager/serv&ce worker is there to help you
plan for and get the services and supports you need.

NDIVIDUAL PLANNING

Al individuals who receive waiver services and supports
have an Individual Service Plan. Your plan should
include important information about you, your goals,
and the steps you and your Support Team need 1o take -
- to.get there, Usually, the people on your team include
vourself, your case managet/service worker, and other
people whom you choose. ‘

QUALITY ASSURANCE

It is important to make sure that
you are satisfied with the services
and supports that you receive,
and that those supports are
“helping you move toward the
goals that are in your Individual
Service Plan. lowa must also
assure that HCBS waiver funds
are used appropriately and in a
fashion that meets federal and
state requ;rements You may be
asked about your services and
supports. These questions help
ensure that waiver services help
you lead a full, satisfying, and
safe life.
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EASY ACCESS : ‘

You should be able to find and get the suppoxts you
need. Just contact your local towa Department of Human
Services office or visit the lowa Medicaid Enterprise (IME)
website: www.ime.state.ja.us

FLEX!BLE SUPPORTS ; ‘
You should receive supports that are creatwe and effective
5o that your individual needs are metinthe most efficient
way poss;b*e

PERSON CENTERED
APPROACH ;

You should feel you are respected
valued, and an equal partner in the
design and delivery of the supports
that are provided to you. Your team
‘is there to support you in making
decisions. You have the responsibility
of letting your team know your
service needs.

HEALTH & SAFETY ‘

The lowa Department of Human Services requires
providers to supply high quality supports. These
supports will help you stay healthy and safe while
allowing you to make informed cholces, try new
experiences, take reasonable risks, and assume new
challenges and responsibilities in your life.
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HCBS AIDS/HIV Waiver
The AIDS/HIV waiver provides services for persons who
have an AIDS or HIV diagnosis. The following services
are available:

# Adult Day Care

# Consumer Directed Attendant Care -

@ Counseling Services

#» Home Delivered Meals

# Home Health Aide

& Homemaker

& Nursing

# Respite

HCBS Brain Injury {Bl) Waiver
The Bl walver provides services for persons who have
a brain injury diagnosis due to an accident or iliness,
An applicant must be at least one month of age but less
than 65 years of age. The following services are available;
= Adult Day Care ‘
= Behavioral Programming
# Case Management
# Consumer Directed Attendant Care
= Family Counseling & Training
 Home & Vehicle Modification
-~ Interim Medical Monitoring & Treatment
# Personal Emergency Response
= Prevocational Services
#» Respite
# Specialized Medical Equ:pment
#Supported Community Living
& Supported Employment
= Transportation
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viver descriptions...

HCBS Elderly Waiver (EW) :
The Elderly waiver provides services for elderly persons.
Arapplicant must be, at least, 65 years of age. The
following services are available:

& Adult Day Care

® Assistive Devices

» Case Management

#Chore : :

# Consumer Directed Attendant Care

# Home & Vehicle Modification

# Home Delivered Meals

& Home Health Aide

=Homemaker

© Mental Health Qutreach

& Nursing

~« Nutritional Counseling ‘

# Personal Emergency Response

@ Respite

= Senior Companion

«Transportation

HCBS il & Handicapped (iH) Walver
The IH waiver provides services for persons who are blind

or disabled. . An applicant must be lessthan 65 yearsof
age.  The following services are available: * :

= Adult Day Care # Homemaker
« Consumer Directed # Interim Medical
Attendant Care Monitoring & Treatment -
# Counseling : = Nursing :
# Home & Vehicle # Nutritional Counseling -~
Modification # Personal Emergency

@ Home Delivered Meals - Response
» Home Health Aide # Respite
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aiver descriptions...

HCBS Mental Retardation (MR) Waiver

The MR waiver provides services for persons with a :
diagnosis of mental retardation. The following services

are available: e ‘ ; B
®Adult DayCare ~ ® Personal Emergency
& Consumer Directed Response

Attendant Care # Prevocational

# Day Habilitation # Respite

» Home & Vehicle = Supported Community
Modification Living

» Home Health Aide  * Supported Community

« Interim Medical Living-Residential Based |
Monitoring & Treatment  # Supported Employment

* Nursing # Transportation

HCBS Physical Disability (PD) Waiver
The PD waiver provides services for persons with a
physical disability.- Anapplicant must be st least 18 :
years of age, but less than 65 vears of age.. The following
services are available:

& Consumer Directed Attendant Care

#Home & Vehicle Modification

- # Personal Emergency Response
» Specialized Medical Equipment
# Transportation - ~

HCBS Children’s Mental Health (CMH) Waiver
The CMH waiver provides services for children who have
been diagnosed with a serious emotional disturbance. .
The following services are available: -
@ Environmental Modifications & Adaptive Devices

# Family & Community Support Services

# In Home Family Therapy

% Respite ~
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The Consumer Choices Option is an option that is available
under the HCBS waivers. This option will give you control
over a targeted amount of Medicaid dollars. You will use
these dollars to develop an individual budget plan to meet
your needs by directly hiring employees and/or purchasing
other goods and services. The Consumer Choices Option
offers more choice, control and flexibility over your services
as well as more responsibility.

« Do you want more control over how waiver Medicaid
dollars are spent on your needs?

* Do you want to be the employer of the people that
provide support to you?

e Do you want to be responsible for recruiting, hiring
and firing your workers and service providers?

¢ Do you want to be responsible for training, managing

and supervising your workers and service providers?

¢ Do you want the flexibility to be able to purchase

goods or services in order to meet your needs?

Additional assistance is available if you choose this option.
You will choose an Independent Support Broker who will
help you develop your individual budget and help you
recruit employees. You will also work with a Financial
Management Service that will manage your budget for
you and pay your workers on your behalf.

If you feel the Consumer Choices Option is right
for you, your case manager/services worker can
provide assistance with accessing this option.
More information can also be found at the website:

www.ime.state.ia.us/HCBS/HCBSConsumerOptions.htmil

B B0
CONSUMER
(8] CHOICES OPTION

mfommw. 270 (12/06)
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TESTIMONY TO SENATE FINANCE COMMITTEE

PATRICK FLOOD, DEPUTY SECRETARY
VERMONT AGENCY OF HUMAN SERVICES

SEPTEMBER 25, 2007

I am here today to tell you about a better way to provide long term care services in this
country. For far too long we have relied on expensive nursing home care, care that elders
and people with disabilities don’t even want. As the population ages, we will not be able
to afford the current institutional model.

Fortunately, there is a better way. It is not a theory. It is succeeding today in Vermont,
and be duplicated in any state. It can save the Medicaid program billions of dollars
nationwide that can be re-directed to meet the growing need long term care, especially as
the population ages.

In Vermont we have developed a long term care model that provides more people with
the kind of services they want, services that allow them to remain in their own homes and
communities, surrounded by family and friends. Even better, this model is cheaper than
pursing home care, and allows us to care for more people than we ever could with the
institutional model.

How often these days can we find a public policy that gives people what they prefer and
saves money? This is one of those rare opportunities: a win for people, a win for states, a
win for the federal government.

Let’s examine the current system for a minute. Under current Medicaid law, nursing
home care is an entitlement. That is, if you are eligible and want to go to a nursing home,
the state, and federal government, must pay. On the other hand, the service that people
prefer, staying at home or in a less institutional setting, is not an entitlement. Instead, you
have to wait in line, even though these services, on average, are cheaper than nursing
home care.

It doesn’t make any sense. The more expensive service that people don’t want is an
entitlement, but the cheaper, more desirable service is capped and you have to wait in line
for it.

Some will argue that home based care is not cheaper. However, in Vermont we
conducted a comprehensive study in 2002 to compare nursing home costs to home based
care. We collected all the Medicaid costs for individuals in nursing homes and people on
our Waiver program. These cost included nursing home services and home health costs,
but also hospital care, physician care, prescription drugs, therapies, transportation and all
other services covered by Medicaid. For people living at home we also collected other
state and federal benefits such as food stamps, fuel assistance, etc. When all the expenses



51

were collected and compared, the average cost for keeping an elder at home on the
Waiver was 2/3 the cost of average nursing home care. For adults with physical
disabilities, the average cost was about the same.

So, to us, if for no other reason than economics, it only made sense to expand home based
care and reduce our reliance on nursing homes.

Of course, it is also the right thing to do for the elders and adults with disabilities who
need care.

We had been able to make significant progress over the years in reducing nursing home
use. However, the nursing home entitlement posed a significant barrier. We continued to
have a nursing home entitlement but a cap on our home based waiver. Why? Because
policy makers, budget staff and legislators were worried that if we expanded home based
care too much, we would have a “woodwork” effect, and have an uncontrollable home
based care system. So, instead people would end up in more expensive nursing home care
because they could not stand to wait on the home based care waiting list any longer.

My staff and [ were frustrated by this one-sided entitlement, and did not believe that
expanding home care would be a problem, but no state is going to create another open
ended entitlement in these times.

So we applied to CMS for an 1115 Waiver that would let us re-design our long term care
system and create more flexibility. In its simplest terms, our Waiver provides an equal
entitlement to either nursing home care or home based care, but in a way that lets us
manage to the available funding. We want to thank and acknowledge the people at CMS
who grasped what we were trying to do and gave us the chance to radically reform the
system.

Our theory was that, given a choice, more people would choose home based care. Since
that care, on average, is cheaper, we could serve more people for the same amount of
money. We would use nursing home care less, and those savings would be transferred to
cover more home based care for more people.

However, we also needed some mechanism for controlling costs if our projections were
wrong and our home based costs were far more than anticipated. So we requested and
CMS approved a process that permitted us to put the lightest care people on a waiting list
if necessary. Keep in mind that we always had, and every state has, a waiting list. The
problem is that the waiting list is only for home based care; there is no waiting list for
nursing home care. That was neither fair nor logical. Under our system, the highest needs
persons get served first, and can choose either option. Lighter care people may have to
wait, for either option.

This is a key element to reforming the system. Armed with this new equal access to either
nursing home care or home based care, yet with the ability to control over all costs, we
implemented the program in October 2005.
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So what happened? So far, the program is working just as it was designed. We are
serving twice as many people at home as we could have under the old system. Nursing
home use is down, and we are operating within our budget. We have had a small waiting
list on and off, but today there is no waiting list.

Since the program started we have added 467 new people to either home based services
or alternative residential settings such as Assisted Living. At the same time, the number
of people in nursing homes has decreased from 2286 to 2038.

The program has worked almost exactly as planned. There has not been any
uncontrollable “wood work effect”. Even if there was, the ability to serve more people for
the same amount of money means the state can absorb a degree of “wood work effect”.

There other elements of our program that have been important for our success and that
we would recommend to any state.

The first is to have a portfolio of services. We offer not only personal care and case
management, but respite, residential care, adult day, adaptive equipment and home
modification. We also offer a very flexible “cash and counseling” option. It is important
to have person centered, flexible options because every person’s needs are different.

Another key option is consumer direction. Consumers, whether elders or adults with
physical disabilities, know best what will meet their needs. For years we have offered a
consumer directed option that permits consumers to hire their own care givers instead of
relying on agency services. This is very effective and positive for several reasons. First it
gives consumers control of their services, and results in much higher consumer
satisfaction. Second, by letting consumers hire family members and friends, it supports
the natural supports that people have. Third, it is a far more cost effective option than
agency services. In Vermont, the consumer directed option costs the state about $13 per
hour, while agency services cost $26 per hour. Lastly, this option brings thousands of
family members and friends into the care giving system that would never work for an
agency, and thus helps address the shortage of caregivers.

One constant concern raised is about what happens to nursing homes. Some suggest we
will need all of our nursing homes as the boomers age. Not so. We need new and
different options, and the kind of alternative settings that the boomers will demand. Not
to mention the boomers will not need nursing home level of care for another 15 to 20
years at least, by which time most of our current nursing homes will be obsolete. Some
argue that nursing homes need to be kept open because they are major employer. Not so.
In a reformed system there will be just as many if not more jobs in the home based care
system. It is possible to manage the downsizing of our nursing home system. The kind of
change we are engaged in does not result in mass closings of nursing homes. The change
can be managed in an orderly manner. Some nursing homes will close; they already are.
Others can be helped to become smaller more efficient facilities, and change their
environments and how they operate.
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Any state can do what we have done. Yes, it is easier to make progress faster in a small
state like Vermont, but the principles are the same. In fact, many states are adopting some
of the same approaches.

However, other states cannot adopt the same model as Vermont until the Congress and
federal Government give them the same opportunity to re-design their long term care
systems that we have. They need the same permission to provide equal access to either
home based care or nursing home care, with the ability to control expenditures. This is
the key to reforming long term care and being ready for the aging of Amenca.

CMS and Congress have taken some steps in this direction, promoting Cash and
Counseling, and passing some helpful provisions in the DRA. But these are tentative
steps that will only result in incremental change. A larger change is needed and needed
now. Even with a fundamental change in federal law, it will take states years to
completely re-design their systems to fully reinvent themselves. We need to change the
law now.

Fortunately, the solution is clear. We can do this and it can work.

The State of Vermont stands ready to help Congress, CMS or any state design and
develop a system that truly serves people.
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Choices for Care
Quarterly Data Report
July 2007

This report documents the status and progress of Choices for Care, Vermont’s
long term care service system. This report is intended to provide useful
information regarding enrollment, service, and expenditure trends in Choices
for Care. A brief explanation accompanies each graph, chart or table.

The primary data sources are SAMS Choices for Care enrollment and service
authorization data maintained by the Division of Disability and Aging Services,
Medicaid claims data maintained by EDS, and nursing home census data from

the Division of Ratesetting.

We welcome your comments, questions and suggestions.

Bard Hill, Director
Information and Data Unit
Division of Disability and Aging Services
Department of Disabilities, Aging and Independent Living
Agency of Human Services
103 South Main Street - Weeks Building
Waterbury, Vermont
05671-1601
802.241.2335
TTY 802.241.3557
Fax 802.241.4224

http://dail.vermont.gov
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|Home-Based selting

Data source: DAIL/DDAS databases
* years preceding Choices for Care, with limited funding and enrollment

This graph illustrates the growth in home and community based services in Vermont
for people over age 60 and people with physical disabilities since sfy1988.

Prior to the implementation of Choices for Care in sfy2006, growth was fairly steady,
but limited by the funding available within each state fiscal year. During these years all
eligible Vermonters were entitled to receive nursing home care under Medicaid, but
were not entitled to receive alternative community-based long term care services.

Some people who applied for home and community based services were placed on
waiting lists, and had to wait for funding to become available.

In sfy2007, the number of people enrolled in home and community based settings

increased by nearly 300, the largest increase ever. This represents an increase of more
than 20% over the previous year.

July 2007 Page 1 of 27 Choices for Care Quarterly Report
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=8 HUBS and ERT

Data source: DAIL/DDAS databases

This graph combines HCBS and ERC enrollment data, and projects the historical
enrollment trend through sfy2010,

July 2007 Page 2027 Choices for Care Quarterly Report
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Data source; DAIL/DDAS SAMS database.

This shows the changes in enrollment in Choices for Care settings since October 2005.
The number of people served in nursing homes has continued to decrease, while the
numbers of people served in the Home and Community Based and Enhanced
Residential Care settings have continued to increase:

1. Nursing homes: the number of people in nursing homes decreased by 275 (from
2,286 t0 2,011) between October 2005 and July 2007. The closing of the
Morrisville Center nursing home in January 2007 contributed to this decrease.

2. Home and Community Based Services (Highest/High Needs Groups): the number
of people increased by 342 (from 988 to 1,330) between October 2005 and July
2007. Substantial increases have occurred in the last four months.

3. Enhanced Residential Care: the number of people increased by 125 {from 173 to
298) between October 2005 and July 2007. Some people transitioned to ERC
settings from the TBI Waiver and from the Morrisville Center nursing home,
contributing to this increase.

4, HCBS Moderate Needs Group: the number of people in this ‘expansion’ group
increased from 0 to 535 between October 2005 and July 2007.

July 2007 Page 3 of 27 Choices for Care Quarterly Report
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This shows another view of Choices for Care enrollment since October 2005,
with projections through sfy2008.

The number of people enrotled in the HCBS and ERC settings has increased by about
450, while the number of people enrolled in nursing home settings has decreased by
about 250. The core hypothesis of Choices for Care appears to be supported: by
offering an entitlement to community-based care, the number of people choosing
community alternatives will increase, and the number of people choosing nursing
homes will decrease...and that this will make funds available to serve more people in
the community.

July 2007 Page 4 of 27 Choices for Care Quarterly Report
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Data sources: DAIE/DDAS enroliment data; DAIL Monthly Manitoring Report; Division of Ratesetting

This graph compares trends in service settings since sfy2000, using a second data
source for nursing home services (‘days’ reports submitted by nursing homes to the
Division of Ratesetting).

The trends suggest that the number of people served in nursing homes will continue to
decrease, and that the number of people served in alternative settings will continue to
increase. If these trends continue, within three years the number of people served in
alternative settings will be comparable to the number of people served in nursing
homes.

July 2007 Page 5 9f 27 Choices for Care Quarterly Report
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Data sources: DAIE/DDAS SAMS database; EDS paid claims, by date of service, Division of Rate Setting.

This shows trends in the use of nursing homes under Medicaid using three different
data sources:

1. EDS Medicaid paid claims. This represents services actually paid by
Medicaid. This is the ‘gold standard’ of Medicaid service data, but is not
acceptably accurate for 3-9 months after the date of service.

2. SAMS enrollment: This enrollment data is maintained by DAIL, and is used
to track applications and eligibility.

3. Division of Ratesetting monthly census reports: This monthly ‘days of
service’ data is submitted by nursing homes to the Division of Ratesetting
(DRS), and includes all funding sources.

All three data sources show a nearly identical trend in the declining use of nursing
homes. This increases confidence in the validity of the trend. On average, the DRS
data is within 1% of the EDS paid claims data (ranging from 0.1% to 2.2%). On
average, SAMS data is within 3% of the EDS paid claims data (ranging from 0.3%
to 7.9%).

July 2007 Page 6of 27 Choices for Care Quarterly Report
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Data source: DAIL/DDAS SAMS database.

This shows trends in enroliment of people in the Highest Needs Group and the High
Needs Group. All of these people meet traditional nursing home eligibility criteria.

The total number of people enrolled in these two groups has grown modestly. In 22
months, the total number enrolled has increased by about 190 people (about 3% per
year). Prior to Choices for Care, the annual increase in the number of people enrolled
in HCBS and ERC was also about 100. This suggests that initial concerns about a
‘woodwork effect’- in which large numbers of people would enroll in Medicaid long
term care services and cause unexpected increases in the total number served, and in
total costs- were unfounded.

July 2007 Page 7 0f 27 Choices for Care Quarterly Report
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Daia source: DAIL/DDAS SAMS database.

This shows the settings in which Choices for Care participants are served, by county.
The graph can be used to compare the numbers of people served in each setting
within each county, as well as the numbers of people served across all counties.

Chittenden County, with the largest population in Vermont, has the highest number
of Choices for Care participants. Rutland County has the second largest population,
and the second highest number of Choices for Care participants.

In Addison, Lamoille, and Orange Counties, a relatively large proportion of people in
the Highest and High Needs Groups are served in the HCBS and ERC settings. In
Bennington, Rutland, and Washington Counties, a relatively large proportion of
people in the Highest and High Needs Groups are served in Nursing Facilities,

July 2007 Page 8 0f 27 Choices for Care Quarterly Report
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Data sources: DAH/DDAS SAM! base; Shaping the Future of Long Yerm Care and Independ:

This provides a demographic perspective on Choices for Care enrollment in each
county, based on estimates of total demographic need. The data does not include the
Moderate Needs Group.

The chart is based on_Shaping the Future of Long Term Care and Independent Living
by Julie Wasserman (May 2007), which includes two estimates of need: nursing homes

and community settings. Estimates of the 2006 need in both settings were combined to
produce an estimate of total need, including all people aged 18 and over with two or
more ADL assistanee needs, in all income groups. The total need was then compared
to the number currently served, producing an estimate of the percentage of people in
need who are actually served.

While it would not be reasonable or feasible to attempt to serve 100% of the estimated

number of people who may need assistance, this graph does provide a perspective on
the relative numbers of people served in each county.

July 2007 Page 9 of 27 Chotees for Care Quarterly Report
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Daia sources: DAIL/DDAS SAMS database

'+ Shaping the Future of Long Term Care and Independent Living 2007.

This provides a slightly different demographic perspective on Choices for Care
enrollment in each county, with a focus on alternative settings. The data does not
include the Moderate Needs Group.

The graph is based on estimates of need for assistance in community settings only (rot
nursing home settings), as presented in Shaping the Future of Long Term Care and
Independent Living, by Julie Wasserman (May 2007). The estimates of need include
all people aged 18 and over with two or more ADL assistance needs, all income
groups. The total community need was then compared to the number currently served
in the community, producing an estimate of the percentage of people in need in the
community who are actuaily served.

Again, it is neither reasonable nor feasible to attempt to serve 100% of the estimated

number of people who need assistance. This graph does provide a perspective on the
relative numbers of people served in community seftings in each county.

July 2007 Page 10 of 27 Choices for Care Quarterly Report
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Data sources: DAIL/DDAS SAMS database; Drvision of Rate Setting,

One of the goals of Choices for Care is to serve a higher percentage of people using
Medicaid-funded long term care in alternative community settings, and to reduce reliance
on nursing homes. This graph illustrates our status in achieving this goal in each county as
of April 2007.

The graph shows the number of Choices for Care participants who were served in nursing
home settings (blue), the number served in alternative settings (red), and the number of
participants who would have to move from a nursing home setting to an alternative setting
to reach the benchmark of 40% in alternative settings (yellow).

[n Addison, Chittenden, Franklin, Grand Isle, Lamoille, and Orange Counties, more than
50% of Choices for Care participants are now served in alternative settings. In Caledonia,
Windham and Windsor Counties, more than 40% of participants are served in alternative
settings. People using Medicaid long term care in the remaining counties - Bennington,
Orleans, Rutland, and Washington- remain more dependent on nursing homes, with less
than 40% served in alternative settings.

Suly 2007 Page 11 af 27 Choices for Care Quarterly Report
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Data source: DAIL Monthly Monitoring Report

This graph shows direct Medicaid long term care expenditures by setting. Since
sfy2000, annual Medicaid expenditures have increased about $30 million in both
nursing homes and in alternative settings.

Note that other expenditures are also relevant. People in the HCBS setting tend to
incur substantial expenditures for Medicare services, Medicaid services, and other
support services (housing subsidies, transportation, food, utilities, etc.) People in
nursing homes and enhanced residential care tend to incur fewer of these other
expenditures.

July 2007 Page 12 0f 27 Choices for Care Quarterly Report
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This shows trends in both the average numbers of people served and total expenditures
by setting. As noted, expenditures have increased by similar amounts in both settings.
These increases are related to different patterns in the number of people served: the
number of people served in nursing homes has decreased, while the number served in
alternative settings has increased substantially.

July 2007 Page 13 0f 27 Choices for Care Quarterly Report
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Data source: Agency of Human Services Division of Rale Setting, reported resident days by month.

This shows trends in nursing home use over time for people whose primary payor was
Medicaid, as well as for people who paid privately. These average occupancy figures
are computed from monthly census figures reported by Vermont nursing homes to the
Division of Rate Setting.

Consistent with other data sources, this data suggests that the number of Medicaid
nursing home residents has decreased over time- about 200 people between October
2005 and May 2007. Note that nursing home closings and other reductions in the
number of licensed beds have contributed to this decrease.

The number of private pay residents has decreased slightly since October 2005. Long
term care Medicaid financial eligibility requirements have become more rigorous,
which would tend to increase the number of nursing home residents who pay
privately. However, more people may be paying privately for community-based
services, which would tend to reduce the number of nursing home residents who pay
privately.

July 2007 Page 14 0f 27 Choices for Care Quarterly Report
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Concerns are occasionally expressed about residents of other states who are admitted to
Vermont nursing homes and subsequently become eligible for Vermont long term care
Medicaid. This graph shows admissions of residents of other states to nursing homes in
Vermont, as reported to the DAIL Division of Licensing and Protection. Note that
citizens have the legal right to move freely within the United States, including the right to
change state residency and to apply for Medicaid in the state in which they reside.

While thirty nursing homes admitted at least one person from another state, only nine
nursing homes admitted more than ten people from other states. Just four nursing homes
admitted twenty or more: Center for Living (70), Bennington Health and Rehabilitation
Center (31), Crescent Manor (21), and Vermont Veteran’s Home (20). These four
Bennington County nursing homes represented nearly half of all admissions from other
states. The number of these people who are (or will be) served under Choices for Care is
currently unknown. Changes to the Choices for Care application form would allow more
accurate tracking of the original residency of people who use Choices for Care services -
both from other states and within Vermont.

July 2007 Page 15 0f 27 Choices for Care Quarterly Report
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Data source: DAIL/DDAS SAMS database.

This graph shows the ages of participants within four groups of Choices for Care
participants: Nursing Facility, Enhanced Residential Care, Home and Community
Based Services, and the Moderate Needs Group.

The median age of people enrolled in the HCBS Highest/High Needs Groups is nearly
80. However, many younger people are also served in Choices for Care, including
over 400 people under the age of 60.

Overall, more than half of the Choices for Care participants are aged 80 or older, and
nearly 20% are aged 90 or over. The highest percentage of people aged 80 and over is
found in the Enhanced Residential Care setting, followed by the Nursing Facility
setting. The highest percentage of people under the age of 60 is found in the HCBS
setting.

July 2007 Page 16 of 27 Choices for Care Quarterly Report
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Data source: DAIL/DDAS SAMS database.

This graph shows the numbers of Choices for Care applications received over time.
This data is useful in viewing changes in overall ‘demand’ over time, and in changes
in demand among the different settings. It also provides a measure of staff workload
in processing applications at DAIL and at the Department of Children and Families.

The preexisting waiting lists for HCBS and ERC services (241 people in September
2005) contributed to a large number of applications in October and November 2005.
In subsequent months, the number of applications stabilized, but the number of
applications has increased again in the last six months. DAIL/DDAS currently
receives more than 300 applications each month.

About 40% of applications are for Nursing Facilities (including short-term and
rehabilitation nursing home admissions.) About 40% are for Home and Community
Based Services, about 8% for Moderate Needs Group, and about 8% for Enhanced
Residential Care. The percentages of applications for Home and Community Based
Services and for Enhanced Residential Care have increased slightly over time.

July 2007 Page 17 of 27 Choices for Care Quarterly Report
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Data source: DAIL/DDAS SAMS database.

One of the goals of Choices for Care is to help Vermonters access long term care when
they need it. An indicator of our success in achieving this goal is the time required to
process individual applications.

Most applications are processed within eight weeks. Over 90% are processed within

twelve weeks. A small percentage remain pending for many months due to delays in

Medicaid eligibility. Causes for delays in Medicaid eligibility include:

1. Long-term care Medicaid applications are never submitted.

2. Long-term care Medicaid applications are delayed or incomplete.

3. Some applicants under the age of 60 (those not already eligible for SSI) are required to
undergo a Disability Determination process, which routinely requires several months.

4, Some applications lead to complicated asset searches and/or legal review by the
Department for Children and Families (DCF).

Staff from DAIL and DCF continue to work to find ways to process Choices for Care
applications as accurately and as quickly as possible. Ongoing communication and
collaboration between DAIL regional staff, DCF regional staff, and local case managers
contributes to the timely processing of applications.
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Data source: DAIL'DDAS SAMS database.

The number of ‘old’ pending applications can be used as an indicator of success in
ensuring timely access to services across Vermont. This also provides a measure of
DAIL and DCF staff workload within each county.

Orange, Washington and Windsor counties appear to have high percentages of ‘old’
applications. DAIL staff are working with DCF staff to ensure that this data is
accurate, and to process applications.

The total number of pending applications is related to the size of the county’s
population, but this relationship is not entirely consistent across the state. Relative
to estimates of long term care need, Bennington, Essex, Orleans, Orange and
Chittenden counties have more pending applications than other counties.
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2 N
Data source: DAIL/DDAS SAMS database.

A goal of Choices for Care is to improve access to home and community based services. One

measure of access is the number of people on waiting lists. Note that waiting lists for home and

community based services are common across the United States. In some states, the number of

people on waiting lists is unknown. In many states, the waiting lists are long, and getting longer:
In 2005, 260,916 individuals were on waiting lists for 102 waivers in 30 states, up from
206,427 individuals in 2004. The average length of time an individual spends on a waiting
list ranges from 13 months for aged/disabled waivers to 26 months for MR/DD waivers.
Kaiser Commission on Medicaid and the Uninsured, Medicaid 1915(c) Home and Community-Based Service
Programs: Data Update, December 2006

Prior to Choices for Care, access to Home and Community Based Services and Enhanced
Residential Care were limited by available funds, and Vermonters were often placed on waiting
lists. The total number of people on waiting lists fell when Choices for Care was implemented in
October 2005, when all applicants who met the Highest Needs Group eligibility criteria became
entitled to services.

Beginning in October 2003, applicants who met the High Needs Group eligibility criteria were
placed on a waiting list. The number of people on this waiting list slowly increased over time.
Based on the availability of funds, small numbers of people from the waiting list were enrolled in
Choices for Care during July 2006 and December 2006. Since January 2007, all High Needs
Group applicants have been enrolled, and the waiting list has disappeared.
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This shows monthly Medicaid long term care payments by setting. These payment
figures are adjusted to include third party payments and other cash adjustments,
including estate recovery.

Nursing Facilities (NF) currently represent about 70% of current Choices for Care
expenditures. Home and Community Based Services (HCBS) and Enhanced
Residential Care expenditures represent about 30%. In comparison, about 55% of
highest and high needs participants are served in Nursing Facilities, while about 45%
of these participants are served in alternative settings,

Average monthly expenditures for Enhanced Residential Care have grown the most
in recent years, increasing about 80% since the beginning of sfy2004. In the same
time period, Home and Community Based Services expenditures have increased
about 40%, and Nursing Facility expenditures have grown about 4%.
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Data source: DAIL/DDAS SAMS database.

The average approved cost of HCBS Highest/High Needs Group Plans of Care was
$3,406. The average costs in Chittenden, Addison, and Franklin Counties were well
above the state average. The average cost in Essex and Orleans Counties was well
below the state average.

Several factors can contribute to higher HCBS plan of care costs, including:

1. Higher use of Home Health Agency personal care services, at a higher
reimbursement rate.

. Higher number of hours of personal care services.

. Higher use of adult day services.

. Lower use of home health services (nursing and licensed nurse assistants) supported
by Medicare or Medicaid.

SR VA N ]
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Data source: DAIL/DDAS SAMS database.

This shows the percentage of active High Needs Group and Highest Needs Group
participants who were approved to use adult day services in each county.

Statewide, just over 20% used adult day services. More than 25% used adult day

services in Addison, Caledonia, Windham, and Windsor Counties. Less than 15%
used adult day services in Essex, Washington, Lamoille, and Rutland Counties.
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Data source. DAIL/DDAS SAMS database.

The average approved cost of ERC Highest/High Needs Group plans of care was
$2,165. This is nearly 40% less than the average approved cost of HCBS plans of care.

The highest costs were found in Lamoille County. This results from special rates paid
to Lamoille County providers to serve a small number of people who were discharged
from Morrisville Center nursing home and from Traumatic Brain Injury services.

There is no consistent relationship between approved HCBS costs and approved ERC
costs by county. Addison county had high ERC plan of care costs as well as high
HCBS plan of care costs. Chittenden and Franklin counties had low ERC plan of care
costs but high HCBS plan of care costs.

With the exception of ‘special rates’, the range of ERC plan of care costs is smaller
because fewer factors contribute to the differences. ERC plans of care are based on
three daily reimbursement ‘tiers’ which directly reflect the functional and cognitive
status of ERC participants but do not represent a specific number of hours of personal
care, ERC plans of care do not include adult day services, which contributes to higher
HCBS plan of eare costs.
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Data source: DAIL/DDAS SAMS database, Includes people who receive more than one type of personal care service.

This shows the percentage of people who were approved to use each type of personal care
services in each county, using DAIL/DDAS SAMS data, Note that this reflects the services
that people were approved to use, not what they actually did use.

Statewide, about 56% of people had service plans that included some home health services, and
about 61% had plans that included consumer or surrogate directed services. About 17% of the
people plan to combine home health agency services with consumer or surrogate-directed
services. Because of this, the totals are higher than 100%.

In every county, significant numbers of people had plans with each type of service. However,
there are significant variations among the counties. In Franklin, Bennington, Chittenden, and
Washington counties, a high percentage of people had service plans with home health services.
In Essex, Orange, Windham, and Grand Isle counties, a low percentage of percentage of people
had service plans with home health services. In counties with lower use of home health
services, people seem to have uscd both consumer and surrogate directed services as an
alternative.
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Data saurce: EDS paid claims, by date of service

This graph shows recent trends in paid Medicaid claims (by dates of service) for the three
different Choices for Care personal care service options: home health agency, consumer-
directed, and surrogate-directed.

The number of people using each type of personal care services has increased. The largest
increase has been in the number of people using consumer-directed services. The numbers of
people using home health services and surrogate-directed services have increased at a similar
rate. The data for recent months suggests the following:

option % of people % of hours service volume

Home health 50% 35% slight decrease
Consumer directed 15% 20% increase
Surrogate directed 40% 45% the same
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Data source: EDS paid claims, by date of service
Note: consumer and surrogate directed data adjusted to reflect equal numbers of payperiods in all months

This graph shows the trends in the average number of hours of service that people actually
receive each month.

People using consumer and surrogate directed services receive an average of about 140 hours
per month, or about 33 hours per week. People using home health agency services receive an
average of about 75 hours per month, or about 17 hours per week. Because some people use a
combination of services, the average number of hours of all personal care services is about 150
hours per month, or about 35 hours per week.

July 2067 Page 27 of 27 Choices for Care Quarterly Report



83

=9~ Flexible Choices ~@~PACE ~#-24 Hour Care

Data source: DAIL/DDAS SAMS database

One of the goals of Choices for Care is to expand the range of service options. This
graph shows the initial growth in enroliment in three new service options: Flexible
Choices, PACE, and HCBS 24-Hour Care.

In May 2007, Choices for Care implemented a policy allowing spouses to be paid to

provide personal care, which represents a new service option. However, no process
currently exists to track the number of people who use this option.
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Testimony of Mitch LaPlante, Ph.D., Associate Professor, University of California,
San Francisco.

Senate Finance Committee Hearing on "Home and Community Based Care: Expanding

Options for Long Term Care" Tuesday Sept 25™, 2007 at 10am, Dirksen Office Building
G-50

Chairman Baucus and members of the Committee, I am pleased to be able to
speak today on expanding the options low-income people with disabilities have to choose
between living in an institution and living in the community. In our nation’s history,
deinstitutionalization occurred first for persons with mental illness in the 1960-80 period,
financed through general funds and block grants, with mixed results. As a result of the
Medicaid waiver program, a second wave of deinstitutionalization occurred in the 1990s
for persons with intellectual and developmental disorders. We appear to be entering a
third wave of deinstitutionalization in which persons with physical disabilities and older
persons will remain in the community instead of going to a nursing facility. As our
population ages, we must find ways to provide home and community based services
(HCBS) of sufficient quantity and quality so that individuals can choose where and how
they will live.

The ADA protects the right of individuals to reside in the most socially integrated
setting they desire and the Supreme Court Olmstead decision has reinforced this right.
The goal of the Administration’s New Freedom Initiative is to improve HCBS. Many
people with significant disabilities, regardless of age, want to avoid institutions and to
leave an institution if they are placed in one. According to CMS data, about 20 percent of

nursing home residents wish to live in the community.
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Medicaid, in its design, rules, and procedures favors placement in institutions over
HCBS, what is known as the institutional bias. The key aspect is that states are required
to provide institutional services under the Medicaid program while HCBS are optional.
Some states use their options, but many states do not. The fraction of a state’s population
that is provided personal care services (PCS) or HCBS waivers ranges from a low of 1
person per 1,000 state residents in the lowest state to 13 persons in the highest state
(Martin Kitchener, Ng, & Harrington, 2007). About 30 states use the PCS optional
benefit which funds personal care services and attendants. In states that do not use the
PCS option, PCS are only available if the state has a waiver that provides personal care.
However, states that do not use the PCS option also rank low on waiver participants.
Unlike the PCS benefit, the waivers are often restricted in who they will serve, and there
are long waiting lists. This results in a continued significant bias towards institutions and
individuals are not provided a choice. While additional HCBS opportunities can be
created through the State Plan Amendments of the DRA of 2005, these too are optional.

There is evidence of unmet need for personal assistance among low-income
persons. The fraction of persons who need help with 2 or more ADLs who have unmet
need for personal assistance services and are in poverty was 31 percent among working
ages and about 25 percent among those 65 and older in 1995-7. Unmet need is associated
with a host of adverse consequences, such as injuries from falling, poor nutrition, and
dehydration, which add significant costs to the system (LaPlante, Kaye, Kang, &
Harrington, 2004).

The Community Choice Act (S. 799) is a proposal to help people with low

incomes avoid institutions, allow them to choose community services, and reduce unmet
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need. By making HCBS a mandatory benefit it would greatly reduce the institutional
bias. The CBO estimated in 1997, for an earlier version of the bill, that new federal
expenditures would be $10-20 billion a year, if only a quarter of those who could be
eligible obtained the benefit. I have to say frankly that estimate is inflated and erroneous.
Based on research I and my colleagues have published (LaPlante, Kaye, & Harrington,
2007), we estimate a range from $1.4 to $3.7 billion depending on the rate of
participation from 30 to 80 percent. Adjusting for inflation, it is about one-tenth the CBO
estimate. The key difference between our estimate and the CBO estimate is the number of
people who would be eligible. Measures of institutional need are typically based on two
or more of the basic activities of daily living, which include bathing, dressing,
transferring, toileting, and eating. The CBO estimate included people who need help with
a much broader set of instrumental activities including shopping for groceries or getting
places outside of walking distance. However, someone who only needs help shopping for
groceries or getting around is not a candidate for an institution. Including these activities
greatly inflated the CBO estimate.

There has been concern over a woodwork effect in that persons would obtain the
benefit who otherwise would not have gone into an institution and their family members
would have continued to help them without any cost to the government. Such individuals
receive a tremendous amount of support from their families who often do everything they
can to keep them out of an institution at their own personal expense, including giving up
work and careers. The CCA will not generate a large woodwork effect because it restricts
the benefit to people with an institutional level of need. We estimate that 600,000 persons

would be eligible, not several million.



87

I am concemned that the institutional need criteria are not specific. We know that
some states use loose criteria, such as a physician’s letter, while others use strict criteria,
such as 3 or more ADL for determining institutional need (Tonner & Harrington, 2003;
Tonner, LeBlanc, & Harrington, 2001). Institutional need criteria should be specified in
the CCA, such as 2 or more ADLs, so that this does not become an Achilles’ heel for the
CCA.

While it is often claimed that HCBS are cheaper, the argument is rarely made that
HCBS cost any more than institutional services. One study concludes that Medicaid saves
$44,000 by providing HCBS instead of a nursing home stay (M. Kitchener, Ng, Miller, &
Harrington, 2006). Our ongoing research shows that 9 states that have greatly expanded
their HCBS programs in the 1990s have been able to reduce their institutional
expenditures within 5 years. States that have established HCBS are ahead of the curve
and controlling their costs. States that are reluctant to explore their options are behind the
curve and experiencing increasing costs (Kaye, LaPlante, & Harrington, 2007).

States do not like Medicaid mandates, but given ample options, many states
apparently do not have the vision or wherewithal to rebalance their LTSS system. Twenty
states are not patticipating in Money Follows the Person two years after grants were first

announced.

I have been able to touch on just a few points of a complex issue. I apologize if I
have given some areas short shrift. However, it is my professional opinion that the CCA
is fiscally responsible legislation. It would replace a safety net that varies depending on

which state a person lives in with one that is more uniform for all persons with significant
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disabilities and it is likely to save money in the long run while improving people’s lives.
Given that the oldest baby boomers are 61 years old, there is not much time left to get
rebalancing done. Until the institutional bias in Medicaid is remedied, choice will remain

constrained.
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Responses to Questions for the Record From Mitchell P. LaPlante
September 25, 2007

Chairman Baucus:
Questions for Dr. LaPlante, Mr. Concannon and Mr. Flood:

1. How would The Community Choice Act affect existing services that are provided
through waivers?

The Community Choice Act (CCA) would help the states with their obligation to
support the right of low-income Americans with significant disabilities to choose to
receive “services in the most integrated setting appropriate to the individual’s needs” and
thereby avoid unnecessary institutionalization of individuals. The right of an individual to
choose services that are most appropriate to their needs flows from the provisions of the
Americans with Disabilities Act and has been upheld by the Supreme Court Olmstead
decision. However, this goal is not being realized as many individuals do not have the
ability to choose to receive services in the most integrated setting even in states that
provide services through waivers. The reason is that most waivers are not statewide,
restrict the populations served, or have limits on the number of persons served.

The CCA is needed to redress the bias under the Medicaid program that favors
institutional placement over home and community based services. This institutional bias
is present in Medicaid’s rules, procedures, and financing. The principal effect the CCA
would have on services is to make personal assistance services and supports a universally
available benefit as opposed to an option that a state may or may not offer through a
waiver (or grant). Itincludes services that are provided in an individual’s own home but
includes other settings such as small group homes.

It is true that many states already offer some home and community based personal
assistance services (PAS) through waivers and a few states are exemplars. However,
waivers are typically restricted to certain populations within a state (such as elderly only,
or persons with intellectual and developmental disabilities only) and in many states, there
are long waiting lists where the supply falls short of the demand. While some states have
utilized their existing authority extensively, most states fall quite short of addressing
people’s needs. The CCA would ensure that all persons with disabilities within a state
would have a choice between home and community based PAS and institutional services.
However, the CCA would not displace services provided through waivers. The CCA
provides the incentive of an enhanced FMAP for states to provide services that are
consumer-directed, and includes a maintenance of effort provision so that states would
not reduce their level of effort on waiver services under sections 1905(a), 1915, and
1115.

2. Do we need The Community Choice Act if the states can receive waivers and
grants?
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Yes, because most states do not use their waiver and grant options fully and some
states do not use waivers and grants at all. By Medicaid allowing PAS to be available at a
state’s option, people with disabilities living in states that do not fully use their waiver
and grant options are not able to choose PAS in their homes and communities and are
forced inappropriately into institutions, in contradiction to the Americans with
Disabilities Act and the Supreme Court Olmstead decision. The optional nature of
waivers and grants for PAS perpctuates the institutional bias under Medicaid for nursing
homes and ICFs-MR, while most people want services in their homes and in their
communities, not in institutions. AARP has written that 90 percent of older Americans
want to remain in their own homes as they age. Older Americans do not want Medicaid
administrators to dictate that they can only receive PAS in a nursing home.

It should be noted that a layer of bureaucracy has evolved to evaluate and
administer waivers and grants. As Senator Kerry pointed out in the case of Massachusetts
application under the Money Follows the Person grant program, even well-intentioned
states are not always granted the opportunity to provide PAS because of administrative
obstacles. I challenge anyone to defend to an elderly widow why she cannot get the
services she needs at home because her state didn’t apply for or get a waiver and now she
must move into a nursing home. The CCA would also alleviate the bureaucratic
entanglement in which states have to apply for waivers and grants to provide PAS and
instead ensure that PAS are a standard Medicaid benefit available to all eligible persons
with disabilities having an institutional level of need in all states, just as nursing homes
and ICFs-MR are now a standard benefit. The CCA is necessary to ensure that home and
community based PAS have parity with services provided in nursing facilities and ICFs-
MR. A standard PAS benefit is necessary to address the institutional bias and ensure that
low-income individuals with disabilities have the right to choose to live in the most
integrated setting they wish to and is appropriate for them. That choice should not depend
on whether a state has been given a waiver or grant.

Senator Smith:
Question for All Witnesses:

1. As you may know, my home State of Oregon is one of the few states that are
almost even in terms of spending Medicaid funds on institutional versus
community care. In fact, for physical disability funding, my state is one of just a
few that spends less on institutional services than community services. As a
former state Senator, I’ve not often been persuaded that mandates are the best
policy — particularly when some states are putting to use the authorities already
available.

Therefore, do you believe, using Oregon as an example, that there are other ways to
encourage states to serve more people in their communities?
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Oregon ranks highest of all the states in community spending under Medicaid
with 72 percent of LTC Medicaid funds going to home and community based services in
2006 (Burwell, Sredl, & Eiken, 2007). New Mexico, Alaska, Minnesota Washington
follow, all above 60 percent. These are states that are using their authorities, but most
states are not. The average for the entire United States is just 39 percent. However, these
statistics are heavily influenced by states using Medicaid waivers to enable people with
IDD to live in the community. It is noteworthy that both Oregon and Alaska have
eliminated ICF-MRs and spend all their Medicaid dollars on home and community
services for persons with intellectual and developmental disabilities (IDD), either in their
own homes or in small group homes integrated with their communities.

However, the track record for persons with physical disabilities and aged persons
is not as good. When expenditures for IDD are taken out, nationally only 27 percent of
Medicaid expenditures for non-IDD LTC are spent on home and community based
services for persons with physical disabilities and aged persons. Again, Oregon ranks
high at 54 percent (the state of Washington is equally high at 55 percent). Can Oregon do
more for people with physical disabilities and aged persons? I believe Mr. Flood from
Vermont would likely say “yes” based on Vermont’s more recent experience with its
1115 waiver. It is not obvious what the optimal percentage should be since it is not likely
that that nursing homes will be eliminated and thus the rate would not approach 100
percent as it has for IDD in Oregon. Nevertheless, it seems safe to say that Oregon still
has work to do.

With the incentive of an enhanced FMAP, the Community Choice Act could help
propel Oregon further while helping all the other states who are far behind. The aging
population wave is now upon us, and Oregon is a state that appears to be among the most
highly prepared to grant people their wish to age in place. Oregon is to be commended
for its vision and initiative, unfortunately few other states have been able to achieve that
vision. But the compelling issue is not so much about the best way to change the behavior
of the states as it is about the need for states to comply with the Supreme Court Olmstead
decision. My father, who is 87 years old, lives in Indiana, a state that spent only 7.5
percent of its non-IDD LTC budget on HCBS in 2006. My father does not want to go into
a nursing home, and he lives with my sister in her home. We are doing our best to ensure
he remains living at home as long as he wants to and is able to do so. My father would
have more options if he lived in Oregon, but that is not a possibility. The CCA will help
Indiana and the many states that are in a similar situation to follow the path of Oregon
and better comply with Olmstead.

The Olmstead decision provides an urgency to correct the institutional bias under
Medicaid. People can not exercise their right to choose to stay in their own homes in
states that take little action to correct the institutional bias. As I mentioned in my
testimony, the rate of PAS provided under Medicaid varies from 3 persons per 10,000
state residents in the lowest state to 84 per 10,000 in the highest state, a ratio of 28:1.
Oregon ranks fourth by that statistic. Participants per 1,000 elderly persons range from 1
to 80, a ratio of 80:1. Oregon ranks first by that statistic. Oregon is a state that has shown
that more persons can be served while keeping Medicaid LTC expenditures steady. It is
clear that low-income persons with significant disabilities have better choices in Oregon.
All people with significant disabilities living throughout America deserve the same
degree of choice.
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The ability to choose whether one lives in one’s own home or an institution is a
right upheld by the Supreme Court that should not depend on optional services. Personal
assistance services are as basic and needed as institutional services and it is necessary to
correct Medicaid’s rules, procedures, and financing to make these services a standard
benefit available to all Americans with disabilities who have an institutional level of
need. That is what the Community Choice Act would achieve.

I do not believe that continuing to encourage states is the best strategy when the
Supreme Court compels all states to a certain standard that has not been realized through
voluntary state actions.

Questions for Dr. LaPlante:

In your testimony, you mention that CBOs’ score is inaccurate because it assumes
costs associated with persons who would only need help for activities such as
shopping independently or getting to places beyond walking distance.

1. Since the bill never intended to provide assistance to persons at that level of need,
do you believe CBO would change its assumption if informed of the clarification?

Yes, I believe the clarification that the eligibility for the CCA is based on having an
institutional level of need will be useful for the CBO to consider in its assumptions.

2. To what degree and in what areas of spending do you feel that the federal
government and states actually could save money in the long run if more people
were served in their communities?

Although the Olmstead decision renders consideration of cost secondary to the
right to choose, the issue of cost cannot be ignored. While it is often claimed that HCBS
are cheaper, the argument is rarely made that HCBS cost any more than institutional
services. The experience of the home and community based services waivers and grants
programs under Medicaid shows that the states spend far more on institutional services
per person served than for home and community based services, even though the waivers,
by design, are restricted to persons who have a level of disability that is similar to persons
in institutions. One study estimates that “in 2002, HCBS waivers produced a national
average public expenditure saving of $43,947 per participant” compared to Medicaid
spending on institutional services (Kitchener, Ng, Miller, & Harrington, 2006)

Providing personal assistance services to persons in their own homes offers a
tremendous savings potential for the Medicaid program and the states. Savings can be
obtained by helping persons to stay in their own homes or communities longer before
they have to go into a nursing home or by avoiding nursing homes entirely. States that are
not offering sufficient home and community services run the risk of forcing residents into
institutions unnecessarily and paying a higher price as a result.
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Hearing of the Senate Finance Committee
Home and Community Based Care: Expanding Options for Long Term Care
September 25, 2007

Testimony of Robert D. Liston
8625 St. Vrain Way
Missoula, Montana 59808-9333

mfhzngd@montana.com

Chairman Baucus, Ranking Member Grassley, and Members of the Senate Finance
Committee:

Thank you for the opportunity to testify today on assuring that home and community-~
based care is at least an equal option as we move forward to reform our broken long-term
care system.

My name is Bob Liston, and I am both proud to be a person with a disability, and proud to
be from Montana, The Last Best Place. In Montana, I have the honor of serving as the
Executive Director of Montana Fair Housing; the President of the Board of Directors for
the Montana Advocacy Program; I’'m a member of Missoula People First; a member of the
Missoula Coalition for Disability Rights; a member of Montana ADAPT; and a recently
retired member of Montana’s State Independent Living Council. In my younger years,
helped to establish Montana’s first Center for Independent Living. In addition, [ spent ten
years in the state of Michigan in the 1980s and 1990s where I worked in both the
Independent Living and Developmental Disability arenas.

I am testifying today as an individual who has lived with disability for 37 years. I am part
of a disability community that according to Census 2000 inctudes 17% of the nation’s
population.

I am also testifying as one of the legion of baby boomers beginning to knock on the doors
of the nation’s public and private long-term care service systems. In all my 53 years on the
planet, I have never met anyone of any age or any disability who said they WANT to live
in a nursing home, an I[CF-MR facility, or any other kind of institution.

And finally, I am testifying as a professional who has worked and volunteered over the
course of a lifetime to assist people with even the most significant disabilities to move out
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of nursing homes and other institutional settings, and to live in their own homes in their
own communities with the necessary services and supports. My expertise is not academic,
or as a researcher or in the bureaucracy that administers various programs. Both my
personal and professional lives have been lived, with intention, “in the trenches”
partnering with one person at a time to help them live the life of quality and dignity they
want, surrounded by their families and friends, in their own communities. Because they
have allowed me into their lives to partner with them, I have learned more than I ever
could have imagined about supporting people to live in the community. I can say with
complete confidence that ] KNOW what’s possible.

And, while doing this work, and demonstrating not only what’s possible, but, in fact,
practically do-able, I have tried to lead by example so that as I age, and as my disability
further affects my functioning, there will be in place “a level playing field” when I need it.
I want to know that neither my age nor my disability will sentence me to an institutional
situation like a nursing home. I want that “level playing field” so [ have a choice in where
I live and from whom I purchase my long-term care services and supports when I need
them. Right now there is an entitlement to nursing homes, and a defacto entitlement to
ICF-MR services, but community services are optional. With the limited long term care
dollars we have today, this means people like me rarely have a real choice of community
services without a LONG wait for those services.

When I was an “invulnerable” 16 year old track competitor, I rolled down a mountain in a
pick-up truck on the outskirts of Helena, Montana. Montana being a rural and frontier
state, trauma centers were few and far between back then, as they still are today. I was
taken to a hospital nearly two hours away from home and after spending three months
there immobilized in a Stryker frame, the doctor came into my room on the last day,
casually told me, “Oh, by the way, you’ll never walk again,” and then signed the order
sending me to a nursing home.

Upon arrival at the nursing home, even in my shock and grief at hearing the doctor’s final
words to me, it took me about 30 seconds to realize, “this is where people come to die.”
And during the four months I spent there, they were dying...all around me. I know first
hand what being sentenced to a nursing home is like, so I’m sure you won’t be surprised
when I tell you that I’d rather die than ever have to go back to a nursing home again.

In many ways I represent the “Everyman” and “Everywoman” in this country. Nobody of
any age wants to be institutionalized.

[ am not a man of means. I work full-time and then some for a small Montana non-profit
that exists to insure that no Montanan experiences discrimination in housing. [ work very
hard, but Montana Fair Housing runs on a shoestring- a shoestring that doesn’t include
either health insurance or a retirement or other long-term care program. My wife and I
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save for our eventual retirement, but it’s unlikely that, no matter how much we scrimp and
do without now, we’ll be able to cover all our long-term care costs out of our own pockets.
And I was surprised to learn that Medicare doesn’t cover ANY ongoing, community-based
long-term care services. That means that it’s highly likely that at some point in our lives,
we may have to rely on Medicaid-funded long-term care services. This is the situation of
many aging baby boomers. And, as you all know better than most, more and more baby
boomers are aging.

Right now, according to CMS, nearly 70% of Medicaid long term care dollars go to
support nursing homes and other institutional settings, and just over 30% of our Medicaid
long term care dollars go to support home and community-based services. And as 1
understand it, that 30% serves more people per dollar than the 70% does. This ratio has me
gravely concerned for my own future because it means that I don’t have even a 50-50
chance of being able to choose to stay in my own home as I age and become increasingly
disabled. The current institutional bias in the nation’s Medicaid program gives me two to
one odds of being forced into a nursing home. The Community Choice Act would level
the playing field and give people a real choice.

This current ratio also means that a creative state like Montana doesn’t have the flexibility
to stretch precious federal and state dollars in a way that is most efficient, cost effective,
and in keeping with needs and desires of its citizens. We are the fourth largest state in
geography with one of the smallest populations in the country. There is an average of 6
persons per square mile across the state. In a rural, frontier and tribal state like ours, or
Alaska or Wyoming or North and South Dakota or a number of other states, offering
people only the choice of a distant institutional setting is not a choice at all, and it’s cruel
to the individual, and cruel to our families and friends. Real choice would not only serve
us better and more cost effectively overall, but it would give the state the tools it needs to
be good stewards of public money while being responsive to its citizens. The Community
Choice Act would give the states, as well as individuals and families, real choices in
providing long term services and supports.

There are so many people I wish could have had the opportunity I have today to testify
before this august body. Since that isn’t possible, I would like to be the vehicle for just a
couple of them to share their stories. They are people that my wife and I know, and they
represent just some of the reasons why this country desperately needs the Community
Choice Act.

When [ was sitting on the Montana State Independent Living Council, one of the other
members hailed from the Fort Peck reservation in the far northeast corner of the state. His
community was an 8§ hour drive to and from Helena where most of our meetings were
held. When his sister came to need more assistance and support than his family was able to
provide, she had to move to a nursing home nearly five hours away from her community
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because that’s the closest facility that had a place for her. Five hours away from her home,
her family and friends and her culture. If the Community Choice Act had been in place,
she could have the choice to stay in her own home, receive culturally appropriate care, and
continued to be a valued part of her family and community.

Instead she was completely separated from everything she knew and everyone who loved
her, and placed in the closest available setting, which then meant her family had to make
an expensive ten-hour round trip just to visit her, and check on her well being. This is an
everyday reality for those of us in rural, frontier, and tribal America, and those of us who
live in rural, frontier, and tribal America are treated unfairly under the current long-term
care system. This is only one example of countless thousands of families who everyday
experience hardship, and heartache, and loss when family members are forced into distant
institutional settings, deprived of any choice by the current long-term care funding system.

Sometimes people are forced to live far from family because their home state doesn’t
support people with various disabilities in the community. Our friend Mark moved from a
North Dakota nursing home all the way to Missoula so he could live in the community like
anyone else because North Dakota doesn’t fund community supports for people who use
ventilators. Mark just started classes at the University of Montana where he is majoring in
journalism. In a few years, armed with his degree, and with the aid of some assistive
technology, he will be a working journalist, who contributes to the community with both
his writing skill and his tax dollars. That would never have been possible if he had
remained in the North Dakota nursing home. The Community Choice Act will allow
people to stay in their home states, and pursue the lives they choose. Or if their family
moves, or they need to move for work, they will no longer risk losing all their services by
moving to a state with less to offer.

[ am told that the average cost of a nursing home in America is approximately
$42,000/year, and in the average nursing home, according to data collected by CMS, a
resident can expect to receive an average of 3 hours a day of actual contact with a staff
person, On the other hand, the average cost of home and community-based consumer-
directed personal assistance services is about $15,800/year. In Montana, for someone who
receives funding for the maximum time allowed of 40 hours/week of personal care, and
pays their attendant $9/hour, the yearly cost would be about $18,800. Even if you add in
another $1000/month for food and shelter, the total is only 73% of what our public dollars
currently pay for a nursing home, and the person receives almost twice as much contact
each day with a care provider. Plus that care is delivered in a setting where family and
friends can monitor the care and supplement it with additional unpaid support.

The average per person cost differential is even more striking when we look at
developmental disability institutional costs. According to the “Residential Services for
Persons with Developmental Disabilities: Status and Trends Through 2006,” published last
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month (August 2007) by University of Minnesota’s Research and Training Center on
Community Living Institute on Community Integration/UCEDD; in Montana the MR/DD
institutional dollars served just over 70 people at over $167,000/person/year for a total of
almost $13 million dollars, while the community dollars for the same population served
over 2000 recipients at a fraction of the cost per person, $31,000/person/year, for a total of
nearly $63 million.

Another person I bring with me today is my friend Gail. Gail is now about 40 years old,
and has significant cerebral palsy. She uses an electric wheelchair, an assistive device for
communication, and she needs hands-on help to get up, dress, eat, bathe, and use the toilet.
Gail graduated from high school with my wife’s younger son, Steve. After school Steve
would jog to the locker room for football practice or baseball practice depending on the
season. Or maybe go home to prepare for a big dance or a concert, or go to his part time
job. Gail, on the other hand, would be put on the little yellow bus that shuttled her 20 miles
to the nursing home where she was forced to live when her mother could no longer care
for Gail at home because her mother developed health problems of her own and also had to
work to support herself and the rest of the family.

When my wife Marsha would visit Gail, regardless of the time of day, she would almost
always find her lying in bed waiting. Waiting for someone to help her into her wheelchair.
Or waiting for someone to clean her up and change her bed linens because the staff didn’t
answer her bathroom call in time and she had been lying in her own waste for an hour or
more. Or even worse, Marsha would often find Gail lying naked and uncovered with her
door left wide open waiting for staff to return from some errand and dress her.

Gail is a bright, funny, warm, religious woman who worked hard to be awarded her regular
high school diploma. But in the nursing home, she was just another body that had to be

quickly dressed, bathed, fed and changed. Her electric wheelchair afforded her a great deal
of independence when she was allowed to use it, but it was rare that she got to use it in the
nursing home because it was more convenient for the staff to leave her lying in bed all day.

We fought hard to help Gail achieve her dream of her own apartment. The good news is
that Gail did leave the nursing home, and she did move into her own apartment where she
continues to direct her own staff. She schedules her staff so she can get up when she
wants, eat what she wants when she wants it, use the bathroom when she needs to and
avoid accidents, and finally, at long last, have a life. A life that includes all the things she
was never allowed to do in the nursing home. All the things you may well take for granted,
like going to the mall, voting, having dinner with friends, getting her hair done, and
volunteering. If the Community Choice Act had existed when Gail was a young teen, her
single mother could have had the assistance she needed to keep Gail at home, and Gail
could have progressed much sooner from her mother’s home, directly into her own home,
and not have had precious years of her life wasted in the nursing home
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During the time | spent in Michigan, | worked for five years at a local Arc, partnering with
people with developmental disabilities and their families to move them out of state
institutions (ICFs/MR), nursing homes and their family homes into their own homes in the
community with the supports they needed and desired. I assisted one woman who was deaf
and blind and cognitively disabled to buy her own home and find housemates and personal
assistants, I also facilitated numerous person-centered plans and then worked with people
on individual service budgets to actualize those plans. People didn’t ask for the
world...they didn’t even ask for what they were entitled to. One woman who had cognitive
and physical disabilities only wanted enough paid assistance to help her bathe and dress,
and transfer from her wheelchair for a little while each day so she could sit on her new
couch in her new apartment.

My friend Rayford lived in a state [CF/MR institution for many years, was moved to a
nursing home for more years, and then was moved to a community ICF/MR group home
before he finally got to move into his own apartment at the age of 40. Ray has very
significant cerebral palsy, doesn’t read or write or have assistive communication, is a
brittle asthmatic, has numerous allergies, and due to swallowing problems uses a
permanent feeding tube surgically placed into his stomach. He requires physical assistance
for nearly every aspect of his daily life, yet he has lived comfortably, safely and
successfully in his own apartment with appropriate assistance for over 13 years. He is a
registered voter, a valued friend, and became a member of ADAPT because he was
adamant that he would never return to a nursing home, and wanted to do everything he
could to assure that he and others would always have a real choice to live in the
community.

The one thing you can say about disability is that it’s “equal opportunity”. Disability can
strike anyone at any time with no regard to age, race, gender, political affiliation or any
other distinguishing characteristic. It may be acquired before or at birth or later, through
accident, disease, medical condition, war, or simply through the normal aging process.

Add to that the prediction in an Alliance for Health Reform Issue Brief earlier this year
that estimated when the last of us baby boomers reach retirement, the nation’s population
of those over the age of 65 is expected to double.

And when we also consider how much has changed in this country since the mid-60s, it’s
no wonder that the 40 year old Medicaid and Medicare long-term care systems are no
longer a good fit for most of America.

If we are to efficiently and effectively serve the incredibly diverse population now and
soon to be eligible for long-term care services, we must provide more than the current
“one-size-fits-all” method of service delivery. We all know that something that is “one-
size” never fits anyone properly. The Community Choice Act is a beginning to providing
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both individuals and states with the opportunity to “customize™ services to fit each
individual and each state, using the tools of choice and consumer control to craft
respectful, responsive services for one person at a time.

Customization will require that:

* People have real choice in where they receive their long-term care services and supports;
« Eligibility for services must be based on functional need, not on a specific diagnosis, a
person’s age, or a discrete funding stream;

+ Attendant services must be available in the community, 24 hours a day, seven days a
week;

» Attendants must earn a livable wage and have benefits;

« Consumer control must be maximized at every step of the process, including flexible
payment and management systems.

Fully balancing the nation’s long-term care system to provide the level playing field that
allows for this customization will take time, but there are immediate steps that each of you
can take now to end the institutional bias in Medicaid. One of those steps is passing the
Community Choice Act.

The Community Choice Act (CCA) (S. 799) gives people real choice in long-term care. It
provides people eligible for Nursing Facility Services, or ICFs for people with cognitive
and intellectual disabilities, with the opportunity to instead choose community-based
services and supports. Nothing in the bill forces states to close nursing facilities or other
institutions, and nothing in the bill prevents anyone from choosing a nursing home or othe:
institution, if that is their wish. Rather than be forced into any type of institutional setting,
people could choose to get assistance in their own homes. That assistance would include
the basic activities of daily life that most people take for granted like meal preparation,
eating, toileting, bathing, grooming, shopping, managing finances, and participating in the
community.

The Community Choice act addresses the need for assistance with health-related functions,
and implements other necessary reforms, like;

« providing assistance in a person’s home and community, including at school, at work,
or when participating in religious activities;

* including systems for securing back-up attendants;

« offering options for consumer control of services;

* supporting essential, often minor, one time expenses for things needed by people
returning to the community, such as security deposits for housing, bedding, and kitchen
supplies.

The Community Choice Act does not create a new, unfunded mandate.
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We already pay for this assistance when people are forced into nursing homes and other
institutions by the Medicaid institutional bias. The Community Choice Act simply makes
the existing mandate more responsive to consumers, and in the aggregate will prove to be a
more cost effective use of public dollars. It doesn’t make more people eligible. It simply
means that the people who are already eligible for services will have a real choice, a level
playing field, with the Community Choice Act.

Every major national disability organization supports The Community Choice Act. In fact,
92 national organizations are Community Choice act supporters. An additional 255 state or
regional organizations also support the bill, as well as 306 local groups. 1 have included
the full list at the end of my testimony. As you look through the list, you will notice just
how diverse the support is.

Supporting organizations represent people with all types of disabilities: people with
cognitive disabilities, people with sensory disabilities, people with mental health labels,
and people with physical disabilities. ..of all ages. The list of supporting organizations
even represents people without disabilities!

Appended to my testimony you will also find a page that shows the minimum of how
many people want out of nursing homes right now in the states of each of the Committee
members. Nationally, the total has gone from under a quarter of a million two years ago to
over 300,000 currently. We have every reason to expect that number to continue to
increase.

An additional page contains the figures from Thompson/Medstat showing the ratio by state
of Medicaid dollars spent on institutional settings for every Medicaid dollar spent on
community services. There are ratio columns for both MR/DD funding streams and for
Physical Disability (aka Aging and Disability) funding streams.

Also appended to my testimony is a DVD containing the testimony given by a number of
other individuals at a national hearing held in Nashville, Tennessee, last year. They are the
real experts on this issue. The hearing was attended by federal officials from Health and
Human Services and the National Council on Disability, as well as representatives from
national disability organizations. Each one of you, and in fact every Senator and
Representative, received a copy of this DVD in early May of this year.

I urge you to pass S. 799 out of committee and on to the full Senate. The disability
community has been waiting for over 15 years, and over that time so many of us have
become Seniors with disabilities who are still waiting for Community Choice.

In closing, I would like to thank Senators Schumer and Salazar, for their co-sponsorship of
the Community Choice Act. And thank you all again for providing me this opportunity to
testify. I would be happy to answer any questions that you may have at this time.
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APPENDIX A

Centers for Medicare and Medicaid MDS Q1a Information Reflecting the
Number of Nursing Facility Residents Who Indicate They Want to Move
Back to Their Community as of the Second Quarter of 2007
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MDS Active Resident Information Report: Second Quarter 2007

Q1la: Resident Expresses/Indicates Preference to Return to the Community

Jon Kyl
Blanche L. Lincoln

Ken Salazar

Mike Crapo

Charles Grassley
Pat Roberts

Jim Bunning
Olympia J. Snowe
John F. Kerry
Debbie Stabenow
Trent Lott

Max Baucus

John Ensign

Jeff Bingaman
Charles E. Schumer
Kent Conrad

Ron Wyden, Gordon Smith

orrin G. Hatch

Maria Cantwell
John D. Rockefeller IV

State
Arizona *
Arkansas *
California
Colorado *
Florida
Idaho *

Illinois

Towa *

Kansas *
Kentucky *
Maine *
Massachusetts *
Michigan *
Mississippi *
Montana *
Nevada *

New Mexico *
New York *
North Dakota *
Ohio

Oregon *
Pennsylvania
Texas

Utah *
Washington *
West Virginia *
NATIONAL TOTAL

No
68.7%
81.7%
75.3%
76.7%
73.2%
73.2%
75.9%
81.3%
81.7%
80.7%
76.1%
79.1%
73.1%
88.4%
76.3%
71.1%
72.6%
78.8%
84.3%
74.8%
67.3%
80.3%
79.9%
67.7%
70.6%
79.2%
78.1%

Yes
31.3%
18.3%
24.7%
23.3%
26.8%
26.8%
24.1%
18.7%
18.3%
19.3%
23.9%
20.9%
26.9%
11.6%
23.7%
28.9%
27.4%
21.2%
15.7%
25.2%
32.7%
19.7%
20.1%
32.3%
29.4%
20.8%

#Yes
3648
3292

3742

1181

4785
3494
4396
1512

10,782
1846
1213
1293
1691
23,208
908

2555

1692

5507
2039

State Total
11,656
17,988
100,590
16,061
69,627
4,408
74,542
25,586
19,040
22,776
6,326
42,298
40,083
15,913
5,117
4,475
6,173
109,473
5,783
77,490
7,812
77,025
91,583
5,238
18,734
9,802

303,709 1,386,797
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APPENDIX B

Ratio, by State and Funding Stream, of Medicaid Dollars Going to
Institutions vs. Medicaid Dollars Going to Community Services
According to Information Available in 2007 from the States
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Ratio, by State and Funding Stream, of Medicaid Dollars Going to
Institutions vs. Medicaid Dollars Going to Community Services

Physical Disability
Senate Finance State MR/DD Funding Funding
Committee Member Institution:Community | Institution:Community
Alabama $.15to $1i $7.94 10 31
Alaska 3010 $1 $.94 to $1
Jon Kyl Arizona n/a * $1.53 to $1
Blanche L. Lincoin Arkansas $1.42 to $1 $2.84 to $1
California $.53 to $1 $1.07 to $1
Ken Salazar Colorado $.19 to $1 $1.99 to $1
Connecticut $.68t0 %1 $4.02 to $1
Delaware $.34 to $1 $6.63 to $1
D.C. $4.51 to $1 $2.69 to $1
Florida $.40 to $1 $6.88 to §1
Georgia $.46 to $1 $5.16 to $1
Hawaii $.10t0 $1 $4.89 to $1
Mike Crapo Idahe $1.04 to $1 $1.48 to $1
1llinois $1.06 t0 §1 $3.88 10 $1
Indiana $1.50 to $1 $11.33t0 31
Charles Grassley Towa $1.05 to $1 $3.05 to $1
Pat Roberts Kansas $.28 to $1 $1.79 to $1
Jim Bunning Kentucky $.74 to $1 $4.18 to $1
Louisiana $2.48 10 §1 $4.7510 81
Olympia J. Smowe Maine $.27t0 31 $2.99 to $1
Maryland $.13 to $1 $5.05 to $1
John F, Kerry Massachusetts $.24 to $1 $3.08 to $1
Debbie Stabenow Michigan $.02 to 81 $5.27 to $1
Minnesota $.19 10 $1 $1.33t0 $1
Trent Lott Mississippi $253.60 to $1 $40.50 to $1
Missouri $.74 to $1 $2.35t0 81
Max Baucus Montana $.20 to $1 $2.47to 81
Nebraska $.43 to $1 $3.93 to §1
John Ensign Nevada $.44 to $1 $2.10 to $1
New Hampshire $.02 to §1 $6.47 to $1
New Jersey $.84 to $1 $3.87 to §1
Jeff Bingaman New Mexico $.11t0 $1 $.86 to $1
Charles E. Schumer New York $.74 to $1 $1.77 to $1
North Carolina $1.30to $1 $1.32t0 %1
Kent Conrad North Dakota $1t0 %1 $16.60 to $1
Ohio $1.11t0 81 $3.74 10 $1
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Oklahoma $51.to §1 $2.75 to $1
Ron Wyden
Gordon Smith Oregon $0 to $1 $.82 to 51
Pennsylvania $.48 to $1 $7.31 to $i
Rhode Island $.04 t0 §1 $7.60to $1
South Carolina $.84 to $1 $3.99 to §1
South Dakota $27t0 81 $8.51 to $1
Tennessee $.66 to $1 $87.31 to $1
Texas $1.69 10 $1 $1.19 t0 $1
Orrin G. Hatch Utah $.50 to $1 $9.16 to $1
Vermont n/a* $2.68 to $1
Virginia $.74 10 $1 $3.34 to $1
Maria Cantwell Washington $.33 to 31 $.87 to $1
John D. Rockefeller [V | West Virginia $.30 to $1 $3.50 to $1
Wisconsin $.35to §1 $2.30 10 81
Wyoming $.2210 81 $4.03 10 $1
National $.65 to $1 $2.49 to $1

Ratio of expenditures for institutional versus community; that is, how much in Medicaid funds were spent
in institutions for each Medicaid dollar spent in the community

* ! Arizona and Vermont show zero reported MR/DD expenditures because all long-term supports are
provided in managed care programs.

Note: What the above figures don’t reflect are the numbers of people served by each dollar. For example,
according to the “Residential Services for Persons with Developmental Disabilities: Status and Trends
Through 2006,” published in August 2007 by University of Minnesota’s Research and Training Center on
Community Living Institute on Community Integration/UCEDD, in Montana the MR/DD institutional
funds served about 70 people at over $167,000/person/year, while the community dollars for the same
population served just over 2000 recipients at a fraction of the cost per person ($31,000/person/year).

This data was computed from the CMS Medicaid reports from each state based on actual expenditures.
The data is compiled by Thompson/Medstat and extrapolated by Steve Gold, to whom we are very
appreciative.
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Appendix C

National, State and Local Organizations Supporting the Community
Choice Act of 2007 (S. 799 and H.R. 1621)
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National

ABLED Publications: ABLED Woman Magazine
ADAPT

ADA Watch

Ad Hoc Committee on Healthcare Reform & Disability
American Association of People with Disabilities
American Association on Mental Retardation

American Geriatrics Society

American Rehabilitation Counseling Association
Americans with Disabilities Vote

Assoc of Programs for Rural Independent Living - APRIL
Association for Persons in Supported Employment, APSE
Association for Protection of the Eiderly Executive Advocacy Advisory Board
Autism National Committee - AutCom

Bazelon Center for Mental Health Law

Brain Injury Association

Catholic Health Association (CHA)

Center for Seif-Determination

Center on Human Policy

CHANCE, Center for Housing & New Community Economics
Christopher Reeve Paralysis Foundation

Concrete Change

Consortium of Developmental Disabilities Counciis
Consumer Research & Advocacy

Democratic National Committee

DIMENET

Disabled People's Direct Action Network, Great Britain
Disability News Service

Disability Rights Action Coalition for Housing

Disability Rights Center

Disability Rights Education and Defense Fund, DREDF
Dykes, Disability & Stuff Quarterly

Eastlake, Derry and Associates

Families USA

Family Voices

GnarlyBone News/GnarlyBone Productions

Gerstmann Syndrome Support Network

Gray Panthers

HalfthePlanet.com

Independent Living Research and Utilization, ILRU
Institute for Disability Access

Institute on Disability Culture

Justice for All

Mainstream Magazine

Mouth Magazine

NAACP

National Assn for Rights Protection & Advocacy
National Assn of Area Agencies on Aging

National Assn of DD Councils

National Assn of the Deaf
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National Assn of Home Care

National Assn of Protection and Advocacy Services
National Assn of State Head Injury Administrators
National Catholic Partnership on Disability (NCPD)
National Catholic Office for People with Disabilities
National Center for Latinos with Disabilities
National Citizens Coalition for Nursing Home Reform
National Coalition of the Chemically Injured
National Coalition on Self-Determination

National Councit on Independent Living

National Council on the Aging

National Family Caregivers Assoc.

National Home of Your Own Alliance

National Organization for Women, NOW

National Organization on Disability

National Rehabilitation Association

National Spinal Cord Injury Association

New Mobility

Not Dead Yet

Qglala Sioux Tribe

On A Roll Radio

Paralyzed Veterans of America, PVA

Post-Polio Health International/International Ventilators Users Network
Ragged Edge

Research & Training Center on IL at University of Kansas
Rural Institute, University of Montana

SABE, Self Advocates Becoming Empowered
Senior Support Network

Service Employees international Union, SEIU
Shepherd Center

Socialist Party - USA

Southern Disability Law Center

TASH

The Arc

The Bridge

The Disabled Womyn's Educational Project
Universal Health Care Action Network UHCAN!
United Cerebral Palsy

United Spinal Association

United States Conference of Catholic Bishops (USCCB)
US Conference of Mayors

VSA arts

World Association of Persons with Disabilities
World Institute on Disabilities

STATE & LOCAL

Alaska

Alaska Statewide Independent Living Council (State)

Alaska Division of Vocational Rehabilitation (State)

Alaska Governor's Commission on Employment & Rehabilitation of People with Disabilities
(State)
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State of Alaska Transition Initiative (State)

Assistive Technology of Alaska (State)

Disability Law Center of Alaska (State)

Governor's Council on Disabilities & Special Ed (State)
Kenai Peninsula Independent Living Center (Local)

Alabama
Birmingham Independent Living Center (Local )
Alabama Department of Mental Health/Mental Retardation (State)

Arkansas

Delta Resource Center for Independent Living (Local)
Sources (Local)

Spa Area Independent Living Services (Local)
UPWARD PROJECT (Local)

Independent Living Council (State)

Arkansas Support Network (State)

The Arc of Arkansas (State)

Arizona

ABIL, A Bridge to Independent Living (Local)

DIRECT (Local)

Arizona Governor's Councit on Developmental Disabilities (State)
Arizona Governor's Statewide Independent Living Council (State)
Arizona State Rehabilitation Advisory Council (State)

California

Alameda County Developmental Disability Planning & Advisory Council (Local)
Californians for Disability Rights (State)

Center for Independence of the Disabled (Local)

Center for Independent Living South Valley (Local)
Community Resources for Independence, CR! (Local)
Disability Resource Agency for IL (Local)

Disability Rights Enforcement, Education, Services (Local)
East Bay Innovations (Local)

Glad to Be Here, Inc (Local)

Green Party of Santa Cruz (Local)

Humboldt Community Access & Resource Center (Local)
Independent Living Resource Center-SF (Local)
Independent Living Resource of Fairfield (Local)
Mainstream Supported Living Services (Local)

Marin - CIL (Local)

Placer Independent Resource Services, Inc (Local)
Planning for Elders in the Central City (Local)

Resources for Independent Living (Local)

Rolling Start (Local)

So-Lo Center for Independent Living (Local)

Sun Valley Independent Living Center (Local)

UCP of Central (Local)

Valley Mountain Regional Center (Local)

California Coalition of UCP Associations (State)
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California Disability Alliance (State)

California Statewide Independent Living Council (State)
California Alliance for Inclusive Communities (State)
Jay Nolan Community Services (State)

People First of California (State)

The Oaks Group (State)

Colorado

Atlantis Community (Local)

Center for Independence (Local)

Center for People with Disabilities (Local)

Colorado Springs Independence Center (Local)
Connections for Independent Living (Local)

Disability Center for Independent Living (Local)

Disabled Resource Services (Local)

Rocky Mountain MS Center King Adult Day Enrichment Program (Local)
Southwest Center for Independence (Local)

Denver City Council (Local)

Association of Colorado independent Living Centers (State)
Colorado Developmental Disability Planning Council (State)
Colorado Gov's Councit for People with Disabilities (State)
Colorado Nurses Association (State)

Colorado Statewide independent Living Council (State)
Colorado Democrats (State)

Lupus Foundation of Colorado (State)

PEAK Parent Center (State)

Speaking for Ourselves Colorado (State)

Colorado Cross-Disability Coalition (State)

Connecticut

Disabilities Network of Eastern Connecticut (Local)
Disability Resources Center of Fairfield County (Local)
Independence Unlimited (Local)

Law Offices of Mark Partin (Local)

Office for Persons with Disabilities (Local)

Connecticut Coalition of Citizens with Disabilities (State)
Connecticut Councit on Developmental Disabilities (State)
Connecticut Legal Rights Project (State)

Connecticut Statewide Independent Living Council (State)
New England Health Care Employees Union Dist.1199 (State)
Office of Protection and Advocacy (State)

Rammier & Wood, Consultants LLC (State)

Delaware

Freedom Center for Independent Living (Local)

Independent Resources Inc (Local)

DE Statewide Independent Living Council (State)

Delaware Maryland PVA (State)

Easter Seals Delaware & Maryland's Eastern Shore (State)
State Councit for Persons with Disabilities (State)

University of Delaware Center for Disabilities Studies (State)
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Florida

CIL of Broward (Local)

Leon Advocacy and Resource Center (Local)

West Coast Florida Muitiple Chemical Sensitivity & Chemical Injury Support Group (Locat)
Florida independent Living Council (State)

Florida Spinal Cord Injury Research Center (State)

Paralyzed Veterans Assoc of Florida (State)

Georgia

Access Center for Independent Living (Local)

Arc Cobb (Local)

Bainbridge Advocacy Individual Network (Local)

Brain Injury Family Assistance Center (Local)

Disability Connection MGC independent Living (Local)
disAbility LINK (Local)

LIFE Inc (Local)

Savannah-Chatman County Fair Housing Council, Inc (Local)
Walton Options for Independent Living Inc (Local)

Atlanta Alliance on Developmental Disabilities (State)
Coalition on Disabilities Education (C.0.D.E.) (State)
Demanding Equal Access for All (D.E.A.F.) (State)
Federation of Families for Children's Mental Health (State)
Georgia Developmental Disability Council (State)

Georgia Advocacy Office (State)

Georgia Parent Support Network (State)

Georgia State Independent Living Council (State)

Let's Get Together (State)

North Georgia Wheelers (State)

Osteogenesis Imperfecta Council of Georgia (State)
Roosevelt Warm Springs Institute for Rehabilitation (State)
People First of Georgia (State)

Hawaii

Environmental lliness Association of Hawaii (Local)
Disability Rights Hawaii (State)

Environmental lliness Assn of (State)

Hawaii Statewide Independent Living Council (State)

lowa

Evert Conner Rights & Resources Center for independent Living (Local)
South Central lowa Center for independent Living (Local)

Three Rivers Independent Living Center (Local)

lowa Department of Human Rights Division of Persons with Disabilities (State)
lowa Human Rights Commission (State)

lowa Creative Employment Options (State)

lowa Statewide Independent Living Council (State)

lowans with Disabilities Exercising Advocacy Skills (State)

The Arc of lowa (State)

Idaho
Disability Action Center - NW, inc (Local)
Living Independently for Everyone, LIFE (Local)
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Comprehensive Advocacy (State)
Idaho Statewide Independent Living Council (State)
Intermountain Fair Housing Council (State)

Hlinois

Access Living Independent Living Center (Local)
CCE (Local)

Community Service Options (Local)

Council for Disability Rights (Local)

Headlines: Brain Injury Support Group (Local)
Health & Policy Research Group (Local)

lllinois Client Assistance Program (Local)
llinois/lowa Center for Independent Living (Local)
IMPACT (Local)

LIFE Center for Independent Living (Local)

Metro Seniors in Action (Local)l

Multiple Chemical Sensitivities: Health & Environment (Local)
Mycare Home Medical Supplies Inc (Local)
Northwestern ILC for (Local)l

Options Center for Independent Living (Local)
PACE Inc (Local)

Progress Center for independent Living (Local)
RAMP Center for Independent Living (Local)
Soyland Access to Independence (Local)

Springfield Center for Independent Living (Local}
United Cerebral Palsy /Greater Chicago (Local}
Campaign for Better Health Care (State)

Coalition of Citizens with Disabilities in Hlinois (State)
Equip for Equality(State)

Great Lakes ADA (State)

lllinois Network of Centers for Independent Living (State)
Iilinois State Council of Senior Citizens (State)
lllinois State Rehabilitation Council (State)

lllinois Valley Center for Independent Living (State)
Statewide independent Living Council of illinois (State)

Indiana

Everybody Counts (Local)

indianapolis Resource Center for Independent Living (Local}
League for the Blind & Disabled (Local)

SICIL (Local)

Indiana Institute on Disability & Culture ~ Indiana University (State)
Indiana Council on Independent Living (State)

Kansas

American Legion Post 400 SAL (Local)

Center for Independent Living of Southwest Kansas (Local)
Coalition for Independence (Local)

Community Accessibility Awareness Task Force (Local)
Developmental Services of Northwest Kansas (Local)
Grandmothers, Aunts, Mothers, Sisters & Supports (Local)
Head Injury Support Group (Local)
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Independence Inc (Local)

LINK (Local)

Prairie Independent Living Resource Center (Local)
Professional Home Health Services (Local)

Resource Center for Independent Living (Local)

Self Help for the Hard of Hearing Western KS Grp (Local)
Southeast Kansas Independent Living (Local)

Three Rivers (Local)

Topeka IL Resource Center (Local)

Western KS Association on Concerns of the Disabled (Local)
Youth Advocacy (Local)

CLASS CTD (State)

Kansas Association of Centers for Independent Living (State)
Kansas Association of the Deaf (State)

Kansas Commission on Disability Concerns (State)

Kansas Disability Rights Action Coalition for Housing (State)
Kansas Nurses Association (State)

Kansas Council on Developmental Disabilities (State)
Kansas Statewide Independent Living Council (State)
Kansas State Chapter World Association of Persons with Disabilities (State)
Kansas TASH (State)

Kentucky

Innovative Solutions Inc (Local)

Access to the Arts (State)

Kentucky Developmental Disability Council (State)
Kentucky State Independent Living Council (State)

Louisiana

Absolute Care Enterprises, Inc (Local)

Families Helping Families (Local)

New Horizons Independent Living Center (Local)
Resources for Independent Living (Local)

Resources for independent Living (Local)

Southwest Louisiana Independence Center (Local)
Vestial Home Heaith Care Resources Corp. (Local)
Families Helping Families of Greater New Orleans (Local)
Advocacy Center (Local)

Massachusetts

Boston Center for Independent Living (Local)

Cape Organization for Rights of/the Disabled CORD (Local)
Center for Living and Working (Local)

Greater Boston Arc, Inc. (Local)

Independent Living Center - the North Shore & Cape Ann (Local)
JAM Specialists (Local)

Metrowest Center for Independent Living (Local)

North Shore Arc (Local)

Northeast independent Living Program (Local)

Rights for Equality and Dignity for the Disabled (Local) |
Stavros Independent Living Center (Locai)

Disability Law Center (State)
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Massachusetts Arc (State)

Massachusetts Office on Disability (State)

Massachusetts Statewide independent Living Councit (State)
Massachusetts Statewide Personal Assistance Coalition (State)

Maryland

Baltimoreans Against disAbility Discrimination (Local)

Calvert County Commission for Individuals with Disabilities (Local)
Independence NOW (Local)

MCIL Resources for Independent Living (Local)

Montgomery Co Commission on People w Disabilities (Local)
Resources for Independence (Local)

Southem Maryland Center for LIFE (Local)

Southemn Maryland Independent Living (Local)

The Freedom Center (Local)

Chemical Sensitivity Disorders Association (State)

Maryland Assoc. of Community Services (State)

Maryland Developmental Disabilities Council (State)
Maryland Disabilities Forum (State)

Maryland Statewide Independent Living Council (State)

The Arc of Maryland (State)

Maine
Alpha One (State)
Maine Disabilities Coalition (State)

Michigan

Ann Arbor Center for Independent Living (Local)

ARC Detroit (Local)

Association for Community Advocacy (Local)

Blue Water Center for Independent Living (Local)

CIL of Mid Michigan (Local)

Kalamazoo Handicappers United Organization (Local)
People of Livonia Addressing Issues of Diversity (Locai)l
The Disability Network (Local)

Autism Society of Michigan (State)

Michigan Association of Centers for Independent Living (State)
Michigan Developmentai Disabilities Council (State)
Michigan Protection and Advocacy Service (State)
Michigan Disability Rights Center (State)

The Arc Michigan (State)

The Howell Group (State)

The Self Advocacy Network of Michigan (State)

Minnesota

Advocating Change Together (Local)

Center for IL of Northeastern (Local)

Independent Lifestyles, Inc (Local)

Metropolitan Center for Independent Living (Local)
S.M.LL.E.S. (Local)

Southwestern Center for Independent Living (Local)
Stillwater Human Rights (Local)
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The Disability Institute (Local)

Minnesota Assoc. of Centers for Independent Living (State)
Minnesota Governor's Council on Developmental Disability (State)
Minnesota Statewide Independent Living Council (State)

Options IRCIL (State)

Qut in the Valley (State)

Missouri

Access 1l Independent Living Center (Local)

Aging & Disability Coalition of Metro Kansas City (Local)
Bootheel Area Independent Living Services (Local)
Delta Center for Independent Living (Local)

Disabled Citizens Alliance for independence (Local)
Independent Living Resource Center Inc (Local)
Jefferson County ARC (Local)

Living Independently for Everyone (Local)

Midland Empire Resources for independent Living (Local)
Nat'l Assoc of Physically Handicapped (Local)
PARAQUAD Inc (Local)

Rural Advocates for Independent Living (Local)

St Francis Catholic Worker Community (Local)

St. Louis Civil Rights Enforcement Commission (Local)
The Whole Person (Local)

Tri-County Center for Independent Living (Local)
Warrensburg Independent Living Services (Local)
Disability Resource Association (State)

Missouri Governor's Council on Disability (State)
Missouri Head Injury Advisory Council (State)

Missouri Planning Council for Developmental Disabilities (State)
Missouri Statewide Independent Living Council (State)
Special Education Associates, SEA (State)

Mississippi

Caalition of Citizens with Disabilities (State)

Living Independence for Everyone of Central (Locat)

Living Independence is for Everyone of North (Local)
Living independence is for Everyone of South (Local)
Parents United Together in Mississippi (State)

Montana

Living independently for Today & Tomorrow LIFTT (Local)
Montana Independent Living Project (Local)

Summit Independent Living Center, Inc (Local)

Coalition of Montanans Concerned with Disabilities (State)

Montana Statewide Independent Living Council (State)
Montana Advocacy Program (State)
Parents, Let's Unite for Kids PLUK (State)

Nebraska
The Arc of Lincoln/Lancaster County (Local)
League of Human Dignity (State)
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Nebraska Advocacy Services (State)
Nebraska Statewide Independent Living Council (State)

New Hampshire

Governor's Commission on Disability in New Hampshire (State)

Granite State Independent Living Foundation (State)

Institute on Disability University Center, University of New Hampshire (State)
New Hampshire Developmental Disabilities Council (State)

New Hampshire Statewide Independent Living Council (State)

New Hampshire Homeless@egroups.com(State)

New Jersey

Alliance for Disabled in Action (Local)

Camden City Independent Living Council (Local)

Center for independent Living of South Jersey (Local)
Disabled Advocates Working for Northwest DAWN (Local)
Personal Assistant Service Program (Local)

Progressive Center for independent Living (Local)

Warren County Advisory Counci! on Disabilities (Local)
Monday Morning Project — New Jersey Developmental Disability Council (State)
New Jersey Developmental Disabilities Council (State)
New Jersey MiCASSA Advocacy Coalition (State)

New Jersey Statewide Independent Living Council (State)

New Mexico

Independent Living Resource Center Albuguerque (Local)
Independent Living Resources (Local)

San Juan Center for Independent Living (Local)

Gov's Commission on Concerns of the Handicapped (State)

New Mexico Developmental Disabilities Planning Council (State)
New Mexico Legislative Health & Human Services Committee (State)
New Mexico State Agency on Aging (State)

New Mexico Statewide independent Living Council (State)

Zia Chapter of the Paralyzed Veterans of America (State)

New York

SABE, Self Advocates Becoming Empowered of New York (State)
504 Democratic Club (Local)

Access to Independence of Cortland County (Local)

Action for a Better Community (Local)

Americans Demanding Access of (Local)

ARISE (Local)

Bronx Independent Living Services (Local)

Brooklyn Center for ind. of the Disabled (Local)

Capital District Center for Independence (Local)

Cent. NY Self Adv. Grassroots Reg Organizing Prog (Local)
Center for Disability Rights (Local)

Disabled in Action of Greater Syracuse (Local)

Disabled in Action of Metro (Local)

Family Empowerment Council (Local)

Finger Lakes Independence Center (Local)

Greater Rochester Spina Bifida Association (Local)
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Lakretz Creative Support Services (Local)

League of Women Voters of the Rochester Metro Area (Local)
Long Istand Advocacy Center (Local)

Massena ILC (Local)

Mental Health Association of the Southern Tier (Local)

Mental Health Association of Rochester/Monroe Counties (Local)
Metro Justice of Rochester (Local)

Niagara Frontier Center for Independent Living, Inc (Local)
North Country Center for Independence (Local)

Northern Regional Center for Independent Living (Local)
P-FLAG Parents Family & Friends of Gays, Lesbians, Bisexuals & Transgendered (Local)
Public interest Law Office of Rochester (Local)

Queens Independent Living Center (Local)

Resource Center for Accessible Living (Local)

Resource Center for Independent Living (Local)

Rochester Center for Independent Living (Local)

Rochester Chapter of the National Spinal Cord Injury Association (Local)
Rockiand City Commission on Human Rights (Local)

Saratoga County Options for Independent Living (Locatl)
Southern Tier Independence Center (Local)

Southwestern Independent Living Center (Local)

Staten Isfand Center for independent Living (Local)

Staten Island Independent Living Association (Locat)

Suffolk Independent Living Oranization SILO (Local)

Taconic Resources for Independent Living (Local)

The Arc of Monroe County (Local)

The Health Association (Local)

Tomorrow's Future Self Advocacy Group (Local)

Westchester Disabled on the Move, Inc (Local)

Access to Independence & Mobility (State)

Grassroots Regional Organizing Program (State)

Mental Patients Liberation Alliance of (State)

New York Statewide independent Living Council (State)

New York State Developmental Disabilities Planning Councit (State)
New York State Independent Living Council (State)

New York State Institute on Disability, Inc (State)

Self-Advocacy Association of New York State (State)

North Carolina

Gaston Residential Services inc (Locat)

Pathways for the Future (Local)

Ron Mace Center for Disability Community Development (Local)
Western Alliance (Local)

NC Statewide Independent Living Council (State)

North Dakota

Dakota Center for Independent Living (Local)

Freedom Resource Center, Fargo (Local)

North Dakota Disabilities Advocacy Consortium (State)

Ohio
Ability Center of Greater Toledo (Local)
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Access Center for Independent Living (Local)

Center for Independent Living Options (Local)

Hamilton County Early Intervention Collaborative (Local)
Independent Living Center of North Central Ohio {(Local)

LEAP Center for Independent Living (Local)

Lorain County Coalition of Citizens with Disabilities {Local)
Mid-Ohio Board for Independent Living Environments MOBILE (Local)
Services for Independent Living, Inc {Local)

Saciety for Equal Access (Local)

the Inclusion Network (Local)

Tri-County Independent Living Center (Local)

Irene Ward & Associates (State)

Ohio Assoc. of Centers for independent Living (State)

Ohio Developmental Disabilities Council (State)

Ohio Personal Assistance for Independent Living, OPAIL (State)
Ohio Personal Assistance Services Coalition (State)

Ohio Statewide Independent Living Council (State)

Ohio Disability Action Coalition (State)

Oklahoma

Ability Resources (Local)

Progressive Independence (Local)

National MS Society - Oklahoma Chapter (State)

Office of Handicapped Concerns (State)

Okiahoma Statewide Independent Living Council (State)
Oklahoma Conference of Churches impact Committee (State)
Oklahoma Parent Network (State)

Oklahomans for Independent Living (State)

Oregon

Community Partnerships (Local)

Independent Living Resources (Local)

Oregon Statewide Independent Living Council (State)
Oregon Developmental Disabilities Coalition (State)
Oregon Disabilities Commission (State)

Pennsylvania

Abilities In Motion (Local)

Anthracite Regional Center for Independent Living (Local)
Area Agency on Aging Office of Human Services (Local)
Bucks County Area Agency on Aging (Local)

CARIE Center for Advocacy for the Rights and Interests of the Elderly (Local)
Center for Independent Living of Central (Local)

Center for Independent Living of North Central PA (Local)
Center for Independent Living of South Central (Local)
Citizens for independence and Access (Local)

Consumer Connection (Local)

Disabled in Action of Philadelphia (Local)

Freedom Valley Disability Center (Local)

Lawrence County Commission on Disability (Local)
Lehigh Valley Center for Independent Living (Local)
Liberty Resources PA (Local)
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LIFT Pennsylvania (Local)

Lupus Foundation of SE PA (Local)

National MS Society - Greater Dejaware Valley Chapter (Local)
Northeast Pennsylvania Center for independent Living (Locat)
Partnership for Choice (Local)

Pittsburgh Area Brain Injury Alliance (Local)

Three Rivers Center for Independent Living PA Local

TRI County Patriots for independent Living (TRIPIL) (Local)
United Cerebral Palsy of Philadelphia (Local)

United Cerebral Palsy of Pittsburgh (Local)

Voices for Independence (Local)

Disabilities Law Project (State)

Pennsylvania Action Coalition in Disability Rights in Housing (State)
Pennsylvania Association of Area Agencies on Aging (State)
Pennsylvania Coalition of Citizens with Disabilities (State)
Pennsylvania Council of the Blind (State)

Pennsylvania Council on independent Living (State)
Pennsylvania Developmental Disabiiities Council (State)
Pennsylvania Statewide Independent Living Council (State)
Speaking for Ourselves (State)

UCP of Pennsylvania State (State)

Interfaith Specialty Services (Local)

South Carolina

Access Resorts Inc. (Local)

Disability Resource Center (Local)

Pathways For the Future (Local)

South Carolina Statewide Independent Living Council (State)

South Carolina State Chapter World Association for People with Disabilities (State)

Tennessee

Buffalo River Services (Local)

Center for Independent Living of Middle Tennessee (Local)
Disability Resource Center (Local)

East Tennessee Technology Center (Local)

Memphis Center for Independent Living (Local)
Restructuring for Inclusive School Environments (Local)
Tennessee Disability Coalition (State)

Tennessee Network for Community Economic Development (State)
Tennessee Association for Disability Rights (State)
Tennessee DD Council (State)

Texas

ABLE Area Base for Living Enrichment Center for Independent Living (Local)
Austin Mayor's Committee for People w Disabilities (Local)

Austin Resource Center for independent Living (Local)

Brazoria County Center for Independent Living BCCIL (Local)

Central Texas Coalition on Aging & Developmental Disabilities (Local)
Central Texas Rehabilitation Association (Local)

Crockett Resource Center for iIndependent Living (Local)

GMSA Management Group (Local)

Greater Austin PVA (Local)
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Houston Area Women's Center (Local)

Houston Center for independent Living (Local)

Panhandle independent Living Center (Local)

Parents as Case Managers (Local)

REACH Resource Centers on Independent Living (Local)
RISE (Local)

San Antonio Independent Living Services, SAILS (Local)
TATP (Local)

Volar Center for Independent Living (Local)

Advocacy Inc. (State)

Advocates for Texans with Brain Injuries (State)

Brain Injury Association of Texas (State)

Coalition of Texans with Disabilities (State)

Disability Policy Consortium (State)

Disability Services of the Southwest (State)

Mental Health Association in Texas (State)

National Association of Social Workers - Texas Chapter (State)
Texas Advocates (State)

Texas Advocates for Supporting Kids with Disabilities (State)
Texas Association of Centers for Independent Living (State)
Texas Mental Health Consumers (State)

Texas Nurses Association (State)

Texas Planning Council for Developmental Disabilities (State)
Texas Rehabilitation Commission (State)

Texas Civil Rights Project (State)

Texas Health and Human Services Commission (State)
Texas PVA (State)

Texas Statewide Independent Living Council (State)

Texas State Chapter World Association of Persons with Disabilities (State)
United Cerebral Paisy of Texas (State)

University Affiliated Program, University of Texas (State)

Utah

Active Re-Entry (Local)

Area Agency on Aging of Price (Local)

Concerned Citizens with Disabilities CCDC (Local)
Disabled Rights Action Committee, DRAC (Local)
Options for Independence (Local)

Red Rock Center for Independence (Local)

Utah Independent Living Center (Local)

ADA Consortium of Utah (State)

Association for Independent Living of Utah (State)
Disability Law Center (State)

Legislative Coalition for People with Disabilities (State)
Utah State Democratic Committee (State)

Utah Statewide Independent Living Council (State)

Virginia

Biue Ridge independent Living Center (Local)

Brain Injury Services Inc (Local)

disAbility Resource Center of the Rappahannock Area (Local)
Endependence Center - Norfolk (Local)
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Commonwealth Coalition for Community (State)

Virginia Statewide Independent Living Council (State)

Virginia TASH (State)

Virginia Association of People in Supported Employment (State)

Vermont
Vermont Center for Independent Living (State)
Vermont Coalition for Disability Rights (State)

Washington

Coastal Community Advocates (Local)

CORD (Local)

disAbility Resource Center (Local)

Inclusion Daily Express (Local)

Tacoma Area Coalition of Individuals w Disabilities TACID {Local)
Alzheimers Society of Washington (State)

Arc of Washington State (State)

disAbility Resources of Southwest (State)

Gov's Comm on Disability Issues & Emp - WA State (State)
Project PAS-Port for Change (State)

WA Protection and Advocacy (State)

WA Statewide Independent Living Council (State)
Washington Coalition of Citizens with Disabilities (State)

Wisconsin

Access to Independence, Madison (Local)
ARC-Milwaukee (Local)

Aurora Community Services (Local)

Center for Independent Living for Western Wisconsin (Local)
Community Living Alliance (Local)

Disabled Womyn's Education Project (Local)

Easter Seals of SE Wisconsin (Local)

Employment Resources Inc. (Local)

Independence First (Local)

North Country independent Living (Local)

Options for Independent Living (Local)

Pierce County Dept. of Human Services (Local)

Ranch Community Services (Local)

St. Clare Management, Inc (Local)

United Cerebral Palsy of Southeast Wisconsin (Local)
ARC - Wisconsin (State)

Aurora Residential Services (State)

Brain Injury Association of Wisconsin (State)

Client Assistance Program of Wisconsin (State)
National Multiple Sclerosis Society of Wisconsin (State)
Older Adult Service Provider's Consortium (State)
People First Wisconsin (State)

Rehabilitation for Wisconsin (State)

State Independent Living Council (State)

State Rehabilitation Planning & Advisory Council (State)
United Cerebral Palsy of (State)

Wisconsin Coalition for Advocacy - Milwaukee (State)
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Wisconsin Coalition of Independent Living Centers (State)

Wisconsin Council on Developmental Disabilities (State)

Wisconsin Council on Physical Disabilities (State)

Wisconsin Governor's Commission for People with Disabilities (State)
Wisconsin Nurses Assoc (State)

Wisconsin Rehabilitation Assn. (State)

Wisconsin Statewide Independent Living Council (State)

Wisconsin Coalition for Advocacy - Madison (local)

Parents Education Project of (State)

West Virginia

Huntington West Virginia Grassroots Advocacy Project (Local)
Mountain State Centers for Independent Living - Huntington (Local)
Northern West Virginia Center for Independent Living (Local)

West Virginia Statewide independent Living Council (State)

Wyoming
Wyoming Statewide Independent Living Council (State)
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Community Choice Act

A Vision for Attendant Services and Supports
for the New Mililennium

Introduced March 2007:

This tegislation is needed to truly
bring people with disabifities into
the mainstream of society and

provide equal opportunity for em-
ployment and community activities.

Those left behind are often needlessly
institutionalized because they cannot
access community alternatives, The
civil right of a person with a disabiiity
to be infegrated into their own com-
munity should not depend on their ad-

In arder to work or live in their own dress. in Qimstead v. L.C. the Su-

homes,  Americans preme Court rec-
with disabilittes and ognized that
older  Americans i X neediess institution-
need access to| This creative proposal laization is a form
cammunity-based a ress rin of  discrimination
services and  sup- ad ©s g Q/O g gap under the Ameri-
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ports.  Unfortunately,
under current Medi-
caid policy, the
deck is stacked in
favor of living in an
institutional  setting.
Federal faw requires
that States cover
nursing home care in
their Medicaid pro-
grams, but there is
no similar require-

in Federal health cover-
age.

.. The tfime has come
for concerted action in
this arena.

- Senator Arlen Specter
Republican, Pennsylvania

cans with Disabifi-
ities Act. We in
{Congress have a
iresponsibifity  to
heip States meet
their  obligations
under Oimstead.

The  Community
Choice Act is
designed to do just

that, and to make

ment for affendant services. The
purpose of our bilf is to level the
playing field, and to give eligible

individuals equal access to the
community- based services and
supports that they need,

Although some States have already
recognized the benefits of home
and  community-hased  services,
they are unevenly distributed and
only reach a smalf percentage of
eligible individuals. Some States are
now providing the personal care
optional benefit through their Medi-
caid program, but others do not.

www.adapt

the promise of the ADA a reality. It will
help rebalance the current Medicaid
long term care system, which spends
a disproportionate amount on
institutional services,

Today., almost two-thirds
of Medicaid long ferm
care dollars are spent on
instifutional services, with
only one-third going to
community-based care.

Senater Tom Harkin
Democrat, fowa

org
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The Community Choice Act gives pecple real choice in fong term care options by reforming Title XiX
of the Social Security Act (Medicaid) by ending the institutional bias. The Community Choice Act allaws indi-
viduals eligible for services in a Nursing Facility, intermediate Care Facility for the Mentally Retarded (CF-
MR), or Institutions for Mental Disease ((MD) the opportunity fo choose instead a new diternative,
‘Community-based Attendant Services and Supports.” The money follows the individualt

In addition, by providing an enhanced match and grants for the transition to Real Choice before October
2011 when the benefit becomes permanent, the Community Choice Act offers states financial assistance to
reform their long ferm service and support system to provide services in the most integrated setting.

Specifically what does this bill do?

1) Provides community-based altendant services
and supports ranging from assistance with:
» gctivities of dally fiving (eating, toileting.
grooming, dressing. bathing. fransferring).
« instrumental activities of daily living (meal
planning and preparation, managing fi-
nances. shopping, household chores,
phoning, participating in the cormmunity),
* and heailth-related functions.

2) includes hands-on assistance, supervision and
cueing, as well as help to leamn, keep and en-
hance skills to accomplish such activities.

3) Requires services be provided in THE MOST INTE-
GRATED SETHING appropriate fo the needs of the
individuat,

4} Provides Cormnmunify-based Attendant Services
and Supports that are:

+ based on functionat need, rather than di-
agnosis or age:;

* provided in home or community selfings
fike -~ school, work, recreation or refigious
facility;

* selected, managed and controfied by the
consumer of the services;

* supplemented with backup and emer-
gency attendant services;

+ funished according to a service plan
agreed fo by the consumer;

and that include voluntary training on selecting,
managing and dismissing attendants.

5) Allows consumers fo choose among various
service delivery models inciuding vouchers, direct
cash payments, fiscal agents and agency provid-
ers. All models are required fo be consumer con-
trolled and comply with federal and state laboy
laws.

6) For consumers who are not able to direct their
own care independently, the Cormmunity Choice
Act dlfows for “individual's representative” to be
authorized by the consumer fo assist. A represen-
tative might be a friend, family member, guard-
ian, or advocate,

7) Allows health-related functlions or tasks o be
assigned o, delegated fo, or performed by unii-
censed personadl aftendants, according to state
laws,

8) Covers individuals’ {ransition cosis from a nurs-
ing facility, [CF-MR or IMD fo a home sefting, for
example: rent ang utility deposits, bedding, basic
kifchen supplies and other necessities required for
the transition.

9 Serves individuals with incomes above the cur-
rent institutional income limitation -- if a state
chooses to waive this limitation to enhance em-
ployment potential.

10) Provides for quality assurance programs which
promote consumer control and satisfaction.

11) Provides maintenance of effort requirement so
that states can not diminish more enriched pro-
grams already being provided.

12) Allows enhanced maich (up to 90% Federal
funding) for individuais whose costs exceed 150%
of average nursing home costs.

13) Between 2007 and 2011, offer which the ser-
vices become permanent, provides enhanced
matches (10% more federal funds each) for states
which:
« begin planning activities for changing their
long ferm care systems, and
* include Community-based Attendant Ser-
vices and Supports in their State Pian,

SYSTEMS CHANGE

14) Provides grants for Systems Change Initiatives
to help the states transition from current institution-
ally dominated service systems 1o ones more fo-
cused on community based services and sup-
poris. guided by a Consumer Task Force.

15 Calls for national 5 -10 year demonstratian
project, in 5 states, ta enhance coordination of
services for individuals duatly efigible for Medicaid
AND Medicare.
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THE COMMUNITY CHOICE ACT HELPS FAMILIES
OF CHILDREN WITH DISABILITIES

The Community Choice Act redirects the focus of the Medicaid iong
term services program from institutions to home and community ser-
vices and supports, enabling famities fo make real choices. Given
"REAL CHOICE" people overwhelmingly choose "HOME SWEET HOME.”

Studies show that chitdren currently living in America’s institutions and
nursing homes do not have more severe disabitities than those who live
with their families at home and use attendant services and supports.

* Families DONT want fo place chiidren with dis-
abilifies in institutions. Families want children to
five at home where they can maintain family ties,
go to school and grow as other children do.

+ Famifies also want their children to have a secure
future and real options for home and community
services and supports when fheir families are no
{fonger providing full-time care.

Some af the real reasons why children and young adutts
with disabifities go into institutions or nursing homes:

Parents can’t hold down a job that supports their farily .
AND provide fufl-fime care fo a child with disability.

» Parents may be able o provide much of the
care that a young child needs, but may not be
physically able o manage lifting and positioning
as the child graws up. .

»  Waiting lists for community services are so long
families get worn down while waiting, sometimes
10 years and longer!

« Parents fear that when iheir child is old enough to
move out of the house, no independent living,
community options will be available.

« People don't know that there are community ai-
ternatives to nursing homes and other institutions.

» Public policy supports institutions, NOT people
with disabilities and their famifies.

* Young people with disabilities are nat in
institutions or foster care because of the
amount of care they need. They are in
because of the lack of attendant services
and supports. Many, many children with signifi-
cant disabilities DO live at home with their fami-
lies.

Community Choice
at a glance:

CCA provides Medicaid
funding for attendant
services and supports for
people of all ages.

Services can be provided at
home, in school, at work and
at play.

Assistance is available for a
broad range for needs, such
as bathing, dressing, meal
preparation, money man-
agement and certain health-
related tasks.

CCA will be available to
young adults when they
move out of their parents’
homes into the
community.
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Some Questions About the Community Choice Act.

1. What are the community -based affendant ser-
vices and supperts in the Community Choice
Act?

in the Community Choice Act, the ferm community-based
attendant services and supports means help with accom-
plishing activities of daily fving {eating, tollefing, grooming,
dressing, bathing, and transferiing) instrumental activities of
daily living (medal preparation, managing finances, shop-
ping. household chores, phoning, and participating in the
community), and health~elafed functions (which can be
detegated or assigned as allowed by state law). These ser-
vices and supports can be done through hands-on assis~
tance, supervision and/or cueing. They also include help
with learning, keeping and enhancing skilis to accompilish
such activities,

These services and supports, which include back up. are
designed and defiverad under a plan that is based on a
functional needs assessment and agreed to by the individ-
udl, in addition they are furnished by attendants who are
selected, managed. and dismissed by the individual, and
include voluntary training for the individual on supervising
atftendants,

The Community Choice Act specifically states that services
shouid be defivered, "in the most integrated setting appro-
priate to the needs of the individual” in @ home or commu-
nity sefiing, which may include a school, workplace, or rec-
reation or refigious facility,

2 i someone can't manage their atfendant ser-
vices complately independently are they shilf eli-
gible for the Community Cholce Act services?

Yest People who, due fo a cognitive disability for example,
have difficulty managing their services themselves can have
assistance from a representative, ke a parent, a family
member, a guardian, an advocate, or other authorized per-
son. 4

3 Do you have fo be impoverished fo be eligible
for the Communily Choice Act?

No. If you are eligibie to go into a nursing home, an ICF-MR
facility or an Institution for Mentat Disease, IMD, (these are the
technical names, not ones we woutld pick) you would be eligi-
bie for the Community Choice Act. Financicl eligibility for nurs-
ing homes is up to 300% of the SS! tevel (roughty $1,800 per
month for a single person). in addition. with the Ticket fa Work
and Work incentives Improvement Act of 1999, TWWIHA, states
can choose fo have a sliding fee scale for people of higher
incomes beyond the current Medicaid eligibility guidetines.

4. 15 the Communily Choice Act bigsed fowards an
agency delivery modei?

No, the Community Choice Act assumes that one size does
not fit all. it aliows the maximurn amount of control preferred
by the individual with the disability. Options include: vouchers,
direct cash payments or a fiscal agent, in addition to agency
delivered services. in ail these delivery rodels the individual
has the ability to select, manage and conirol his/her atfen-
dant services and supports, as well as help develop his/her
service plan. Chaice and controt are key concepts, regard-
less of who serves as the employer of record, Al defivery mod-
efs must comply with Federal and state labor laws.

5. Will the Community Cholce Act replace existing
communify-based programs?

The Community Choice Act does nat affect existing optional
programs or waivers and includes a maintenance of effort
clause to ensure these programs are not diminished. Waivers
include a more enriched package of services for those indi-
viduals who need maore services, With the Community Choice
Act, people who are efigible for nursing homes, ICF-MR facil-
Hies or IMDs can choose community attendant services and
supports as @ unique service that is a cost-effective option,
The money follows the individuals not the facifity,



128

& Is the Community Cholce Act o new
un-funded mondale?

No. The Community Choice Act is a way to make an ex-
isting mandate for nursing homes and virtual mandate for
institutions for mentally retarded persons responsive fo the
needs and desires of the consumers of these services. The
Community Choice Act says the peopie who are already
eligible for these services will simply have a choice of
where they receive services, The Community Choice Act
would adjust the current system to focus on the recipients
of service, instead of mandating funding for certain indus-
tries and facliities

7 Why is the Community Choice Act needed?

Our current long term services system has a strong insttu-
tionatl bias. Sixty seven percent of Medicaid long ferm
care doftars go fo institutional services, leaving 33% to
cover all the community based services. Every state that
takes Medicaid funds must provide nursing home services
white community based services are completely optionat
for the states. The Community Choice Act says, let's level
the playing field, give the person, insfead of government
or industry, the real choice.

& How does the Communily Chofce Act help
states?

The Community Choice Act provides a five year transfor-
mation period for the states by providing both an en-
hanced match and grants for the fransition fo Reat
Choice before the benefit becomes permanent. The
Community Choice Act offers states financial assistance
1o reform their long term service and support system to
provide services in the most integrated sefting, and
thereby halps with compliance with the Supreme Court’s
Olmstead decision as well.

9. Wi the Communify Choice Act bust the bank?
What aboul the "woodwork " effeci?

The Community Choice Act assures that a state need spend
no more money in total for a fiscal year than would have
been spent for people with disabilifies who are eligible for insti-
tutionat services and supports,

There is alot of discussion that the people who are eligible for
institutional services would never go into the institufion but
would jump at the chance fo use the Community Choice Act,
(This is called the woodwork effect.) The states of Oregon and
Kansas have data to show that fear of the woodwork effect is
blown way out of proportion. There may be some increase in
the nurnber of people who use the services and supports at
first, but savings will be made on the less costly community
based services and supports, as wel as the decrease in the
number of people going into instifutions. Belief in the wood-
work effect assumes caregivers are now delivering a lot of
“free care”. There is a real question whether this care is fruly
“free”. Research on the loss to the economy of the “free”
caregivers is beginning.

10 Whai are the bransitional services?

Currently Medicaid does not cover some essenticl costs for
people coming out of nursing homes or other institutions.
These include depaosits for rent and utilities, bedding. kitchen
supplies and other things necessary to make the transition into
the community. Covering these costs would be one of the
services and supports covered by the Community Choice Act.

11 What abouf people who need more supporis?

For people whose costs are higher than 150% of the average

nursing home cost, the Community Choice Act will provide

additional federal support fo the states, so that people are not

stuck in institutions because they need moare services and sup-
parts.

www.adapt.org
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Questions and Answers about The Community
Choice Act continued . ..

12, What about people who are duaily
eligible for both Medicaid and
Medicare?

The Community Choice Act includes a national 5
to 10 year demonstration project in & states to en-
hance coordination of services for individuals
dually efigible for Medicaid AND Medicare. These
individuais often fali through the cracks now.

13 How is Quniity Asswance addressed
in the Community Choice Act?

States are required to develop quality assurance
programs that set down guidelines for operating
Community-based Attendant Services and Sup-
poris, and provide grievance and appeals proce-
dures for consumers, as well as procedures for re-
porting abuse and neglect. These programs must
maximize consumer independence and direction
of services, measure consurner safisfaction
through surveys and consumer monitoring. States
rmust make results of the quality assurance pro-
gram public as well as providing an on-going
process of review. Last but not least sanctions
must be develeped and the Secretary of Health
and Human Services must conduct quaiity re-
views,

14 What s the purpose of the Real Choice Sys
tems Chonge Initiatives section of the bill?

The Community Choice Act brings fogether on a consumer
task force, the major stakeholders in the fight for community-
based affendant services and supports. Representatives
from DD Councils, IL Councils and Councils on Aging along
with consumers and service providers would develop a plan
to transition the current institutionally biased system into one
that focuses on community-based attendant services, The
people that have an investment in the final ouicome, the
consumers, must think through closing institutions, or at least
closing bed spaces. The plan envisions ending the fragmen-
tation that currently exists in our long term service system.

In addition, the bill sets up a framework and funding to help
the states fransition from their current institutionally domi-
nated service mode! to more community-based services
and supports. States will be able fo apply for systems
change grants for things fike: assessing needs and gathering
data, identifying ways to modify the institutional bias and
over-medicalization of services and supports, coordinating
between agencies, training and fechnical assistance, in-
creasing public awareness of options, downsizing of large
institutions, paying for fransftional costs, covering consumer
task force costs, dermonstrating new approaches, and other
activities which address related fong term care issues.

OLDER AMERICANS AND THE COMMUNITY

CHOICE ACT

The Community Choice Act redirects the focus of the
Medicaid long term services program from insfitutiens to home
and community services and supports. it enables older people
to make real choices. Given "REAL CHOICE” people
overwhelimingly choose "HOME SWEET HOME.”

Studies show that seniors currently living in America’s instifutions
and nursing homes do not have more severe disabilifies than
those who are living in their own homes with attendant services
and supports.

The Community Choice Act meons REAL CHOICE!

*  QOlder Americans generally prefer to be in their own
homes. They do NOT want fo live in nursing homes.

*  Surveys show that most people who need long term
services and supports prefer fo remain in their homes
and to “age in place.” What do YOU want for yourself,
for other family members? Tell your legistatori

6

Home-based services DO work for older
Americans.

Although people in nursing homes do tend
1o be elderly (average age: 84 years)
many older Americans are living in their
own homes and communities with the
help of community services and supports,
but these programs are very limited.

Some Americans diagnosed with
Alzheimer’s are cared for at home, but
both the individual and the family
members need appropriate suppotts,
which the Community Choice Act could
provide,

Family members can’t do it all, need help.
The Community Choice Act is the answer!
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Talking Points

1) The demographics of our country are changing. More
and more people with disabilities are living, and could be

thriving! Reasons for these changes inc

a) the aging process, the graying of America, ay
b) children born with disabilities are living, b}
<) young adults, who previously would have died from

accidents or #inesses, are living - thanks to medical

technology and other advance;

fude: which means:

and
S, c

N2

6) Peaple with disabilities and
their families wanf REAL choice,

equitable funding ocpportunities,
no programmatic or rule disin-
centives o community services,

options for services delivery which include agency

based services, vouchers, and fiscal intermediaries.

2) Our long-term service system must change. Created over

forty years agoe, it is funded mainly by
Medicare and Medicaid doliars, medi-
cal doflars net originally meant to meet
peopie’s long-ferm care needs. We
must think out of the box to empower
people and aliow REAL choices.

J) The money should follow the individ-
ual, nat the facility or provider. A na-
tional long-term service policy shouid
not favor any one setting over the
other. {t should let the users choose
where services should be delivered.
QOur current system is not neutral, and it
doesn’t reflect people’s chaices.

4) The current system is needlessly ex-
pensive. We must explore cost-

effective ways to meet people’s needs.

5} People with disabifities - both old
and young - even
those with
severe
mental
and/or

want services in the most
integrated setting possible.
Overwhealmingly people pre-
fer community services so they
can stay in their own home.

Communily services have
been shown fo be less
expensive on average than
institutional  services, and
better liked by individuais.

In FY 2005 67% of our fotal
$94.5 billion long term care
Medicaid doliars ($63.3 bil-
fion) are spent on nursing
homes and other institutional
services, leaving only 33%
($31.2 billion) for all
community services
(waivers, personal care,
home heailth, efc.)

physical disabiities

The Community Choice Act empowers
people with disabilities and families.

7) Family values keep families fogether

=)
b)

children belong in families

Mom and dad together with the
grandchildren

communities take care of their
own.

<)

8) Money following the individuat can
eliminafe overburdening government
rules and regulations.

9) A functionat system based on need
instead of medical diagnosis could end
FRAGMENTATION of the service delivery
systern.

10) Keeping people in the community
aliows the possibility for individuals with
disabilities to frain for work so they can
become TAXPAYERS instead of TAX
USERS.

11) The federal government needs fo work in partinership
with the states to create flexible delivery systems that give
people REAL choice.

12) Change can cause fear of the unknown. Some fong

time providers of services and famifies believe REAL choice
would threaten what they have, We cannot continue the
system as it is foday; it is expensive, fragmented, overly-

medical and disiked by

There’s No Piace Like Home!  amosteveryone.
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Community Choice Act of 2007 — S 799 and HR 1621

S.799. And HR 1621: {

At present, Medicaid funding is biased against the
financing of individual care in community and
home-based settings. As a result, hundreds of thou-

sands of disabled individuais
who would prefer to receive
care in more integrated sefings
are currently relegated to fiving
in institutions.

Numerous studies have indi-
cated that home and commu-
nity-based services are more
cost-effective than institutional-
ized care and provide a higher
degree of consumer satisfac-
tion. it is time for us to give dis-
abled individuals real aiterna-
tives.

Congressman John Shimkus
- Republfican, Hiinois

www-adapt.org

From the Congressional Record
, title XIX of the Social Security Act to provide individuals with disabilities
" and older Americans with equal access to community-based atten-

dant services and supports.

*l understand, that
there is nothing more
important to people
than the dignity of
being able to live
and fo live self-
sufficient.”

Congressman Danny Davis
- Democrat. flinols

) A bill to amend

What does
passing such
a bill involve?

Qver 600 organizations
have signed on as support-
ing the Community Choice
Act. if your group has not
signed on yet, now is the
time. Only by working to-
gether we will assure the
long-awaited positive
change provided by the
Community Choice Act will
become reality.

‘Community Choice Act of 2007 — § 799 and HR 1621

National ADAPT
201 S Cherokee
Denver, CO 80223
{303) 733-9324

ADAPT of Texas
1640-A East 2nd St
Suite 100

Austin, TX 78702

{512} 442-0252

e-mail adapt@adapt.org

Local ADAPT Contact:

POSTAGE
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Questions Submitted for the Record to Bob Liston

United States Senate Committee on Financc Public Hearing
“Home and Community Based Care: Expanding Options for Long Term Care”
September 25, 2007

From Senator Smith

Question: As you may know, my home State of Oregon is one of the few states that are almost
even in terms of spending Medicaid funds on institutional versus community care. In fact, for
physical disability funding, my state is one of just a few that spends less on institutional services
than community services. As a former state Senator, I’ve not often been persuaded that mandates
are the best policy — particularly when some states are putting to use the authorities already
available. Therefore, do you believe, using Oregon as an example, that there are other ways to
encourage states to serve more people in their communities?

Answer: The great state of Oregon is to be commended for its work in the area of community-
based services and supports, especially when Oregon’s progress has occurred by trying to find
creative ways around the decades-old mandate for Medicaid to fund institutional services. I am
convinced that Oregon has made the gains it has because the state listened to its citizens when
they communicated repeatedly that they preferred to live in the community and receive needed
services and supports in their own homes. Oregon has allowed its older and disabled citizens to
have more choice in where they wanted to live, and as you so rightly pointed out, a growing
majority of those citizens have firmly chosen their own homes and communities.

Oregon thus is a perfect example of why the Community Choice Act (CCA) is needed. The CCA
would provide nationally what Oregon and a few other states have attempted to provide . . . ie.,
CHOICE in where to live and receive long-term care services and supports. Despite the
“optional” efforts of Oregon and the other states, nationally a funding bias remains, with 67% of
the Medicaid funding going to institutional settings, and only 33% going to the community. The
Community Choice Act is one tool to “level the playing field” at the very least. As those of us in
the baby-boom generation needing long-term care services and supports grow to tsunami size in
the next 10-20 years, it would seem ill-advised economically to continue mandating funding for
the most costly services, rather than allowing people to choose community if they so desire.

It seems to me that there are two main factors that can motivate states to serve more people in the
community. The first is cost-effectiveness and efficient use of public dollars, or, in the
vernacular, getting the “biggest bang for the buck.” At the present time, because of the
institutional bias in our nation’s Medicaid program, the institutional service providers have a
virtual monopoly on state funding and the federal dollars they leverage. And when states are
under budget constraints, it is home and community services (and other services currently
labeled as “optional™) that can be limited, frozen or cut while the state is mandated to continue to
fund the institutional services. For the same amount of money, a state can fund many more
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people in the community than it can in institutions. Since the whole system is already
underfunded and Medicaid dollars are becoming more scarce, it only makes sense to fund what
the vast majority of people want — home and community services.

The second motivating factor is the voice of the public. That voice is heard both in requests to
the policymakers for community-based services and supports, and in the selection of community
when people are given a choice about where they want to receive their long-term care services
and supports. When states respond to the community-based preferences of their citizens, and
share the responsibility for good stewardship of public dollars with those same citizens, the
outcome is win-win, and avoids unnecessary legal remedies.

A few months ago, at Montana’s ycarly Senior Citizen’s Association Conference, there was a
survey taken by the Montana Home Choice Coalition that asked questions about affordable
housing, universal design in housing, and also about where people wanted to live when they
came to need assistance. 100% of the respondents said they wanted to remain living in their own
homes, and they thought that Medicare and Medicaid should prioritize community-based care
over institutionally based care. I suspect that the seniors in Oregon would give very similar
answers.

Question: Your testimony about your friend Gail was very powerful. It certainly reinforces the
possibility of unwanted institutionalization that can arise when persons are not given the choice
to live in their communities. What steps did Gail and her family take to finally get to the point
where she gained the needed supports to transition out of the nursing home?

Answer: Gail was and continues to be an amazing woman, My wife, Marsha, first met Gail in the
carly 1980s when she went to high school with Marsha’s younger son Steve (Steve and Gail
graduated together in 1985). At the time Marsha was working for an organization called the
Association for Community Advocacy (ACA) in Ann Arbor, Michigan. ACA is a local Arc that
serves people with all developmental disabilities. While Gail had a perfectly typical intelligence,
her cerebral palsy, one of the developmental disabilities, qualified her for services from ACA
and the developmental disability service system in Michigan.

Marsha was alerted to Gail’s situation by a co-worker who was a school-based advocate for
students with developmental disabilities. As Marsha and several of her co-workers began to visit
Gail in the nursing home where she lived, they got to know her very well. Gail had limited
ability to communicate verbally, but with the aid of a pencil, a narrow pad of paper, and enough
time, she was quite capable of communicating her wants and needs and fears and hopes and
dreams.

The repeated, wrenching sight of Gail uncovered and on display at the nursing home spurred
Marsha and her co-workers to help Gail change her living situation and have the life she
deserved. In addition, Gail herself communicated repeatedly that she hated the nursing home,
and suffered many other indignities daily, as well as being put in many unsafe and hazardous
situations. Clearly, things had to change, and so this tiny non-profit organization dove into the
realm of nursing home emancipation . . . not because the staff knew what to do, but because it
simply needed to be done.
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By this time Gail was 18, and legally an adult. She didn’t need her mother’s permission to move,
although her mother was immensely grateful when Gail was able to leave the nursing home.

Some of the steps that ACA took to assist Gail included first moving her into a group home they
ran at the time. While that was not the most preferable outcome, in 1985 it was the one that could
occur the most quickly, and still assure that Gail would have the assistance she required. Then,
starting in 1985, as ACA divested itself of its group homes and began to assist people with even
the most significant disabilities to move into their own apartments and houses, Gail was at the
top of their list.

ACA staff helped Gail sign up for Section 8 housing assistance, took her to visit apartments until
one that was accessible, affordable and on the bus line was located, and then planned for the
transition. They partnered with Gail to list her needs for physical assistance and to establish an
assistance schedule that worked for her. They helped her shop for fumiture, and other items she
needed to set up a household. ACA staff members also partnered with her to interview and hire
her attendants, and then arranged to get everything moved into her new apartment.

I began to work at ACA after Gail had moved into her apartment, and I also became fast friends
with her. On many occasions I met with Gail to help her problem-solve issues with her
attendants, or assist her with the resources she needed to achieve her dreams. Gail continued on
in school, attending the local community college. She has a boyfriend, regularly attends church
and many community events, and spreads light and joy wherever she goes.

ACA has assisted many individuals who needed even 23-24 hours of support/assistance a day to
live in their own homes with the services and supports they required. In some cases, where a
parent might have been appointed as guardian, the move to community was facilitated by
introducing the parent to the “disability-twin” of their son or daughter who was living in the
community. When these loving, but frequently skeptical parents saw that someone with their
child’s disability (or even more disabled) was having a good, safe, meaningful and typical life in
the community, they almost always chose community for their son or daughter.

In fact, one such set of parents even asked to be part of a video that ACA made to show how
people with even very significant disabilities could live in the community with the services and
supports they need. They wanted the opportunity to tell other parents that where they once
refused to let their son Don live in the community, they now marvel at his life, and wish they had
helped him make the move sooner.

These parents, and others like them, now have the peace of mind that their son is truly
“connected” in the community . . . to friends, co-workers, neighbors and other people who are
not paid to be in his life, including his siblings. These are the people who will continue to assure
that Don has a good life when his parents are no longer around. The same can not be said for
institutional (and sometimes even group home) settings where staff change, where the public
never sees what goes on behind closed doors, and where only the illusion of safety is present.
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Statement of Senator Gordon H. Smith
“Home and Community Based Care:
Expanding Options for Long Term Care”
September 25, 2007

As a member of the Finance Commiittee and the Ranking Member of the Aging
Committee, the quality and availability of long-term care has long been of great concemn
to me. My home State of Oregon has been a strong national leader in the provision of
care in communities for persons with disabilities. I believe that it can be a good model fo
other states in providing quality care in a cost-effective way.

The Centers for Medicare and Medicaid Services estimate that national spending for
long-term care was more than $190 billion in 2004, representing about 12 and a half
percent of all personal health care expenditures. While those numbers are already
staggering we also know that the need for long-term care is expected to grow
significantly in coming decades. Almost two-thirds of people receiving long-term care
are over age 65, with this number expected to double by 2030. We also know that the
population over 85, those most likely to need long-term services and supports, is
expected to increase more than 250 percent by 2040 from 4.3 million to 15.4 million.

Today, millions of Americans are receiving or are in need of long-term care services and
supports. This population not only consists of the elderly-disabled — in fact, more than 40
percent of persons receiving long-term care are between the ages of 18 and 64. Some
were bom with disabilities; others came to be disabled through accident or illness. For
those of us that are healthy, we cannot know when such accident or illness will strike.
That is why we owe it to ourselves and our families to prepare.

I also strongly believe that the passage of Mental Health Parity legislation will help
persons with mental illness to get the help that they need in their communities. This is
such an important bill and I am so grateful to my Senate colleagues for passing this
measure last week. I hope that we can quickly work out the differences with the House
and send this to the President as soon as possible.

Ensuring that persons with disabilities are able to get back to work and are treated fairly
in our welfare system also is of great importance to me. States currently face a conflict
between the new federal TANF requirements and the nondiscrimination requirements of
the Americans with Disabilities Act (ADA).

This year, I introduced S. 1730, the Pathways to Independence Act of 2007. My
legislation encourages states to engage persons with disabilities in appropriate
employment-focused activities without fear of facing federal penalties for not meeting
their TANF work rate.
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It also is important to me that low-income persons living in their communities can
appropriately access necessary medications. Unfortunately, currently under the Medicare
Drug Benefit, the financial assistance it provides to the most vulnerable beneficiaries is
not available to all those who need it. That is why I filed the Home and Community
Based (HCS) Copayment Equity Act.

As it stands, Medicare Part D waives the copays for some low income beneficiaries, but
not others on the basis of where they choose to receive long-term care services. My bill
corrects this inequity and further supports older Americans’ right to choose the care
environment that best meets their personal health needs.

Further, we know all too well that planning for the likelihood of disability in young or old
age is not done as early or often as it should be. Too often, insurance is not purchased,
funds are not saved and persons with disabilities are forced to rely on Medicaid for their
daily care.

I introduced the Long-Term Care Trust Account Act of 2007 with Senator Lincoln this
year to help individuals plan for their future by encouraging savings for long-term care
services and long-term care insurance. I look forward to continuing to work with you all
on these important issues. Senator Lincoln and I also introduced the Long-Term Care
Quality and Modernization Act to ensure that persons who are in long-term care facilities
receive the best care possible.

Thank you, Chairman Baucus and Ranking Member Grassley, for holding this hearing
today to ensure persons with disabilities can remain independent and live healthy lives in
their communities.
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Senator Debbie Stabenow
Statement for the Record

United States Senate Committee on Finance

“Home and Community Based Care: Expanding Options for Long-Term Care”
September 24, 2007

Thank you, Chairman Baucus and Senator Grassley, for holding this important hearing on
financing long-term care options. I first came into politics because of a long-term care issue in
Lansing, Michigan. The issues surrounding long-term care have remained with me for the past
thirty years.

Recently I met with a diverse range of groups—from community advocates to nursing home
associations to health insurers—who are concerned not only about long-term care but about the
financial stability of Medicaid, the largest funding source for long-term care services.

As our nation ages, long term care is going make a huge impact in how our health care system
operates. Today, more than seven million people need long term care, but this is estimated to
grow to more than 12 million older Americans who are expected to need long term care by 2020.
The growth in long-term care needs is having a huge effect on our federal budget and on our
families.

Part of our challenge must be educating people about planning for the future. According to
Geneworth Financial, 65 percent of Americans admit to having made no long term plans for
themselves or a spouse, and less than 10 percent of people nationwide have purchased long term
care insurance. Many people fail to save for any potential long term care needs because they
mistakenly believe that Medicare will cover these expenses.

Let me offer one example as to how Medicaid’s long-term care services are helping a family in
my home state. In 2001, Russell Faunce had an accident that left him disabled. His wife Irma
became a round-the-clock caregiver, helping her husband with tasks such as personal care,
getting meals, managing medication, and overall supervision, despite facing her own health
difficulties.

Through Michigan’s Medicaid program, Irma can continue her care-giving duties by receiving
16 hours per month of respite in her home. Irma says, “It can be a challenge when he doesn’t
sleep well at night, but I am happy [ can help my husband be in his own home.”

Meeting this challenge to help more families like the Faunces is not going to be easy, but
together we can strengthen Medicaid to help all tamilies and create the needed long-term care
services for the future.
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Senator Max Baucus
Chair, Finance Committee
U.S. Senate

September 21, 2007
Dear Senator Baucus,

T am writing to you regarding Senate Bill 799, the Community Choice
Act.

I am the Youth Leadership Coordinator for Access Living, the Center for
Independent Living for metropolitan Chicago. I strongly support the
Community Choice Act because it will provide non-institutional options
for many of the disabled young people that I work with, who are all
between 16 and 25 years old. Post-high school, they and their parents
are waging and LOSING bureacratic wars to keep them out of
institutions, because they have no access to community supports.
Imagine spending some twenty years fighting to keep your child at home,
then losing all you fought for because there is no support option
outside of institutionalization. The day these kids graduate high
school i1s the day their lives are taken away. It's just a matter of
time and bad circumstance.

10.7 million people with disabilities need assistance with the
activities of daily living (http://www.census.gov/Press-
Release/www/releases/archives/facts for fea

tures_special_ editions/010102.html). We are seeing an increase
particularly in younger people with disabilities who need this level of
assistance. The Medicaid health care system is going to be completely
overwhelmed and overspent if action is not taken now. Senator Baucus;
you can provide more people with more options for less money by
supporting the Community Choice Act.

Sincerely,
Amber Smock

Amber Smock

Youth Leadership Coordinator

Access Living of Metropolitan Chicago
115 W. Chicago Ave

Chicago, IL 60610

Voicemail: (312) 640-2191

TTY/VP: (312) 640-2164

Fax: (312) 640-2138

E-mail: asmock@accessliving.org

(139)
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COMMENTS TO THE
SENATE FINANCE COMMITTEE

- “ENDING THE INSTITUTIONAL BIAS
IN LONG TERM CARE FUNDING”

Tuesday, September 25, 2007

THE ADAPT COMMUNITY
1640A East 2" St Suite 100
Austin, Texas 78702
512/431-4085

www.adapt.org
adapt@adapt.org
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THE ADAPT COMMUNITY
COMPREHENSIVE LONG TERM
SERVICES AND SUPPORTS REFORM

REAL PEOPLE - REAL VOICES
No More Stolen Lives

A Proposal to Reform the Institutionally Biased
Long Term Services and Supports System

Disability is a “normal” part of life (children, young adults, older folks);
Demographics expanding at all age levels;

Cure versus care debate;

Current paradigm — Disabled people are broke - Society will fix us;

Need to convert from “medical” to a “social” model of support services;
Long term care system almeost 40 years old — Social Security Act -

Title XVIII and Title XIX (Medicare/Medicaid) passed in 1965;
Fragmented — Based on disease categories instead of function;

Services following the funding stream instead of needs of individuals;
Inequitable — System creates winners and losers;

Medically focused due to Medicare/Medicaid funding;

Entitlement only to nursing home services and defacto entitlement to ICF-
MR services;

67% of Medicaid long term care funding go to institutional services leaving
only 33% for all community based services.

Barriers to change:

Support services versus program services mentality; Receive whole package
of services to get the piece we need to be as independent as possible;

. Political inertia — incremental vs. comprehensive reform strategies;
. Industries have developed around the “caring for” disabled and older people

with so many “special interests” that reform seems to be politically
impossible; Disabled people have become a crop to be harvested for
economic gain by professionals and providers;
Consumers/advocates fear of losing what we have;

Win the rhetoric war but lose the $$3$$$;

. Identity politics: Developmental Disabilities versus Aging

versus Mental Health versus Physical Disability versus Sensory Disabilities;
Circle the wagons mentality;
Health care liability — Little “risk management”- Dignity of risk - Choice
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Comprehensive Reform Strategies

1. Community Choice Act—-S.799, HR 1621
2. Implementation of National Money Follow the Person policy;
3. Implementation of Olmsted decision — President’s Executive Order;
4. Comprehensive Medicare/Medicaid/Social Insurance Reform —
Development of a National Social Model of Services and Supports;
a. National Long Term Services and Supports program that
includes heath maintenance services RATHER THAN
health care program including long term services and supports.

Short Term Steps to Comprehensive Reform:

1. Level nursing home entitlement; Allow equitable choice for
community services; Passage of 8.799 H.1621 Allows people real choice!

2. Consumer direction and person centered planning in all community
programs including all managed care proposals to integrate acute and long
term services and supports;

3. Transition from categorical funding based on age and/or disability label to a
functional system based on need;

4. Define health and safety that recognizes the dignity of risk and allows
for negotiated risk;

5. Promotion of nurse delegation/assignment for health maintenance activities;

6. Aggressive outreach for community workers that are paid a livable wage
and benefits;

7. Quality measurement based on consumer satisfaction and community
integration evaluators;

8. Coordination of support services and accessible, affordable, integrated
housing; (Access Across America) Funding of “Housing Coordinators”.

Long Term Comprehensive Reform

Long term services and supports need to be considered as a funded entity in of itseli
rather than as a component of only health care funding. Medicaid/Medicare
funding has focused on acute/insurance services with long term services and
supports considered as a stepchild. Specific and dedicated funding needs to be
allocated to create a National Long Term Services and Supports Program
(NLTSSP) by combining LTSS funds currently in Medicaid, Medicare, Older
Americans Act along with a new individual contribution program.

Attachments: 2005 Medicaid Data; ADAPT Definition of Consumer Control;

The ADAPT Community
1640A East 2" St Suite 100
Austin, Texas 78702 www.adapt.org adapt@adapt.org  512/431-4085
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MEDICAID LONG TERM CARE DATA - 2005
(September 2004 through September 2005)

Total Medicaid $300.3 billion
Total Long Term Care (LTC) ---vuercuurenn 94.5 billion
LTC - 31.78% of Medicaid
H#EBRABRAHRH R B R RS RR R RS H RSB R B R R RS 3

Nursing Homes —---—-ereeommmmmmeeen $ 47.24 billion 50.0% of LTC
ICF-MR (public) 7.54 billion 8.0%
o — 4.56 billion 4.8%

Total Institutional -—--------z-crseem 59.34 billion 62.8%

- $ 8.57 billion
22.70 billion

Personal Care
HCBS Waivers

Home Health ----——emmreveee 3.57 billion
Home and Community Services-- .32 billion
Total Community -------cw-reeeee- $ 35.16 billion 37.2%

H###HHRRR R SRR R R R R R R H
HCBS WAIVER BREAKDOWN 2005 BY CATEGORY

Total HCBS Waivers --------wuu=- $ 22.70 billion

MR/DD $ 17.03 billion 75.34%
Aged/Disabled -------------cureerenn 3.942 billion 17.44%
Physical Disability ---—--------- .722 billion 3.20%
Aged .4 70 billion 2.07%
Tech Dependent ------------suen- .109 billion 48%

Brain Infury ---------------s-a .230 billion 1.02%
HIV/AIDS .062 billion 27%
Mental Iliness/SED -----------—- .040 billion .18%

Numbers are taken from a report by MEDSTAT (www.medstat.com)

The MEDSTAT Group Inc. ~ (617)492-9300

MEDSTAT data taken from CMS 64 reports submitted by the states

Compiled by ADAPT - July 2006 (All numbers are rounded off)
www.adapt.org  512/442-0252
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ADAPT Definition of Consumer Direction

As it relates to program design for community attendant
services and supports, consumer direction means the right
of the consumer to select, manage and dismiss an
attendant.

The consumer has this right regardless of who serves as
the employer of record, and whether or not that individual
needs assistance directing his or her services.

This includes but not limited to delivery systems that use:
Vouchers
Fiscal intermediaries

Agencies that allow choice (Agencies with Choice)

Concept included in Community Choice Act
S. 799 H 1621
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Testimony of the
Alliance for Retired Americans

Hearing on Home and Community Based Care:
Expanding Options for Long Term Care

Finance Committee
United States Senate
September 25, 2007

The Alliance for Retired Americans commends the Senate Finance Committee for
holding a hearing on expanding options for home and community-based services in long-
term care (LTC). Founded in 2001, the Alliance is a grassroots organization representing
more than 3 million retirees and seniors nationwide. Headquartered in Washington, D.C.,
the Alliance’s mission is to advance public policy that protects the health and economic
security of older Americans by teaching seniors how to make a difference through
activism.

Long-term care reform is not a new concept in Congress and particularly in the
Senate. During the past several decades, advocates and policymakers have attempted to
bring long-term care to the forefront of public awareness. In the 1970s, the Senate
Special Committee on Aging Subcommittee on Long-Term Care conducted
investigations and hearings on the quality of care in nursing homes and in the
community. Later, the Long Term Care Campaign, a coalition of aging and disability
organizations, succeeded in making long-term care an issue in the 1988 presidential
primary campaigns and subsequent congressional elections. And 17 years ago this
month, the bipartisan and bicameral Pepper Comnission, named in honor of
Congressman Claude Pepper, released a blueprint for long-term care reform.

On behalf of our members nationwide, the Alliance for Retired Americans hopes
that today's hearing will finally result in action. Action is needed to assure that this
nation’s 10 million individuals with disabilities, chronic ilinesses, or ongoing limitations
in their daily activities will receive the range of medical, personal and social services they
need to function independently and in the setting of their choice.

Public Support for LTC Improvements

The Alliance released a poll, conducted by Lake Research, earlier this month on
issues important to voters age 65 and older in the upcoming election year. Over half
(52%) of the respondents said that they were ‘very or somewhat worried’ that all of their
savings would be wiped out on paying for their Jong-term care costs. When asked what
Congress should do to address the range of health care needs—making long-term care

815 16th St., NW, 4th Floor — Washington, DC 20006 — (202) 637-5399 — www.retiredamericans.org
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more affordable ranked among the highest responses along with guaranteeing all
Americans health care, and controlling rising health care costs.

The 1,200 delegates to the 2005 White House Conference on Aging (WHCoA)
had two top resolutions and policy recommendations. First, the delegates recommended
swift reauthorization of the Older Americans Act. Second, they recommended that the
government develop a coordinated, comprehensive long-term care strategy that addresses
financing, choice, quality, service delivery and the paid and unpaid workforce. The
WHCoA delegates were able to recommend an additional twenty priority
recommendations for LTC reform including: training for the health care workforce,
promotion of innovative models of non-institutional LTC, a national strategy for
supporting informal caregivers, and long-term care financing models.

In a poll conducted for the National Academy of Social Insurance, baby boomers
and the generations before them say they are concerned about paying for LTC, and that
the current system needs major improvements or an overhaul. Nearly three-quarters of
Americans over age 40 are concerned either a ‘great deal’ (54%) or a “fair amount’ (18%)
about paying for LTC. Over half (53%) say that addressing LTC costs should be a ‘high
priority” for the nation, including 34% who say it should be a ‘very high priority.’ !

The increasing numbers of Americans who will need LTC in the future, and the
costs of such associated that increase, make it imperative that we raise the political and
public profile of LTC to an immediate national priority. Currently our financing and care
delivery model of LTC relies heavily on the Medicaid program, which has become the
primary source of public funding for LTC. Ironically, many individuals do not realize
that in order to qualify for government assistance through the Medicaid program, they
must deplete their financial resources. Additionally, many see the significant expense of
LTC insurance as unreliable and exorbitant. These issues add urgency to addressing LTC
as a public policy issue. Consequently, the recent poll found that seven in ten baby
boomers and seniors feel that the current system of paying for LTC expenses needs a
complete overhaul (41%) or major improvements (30%). The same percentage believes
government should do more to help people meet the costs of LTC.?

Who Needs Long-Term Care?

The need for LTC ranges from those who use occasional help to those who require
intensive or round-the-clock care. Trends indicate that one in four persons over the age
of 25, and 40% over age 65 will have at least one stay in a nursing home during their
lifetime. One in five individuals requiring LTC do not receive the services they need,
and nearly 20% of family caregivers say they need help with their caregiving
responsibilities that they do not receive.® Although the probability of needing LTC
increases with age, nearly four in ten (38%) of those who need LTC services are under
age 65. Over 80% of those with long-term care needs live in the community.*

Who Provides Long-Term Care?

We know that the vast majority of LTC recipients reside in the community—the
focus of today’s hearing. Three out of four Americans age 50 and older prefer to remain
in their own homes to receive services.” The human element of LTC is very important;
most LTC is hands-on and low-tech. More than three-quarters (78%) of LTC recipients



147

living in the community rely solely on family and friends to provide the assistance they
need. Eight gercent receive care exclusively from paid staff and 14% from both paid and
unpaid care.

Aging and Disability Resource Centers (ADRCs) serve as a single point of entry
for accessing LTC services. These have been successful models for assisting individuals
with finding the appropriate service. The Alliance supports expansion of ADRCs into
every state as called for in the 2006 Older Americans Act (OAA) reauthorization.

Family and Informal Caregivers

Families play an incredible role in providing care. There are an estimated
44 .4 million individuals—one in five adults— providing health care for adult family
members and friends.” While the participation of men as family caregivers is higher
today (39%) than in earlier studies (25%), the bulk of caregiving responsibilities still falls
on women who spend more hours caregiving per week than men.® It is anticipated there
will be fewer family caregivers in the future partially because the fertility rate of baby
boomer women is lower than previous generations® and the number very old population
needing LTC will increase faster than the population who would traditionally care for
them. Between 2000 and 2025 the population age 85 and older will more than double
while the traditional caregiving population—women age 20-54—is projected to increase
by just 9%.'° 1t is not realistic to continue to depend on family caregivers as the future
anchor of caregiving. Their numbers are fewer and they do not receive sufficient support
and respite.

Many family caregivers have no preparation or training for the work that is
involved. Studies show that as individuals grow older, they count on having a family
member as a caregiver, should they need it. However, significant proportions do not talk
to their potential caregiver about the prospect. In one study of older women, four in ten
cited their husband as a potential caregiver but one quarter had not spoken to their spouse
about arrangements. One third listed dau%hters as a potential caregiver yet 19% had not
discussed the matter with their daughter.”" Only half of older parents with adult children
have talked to their children about their future long-term care needs. Similarly, only half
of older married couples have talked to each other about their own long-term care needs.
The conversation between family caregivers does not regularly occur because: 47% of
people believe that the conversation is not necessary as they expect to live independently
for quite some time; and 23% said that their children have too many of their own
responsibilities and not enough time nor money to help their parf:nt.12

Consequences of Caregiving

Caregiving often takes a heavy toll on the caregiver. In one study of working
caregivers, 56% have health problems of their own, a third lack health insurance, and
three out of five are stressed by medical bills. One-third of employed caregivers miss
more than one week of work during the year and employers may lose as much as
$29 billion per year in productivity.*?

The National Family Caregiver Support program, established by the 2000 OAA
Amendments, is a federally-funded program that provides grants to states to make
information and support services—such as counseling, support groups and training, and
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respite services--available for family caregivers. The 2006 reauthorization of the OAA
expanded the program to include caregivers of adult children with disabilities, caregivers
of persons with dementia of any age, and grandparents age 55 and older caring for
grandchildren. Increased funding was also authorized. However, funding for the
program is still insufficient to bring the services to the thousands of caregivers who need
1t.

The National Family Caregiver Support program must have expanded funding in
order to provide authentic respite. The Alliance for Retired Americans endorses national
enactment of financial and other supports for family caregivers, including but not limited
to, affordable health insurance, adequate provisions for respite, expansion of family and
medical leave options, and guaranteed retirement security for those who leave the
workforce for a loved one.

Formal Caregivers

Home health aides, personal care aides, and nursing home aides are the front line
workers in delivering LTC. Yet, LTC workers have few protections in the health field
themselves—over half have no health insurance or pension coverage. Workplace injuries
or illnesses for these workers are twice that of workers in all private workplaces
(10.1 versus 5.0 per 100 workers). Ninety percent of these workers are women, half are
non-white, and one in three are unmarried with children. Most intentionally choose
direchcare work because of a desire to help people and an interest in working in health
care.

The National Governors Association (NGA) acknowledges that these direct-
service workers face poor working conditions, earn low wages (the wages for personal
and home health aides average between $8.05 and $8.75 per hour), receive few benefits
and generally lack knowledge about public benefits.'> As a result, staff turnover rates are
high, and the vast majority of workers leave their jobs within the first few months of
employment. Improvements in these areas are essential not only to the quality of life for
the workers but also continuity and quality of care for the care receiver.

Identifying and Recruiting Future Formal Caregivers

Who will be the LTC caregivers in the future and where will they come from? A
long-term care system that provides quality care requires a workforce that is well trained,
compensated with adequate wages and benefits, and with opportunities for advancement.
Aggressive measures must be undertaken to recruit and retain LTC workers, otherwise
substantial shortages of home health aides and nursing aides will occur in the next several
years. Between 2002 and 2012, the number of available paid caregiving jobs are
projected to increase at a much higher rate than employment in the overall labor
market—48% increase for home health aides, 25% for nursing home aides and 41% for
personal aides in contrast to a 15% increase for all other occupations. Yet the number of
workers who fill these jobs are expected to increase only slightly further exacerbating
current shortages. 16

There are steps Congress can take now to improve opportunities and the working
conditions of caregivers. As an initial measure, the Alliance for Retired Americans
supports “The Fair Home Health Care Act,” S. 2061 and H.R. 3582, introduced by
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Senator Tom Harkin and Representative Lynn Woolsey, respectively. This legislation
will provide home health care workers at least the overtime and minimum wage
protections under the Fair Labor Standards Act that other domestic workers have. In
addition, the Alliance supports an employer of record for home health care workers in
order to ensure proper training and delivery of quality care.

Paying For Long Term Care

LTC expenditures may be minimal to costly, depending on the setting and extent
of care. Some observers have suggested that it is more affordable to live permanently on
a cruse ship than in a nursing home. According to a 2006 survey, the national average
cost of a private room in a nursing home is about $70,900 a year. Four hours daily of
home health aide services would total about $36,500 annually.” National expenditures,
including unpaid caregiving and out-of-pocket spending by care receivers and their
families, amounted to over $207 billion in 2005. If donated care as well as out-of-pocket
spendlisng are taken into account, then recipients and their caregivers “pay for” 57% of
LTC.

Excluding donated care, which is typically community-based or in the home,
about two-thirds of expenditures are for institutional — or “formal”- long term care.
Public programs such as Medicaid and Medicare pay for over two-thirds of this
institutional formal long-term care. Medicaid alone pays for nearly half. As a jointly
funded federal-state program, Medicaid was identified as the major source of nursing
home payments and increasingly the major source for home and community-based
services (HCBS) for low-income individuals or those who become eligible after
exhausting their financial resources.

Although the majority of Medicaid spending is for nursing home care, Medicaid
expenditures for home and community-based services are increasing through HCBS
waivers, which the Alliance supports. Non-institutional care accounted for 37% of
Medicaid’s LTC spending in fiscal year 2005, compared with 19% 10 years carlier."’
According to the National Academy of Social Insurance, 75% of HCBS spending is for
individuals with mental retardation or developmental disabilities with the remaining 25%
for aged or disabled individuals.”

Medicaid, however, is not an efficient, compassionate, or comprehensive strategy
for LTC services. Recipients must spend down all their assets to qualify, making them
permanently dependant on the system. Additionally, the National Governors Association
emphasizes that states are struggling to bear the primary public role of financing LTC
services and stresses Medicaid cannot continue as the primary funding mechanism. !
Finally, Medicaid funding also faces annual budget uncertainty in Congress.

The Medicare program covers limited nursing home care; up to 100 days
following three days of hospitalization, or days at home for those requiring part-time
skilled nursing or therapy services. Medicare’s services are designed to help
beneficiaries recover from acute iilness rather than provide LTC.

LTC insurance is still not a major source of funding for LTC services. Currently
only about 6.5 million policies are in effect. Availability and affordability are major
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shortcomings of LTC insurance. For example, it is not available to older, as well as
younger, people who already have LTC needs. All policies currently sold exclude those
with pre-existing conditions; overall about one in 5 apglications. Nearly 60% of
individuals over 80 who apply are declined cov«;—:rage.2 The average annual premiums
for a 65-year-old are $2,862, making insurance beyond reach for 80-90% of seniors.”
Despite tax incentives and the limited benefits, public demand for LTC insurance is very
low. The CBO projects that the proportion of LTC spending that private insurance will
pay will rise to only 17% in 2020 from 3% of total LTC expenditures in 2004.%*

Alliance for Retired Americans Position on Long-Term Care

In the future, LTC costs must be distributed more equitably than they are currently.
Care recipients and their caregivers should not shoulder most of the burden out of pocket,
forcing families to become impoverished to care for each other. Therefore, the Alliance
for Retired Americans supports a social insurance model for a long-term care system that
incorporates the following principles:

* A range of quality care services including but not limited to the following
services and settings that enhance the physical and mental well-being of
recipients and their caregivers:

= Skilled nursing care

Rehabilitative services

Respite care

Personal assistance with activities of daily living

Congregate living arrangements

Adult day care services

Home care

Hospice care

¢ Affordable care based on health and physical needs, not income levels;

¢ Anindividual’s right to choice of provider and care environment, including one’s
own home;

Enforcement of quality assurance measures;

* Educational efforts to promote informed decision-making by individuals and
families including an examination of available options for types of care and
settings, as well as financing options and eligibility criteria;

* Recognition of the essential role of front line long-term care workers in ensuring
quality care through improvements in nursing home staffing ratios, staff and
management training, fair pay, health, pension and other benefits, career
advancement and other incentives, and safety protections for all health care
workers; and

* The right for all long-term care workers to organize, bargain collectively for
better pay, health and retirement benefits, and training with provision for
effective enforcement.

The Alliance for Retired Americans supports many of the provisions in the
Community Living Assistance Services and Supports Act (CLASS Act) of 2007 (S.1758,
H.R. 3001). The CLASS Act creates a national insurance system for providing a cash
benefit to eligible individuals to purchase the LTC services they need after they have
contributed to the system through payroll deductions for a minimum of 60 months or five



151

years. However, even if enacted tomorrow, the CLASS Act will not help those who
currently need LTC assistance. Also, it excludes those with disabilities unable to
establish a 5-year work history, and it does not ensure benefits and protections for LTC
workers.

Additionally, the Alliance encourages its state and local affiliate organizations to
participate in the development of state long-term care policies that incorporate the
Alliance’s principles above where possible. The Alliance rejects proposals that would
divert development of a comprehensive long-term care system by substituting expensive
federal tax credits and tax deductions for private long-term care insurance.

Conclusion

Access to appropriate and affordable long-term care is a right of all individuals.
Many stakeholders are invested in the current long-term care “system” in place: federal,
state and local governments, employers, private programs, and individuals and their
families. However, this has resulted in a fractured system. Any LTC policy should focus
on helping caregivers and those who are not obtaining LTC assistance to ensure that
services are available and affordable wherever one lives. A social insurance approach
best addresses all of these concerns.

The time for action by Congress is 