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CHALLENGE OF PROVIDING LONG-TERM
HEALTH CARE

WEDNESDAY, MAY 13, 1992

U.S. SENATE,
SUBCOMMITTEE ON MEDICARE AND LONG-TERM CARE,
COMMITTEE ON FINANCE,
Washington, DC.

The hearing was convened, pursuant to notice, at 2:04 p.m. in
room SD-215, Dirksen Senate Office Building, Hon. John D.
Rockefeller IV (chairman of the subcommittee) presiding.

GAls<l> present: Senators Mitchell, Daschle, Duregerger, and
rassley.

[The press release announcing the hearing follows:]

[Prees Reloase No. H-2{, May 8, 1902}

SuBcOMMITTEE TO EXAMINE LONG-TERM HEALTH CARE; FAMILIES FEAR CARE WON'T
BE AVAILABLE, ROCKEFELLER Says

WasHINGTON, DC—Senetor John D. Rockefeller IV, Chairman of the Senate Fi-
nence Subcommittee on Medicare and Long-Term Care, Tuesday announced a hear-
in%l(lm the chall::ﬁa of providing long-term health care.

e heari ill be at 2 p.m., Wednesday, May 13, 1992 in Room SD-216 of the
Dirksen Senate Office Buil .

Rockefeller (D., West Virginia) said the hearing will offer an overview of th:aﬁrob-
lems involved with providing long-term care for Americans suffering from disabling
e one %5 past-due to gi t—e d daughter f

e e is past due to give every parent—every son an ughter—peace o
mind in knowing they will be able to provide long-term care for a loved one, if need-
ed, without fear of financial ruin,” Rockefeller said.

OPENING STATEMENT OF HON. JOHN D. ROCKEFELLER IV, A
U.S. SENATOR FROM WEST VIRGINIA, CHAIRMAN OF THE
SUBCOMMITTEE

Senator ROCKEFELLER. We will have this hearing come to order,
please. If people could take their seats, we will proceed. I want this
afternoon to turn our attention back to long-term care. It still
waits. It is impatient, the whole subject of it. It waits for both lead-
ership and, more importantly, it waits for action.

The long-term care probiem, as we are going to hear this after-
noon, is not just about 11 million American adults and children
who have the disabilities and illnesses that require long-term care.

It is the struggles, it is the sacrifices, it is the pain, it is the dis-
ruption, it is the incredible burdens that fall on those families and
thoae parts of families, and on neighbors and on communities who
are doing their very best to provide this kind of care on their own.

This hearing, really, is designed to be an overview of the long-
term problem, the big picture. This hearing is not about one par-
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ticular bill or one particular approach, it is about the problem. And
I want this hearing to point us in the direction towards a solution.

On April 9, I joined members of this committee and other Sen-
ators in introducing a comprehensive bill to ensure protection for
long-term care for all Americans. In a future hearing, obviously, I
gantl very much to explore that bill and other bills, and do 80 in

etail.

But I think we have to put first things first. And you do that,
in health care, I think, by this process of hearings, which is not

Jjust a process of moving bills forward, but is the process of talking
to Americans, and hearing from Americans, and learning from
Americans so that we do not do things in a vacuum; so that we will
have what people have to tell us first-hand at this hearing what
it means to care for people who have chronic and disabling dis-
eases.

I have no doubt that these witnesses will help us understand
why the pressure is on those of us in this Congress to, in fact,
enact a national long-term care policy and to do it as fast as we
possibly can.

Our witnesses will share their struggles with a system that does
not recognize and does not address their needs. First, we are going
to hear, for example, from Jenifer Simpson, whose 7-year-old son,
Joshua, suffers from cerebral palsy. Ms. Simpson will tell us about
her difficulties in obtaining respite care and her need for personal
assgistant services.

Bill Keane will testify to share his families experiences in trying
to care for his mother, who suffered from Alzheimer’s Disease for
over a decade. He will talk about the burdens on family caregivers
and a system that fails them at every single point.

Finally, we are going to hear from Bill and Carol Eager, a couple,
who, after raising their own family, now must assume a parenting
role themselves once again in assisting both of their mothers; one
wio is bed-ridden and requires long-term care services, the other
who i8 90 years old.

Our second panel will provide us with an overview of the prob-
lem by experts. That is important, too. Everything is not pain and
8 gle; it has to be, where do we reach for solutions, where can
we find a consensus that allows us to move this problem forward.

And we are going to be hearing from experts who have studied
this intensively for a very long time and we can ask them to share
their thoughts about how they would address the problem, either
in general, or specifically. That will be up to them.

The final panel consists of witnesses who represent many of the
eople who provide the professional services that are involved in
ong-term care. I am looking forward to what we can learn from

each other and what we can learn, particularly, from each of our
witnesses.

I am going to leave the eloquence to the honest and heart-rend-
ing testimony of our first panel, and the education to the other
panels. I think this hearing should challenge everybody in this
room, in this country.

We have to renew our commitment, or, more precisely, I think
we have to make our commitment to respond to the growing need

—~th-



3

acniss this country for long-term care when illness and disability
strike.

It is irrational to stand to the side and to just watch the finan-
cial, psychological, and human toll of the current situation, but
that is what we are doing.

In poll after poll, Americans say they desperately want protec-
tion, not just from fear, but from long-term care. And they recog-
nize that government "as to step in and play some sort of role in
extending that protection. People are not liquid on that subject;
they are very clear what they expect of government.

They tell us, in fact, they are willing to pay a reasonable amount,
and they have told us that in many ways, in many surveys, for true
financial and emotional security. It is time, now, to take a hard,
long lock again at this problem and reach some conclusions about
what we can do and what we must do.

From my own point of view, I pledge to make every single effort.
Really, I want to say to continue to pledge to make every single ef-
fort to get this consensus and to get some peace of mind for an
awful lot of people in this country.

Senator Grassley.

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

Senator GRASSLEY. Thank you, Mr. Chairman, for holding a
hearing on a very difficult issue and one that is not only a human
resource issue, but also very much a budget issue as well.

And it happens to be one of the greatest sources of anxiety and
fear for older people, that they may have to some day face long-
term care. Amf it could even be the greatest source of anxiety for
older people.

They have good reason to fear the need for these services, be-
cause very few people can afford the cost of long-term care, even
for relatively short periods of time. And if the need for such serv-
ices last longer, of course, it is almost certain to cause impoverish-
ment, or near impoverishment.

It is also clear that the psychic costs of caregiving are tremen-
dous and can have consequences for physical health also for those
who %'ilve that care. For instance, the National Ingtitute of Mental
Health has sponsored research which has shown, as I understand
it, that the immune function is hindered in those who undertake
heavy-duty caregiving.

Now, the long-term care issue certainly is not a new one, because
the 1971 and 1981 White House Conferences on Aging focused at-
tention on it. The Aging Committees in both Houses have held
many hearings in this area over the years.

Years ago, I held two hearings on long-term care policy, and
workshops and hearings on Alzheimer’s Disease when I was Chair-
man of the Subcommittee on Aging, starting in 1983.

Several current members of the Finance Committee introduced
long-term care legislation many, many years ago. I can think of
Senator Bradley, Senator Hatch, Senator Packwood, and, of course,
our Chairman, Senator Rockefeller, has had a longstanding com-
mitment to address this issue.
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It seems to me that what has held up action on this problem over
a very long period of time is the projected cost of any comprehen-
sive long-term care program. Estimates of the near-term costs of
comprehensive programs usually show that they are very expen-
sive. Furthermore, the future costs of such programs, particularly
after the baby boomers begin to retire around 2010, are usually
projected to increase greatly and very rapidly.

Of course, the advocates for long-term care reform are correct
when they remind us that the families of those who need long-term
care are now paying most of those costs.

Nevertheless, that does not alter the fact that launching a very
expensive new Federal program in the context of our current budg-
et deficit would be very difhcult.

I have co-sponsored legislation introduced by Senators Packwood
and Dole called the Secure Choice Long-Term Care Program. This
legislation would create a public/private program which would try
to facilitate the purchase of long-term care insurance for the middle
income, and would provide a public program for low-income people.

This legislation, although you can say that it is relatively cheap,
is still costly at $7 billion.

Unfortunately, the long-term care question seems to have been
shunted to one side in the debate on health care system reform, at
least to this point.

Of course, some of the reform proposals do contemplate including
long-term care programs. Nevertheless, it does aeem to me that
most of the debate has focused upon the acute health care system.

As we debate the health care reform issue, we should try not to
lose sight of the fact that we have to do what we can to improve
and humanize long-term care policy. And this hearing is going to
help us do that, Mr. Chairman. Thanks again.

e prepared statement of Senator Grassley appears in the ap-
pcndix.]pr

Senator ROCKEFELLER. Thank you, Senator Grassley. As always,
you approach things with absolute sincerity and purpose. That is
whs\;it 18 great to serve with you.

nator Daschle.
o(iS:nator DASCHLE. Mr. Chairman, I have no opening statement
today.

Senator ROCKEFELLER. Good. Thank you very much, Senator
Daschle. Can we have the first panel come forward, then? We will
have Bill and Carol Eager, accompanied by Judy Waxman, who is
director of government affairs for Families, USA; Bill Keane, mem-
ber of the national board of trustees, the Alzheimer’s Disease and
Related Disorders Association; and Jenifer Simpson, who is here as
abpl?aent, and on behalf of the Consortium for Citizens with Dis-
abilities.

Jenifer, if it is all right, I would like to start with you.

STATEMENT OF JENIFER SIMPSON, ON BEHALF OF THE CON-
SORTIUM FOR CITIZENS WITH DISABILITIES ASSOCIATION,
WASHINGTON, DC

Ms. SiMPsON. Mr. Chairman, members of the subcommittee, I am
Jenifer Simpson. I am here tociay to talk about my experience with
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getﬁng personal assistance and other long-term support services
or my son, Joshua, age 7, who has cerebral palsy.

Joshua is one of some 500,000-700,000 children and adults with
cerebral palsy in the United States today. Overall, there is esti-
mated to be 7 to 9 million Americans with varying disabilities of
all ages who need some t of long-term support services so they
can participate and be fully productive members of this society.

I testify today as a parent, and as a representative of the Consor-
tium for Citizens with Disabilities Task Force, on Personal Assiat-
ance Services and the Long-Term Services Medicaid Task Force.
The Consortium will submit, within 10 days, written testimony on
these issues, as well.

[The prepared statement of the Consortium for Citizens with Dis-
abilities appears in the appendix.]

Ms. SIMPSON. Mr. Chairman, I am grateful to be here today to
tell you about the struggle that I, and thousands of other parents,
face trying to get access to such vital supports for our sons and
daughters with disabilities and chronic illness.

I would like to describe what life could and should be like for
families like my own. In many ways, Joshua is a typical and
healthy little boy. He likes computers and he likes to play with toy
trains. He is sociable, alert, and attends school. He is skipping it
here today to be with us.

What makes Josh different from most other kids, though, is his
disability, or, rather, our Nation’s failure to aupport my decision
and efforts to raise him at home where he belongs.

Cerebral palsy is neither a disease nor an illness. Rather, it is
a lifelong disability that can affect a person’s ability to express
themselves or perform everyday activities independently; things
that you and I ‘f:)e almost without thinking.

Such individuals like Joshua most often rely on assistance from
others, or from assistive technology devices such as motorized
wheelchairs, a entative communication aids, crutches and the
like, to make otherwise impossible things both possible and within
reach. This is the dream of freedom in the ADA, the Americans
With Disabilities Act, and it is one I want to see made real for
Joshua.

Joshua’s disability makes it difficult, if not impossible, for him to
walk, talk, eat, drink, use the bathroom, get dressed, or do most
anything without a lot of help. He gets most of that assistance from
me.

But, besides being a full-time single mom, I am also a full-time

olicy associate with the United Cerebral Palsy Association’s office
Eere in Washington, DC.

Increasingly, therefore; I must pay others to meet Joshua’s ex-
traordinary personal assistance and other needs when I cannot be
there to do it for him myself. And finding the money to pay for that
care and those individuals to do the personal assistance, and to
train, them is a constant challenge.

I love my son, but caring for him is a big challenge. I feel that
I have two jobs: one at the office, and another as a case worker or
as a service coordinator for a child with disabilities. I think these
dual roles contributed greatly to my marriage falling apart.
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You cannot expect a family, even a regular, middle-class family
with college-educated parents who have decent jobs, to stay to-
gether under the kind of stresses we have endured.

The needs of a child with severe, multiple disabilities are so
many and so immediate, that any committed parent will try to
meet those needs first. What getls sacrificed is the marriage.

Only once in the 5 years of our marriage could we aftord to ar-
range respite care for 2 days, and that was paid for out of our own

ockets.

P The government is there to institutionalize a child after his or
her family has fallen apart, but is not there to support a family try-
ing to cope. I hear it now costs about $85,000 a year, on average,
of the taxpayers’ money to keep someone like my son in an institu-
tion.

Where is the logic or the justice in this? I think the government
should invest in people with disabilities and their families, not in
bricks and mortar.

In Joshua’s brief life, he has already been covered by a total of
seven different health insurance companies. Two jobs changes, a
move out of State, and employers buying into new plans are the
reason. And each of these policies has pre-existing condition
clauses, different benefit packages, and an awful lot of fine print.

In fact, I have a two-drawer file cabinet at my home just for the
insurance paper work on Joshua. And what has he gotten out of
this? In fact, very little, in terms of long-term support.

There ought to be a law, one that nurtures and supports the ef-
forts of parents who want to do the right thing by their kids with
disabilities, and one that enables adults with disabilities, as Joshua
will 1 day be, to gain the personal assistance and other supports
they require to lead independent lives.

There have been changes to the Medicaid program which support
community and family life for people with disabilities. The Medic-
aid waiver for home and community-based services provides the op-
tion for States to fund the kind of services Joshua needs to live at
home, and the new Community-Supported Living Arrangements
(CSLA) authority under Medicaid gives eight States the oppor-
tunity to fund these kinds of services which emphasize the choice
of the consumer and which promote real-life activities rather than
institutional living.

But both of these programs are limited in terms of eligibility and
funding, and neither is available to my son, as he is not eligible
for Medicaid, and the District of Columbia, where we live, does not
make either option available for someone in Josh’s circumstances.

More often than not, therefore, parents like myself are faced with
the ultimatum of either going it all on our own, or placing our son
or daughter in an institution, for which Medicaid wiﬁ pay.

What we really need is Federal legislation that assures access to
an array of long-term supports and assistance to Americans of all
ages. Families need to be afforded choices and support, not forced
to react to either/or ultimatums.

A national entitlement program should be created to invest in
and fund a comprehensive array of personal assistance services,
therapies, assistive technology, training, and other vital community
support services to all those who need them.
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Eligibility for these services should be provided to the child or
the adult with a disability based on an individualized assessment
of their real-life needs and capabilities.

Eligibility should not be based on a limited diagnostic category,
or on an arbitrary description of limitations, such as the use of ac-
tivities of daily living, as a sole criteria for determination of need.
Instrumental activities of daily living must also be considered, e.g.,
the need for assistance in shoppin%, or food preparation. I'm not
talking maid service—this is simply disability—or illness-related
inabilities.

Many States now have exclusionary eligibility criteria based on
categories like cognitive disability, and not on the real and similar
needs of people. Furthermore, eligibility should take into account
the disability-related expenditures or extraordinary expenses of the
individual or the family.

Joshua, for instance, will need many kinds of support as he
grows to adulthood. He will continue to need physical therapy, oc-
cupational therapy, and speech therapy.

He will probably need assessments and services from speech pa-
thologists, neurologists, and others throughout his life. He will cer-
tainly need service coordination assistance when I am no longer
around or available to do it for him.

He will also need training and other supports to get and keep a
job. He also needs access to assistive technology, such as a comput-
erized communication device, so he can learn to express himself.

Similarly, as an adolescent and adult, he will need assistance in
living independently, with things like making meals, shopping,
paying bills; what are called instrumental activities of daily living.

Most of these services are not covered by any health insurance
plan or social service system that I know of, or for which I, and
Joshua himself as a adult, might be eligible.

Moreover, Joshua’s greatest need is for personal assistance serv-
ices to help with bathing, dressing, and other day-to-day activities;
what I call feeding him and wiping his bottom.

Right now, as I said, I meet much of this need myself. But what
happens to my son if I develop an illness or am forced to take an-
other job to try and make ends meet.

Would Josh have to go into a nursing home? Probably so. The
personal anguish of such a decision would devastate me, and 1
would not be the first parent compelled to make such a choice.

As both a parent of a child with a disability and a taxpayer, this
makes no sense to me. If Medicaid monies can be used to support
individuals with disabilities and their families at home and the
community, all States should be urged, if not required, to take full
advantage of these provisions and these options.

Similarly, individuals with disabilities and families should not be
forced to become poor in order to qualify or become eligible to re-
ceive vital support services,

Access to personal assistance services, all the therapies, tech-
nology, training, and other long-term community support services
must be viewed as a right, not a privilege, in our Nation. ] am try-
ing to care for my child at home where he belongs, and for that I
get no help.
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Joshua has a right to full participation in the American dream,
and that will not happen if he is hidden away, that is, segregated,
in some big, brick institution away from the rest of us.

I have been a responsible worker in the American work force
since I was 16. I have always paid taxes. There is no equity in a
system which compels me to go to incredible lengths to get what
he needs and to hive under stresses which have caused a family
system to break apart.

I am pleading with you now to enact meanin change rs soon
as possible so Joshua and the thousands of children with disabil-
ities and chronic health care needs can get the personal assistance
gervices and long-term community support they and their families
so desperately need. Joshua and I need it now. We cannot afford
to wait any longer. Thank you.
d.['I]‘he prepared statement of Ms. Simpson appears in the appen-

1X.

Senator ROCKEFELLER. Thank you very much, Ms. Simpson. If
the committee is willing to go along with this, I would like to have
us talk to you first because Josh is with you. He is very lucky to
have a mom that fights for him as hard as you do. Let us make
that very clear.

- ~"What you basically gaid is that when it comes to walking, talk-
ing, eating, drinking, using the bathroom, getting dressed, and
most other daily activities, he needs help.

Ms. SIMPSON. Yes.

Senator ROCKEFELLER. The decision to keep Joshua at home with
you is incredibly personal, incredibly important to you and also
very difficult. You shared partly what you had to go through in
looking at this financially, in human terms, as a mother, et cetera.
Can you just tell us a little bit more?

Ms. SIMPSON. I think respite is a real key piece of this. We have
never had any respite other than what we paid for, and I think the
sheer stress of hardly ever getting a break, either when I was mar-
ried or even now, was and 18 one of themost enduring stresses that
I must manage.

It is interesiing to me that, now I am divorced, 1 get court-or-
dered respite in the sense that my spouse now takes care of my son
raore durtng child visitation time. That is the respite I get now.

Senator ROCKEFELLER. In our concept of America, when some-
body is in trouble, the community, neighbors, everybedy comes to
help the nuclear family. It appears to me that the nuclear family
is scattered across the country a lot much more, now.

In this round-the-clock responsibility that you have—Josh at
home, loving mother, fighting mother—to what extent is there, or
is there not, a support network out there for you—non-govern-
mental.

Ms. SIMPSON. No; there isn’t much. Most of my family lives on
the west coast. I have applied many times to programs. In fact, 1
have been rejected from several programs for different reasons.
Sometimes there are eligibility issues around Joshua’s disability;
sometimes there are issues of eligibility around my income level.

Mostly they do not take into account the extraordinary expenses
associated for personal assistance care for Joshua when they cal-
culate nesd based on financial means tests.
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I spend between $7,000 and $10,000 a year on personal assist-
ance services for Joshua, and other out-of-pocket medical expenses.

Senator ROCKEFELLER. And resources, either from an extended
family or from a community, or whatever, coming to help you, that
just does not happen, or it happens for awhile and then it——

Ms. SIMPSON. F et tired oP g:ing in a position of begging, actu-
ally. I do not like that.

genator ROCKEFELLER. Explain to me what you mean.

Ms. SIMPSON. Several times I have coordinated, say, funding for
a special chair for Joshua so he can sit upright in the special posi-
tion with a tray, and applied for the funding through the insurance
company. They have turned me down and said, no, that is not
something that is covered; you will have to get someone else to pay
for that.

One insurance company said to me, why do you not go to the
Elks or the Knights of Columbus, they will give you the money for
that. So, I proceeded to do that. 1 also went to my family. And
through sort of a smorgasbord of hunting and searching, I was able
to pay for this $300 special chair for Joshua.

ctually, it is the coordination of all the things he needs that is
also very stressful. Right now, [ am running a search for a personal
assistant for him. This means I have to run home and interview
people during the day.

I am also 1n a struggle with the school district about the trans-
,E‘ortation system. They _forgot to pick him up from school vesterday.

or some reason, the bus did not make it to the school.

All last year I had a running struggle with the school bus system
because the elevator did not work on the bus and I finally had to
go through a legal due process to have them have an elevator on
the bus that worked. Just about any area, it seems, is a struggle.
Sometimes it works; sometimes it doces not seem to work very well.

I live in the inner city. I encounter the normal, everyday stresses
that all families in the inner city deal with: drug deals on the cor-
ner, sirens all the time. And those are just on top of all the other
stuff, really. Or maybe the disability needs are on top of all that.
I am sometimes not sure which one has the priority in terms of
survival.

Senator ROCKEFELLER. I am trying to think of how you could
handle your day, even as you are working for an organization
which is clearly in every way sympathetic and helpful to you, and
I am trying to imagine what you would do if you were working for
some other organization which did not have that.

Ms. SiMPsoN. Until I worked for United Cerebral Palsy, I worked
for a private company and had to work out taking time off without
pay or use my accrued vacation or sick time in order to accomplish
some of these things that Joshua needed.

Senator ROCKEFELLER. The question of personal care services
and respite care. I thought I heard you say at the beginning of your
testimony that you only had 2 days. Was that a government-sup-
plied 2 days, or personal?

Ms. SIMPSON. ?‘Io. We paid for that out-of-pocket.

Senator ROCKEFELLER. That was your own.

Ms. SiMpPSON. We found someone to come into the home and we
went away for a weekend.

P
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Senator ROCKEFELLER. And, tell me, when you went away for
that weekend, the business of sort of getting yourself back together,
getting some sleep, writing some letters, calling up some friends.
What is it that you need the most from us on this to help you?

Ms. SIMPSON. I think there needs to be available a fully acces-
sible, affordable respite service that a parent can trust and have
choices about who comes to their home to take care of their child
or their individual with a chronic condition.

Senator ROCKEFELLER. Yes.

Ms. SIMPSON. I think it has to be consumer-driven. I mean, you
are letting someone into your home whom you have to be able to
trust to take care of somebody who sometimes cannot communicate
back to you if—there is a whole protection issue here, I think.
There has to be safeguards in there for consumers like Joshua and
other adult consumers with disabilities.

Ser.ator ROCKEFELLER. Ms. Simpson, cur Majority Leader, Sen-
ator Mitchell, has joined us. And I know that Dave Durenberger,
who has not spoken yet, and our other members understand he is
very busy. He chaired all the health committees in the Finance
Committee before he became Majority Leader on the floor. He has
a passionate interest in all of this.

Mr. Leader, Jenifer’s son has severe cerebral palsy. She has been
trying to do this as a mother. She keeps him at home. She is up
against a system which is not responding to her, and she has been
telling us a{;out that.

I wonder if you had either a statement that you wanted to make,
or questions, assuming that your time is limited.

OPENING STATEMENT OF HON. GEORGE J. MITCHELL, A U.S.
SENATOR FROM MAINE .

Senator MITCHELL. Yes. Mr. Chairman, thank you very much for
your courtesy. My thanks to Senator Durenberger, Senator Grass-
ley, and Senator Daschle for their courtesy as well. I do have a
statement I would like to make.

I do not have any questions for Ms. Simpson. I do want to com-
mend her for having the courage to come here today. I know it is
not easy to get into personal details in public, but I think your ex-
ample will be helpful to the committee and to all of us in under-
standix‘lﬁ and coming to grips with the problem.

I would, Mr. Chairman, if it is permissible, like to make a brief
statement and then submit questions for the record for these and
other witnesses here today.

Senator ROCKEFELLER. Of course.

I'The questions appear in the appendix.]

Senator MITCHELL. Mr. Chairman, I begin by commending you
for holding the hearing to focus the subcommittee’s attention on
this important issue. There is a lot of talk about health care reform
this year, and, in the process, we cannot forget the needs of mil-
lions of elderly and disabled Americans for long-term care.

Last month, I joined with you, Mr. Chairman, and other Sen-
ators, to introduce the Long-Term Care Family Security Act of
1992. The bill is a product of a collaborative effort on the part of
a number of members of the House and Senate, all of whom are
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committed to the development and enactment of a comprehensive
long-term care Eolicy.

In 1988, as chairman of this subcommittee, I introduced the first
comprehensive long-term care bill in the Senate. Since then, a lot
has changed. But, also, a lot has not changed. And the need for
meaningful long-term care has not changed. In fact, the need has
grown greater.

It is critical and it is becoming more critical as our population
ages and persons over 85 become the fastest growing age group in
percentage teims in our counh?'. But long-term care is not and
should not be regarded as an elderly issue alone. The absence of
a long-term care policy affects persons of all ages, as we are hear-
ing right here today.

The need for long-term care affects young adults who become dis-
abled in automobile accidents; it affects the middle-aged children of
the elderly who must choose between caring for a parent or putting
a child through college; and it can sometimes affect children who
are born with serious disabilities which require chronic home care.

I believe we must find a way to develop a rational, affordable
long-term care program to meet the needs of those Americans who
cannot fully care for themselves.

Any policy must, first, cover persons of all ages. I think it is es-
sential that this be seen clearly for what it is, not just a problem
of elderly Americans. It affects Americans of all ages.

Second, it must provide the full range of benefits based on the
needs of the individual rather than what is or is not reimbursable.
Too many health care decisions today are driven by reimbursement
policies. That ought not continue.

Third, it must contain significant cost containment provisions.
Fourth, it must include care management and quality assessment.
And, finally, I believe it should reserve a role for private long-term
care insurance,

The legislation Senator Rockefeller, and I, and others have spon-
sored includes such provisions and represents a good step forward
to reaching consensus on such a national policy. We do not offer it
as the ideal policy or the perfect solution, but it is a serious effort
to deal with a serious problem.

Some criticize the bill because the benefits are limited. Others
criticize it because the benefits are too many. Others say it goes too
far and costs too much. But it is the product of our best etfort to
design a policy that will provide the full range of necessary services
while attempting to control the costs of providing such care.

Enactment of this legislation will be difficult. No one should have
any illusion about that. This is a very difficult undertaking. It will
have to be phased in over time to manage the costs. But, to ignore
the problem because it is too difficult or too expensive will not
make the problem (Fo away, it will only make the ultimate solution
more expensive and more difficult.

Those who will be eligible for this program are the most frail
among us: the elderly, the disabled. They need our help to be able
to live the most productive lives possible, and almost, without ex-
ception, they can lead productive lives.

We have got to work to develop this policy, and we are going to
do it. And I look forward to working with my colleagues here, each
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of whom I know is committed to this goal. And I look forward to
reviewing the testimony of the witnesses.

Mr. Chairman, I thank you very much, again, for your courtesy,
ﬁarticularly in permitting me to interrupt the testimony. And I do

ave a number of questions that I will submit for the record.

Senator ROCKEFELLER. Thank you, Mr. Leader.

Senator Grassley.

Senator GRASSLEY. Mr. Chairman, I do not have any questions
of this witness. But, obviously, it is very moving testimony and is

oing to make a real impact on this issue, coming, as it does, first-

and from someone who has experienced the difficulties of this
family situation and this health situation. So, I commend you for
appearing, and particularly commend you for the humanitarian ap-
proach that you take.

Ms. SiMmpsoN. Thank you.

Senator ROCKEFELLER. Thank you, Senator. Senator Daschle.

Senator DASCHLE. Thank you, Mr. Chairman. Ms. Simpson, I
was interested in your answer to Senator Rockefeller when he
asked if there was one thing we could do.

And your answer, probably not surprisingly, was to find a way
to offer you some reprieve through wgat must be a very tortuous
week as you consider all of your responsibilities. 1 think a possible
answer might be some form of financial relief. ‘

You had indicated your expenses are $7,000 to $10,000 a year.
You also indicate that some of the assistance you get financially is
in t?;e form of private health care insurance coverage. Is that cor-
rect?

Ms. SiMpsoN. They will cover certain reimbursable items at 80

ercent of its cost. There are many out-of-pocket items, though.

here is always the 20-percent co-payment, the $400 family deduct-
ible, and the premium that I am paying. (I pay $40 a month for
health insurance; my employer pays the premium balance of about
$625 per month for us.)

What I would also like to see is what are called the family sup-
port items. In Michigan and Minnesota, for instance, there is a
cash grant or voucher program where families that have a child
with a disability—and I do not believe it is a means tested pro-
gram—are given a certain amount—I think $3,000 a year—to
spend any way they wish. Sometimes they spend it on diapers. I
could certainly use financial assistance with diapers. I spend about
$550 a year on diapers.

Other families would spend it, say, on respite, or on the elevator
in the van if they buy a car and they need to adapt it, which I will
need to do as Joshua gets bigger and needs a bigger wheelchair.
Joshua will need many more disability-related things as he ages.
And I could use that kind of straightforward assistance.

Senator DASCHLE. What I am trying to do is arrive at an annues!l
cost for caring for Joshua at this cost. You had indicated your out-
of-gocket costs of $7,000 to $10,000. That is a very siiniﬁcant con-
tribution. Beyond that, there is a contribution made by the insur-
ance company.

Do you have any way of estimating what the value of that cov-
erage in terms of costs on an annual basis might be? Is it some-
what similar to the commitment you have made? For example, do
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you pay 50 percent of the costs and does the insurance company
pal{l the other 50 percent?

8. SIMPSON. Different insurance companies have paid some
acute care costs, e.g., one year there was $8,000 on surgery for his
legs. He has had two wheelchairs in 3 years, totalling about $7,000.
This year foot braces cost $800. I do know that if Joshua were in
an institution it averages around $85,000 a year.

Senator DASCHLE. $85,000?

Ms. SiMpPsoN. Yes. That is what it costs the taxpayers under the
Medicaid program for ICF-MR on average. In Wisconsin, I know
it is close to $100,000. I make something like a third of all that,
so I do it for considerably less than the institutions could do it.

But, then, on the other hand, Joshua goes without a lot of things,
as do many adults who choose to live on their own with disabilities.
They are sacrificing things that they would need. Joshua would
need a communication device, for instance. Those cost around
$8,000. Insurance. I am asking insurance now if they will pick up
any of it. They are going to get back to me at some point about
that. Sometimes the school system will pay for pieces of what he
needs, e.%, physical therapy during school year, but not over the
summer. Insurance pays 80 percent of that then.

There is a huge coordination piece here that I find difficult to
deal with. I know some of his needs. The adults with disabilities,
I know, know their needs. Very often it is trying to work out who
is going to Bay for it other than themselves is the hard part.

enator DASCHLE. Which is what you were alluding to earlier,
the fact that you have got to beg for some services that you siraply
cannot afford personally. Is that correct?

Ms. SiMpPsON. Yes. Coordinating financial support, providers,
suppliers, what’s needed, requires a lvt of figuring out. There is a
great deal that Joshua goes without, for instance. Jcshua needs a
ramp up my front steps, for instance. I would like a handraii up
the stairs so he can grab on instead of leaning and holding onto
me. He lacks balance completely.

These are a number of household adaptations, for instance, that
would be nice to have. And I am sure many other individuais with
disabilities could use those kinds of things. People with disabilities
know what they need to make their life easier.

Senator DASCHLE. So, you do get assistance from the insurance
company. And, of course, that would vary, but I would estimate,
from what you are saying, that it is probably in the single dimii-
in terms of thousands of dollars. Is that correct?

Ms. SiMPSON. I do not know. I have never actually sat dow:. ...
calculated how much it would really cost if he got everything th=i(
he should have.

Senator DASCHLE. All right. Who else in the community is abie
to provide you with some assistance? Do you get assistance at all
from the counties or the communities?

Ms. SiMpPsoN. No. I am not eligible for anything.

Senator DASCHLE. Nothing at all? .

Ms. SmMPSON. No. I tried to apply to SSI, but I was not eligible
based on the means test. I said, could you please take into acc.-unt
my extraordinary expenses for personal assistance service, and
they said, no, we are not allowed to do that yet.
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They were very sympathetic, and they referred me to the Medic-
aid office here 1n the District of Columbia. I went and got the
forms, and I basically have to say that my child would be at risk
of institutionalization in order to qualify for services.

And I do not feel like he is at rnsk of institutionalization because
I want to take care of my son in my house and lead a regular, nor-
mal life. I mean, I do not consider that really an option.

Senator DASCHLE, Well, I thank you very much. Your testimony
was just excellent. We appreciate your coming this afternoon.

Ms. SimMpsoN. Thank you.

Senator DASCHLE. Thank you, Mr. Chairman.

Senator ROCKEFELLER. Thank you, Senator Daschle. Ms. Simp-
son, Senator Durenberger, from Minnesota, has been at all of these
things far longer than the rest of us in the panel and has a great
deal of knowledge. We would welcome his comments and any ques-
tions he might have.

OPENING STATEMENT OF HON. DAVE DURENBERGER, A U.S.
SENATOR FROM MINNESOTA

Senator DURENBERGER. Mr. Chairman, thank you for your com-
ments. Jenifer and Joshua, both, thank you very much for coming.
I would like to make an observation, first, about a couple of points
that Senator Mitchell made.

First, that long-term care is a situation that is experienced by
people of all ages. I do not know how long it takes to get that no-
tion through people’s heads, but your being here goes a long way
towards bringing that home to us.

I have been fortunate enough for the last year or so to employ
as a volunteer on my Minnesota staff a 24-year-old brain-injured
woman who was seriously injured in an automobile accident.

She is the most beautiful person anybedy has ever met. The won-
ders that she does for the other 13 people 1n that office every single
day by what she can accomplish is marvelous.

econdly, his observations about the fee-for-service system in this
country, which applies equally to medical care and long-term care
in this country.

The policies and the programs for health, medicine, and long-
term care in America are all an accident. And they are a very ex-
{;)ensive accident. But they are a more serious accident, to people
ike you, just waiting to happen.

We now have a $4 trillion national debt, which equals $15,000
a year for every person in America.

I remember looking at a speech I made in 1984 on the same sub-
ject, debt, where I said it cost us each $2,000. I can see what is
going to happen. In about 12 months somebody is going to say $4
trillion and all of this debt service, we have got to cut back.

And where are we going to cut back? It is going to get to the in-
come support programs because there is a great deal of money
being misspent, if you will, because it does not make sense for peo-
ple like the Simpsons.

As far as I am concerned, one of the first things we ought to de-
stroy in the whole system is the fee-for-service system. We ought
to replace that with some kind of a flat rate, risk-adjusted payment
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to l:iealth plans that will treat people like people and meet their
needs.

Program eligibility is dividing people. You just illustrated that in
your response to Tom Daschle’s question. It depends on whether
you are 1n the District of Columbia, or you are in Fairfax County,
or in someplace a lot better off.

If you were in Minnesota right now. I am sure they could handle
the eligibility much more quickly. You would be eligible for some
State support programs, and a bunch of things like that that you
referred to.

I mean, you are an American citizen. Why in the world should
the accident of where you happen to be located determine your eli-
gibility? The same thing with disability determination—whether it
18 Joshua, or the young lady who works for me, or whomever.

Think of the rigors. If any of you ever sat in the place of your
case workers and tried to do some of these disability petitions that
come to you: somebody has been disallowed, somebody got a 20 per-
cent disability and they think it should be a 60 percent et cetera.
Walk through Veterans Affairs, walk through Soctal Security, walk
through Workers’ Compensation. Walk through this whole crazy
system, and it does not make a lot of sense.

So, I am glad the Majority Leader made that point and I am glad
that, by your presence here today, you have reinforced that point.
For one, I believe that what we are talking about is income secu-
rity, and those are the kinds of questions you were being asked by
each of the people here.

It is not whether or not you got so much for this and so much
for that. Jt is, you ought to decide what you really need, and, aander
these particular circumstances, what is most appropriate.

A good national income security system using your earnings,
using social insurance, using private insurance, using tax policies,
ought to make sure that it works. The faster those of us wio are
in the health reform business get about nationalizing the respon-
sibility for income security and cut this umbilical cord witli the
States that is strangling too many people like you, the better off
we all are going to be.

But I can see that is going to be a tough row to hoe. When rhe
States are balancing their budgets but not meeting people’s needs.
we are not balancing ours and not meeting people’s needs, it iz
going to be really tough to accomplish.

But, thank you for advancing the cause today.

Senator DASCHLE. Thank you very much, Ms. Simpson. You ar.
welcome to stay, or you may go. Thank you very, very much. Sin-
cerely. Thank you, Josh.

Bill and Carol Eager and Bill Keane, why don’t both of you gie
testimony and then we will ask you some questions after t..a%. Do
you want to start, the Eagers?

Mr. EAGER. Sure. I would be glad to start.

STATEMENT OF BILL AND CAROL EAGER, RESTON, VA, AC-
COMPANIED BY JUDY WAXMAN, DIRECTOR OF GOVERN.
MENT AFFAIRS, FAMILIES USA, WASHINGTON, DC

Mr. EAGER. Good afternoon. We are Carol and Bill Eager, and we
live in Reston, VA with Billy, Amy, Kevin, Elizabeth, Sarah. Mi-
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chael, Amon, John, Zeke, and Josh; 10 of our 11 children; alon
with Carol’s mother, who has Alzheimer’s Disease, my 90-year-ol
mom, and my mentally handicapped sister.

I want to thank you, Mr. Chairman, and other members of the
panel for allowing us to be here today. It is an honor, and we ap-
preciate being allowed to share our story.

I think, to begin, I would ask Carol maybe just to share a little
?bout the person who is her mom, and the person whom we care
or.

Mrs. EAGER. Today I would just like to tell you who my mother
is, and, in a sense, tell you why it is frustrating caring for her, and
also why it is a privilege to care for her.

I came into this world in 1944. Right then, my mom’s world was
one of a Navy nurse. She is a veteran; my dad is a veteran. They
came together in marriage, started a family, and worked very hard.
Dad worked for Hudson County for 30 years. During this time, he
also had a night job in Hoboken from 4:00 to 12:00 so that he could
give the four children an education.

This was a value to my mom and dad. So, now, I have had my
college education. Jim, Eugene, and Tom, my three brothers, have
also attended State colleges in New Jersey. Eugene got to go to a
private college. Mom and dad worked hard.

We had a good home life; all the things, in a sense, that a mother
and father would want to ygive their children. We had wonderful
Christmases and happy birthday parties at the kitchen table, not
at Chuck E. Cheese; we did not know about those kind of birthday
parties then. But our bills were paid.

My mom, being a Navy nurse, returned to nursing. As we got to
be college-aged, she took her renewal course and got back into the
nursing role that she loved so well. Dad, in time, became her last
patient.

I can still remember as he was dying he was very happy that he
had lived to be over 60 so0 his county pension would be really great
for mom; half his annual salary. Well, that great pension dad wor-
ried about comes to $4,000 a year.

Now, I would challenge anyone here to live in Reston, VA, or in
New Jersey, on $4,000 a year with dignity. Social Security does
help mom, also.

What I am trying to say is my mother has done her work as a
mom, as a person, as a wife, as a citizen; worked the polls, did all
of the good citizen stuff. She raised her family. Now she has a
need. She has been blessed with her children; her children have
been blessed with good health.

So, I am able to care for her. Let me say, I consider it not a bur-
den to care for my mother. I am not looking for other people to do
what I feel is right to do. What I need to say today 1s that I do
need help in doing this. We are all brothers and sisters.

My mother needs me to speak for her today. I have often been
asked, how do I do it, why do I do it? Here I am, the mother of
lf} children, a wonderful husband who loves me and cares for all
of us.

Bill suggested maybe I talk about my day and how it is different.
Well, time would not allow it. You probabf;' would not believe half
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of it, anyway. But I will tell you a little bit about a day I do re-
member 6 years ago.

I was expecting twins. I went from crying, oh, no, Lord, more ba-
bies, to finding out I was having two of them, and 1 have never
been so hap‘fg. I said, two, wow, what a gift. My health was very
good. I was 42 years old, but with nine children to care for.

My mother was mobile. She was at that Alzheimer’s stage where
they kind of go around the house, and mom did not really know
who I was then, or did not have her mental abilil}y. Physically, she
was strong. She was able to care and feed herself, but she had be-
come incontinent.

day care was available, but it was 18 miles away. All I had
to do was get mom ready, and she would go off to this wonderful
reglq_l;te center.

at meant bathing and fezding her. Now, bathing and feedin
babies, that is a mess, but it is a joy; it is fun. But bathing an
feeding your mother is hard. It is humbling, it is physically hard,
and it 18 at a place you really do not want to be.

Getting her to cooperate because of her state in Alzheimer’s, and
walk safely upstairs with my 6-month pregnant bodir was a sight
to behold. Remember, incontinent people do not smell good, so you
are not sendinﬁ your mother off to a day care center unless she has
been properly bathed. So, upstairs we would go to the bathtub, un-
dress her, bathe her, dress her again, safely get her out of the bath
situation and downstairs, hoping and praying that every step of the
way she was not going to take a wrong turn and you were not
going to both topple down the stairs. I needed help.

My family wanted to help financially. My brothers, my mother’s
only sister in Chicago was willing to send money. It was not mone
I needed. I mean, not that we could not have used it; we all could.

But, at any rate, I called agencies, I read ads, I looked at the res-
gite center. There was a lot of physical and mental stress in my

ay.

Often, as a mom, I could go off-duty for a couple of hours. Maybe
it would be a birthday party, the tids would be off, too, or they
would go to school for a day or a summer program. And, as a moth-
er, I would just breathe a sigh of relief and say, that is good. But
there has been no off-duty as a daughter caregiver.

People—even my good friends, and I mean that sincerely, good
friends—shy away from elderly people, especially if they have a
disease like Alzheimer's where they are not mentally real sociable.

And, through the grace of God and the birth of the twins, some-
one came to my home; someone in our county. My twins were born
and needed to be on monitors. So, that, in itself, created a situation
where a nurse from the country would come in the house to check
on them.

And when she came in the house and mom was doing her, dit-
dit-ditting, thie nurse said, you know, Carol, you really need help.
I said, well, thank you very much. I thought so. Twelve years after
this long-term journey has started, it is still not easy.

Today it is physical. Mom is now upstairs. My son, Kevin, is with
us. He gave up his teenaged, lots of U-2 poster bedroom to make
g‘oon}:n so my mother could have his room. We re-carpeted and made
it white.
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Now Mom is not in my living room/dining room where she had
lived for the 12 years. Even after she broke her hip we whipped
the dining room table out and put her hospital bed in.

She was very much a part of our day. Nobody forgot about
Grandma. The kids would jump on her bed and play Nintendo from
Grandma’s bed and everytf)ﬁng. Well, she is upstairs now.

The good news is, Grandma Eager, Bill’'s mom, since April 1, has
been with us. This is a difficult job, but it is worth doing.

In truth, I cannot do it alone. Bill and I are willing to do the
work; we want to care for our parents. We do not want a free ride.
We are willing to pay as much as we can, but we need your help,
weilneed your support in giving us the people to come and help us,
Bill.

Mr. EAGER. I would just like to echo a few things that Carol has
said. First of all, I would hope that nothing that we have shared
today would come across in the form of a complaint.

I can honestly say that it is not exactly fun to care for Marge,
my mother-in-law, however, we clearly see it as our responsibility
and we are not trying to shirk from tlY\at responsibility. There is a
certain joy in the care as well, however.

Before my mother-in-law had Alzheimer's Disease, I was kind of
an expert on mother-in-law jokes. My mother-in-law came to live
with us for 2 weeks in 19756 when her husband passed away, and
she just never left. She became part of our family.

The last 12 years, however, as Carol has shared with you, my
mother-in-law has had Alzheimer’s Disease. It is hard to remember
12 years ago, but Alzheimer’s Disease was not as commonly known
aslit is today, and people just did not know about it, to include our-
selves.

I think the point is that Carol’s mother was never looking for a
free ride, either. She and her husband provided for their %amily;
they worked hard. And, through no fault of her own, she became
a victim of this terrible disease.

In fact, unfortunately, we were not aware of the disease our-
selves ahd it was during this initial period that my mother failed
to keep her insurance payments current and to complete necessary
paper work.

he, in fact, lost her health insurance. It took me over a year and
a half to reinstate any medical coverage that she had. During that
time, we paid for all of her bills. And there were quite of bit of bills
during that time.

One night she was almost killed on the Beltway when she
stopped her car, with about five of our children in it. And real
quickly we started to become familiar with this disease.

When we became familiar, we found that there were not many
places that could help, but there was one wonderful place, and that
wes the Respite Center of Northern Virginia.

We were able to send my mother-in-lav: there several days a
week. There was no ﬁnancia{ help for this center, however, because
it was seen as custodial care, and custodial care is not covered
under any of these programs.

As our babies required more work, we tried to get mom to the
center more frequently. But, at the cost of $30 a day, that racked
up. Yet, it was the only hefp that we had. Unfortunately, we are
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not able to send her there any longer because my mother-in-law fell
4 years ago and broke her hip and is bed-ridden.

We made the decision to care for Carol’'s mom in our home. Be-
cause we have done that, however, the vast majority of the costs
that we have incurred are paid by us.

My mother-in-law wears disposable diapers, undergarments, for
example. Thes= packages are expensive—approximately $20—and
there is a need for them about every 3 to 4 days. Because they are
disposable items, they are not covered. The same is true of wipes,
towelettes, and underpants.

My mother-in-law is on the drug, Dilantin. It is an anti-seizure
control drug. Periodically, she must have her blood check to be sure
that her Dilantin level is at the correct amount. Because my moth-
er-in-law is at home and bed-ridden, she cannot go to a doctor’s of-
fice or clinic. They must come to the home.

And I think you would all agree how difficult it is to find a doctor
who will come and do house visits. Even if we are able to find one,
it is not covered because home visits are not covered.

My mother-in-law requires 24-hour care. I am going to brag a lit-
tle bit: I think we do a very good job. There are times, however,
when we need to leave the house, or even go out of town. My oldest
daughter’s graduation from college was a prime example. We need-
ed to be gone for several days. The decision of who would watch
and care for Marge was a major one.

For other activities, we are allowed to leave certain members of
our family at home and our older children have all grown in the
knowledge of how to change, wash, and feed their grandmother.

Getting home health aids to care for people in Marge’s situation
is also considered custodial care, and, again, is another area not
covered. We receive a certain numbeér of hours each week in a pro-
gram called Title 20, which has really saved our lives.

The other evening—I think it was last Thursday—iowever, I got
a phone call that informed me that they needed to have my moth-
er-in-law’s financial income verified because this is onie of the pro-
grams being looked at in our county—Fairfax County—as a pos-
sible reduction because of the financial situation in our county.

During the past 12 years, of course, we have experienced a lot
of different phases witﬁ my mother-in-law. When she was mobile,
she would wander away, or she would fall. She had an uncanny
ability to get that one piece of homework that was really impor-
tant, or that one bill, and tear that up.

I guess, as I have shared, my mother-in-law requires us to bathe
her, to feed her; that just the normal activity of going to the zoo
is a major logistical problem for us. Coming here today, for exam-
ple, requires a plan on how to be able to get here, both of us, at
the same time, and be out of our house.

I again, though, want to make it very clear that it is our deciston
to care for my mother-in-law. She is a well-loved member of our
family. I wonder, though, about the many, many Americans who do
not have someone to care for them. What happens to them? Where
do they go?

Last month, my 90-year-old mother and my mentally handi-
capped sister moved in with us. They used to live around the cor-
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ner. My dad passed away and ray mother was no longer able to
care for hersel‘f)'.

Last Friday night, Carol and I spent the evening, at the request
of friends, at dinner in their house discussing this very issue: their
elderly parents and what kinds of decisions they were able to make
and what support they could count on for those decisions.

There is no family not going through this, or soon to go through.
At some point, each of us will go from caregiver to the recipient of
care. Andp I pray that the major changes, really, improvements, will
happen before then.

This i8 not a simple issue, and we can become overwhelmed and
lose sight of the fact that there is a person here; a person who
wishes to maintain their dignity; a person who has made their con-
tribution and can continue to do so. And, above all, despite their
condition, they are a person who has value. Thank you very much.

Senator ROCKEFELLER. Thank you very much, both of you.

Mr. Keane, let us go to you.

STATEMENT OF BILL KEANE, MEMBER, NATIONAL BOARD OF
TRUSTEES, ALZHEIMER'S DISEASE AND RELATED DIS.-
ORDERS ASSOCIATION, PHILADELPHIA, PA

Mr. KEANE. Chairman Rockefeller and members of the commit-
tee, I would certainly like to applaud you for having this hearinlgl
today and for keeping the issue of long-term care on the healt
care agenda.

I should like to say that the stories you hear today are not just
personal stories. They are also profound histories of experiences
that we have had together with the system, with laws that are
passed, the effects of those laws, how they work, and how they do
not work.

I think that the Eager family and many of the other witnesses
provide great testimony to the process of developing a fair system
of long-term cara.

As a family caregiver and as a person who, today, works in a re-
habilitation ﬁospital, I certainly a%ree with Senator Mitchell and
see on a daily basis how much all of these issues cross all ages.

Before I start, I would also just say, Senator Rockefeller, on be-
half of our association, how much we appreciated your coming to
our meeting last month. More than anything else, keeping this
issue alive in discussion and debate is extremely important.

Your quiet, profound words that Sunday afternoon had a tremen-
dous impact on 300 people who went back home across the nation
renewed in their commitment to this issue. We are deeply grateful
to your persistence.

My mother and my mother’s sister, my aunt, both died of Alz-
heimer’s Disease. My father died 2 years prior to my mother, of
stress and other chronic complications resulting from his role as
caregiver. I, in my own way, was also a victim of this disease and
am still struggling to put my life back together again.

My family members were victims of gross neglect: neglect from
a political and a health care system that ignored them; a system
that continues to ignore millions of other American families facing
long-term care crises that will devastate them physically, emotion-
ally, and financially.

L g
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It is time, and way past time to end that neglect, to put long-
term care at the top of our National agenda, and to enact a public
rogram that will provide basic security for all Americans, refard-
ess of age, income, or cause of disability. It is time to stop talking
about why we cannot pass long-term care legislation and start talk-
mg about why we must.
ome J)eop e argue that we have to deal with health care reform
first and that long-term care is just going to have to wait its turn.
Mr. Chairman, that is a false distinction that makes no sense in
the real world. I have been working for the last 8 years in the
illfalth care hospital industry, and I see how inextricably connected

ey are. .

For millions of Americans, long-term care réally is the health
care crisis in this country. Alzheimer’s Disease is the most expen-
sive and the least-insured illness that many families will tace.
Today it strikes 4 million Americans, and by the middle of the next
century it will be 14 million.

Every person who gets Alzheimer’s will need full-time care. Their
families will easily spend as much as $40,000 a year in today’s dol-
lars to provide that care.

When the doctors told me that my mother had Alzheimer’s Dis-
ease, they said she would probably live a year or two at most. She
gied more than 10 years later, most of that time spent in a nursing

ome.

My father spent everything they had, everything that they had
saved for 40 years—more than a quarter of a miﬁion dollars—to
pay for her care. He had worked for the Navy Department for 25
years and assumed that he had good health care protection for
their retirement years. It did not pay a penny for my mother’s care.

Dick Ghering, the Chairman of our board from Bloomington, MN,
has already spent over $400,000 to care for his wife, who has lived
with Alzheimer’s Disease for the pact 18 years.

He and a colleague retired from the same corporation at the
same time, with the same health insurance. His colleague’s wife got
Lou Gebrig's Disease, and insurance paid the bill. Dick’s wife got
Alzheimer’s Disease, and insurance paid nothing.

Even the most sweeping health care reform proposal on the table
will fail millions of families unless it includes long-term care.

Some people also say that a long-term care bill is too expensive.
But Americans are already spending this money in a very cruel
system of Russian Roulette. If you are the unlucky one, you are
stuck with the bill you cannot ai)’;'ord, and there is nothing you can
do to reduce your risk, particularly with a disease like Alzheimer’s.

What we have to do is spread that risk through a system that
asks all of us to contribute in a way that each of us can afford. It

would cost about $6 a week per taxpayer to finance a comprehen--

sive long-term care 6prog‘ram.

That 18 about $260 a year; a number that taxpayers can under-
stand and, according to public opinion polls, a number that they
are willing to pay if it buys real protection against the massive
long-term care costs they fear.

We must take an approach to long-term care that is cost-con-
scious from the very beginning. One of the most important ways to
do that is to provide for the full continuum of care, with an empha-
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sis on home and community-based care in alternative residential
sett(iings that keep people out of expensive medical care unless they
need it.

My mother’s condition deteriorated to the latter stages o1 the a:s-
ease very rapidly, and my father could no longer cope with her
care. I had moved back home to help, but eventually I had to go
to work. We might have managed longer at home, and I am sure
the quality of my mother’s life would have been better if we had
been able to get appropriate home care or day care. But there was
no such care available. Our only cption was the costliest one: a
nursing home giving skilled medical care, most of which she did
not need.

We have learned a lot in the intervening years about alternatives
for Alzheimer’s care, and we need to build those alternatives into
any public program for both cost and quality reasons.

ome people argue that public fungs should not be used to pay
for care that Tamilies are now providing at no cost to the taxpayer.
In fact, there is little evidence to suggest that availability of formal
care in any way reduces the amount of care the family provides.

As the Eagers have said, we are not asking for the government
to replace what families are doing. We are only asking %or the help
that makes it possible for them to continue to provide that care
longer. Families are the heart and the soul of the long-term care
system today and we want to keep it that way.

But long-term care is literally killing them. Caregivers of the
frail elderly are at an enormous risk, especially. Their average age
is 57; one in three are at least 65. Over 40 percent of caregiver hus-
bands are at least 75.

Caregivers at any age are far more likely to be in poor physical
health than others in their age group, and they are three times
more likely to be suffering from depression. They suffer from ex-
haustion, lowered immune function and stress-reﬂated illness, and
injury directly related to their caregiving.

By ignoring caregivers we are compounding the health care crisis
in t{n.is country. In my rehabilitation hospital in New Jersey, I see
ali the time stroke victims suffering from great stress because they
are the sole caregiver for a spouse at home.

My father himself ended up in a hospital physically and emotion-
ally destroyed by the unbearable burdens of care. He died in that
hospital 2 years before my mother, just as much a victim of the dis-
ease as she was,

At least one-third of all caregivers work outside the home, either
full or part time. Middle-aged caregivers, most often daughters and
daughters-in-law, work the equivalent of three full-time jobs to bal-
ance the demands of job, their own children, and their parents.
Younger adults put their lives on hold to help provide care.

Senator ROCKEFELLER. Mr. Keane.

Mr. KEANE. Teenagers like the children of Orien Reid, of
Philadelphia——

Senator ROCKEFELLER. What you are doing now is reading your
testimony, which I have before me and have read.

Mr. KEANE. All right.

Senator ROCKEFELLER. If there are any particular parts that you
want to pick out of that, because automatically your statements are
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all part of the record so there is no need to put it back. If there
are any personal comments or judgments that you want to say in
conclusion, that would be good.

Mr. KeaNE. All right. I would like to say that I would strongly
encourage people not to think that private long-term care insur-
ance or Medicaid is going to be the solution to this problem. In to-
day’s system, we are forcing older persons who have spent their
life’s savings on long-term care to compete with others, particularly
through Medicaid.

I rercember in the beginning, my father knew that there were
ways that you could transfer assets under the Medicaid laws so
that you could qualify, or my mother could qualify for Medicaid.
But he considered Medicaid a program for the destitute, and he
said that we were raised to obey the spirit, as well as the letter
of the law. So, we continued to pay privately for my mother’s care.

The system can be set up to be very unfair to many people who
want to abide by the spirit of the law, as well as the letter of the
law. Orien Reid, for example, was forced to use the money saved
for her children’s education for her mother’s long-term care.

I would just like to say, then, in conclusion, Mr. Chairman, I
commend your leadership in bringing this to the issue, and I hope
that we can continue to keep long-term care in the debate on
health care reform.

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

Senator ROCKEFELLER. Let me thank both the Eagers and Mr.
Keane. There are all kinds of questions, obviously, that occur. But,
I think more importantly, is what you have said and how you have
said it. There are lots of things you have to ask lots of questions
about. I think you have given a pretty clear sense.

There is one that I am going to ask you, Mr. Keane. But it is
understood in this impersonal process of politics and Senate/White
House gridlock and alrthe rest of it, that things do get heard.

It is not to say that things, as a result of that, get changed. That
is what this is all for, in the hopes that this will change and we
(\ivil] somehow energize ourselves to do what we know we have to

o.

But do not think for a moment that by coming and talking to us
that this is some sort of ritual that does not lead to anything. Each
Senator, each of the Senator’s staffers that are listening to this are
moved in various ways. Each of us have our own experiences which
we can relate to.

So that what you do is you give us courage and determination
to sustain the efforts that we are trying to make, all of you, as well
as Ms. Simpson before you. So, by not questioning you, it means
nothing. It simply means that your eloquence speaks for itself and
the pain is clear.

I will just ask, Mr. Keane. You indicated that your father was
not very interested in getting into the Medicaid system because of
the whole question of stigmatization. I would just like to have a
comment on that from you.

Mr. KEANE. I do not know if it was a question of stigmatization,
Senator, as the fact that he saw the Medicaid program as some-
thing that was for the destitute and the poor.
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And, even though his life and his retirement had come to a per-
manent halt and he was forced to spend all of his assets on nursing
home care, he felt that, while legally he might have the oppor-
tunity, to shift assets over in various creative ways so tha. in 2
years my mother would have qualified for Medicaid, he chose not
to do that because he felt that was not abiding by the spirit of the
law was intended to serve.

And, for that reason, he just said as long as we can we will pay.
And, of course, I kept saying to him—because there was no spousal
impoverishment protection at that time—that, you know dad, ulti-
mately we will be forced to sell the house to continue to make the
payments until we get down to what was at that time a $1,500 bur-
ial amount allowed by Medicaid in Pennsylvania. There would be
very little for him to take care of himself. But he was willing to
do that. Ultimately, he died before he was totally impoverished.

But it was not so much the stigmatization as it was trying to be-
lieve that we are going to continue to develop a system that is fair.
There was no long-term care system. I can remember when we
tried to get some expenses paid for. my mother’s care and we could
not do it. When she had to be hospitalized, the doctors always said,
there is nothing that recognizes the diagnosis of Alzheimer’s Dis-
ease under Medicare. But if we try to get her in under hyper-
tension, we can put her in the hospital for a week or so and get
Medicare to pay for some things that are necessary.

Like the Eagers, my father was constantly learning about the
system and how unfair it is, how you are sometimes forced to pay
unbelievable games to try to manipulate that system to meet some
basic needs but, at the same time, preserve the value systems that
you have so that others needs are addressed as well. And that is
what he felt about Medicaid.

Senator ROCKEFELLER. Thank you, all three of you. In fact, all
five of you, including Joshua, and six of you, including you, Judy.
And undersiand, too, that the changes that have to be made have
to come from the place where you now are on this Hill and from
the other end of Pennsylvania Avenue.

So, when you come and you share yourself with us, be proud not
only of what you have done, as you are, but also that you are in-
struments for millions that cannot be here. The change can only
take place from this thing called the Federal Government.

So, your ability to present yourselves and to represent your hurts
and your needs 18 a very, very powerful act that you have each cho-
sen on your own to do. I thank you for that very much.

Mr. EAGER. Thank you for the opportunity.

Senator ROCKEFELLER. Thank you very much. Our next panel is
Marilyn Moon, who is the senior research associate at the Urban
Institute, and Stanley Wallack, who is the director of the Health
Policy Institute, the Heller Graduate School of Business at Bran-
deis University, and is also chief executive officer of LifePlans, Inc.

We are very happy that you are here. We are going to be a little
bit more severe on you in terms of time limitations, and I hope that
you will understand that. Marilyn, why do you not start off?

B T PR
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STATEMENT OF MARILYN MOON, Ph.D., SENIOR RESEARCH
ASSOCIATE, THE URBAN INSTITUTE, WASHINGTON, DC

Dr. MooN. Thank you, Mr. Chairman. It is a pleasure to be here
to testify today. I would like to indicate that my remarks reflect
some work that I am doing with my colleague, Judith Feder, of
Georgetown University.

In talking about the long-term care issue that you are raising
today, you are addressing a major gap in the health care reform
world. And you are talking about an area that is not nearly as well
developed, but certainly as important as issues in physician and
hospital payment.

My testimony today addresses {wo issues-—the need for long-term
care, and some options for reform. When we talk about gaps and
inadetiuacies in insurance for hospital and physician services, we
are talking just about that: gaps and inadequacies.

When we talk about the long-term care world, we are talking
about a world in which there is no coherent system. We are talking
about a program, Medicaid, which protects against catastrophe
only after catastrophe has already occurred.

Who needs long-term care? Although the probability of needing
Jong-term care is far greater for the elderly than for the younger
i;ﬁ)lopulm;ion, anyone at any age can become impaired, as you have

eard here today so eloquently.

Today, an estimated 9 to 11 million Americans, one-third of them
under the age of 65, are sufficiently impaired to need these services
and are in families like the families that you heard from today.
About 4 million of those people are so severely disabled that they
ca}r:not dress, bathe, or get out of bed without substantial help from
others.

Contrary to popular perception, most people receiving long-term
care live in the community, not in nursing homes. Four out of five
of the disabled live at home or in the community and depend al-
most entirely on their family and friends for support.

But many of these families give up so much. The sacrifices that
they make indicate how desperate the situation is for them.

Medicaid, the primary payor of long-term care services, is very
inadequate in covering home care. And purchasing home care pn-
vately is expensive.

With in-home care currently estimated to cost about $60 a visit,
just getting four visits a week will total about $12,480 per year for
an individual. That is a substantial burden for most Americans,
a{Id it is about half the income of a typical elderly couple, for exam-
ple.

Nursing home care, estimated to cost more than $2,500 per
month, is beyond the means of almost all Americans. At that price,
even a short stay in a nursing home is catastrophic.

A couple that pays for these services would have to have an an-
nual income of almost $40,000 to leave the community dwelling
spouse just at a poverty level of income.

And, again, very few families have incomes above this level in
the United States. Only about a quarter of elderly couples, for ex-
ample, have incomes above $40,000.
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And, if they turn to their savings to fill in for the gaps, the typi-
cal elderly couple would exhaust their assets in less than a year
and a half.

Although Medicaid does finance nursing home care, to obtain its
benefits, you have to have catastrophe set in before you get any as-
gistance.

This requirement presents not only a financial burden on fami-
lies, but also serves as a barrier to access to care for those who fear
giving up their financial independence.

Furthermore, it is not clear that Medicaid can continue to bear
nursing home costs in its present situation.

Over the last decade, private insurance has emerged as a means
for spreading the risk of long-term care. Today, about 2 million
Americans have private insurance policies. However, if these poli-
cies promise adequate protection against likely costs, they are like-
ly to be unaffordable the majority of senior citizens, and of many
younger citizens as well.

The Health Insurance Association of America, for example, has
estimated the cost of such a policy as $1,400 at age 65. Private in-
surance, with the addition of consumer protection standards, can
help some American families, and it is certainly beginning to do so.

But, for the vast majority of the elderly, anyone who already has
a disabling condition and the younger population with a smaﬁ but
real risk of long-term care needs, the emerging market provides lit-
tle prospect of protection.

What about options for the future? Expansion of private insur-
ance is certainly one possible way to go, and there are a number
of advocates of that. I do not believe that that is going to solve the
problem, however, because it will never allow us to achieve univer-
sal access.

A full social insurance program also has problems in terms of its
costs. Also many are reluctant to provide asset protection for those
who are well off.

A more productive approach is to look at intermediate options
that have a social insurance component but do not fully protect as-
sets.

It is most important to stress that there is an advantage in start-
ing with a system as underdeveloped as our current one is now,
and that is, you start with a clean slate. Hopefully, we can do bet-
ter than we gave done with the acute health care insurance system
that we are now struggling to improve.

Senator ROCKEFELLER. Thank you, Dr. Moon.

(The prepared statement of Dr. Moon appears in the appendix.]

Senator ROCKEFELLER. Dr. Wallack.

STATEMENT OF STANLEY S. WALLACK, Ph.D.,, DIRECTOR,
HEALTH POLICY INSTITUTE, HELLER GRADUATE SCHOOL
OF SOCIAL POLICY, BRANDEIS UNIVERSITY, AND CHIEF EX-
ECUTIVE OFFICER, LIFEPLANS, INC., WALTHAM, MA

Dr. WaALLACK. Thank you. Thank you, Senator. I appreciate the
opportunity to talk to you today. I would like to make one plea for
correction, and that the Heller School is a school of social policy,
not a school of business. And my dean, Stuart Altman, would be
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very upset if he ever heard it was referred to as a school of busi-
ness.

Senator ROCKEFELLER. Actually, just go ahead and say that that
is what happened, and write me about his expression.

Dr. Wavrack. All right. I will.

Senator ROCKEFELLER. I stand corrected.

Dr. WaLLACK. I hope to share with you a few observations that
I gathered over the last 15 years or so. I have had the opportunity
to come before this committee a few times on long-term care issues,
and the problem of catastrophic health expenditures.

I really appreciate the fact that there is progress being made,
this committee in particular.

I took the opportunity after leaving Washington about 15 years
ago to try to do something, about the financing and delivery prob-
lemn on the long-term care. This was after writing a series of op-
tions papers and policy papers have in Washington. One of the
things we did at Brandeis was create a concept called the Social
HMO. I would like to share with you today some of the lessons for
this demonstration.

The second thing I did, about § years ago, being very frustrated
about the progress in solving these problems with regard to long-
term care insurance was to take a sabbatical from Brandeis. I
started a company called LifePlans to work with private industry
and to try to foster what I felt would be comprehensible, high-qual-
ity long-term care insurance plans. .

I want to use what 1 have learned over the last 15 years and
hopefully add some information to these deliberations.

First of all, we have got to define what is the long-term care pop-
ulation and the services that this population needs. We are talking,
as people have said today, about the disabled. Those people have
real needs in doing everyday activities and the instrumental activi-
ties of daily living.

When we look at the population, it turns out—and I think it is
a very important observation—that there are two distinct popu-
lations using the long-term care system.

One group is the short-stayers, and the other is the long-stayers.
It turns out if you look at the distribution of nursing home use,
about 50 percent of individuals leave within 6 months. Usually
these are people who had an acute episode and are recovering or
in rehabilitation; some are also dying and are at the terminal stage
of cancer.

The long-stayers are those—the disabled—that we are trying to
deal with today in designing a meaningful public program. These
are the permanently disabled; the chronically ill. I think that is
very important, because as we look at the short-stayer population
and the services they need, there needs are best met by an appro-
priate addition to Medicare benefits.

I think it is appropriate to include short-term nursing home
stays and home care services within Medicare. This would round
out the Medicare programn. And that is effectively what the Social
HMO has done. It has really added a set of services that deal with
transitional health problems,
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Because the Social HMO is a capitated, case managed system, we
have been able to expand the acute care benefit package at no ad-
ditional cost to Medicare.

I think these short-term benefits are important addition to Medi-
care, one I would like to have this committee seriously consider. I
know the committee is considering these benefits within long-term
care financing legislation, but I feel it belongs within the acute care
legislation.

The second issue which this committee is dealing with—and I
certainly agree with Senator Mitchell and Senator Durenberger—
is to include all the disabled population in its deliberations. Dis-
ability occurs in all age groups.

But that does not mean that the same solutions, in fact, should
prevail for the young and old disabled populations. They have very
different needs.

As you know, the time path of disability is the following: every-
one enters life dependent, most of us then become independent,
and then we become dependent again. During the life cycle, most
individuals, accumulate assets, earn income, and purchase a home.

When we look at children who become disabled, before they de-
velop, or we look for those who become mentally ill as young
adults, it is a very different situation. Consequently, we are talking
about a very different set of needs. :

I do not think—and a medical insurance program we have some
experience now with Medicaid serves the disabled child very well,
it does not serve the mentally ill person very well either.

We do not need a health program basically to solve that problem.
We need a very flexible program with some income supports, some
vocational training.

When we look at the elderly, we are looking at a population, that
for the most part, has income, has assets, has a family, and has
a home. Then, the additional benefits of insurance; such as home
care, and nursing home care, round out what they need if, in fact,
they become disabled.

So, I think th:t although there is disability across the popu-
lation, we need different solutions. That brings me to the question
before this committee, which is insurance.

The committee should focus insurance on the elderly population.
There, we are going to have a public and private partnership.

The question is the form of that puklic and private partnership.
Should it be something like Medicare and Medicare supplements,
in which two financing systems pay for the same services?

Should it be a system where you have the public system paying
for home care and the private system paying for nursing care, like
suggested by the Pepper Commission?

Or should 1t realry be designed different population groups, an
improved Medicaid program and, in fact, insurance programs for
those who can afford to buy such policies?

I think one really has to begin this discussion of public/private
financing deciding what comes first. Do you want to start with a
public program and have the private fill in, or do you want to start
with a private program and have the public sector come in and pro-
vide what the private sector cannot?
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I think this has to be the starting point for any discussion. Obvi-
ously, where you come out on this and which way you want to go
depends on one’s judgment as to the governments j)roper role.

iven the limitations in the Federal budgets and the deficits that

were talked about today, we need to ask very tough questions to
those supporting a social insurance program?

Unlike 10 or 156 years ago—when I supported a social insurance
pro{am—there now exists private insurance market. There was a
market failure; it no longer exists. .
It is true, when you look at long-term care and all of the perso::al

care issues that we are talking about, that this is a private, as op-
posed to public, good. Since it is a private good, there is no neces-
sity for it to be provided by the government.

It is important to note {efore this committee that no country in
the world has a social insurance program for long-term care: not
England, not Canada, not Germany. In fact, they do not use a so-
cial insurance program to take care of long-term care. They basi-
cally use a social welfare system and build upon them.

I think the basic rationale for Federal financing and the one that
this committee is struggling with is the issue of affordability of pri-
vate insurance. Marilyn Moon brought that up, and others have
brought that up as well. Can, in fact, a private system really de-
velop for a significant percentage of the population, or is it just im-
possible for most individuals to pay?

Affordability is a very elusive concept. Everything that I know
that is good and valuable is expensive: vacations, cars, and homes.
Affordability has really got to be judged in terms of whether or not
something has value in excess of 1ts cost.

When we look at the income and the assets of the elderly today,
and what a good insurance plan cost—the typical plan today is sold
to a 70-year-old, and that 70-year-old is buyirrxﬁlg)r about 6 years
of nursing home protection at $1,200 a year. This is not very dif-
ferent from Medigap policies given the existing premiums, at the
key market for buying long-term care insurance—ages 65-75, 50
percent can afford a policy.

That does not mean they are going to buy it. But what it does
mean, if you look at that population that could afford it, is that if
we introduced a social insurance program the people who are going
to get the benefits are those who, in fact, could pay themselves.

learly, there are issues about what the government can afford,
and who it is going to give benefits to.

I believe there can be a much larger private insurance market
than exists today. But this will be difficult to achieve without gov-

“ernment support. The government has a real role to play if, in fact,
we are ?oing to develop a ver[: significant private market.

The older person looks to the government because of Social Secu-
rity and Medicare. It needs the government to give it some guid-
ance, it needs the government to provide some education.

Most older people still think Medicare is going to pay for long-
term care. The only entity who can educate them is the govern-
ment. It is the government’s responsibility to educate them right
now as they are at risk.

The second thing that the government must do is set standards
in this industry. That is a responsibility, again, of government.

59-636 O - 92 - 2
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A market 1eft to its own will not provide the kind-of consumer-——
protection and the kind of quality that we really want. The market
requires appropriate kinds of regulation.

This committee and others are considering Federal long-term
care insurance standards. I support the need for standard, as well
as the necessary tax law changes, that would encourage individuals
to purchase the right plans.

I would only plead with you, as my last comment, that as, you
consider standards, that you be very concerned about whether
those standards will, in fact, really provide consumer protection—
not consumer paternalism, but real consumer protection for indi-
viduals, and really protect them with regards to product, with re-
gard to sales practices, and business processes, and whether they
will make the products just so expensive and Cadillacs, in fact, no
one will really Buy them.

Federal standards, if you develop them and go forward with
them, will very much dictate whether this private sector can ap-
proach its potential. Thank you for listening to me, for letting me
go beyond the 5 minutes.

I should only add, in summary, that my recommendations
today—what I tried to lay out—is a much less expensive program
than a social insurance program. My testimony was meant as a
road map towards improvements in Medicare, improvements in
Medicaid, and development of a private financing system.

Taken together, the three pieces, the provide a way to, in fact,
solve a great deal of this long-term care problem. It is going to take
leadership and action here in Washington. Thank you.

Senator ROCKEFELLER. Thank you, Dr. Wallack.

4 [The prepared statement of Dr. Wallack appears in the appen-
ix.]

Senator ROCKEFELLER. Senator Durenberger.

Senator DURENBERGER. Thank you, Mr. Chairman. Le$ me ask
both of you about the caregiving system out there, whether or not
you are aware of any recent studies on productivity in the long-
term care delivery area. I know Stanley 1s an expert on SHMO's
and things like that.

Is anybody doing any analyses of the way in which we provide
long-term care that would guide us in the direction of the most ap-
propriate setting for the most appropriate kind of care for the least
amount of money?

Dr. MooN. I do not know of formal studies in this aresa. One
thing to keep in mind is that long-term care services are very
labor-intensive activities. I cannot imagine, for exanple, robots de-
livering long-term care services.

The one thing that we do know is that home care is probably bet-
ter for the patient, the individual needing the care, in many in-
stances. But it is not always the least expensive way to provide
care.

Senator DURENBERGER. Right.

Dr. MooN. And there certainly are times when people should be
institutionalized. The important issue there is that there will al-
ways be a role for both home care and nursing home care.

Dr. WALLACK. I think the key issue is there are alternatives to
institutionalization. Assisting housing can replace nursery homes.
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More importantly, you have heard today from families that are tak-
ing care of disabled relatives at home. This is true across the
board. A huge number of families are involved in caring for dis-
abled relatives, and that is what we need to maintain as we go for-
ward. We need to give them family respite, we need to keep them
able to do all the good they are doing.

A system that does that, a managed system with appropriate
kinds of case management, appropriate kinds of respite, 18 key te
making the system affordable.

Senator DURENBERGER. What about the issue of quality? Where
are we in the long-term care business in terms of measuring qual-
ity of care? I know we are very busy doing accountability standards
and telling everybody how many of what to use in the nursing
homes and the home health area. But is there some more realistic
ou(;;cmgles-based measure of quality that exists in long-term care
today?

Dr. WALLACK. I think you are right. We have set up steps and
procedures with regard to the quality. You can regulate inputs and
procedures, but you cannot regulate outcome. I think you can rec-
ognize a good facility, often, as you walk through it, as you observe
the staffing.

As 1 visit, for example, nursing homes that are part of a housing
community, they are very different in terms of the quality of care
and the kinds of support.

It relates to the attention people receive in these facilities and
how they are integrated within a larger setting.

Senator DURENBERGER. Let me ask you about the financing side,
and try to ask you to get the essence of your testimony.

Looking at the typical income security system in this country for
most families, if we are going to have to pay for care, the first thing
we start out with is earnings. The second thing is an earning sup-
plement, which is usually called a fringe benefit. But let us just
call that earnings.

Then, to the extent that people can make savings, we usually use
tax policy as an incentive in one way or another to have people
save for good things. Those are the typical ways to make money
available to somebody if they are going to pay for the service out
of their pocket.

Now, on the assumption that the services for many people are
beyond their means, we use insurance as a way to have the young
pay for the old, the healthy pay for the sick, and the non-accident-
prone pay for the accident-prone, and so forth.

That is a way to get the price affordable so that the obvious peo-
p{e are not paying five times or 10 times as much as the other peo-
ple.

Then, we use either social insurance or tax policy in one way or
another. We use direct payments—Medicaid, for example—or indi-
rect pavments-—such as the deductibility of insurance or tax-fa-
vored treatment of certain kinds of IRA’s.

We use tax policy as a way to subsidize public subsidies, to
spread the cost over everybody in America. Everybody who pays in-
come taxes or payroll taxes will share in the cost of the one person
or the 6 percent of the people, whatever it is, that need this care.



32

Now, have either or both of you thought out the ideal way in
which we should use national tax policy, social insurance policy,
and insurance policy in this country, to construct an income protec-
tion system for all Americans who may or may not be in need of
long-term care services.

Dr. WALLACK. Well, a long question, and difficult one to answer.
But I think what I was trying to drive at in my testimony is to
build upon what we have. We have Medicare, first of all, a social
insurance program. We should really be adding to that, expanding
that and rounding it out to some of the home care and nursing
home care. That turns out, in terms of protecting people, to be very
important.

The Brookings study that Josh Weiner and Alice Rivlin did
showed, in fact, that just limited long-term care coverage is, the
best way to stop a lot of spend down to Medicaid.

You may remember that data which shows that when they enter
a nursing home, 35 percent of the people are Medicaid, another 15

ercent spend down. So, you get basically 50 percent of the popu-

ation spending down. It is those who are right near poverty tﬁat
are, in fact, spending down.

There is another large percentage of the population, 40-50 per-
cent of the older population, who have other income, who have So-
cial Security, who have private pensions, who who have assets,
which you did not mention but which is very important. Policies for
this population shall be different than those established for the
poor.

Remember, one of the revolutions we have had in this country
from 20-30 years ago as we look at the elderly is they have income
and they have an awful lot of assets relative to the rest of society.

If you look at private and public payments in nursing homes, it
is & 50-50 kind of split. Now, I would personally like to improve
Medicaid; make Medicaid more humane g)r the near-poor; raise the
assets test; improve the benefits; and get at that 50 percent that,
in fact, have not earned over their lifetime the kind of income to
be able to support even a private insurance program.

It is the other 60 percent at age 65, who, if we could find a wa
to spread the risk, could reduce the burden. If 50 cents on the dol-
lar 18 now privately paid, private insurance could only help but in-
crease that percentage. It is not going to reduce it. And, in fact, if

eople woul(s) buy into a private system, it would reduce public dol-
ars.

I see Medicare improvement, Medicaid improvement, and really
saying, let us see how far the private sector can go. We do not
know how far it can go; it is very small. But it has not been encour-
aged. And, as I said before, the only way it will really have any
chance is if the Federal Government wants it to happen.

Senator DURENBERGER. But part of the point of the question—
and I will just interrupt you before Marilyn responds—was to say
that most people do not Kave enough money when they get to be
65 to affors these things is not true. They have all earned it, it is
just that they have consumed it.

They have deliberately chosen to consume part of their earnings
or their accumulated wealth in something that they wanted to have
at that particular point, or an investment they wanted to make in
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a child or a parent, or something. That is leaving out Jenifer, Josh-
ua, and the Eagers, and that sort of thing.

The question is: it might be a lot better, facing the kinds of odds
that we face in terms of the frail elderly, and dementias, and
things like that, if we constructed a system in which people would
begin to invest earlier in the kind of protection that they might
need in 10 years, 20 years, 30 years, or 40 years, or that somebody
might need in their family. Marilyn, why do you not respond? That
is one of the reasons I raised the question.

Dr. MooN. Theoretically it makes a lot of sense for {)eople to
make some contributions early on. But if I were to counsel a young
family right now at age 30 whether they should buy private insur-
ance, I would say absolutely not.

Senator DURENBERGER. Right.

Dr. MooN. I would say this for a number of reasons that have
nothing to do with insurance companies trying to do a good job.

The uncertainty about the future and how much you would have
to contribute over the years with no lapse in contributions make in-
surance too risky for young families. Too many things can happen
before young families need protection 50 years in the future. It is
probably too much to expect a private system that could handle
that, or individuals who are willing to take the risks in such a sys-
tem.

I agree with Stan that we need to think realistically about a
mixed system where we have private contributions and private ac-
tivities. as well as public ones. But I think more in terms of trying
to design a system to serve the people that are most in need now—
those with modest incomes. The very poor get access to Medicaid.
It 18 not always a great system, but they do not have to sacrifice
to become eligible. They are already poor, so Medicaid covers them.

The other individuals, the ones that I worry about, are the folks
who spend down substantially to get Medicaid. This is like winning
a “reverse” lottery, as one of the other witnesses indicated. If you
need care, you lose everything.

Plus, the fact that we do not have good home care under Medic-
aid needs to be addressed. If we had a Medicaid system with good
home care and good nursing home care, paid at reasonable levels,
and with spend-downs that were not heinous kinds of income and
asset tests, I would not have great difficulty with then saying let
us let the private sector fill in. But we are not anywhere near that.
And my concern is that we should not start with subsidizing pri-
vate insurance if we are not willing to improve the situation for
people who are most in need.

So, I think you could have a mixed system, but you have to start,
first, with the folks who need the most. This includes home care
area for everybody, and better protections for those couples who do
spend down.

Senator DURENBERGER. Thank you.

Dr. WALLACK. I just want to add one footnote. Not to mislead you
with that 35 percent that enter a nursing home on Medicaid. We
are really looking again at people who are poor.

If you look at the percentage of the elderly who are poor, there
is still a number who are right near the poverty line, or have not
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earned a lot. And it is really back to what you said before about
an income strategy for dealing with other disabled.

I mean, if I loock at the population using nursing homes and
home care that are poor—there use is very different, Medicaid is
a welfare program and we get very high utilization rates because
it is a welfare program, because we do not have the home care ben-
efits, are because we do not have other kinds of supports.

So, I think the proper approach is to improve some of those bene-
fits. With an incomes program you will be able to eliminate some

" of the entries into nursing homes. Nursing home care is what we
support, so that is where older people are located.
enator DURENBERGER. Thank you.

Senator ROCKEFELLER. Dr. Moon, pursuing this a little bit, what
Dr. Wallack appears to do is to put a kind of very negative con-
notation on the whole concept of promoting a limited social insur-
ance program component.

And the argument, 1 guess, is that we are suggesting that sen-
iors are not capable of acting rationally—I will give him a chance
to defend himself here in a minute—and, obviously, in their own
self-interest, by requiring stringent standards. It is not my impres-
sion that that 1s what we are agout.

In fact, in his own survey of long-term care purchasers—and he
had an article recently in Health Affairs—he indicates that seniors
are capable of acting very rationally. Overwhelmingly they are
choosing, obviously, not to purchase private long-term care insur-
ance because of the very simple reason they cannot afford it.

Well, he says liberalize it. Well, that takes the cost of these pro-
grams that David is referring to that are under assault and shoots
them up enormously.

So, the question 1is, if they are not getting much for their bucks
now, what are we moving towards under his philosophy? I would
like for you to go after what he says and then him to come back
at you, if you would.

Dr. MooN. Improving standards in long-term care insurance is a
very important tﬁing to do. But it will undoubtedly make insurance
more expensive.

It will get rid of the low end insurance policies. That is actually
a good thing to do. I do not think we should encourage people who
cannot afford care to buy cheap policies that will then simply not
meet their needs.

If they buy, for example, policies that require them to pay enor-
mous amounts out-of-pucket in addition to what the insurance cov-
erage will get, then they will spend down on this cost sharing and
be on Medicaid anyway. They will not have achieved what they are
trying to do.

So, having standards that improve the coverage and assure the
fgulrchasers that they are going to get something worthwhile is use-
ul.

I do not think that that is going to help in terms of affordability.
I think that will probably segment the market further. That is ail
right, but I do not believe it is what people think will happen.

Senator ROCKEFELLER. Well, if you accept, as I understand the
case now, that there are less than 2 million private long-term care
insurance policies out there.
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Dr. MoonN. 1 think that is about right.

Dr. WALLACK. It is less than that.

Senator ROCKEFELLER. Yes. So, that is not much. Now, the argu-
ment then that he would make 1s that there is not enough incen-
tive, which means that you have to liberalize that, which then
drives up cost.

And, in all of this, we have to consider the matter of cost. You
are taking a very different approach. Why would you say his ap-
proach is not useful?

Dr. MooN. We are seeing people, as you said earlier, who are de-
ciding not to buy long-term care insurance policies for very good
reasons.

If you are not very sure about what the policy is going to offer
you eventually and you have to pay $1,200 or $1,500 or $2,000 a
year for that uncertain protection by lowering your standard of liv-
ing for 16 or 20 years, people are making rational choices by fore-
going insurance.

Senator ROCKEFELLER. And you would say, Dr. Wallack?

Dr. WALLACK. What we did was to look at people who had income
and assets that could afford insurance, so they were equal in terms
of their ability to afford it. That was who we surveyed, not the 50
percent or so that cannot afford a decent plan.

And what we found was that they were very rational. People who
did not think they had a risk were not, in fact, insuring. Further-
more, there were a lot of people who thought Medicare and Medic-
aid was going to pay if they needed care. They did not insure.

People, therefore, were wondering about the value. They did not
know they had a risk, and, they did not think they were going to
have to pay for care. Of course, the private insurance product,
therefore, has relatively little value.

Again, I was talking before about affordability. This is not an
issue of affordability, it is an issue of whether or not what you are
thinking of purchasing has value exceeding costs.

Purchasers have tc believe in the insurance product, they have
to believe benefits are going to be paid, they have to believe the
company is going to be there. Those are consumer concerns and
ones for which standards are needed. And they have to understand
they have a need and that Medicare is not going to pay. You have
got to create in any private product a sense of value.

Older people do not necessarily believe the insurance agent who
comes to their home and sits at their kitchen table and tells them
they need to buy. He is selling. They have got to be educated by
somebody objective. They are not, today. The one thing that stood
out in our survey was the desire for education.

I think that is such an important role for the government to play.
If, in fact, there is a risk they understand, and, if, in fact, Medicare
is not going to pay, that will lead them to think maybe this policy
has more value than I really thought.

Senator ROCKEFELLER. Just as a philosophical matter, is it not
true that when you take the individual person—take the social in-
surancehconcept as one concept and yours as kind of the tax credit
approach.

In other words, you take the individual and put the individual
against the private insurance market, usually that is a dead loser
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for the individual because the individual, one, is not educated, the
individual, two, does not have buying power, the individual, three,
is confused, is intimidated, and often mislead.

What are you asking of people?

Dr. WaLLACK. I do not think, first of all, the tax subsidy is all
that important. More important is the public perception or attitude.

In economist’s jargon, a subsidy will reduce the price and you
will go along the demand curve and maybe you will increase quan-
tity with a 20-percent subsidy a little bit.

It is not that kind of subsidy which is going to lead to a real
growth in this industry. It is really what we economists say is a
shift, in demand, a result of a change in attitude. I mean, the fact
that 70 percent of the population have Medigap insurance which

~does not provide catastrophic benefits, and a lot of them have com-

parable premiums, and yet they are not protecting themselves
against real catastrophic long-term care expenses says to me some-
thing about an attitude.

We are talking about an attitudinal issue here, and I think we
have got to change the public attitude if we are going to have a
market. Alternatively, if we cannot do that—and we do not know
if we can—and people are going to shoot the dice, then I think we
need to move eventually into a greater public program.

If I am pleading for anything today, 1t is to say there is potential
out there. It i1s not a question, per se, of income and assets of the
elderly. It is not about affordability.

We should give the private approach a shot because we have so
many other problems in society that government must pay for. You
are facing this issue more than I am, obviously, with your debates
about where the public dollars should go.

I mean, I work on substance abuse problems, I am dealing with
issues of mental retardation and mental health where there is no
alternative to public funding. There is no way at all that these peo-
ple can pay for it or get needed services. Clear public problems,
clear public program and dollar needs.

At some point, social insurance programs are very expensive.
They do take away dollars from other programs. There are trade-
offs being made. I am saying that I am concerned about all of those
issues working in a School of Secial Policy and if I had to make
some choices, I would spend public dollars on people who really did
not have any other.

Senator ROCKEFELLER. Marilyn, do you have a comment?

Dr. MooN. I believe you cannot have it both ways. You cannot
argue that people are rational, but they do not have enough infor-
mation, so they are not being rational now, and if we give them
Jjust a little more information they will suddenly be rational. I am
not sure it is going to work quite that way.

Asking people who can afford to pay to contribute to the cost of
their care is a reasonable thing to do. Hoping and expecting them
to participate in an insurance program to do that is probably rea-
sonable if we are talking about people with enough resources and
access to information to handle that. But it is widely optimistic to
think that anywhere near half of the population is in that situa-
tion. It is also optimistic right now to even assume that a quarter
of the elderly are in that situation.
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I cannot reconcile the fact that so few people have bouzht long-
term care insurance as simply a failure of people to be rational
with the argument that people are rational and they want to buy
insurance. I think that that 1s a little bit circular.

Senator ROCKEFELLER. It is nice work. Dr. Wallack, you indicate
that you have got a lot of confidence in the growth rate recently
in long-term care policy insurance market sales. And you seem to
think that, therefore, that can fill the gap.

Dr. WALLACK. Just the opposite; I do not.

Senator ROCKEFELLER. Oh. You do not?

Dr. WaALLACK. I come out thinking that there is a tremendous
need out there. People have this unbelievable catastrophic expense
and i do look at the income and the assets, and look at what they
are paying for Medigap, and look at the price of the policies. I
think an awful lot of people could buy them and they are not.

Now, I do question why not, as well. Although the market is
growing, and, I guess from a business sense people say it is a ood
growth rate, it 18 nowhere near what I think it could potentially
be. I do not think that it will ever be until the government clearly
states it position.

Because if you ask most elderly, they are looking to the Con-
gress. They are looking to Washington to lead on social policies for
older people. To tell them what to do. I honestly believe that. All
the polls and surveys we have done really support that.

So, if I am an older person and have to make different choices,
I think it is very rational to say that eventually the government
is going to come in and offer a social policy. First of all, many think
Medicare is going to pay today.

Still, a lot of people think Medicare is going to pay for long-term
care. Is that acceptable? Why is this? Why? After all these years
and all this discussion, do most elderly people still think Medicare
is going to cover them? Whose responsibility is it to educate them?
It is dthe government’s. I have a real problem with that, and I hope
you do.

Senator ROCKEFELLER. Yes.

Dr. WALLACK. I mean, I think it is the responsibility of govern-
ment to really try to educate this population. And until they are
educated, since they think they are covered, why would anyone buy
a private policy? It is irrational to buy if, in fact, you think you are
covered.

Senator ROCKEFELLER. You have a virtually non-regulatory at-
mosphere now in terms of long-term care private insurance.

Dr. WALLACK. Absolutely.

Senator ROCKEFELLER. And there just is not any sustainable re-
sponse except modest growth to that. Now, is all of that simply due
to seniors who do not have sufficient education to make these kinds
of rational decisions?

Dr. WALLACK. No. I was trying to separate, sir, the difference be-
tween what I consider to be just education, which I consider the
number one thing, and a second important issue is, in fact, regula-
tion. I do not suﬁporte—in a social area like this a growth of a pri-
vate market without real regulation to make sure that those pri-
vate products sold are solid, that insurance companies are going to
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pay the benefits, people get value, and that value is, in fact, main-
tained.

And I think there is really a need to have that across the board.
I get calls all the time as to whether to buy a gp]icy. I think there
are a lot of good companies out there who are offering good policies.
But I know a lot about this industry.

As a general consumer out there, knowing all of these horror sto-
ries and the existence of bad products, I would be very skeptical
about buying something. Therefore, I think if this market is going
to develop, the industry cannot clean up its own act. That is why
we need government.

If we are going to have any kind of acceptable private acute care
system or private long-term care system, somebody needs to set up
standards for insurers that are universal across this country.

And that, I think, is a prerequisite for development of an orderly,

uality private market. They are different issues—education and
the development of the acceptable products.

Senator ROCKEFELLER. Dr. Moon, let me just—Joshua, obviously,
is not a senior citizen, and presumably has very different needs.
Could you talk a little bit about the kinds of needs that are in-
volved with folks that are less than 65 years old that perhaps we
have not been talking about relating to Joshua or somebody quad-
riplegic who is 217

Dr. MooN. Let me talk about two things. One, financing. I think
in the case of younger persons, it is not really feasible to think
about adding long-term care to private health insurance, for exam-
ple, for those individuals.

The risks are pretty small, but as long as we have the kind of
fragmented market for acute care where risks are not very well-
pooled, I do not think we can expect to see the private market han-
dle that. Younger families will need other solutions for financing
long-term care.

Second, in terms of the kinds of needs that someone like Joshua
has, home care and other supports for the family are important.
The flexibility that his mother was discussing is something to keep
in mind in terms of how you design a system.

You want to be able to have a system that does not have a rigid
set of services and a prescribed level of care in all instances.

The problem with that, of course, is that you need to also have
standards, controls, and accountability for cost containment con-
cerns. Balancing flexibility and accountability is a tricky propo-
sition. But it is 1mportant, if we are really going to meet the needs
of that population, to take into account.

Senator ROCKEFELLER. All right. Dr. Wallack, do you think that
f\:v}lr;at we did with respect to Medigap a couple of years ago was use-
ul?

Dr. WarLack. Yes. Yes, I do.

Senator ROCKEFELLER. And can you explain why?

Dr. WALLACK. Well, again, I think we needed some standardiza-
tion out there. It is very confusing out there. I think the private
sector and industry, everybody wants to make it very difficult for
individuals to make choices to lock them in. I mean, we are not giv-
ing our public, our citizens, enough information. We somehow need
to do that in different ways.
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I have been supporting education, but we need to take some ac-
tions that at least say, these are good products, these are the ones
that make sense. And then I think the government needs to take
that lead. I think it can be done, then, with setting the goals and
left up to the States to enforce some of those things.

Senator ROCKEFELLER. At what point is it that social insurance,
as an approach to long-term care, begins to make sense to you? At
what point do you begin to say, maybe?

Dr. WaLLACK. Well, for long-term care?

Senator ROCKEFELLER. Yes.

Dr. WALLACK. Because, given Medicare, I really think there is
real need to expand the Medicare program to inclade what 1 call
the short-term stayers in nursing homes and home health; people
who are rehabilitating, people who are recovering from an illness.
There is really a need to expand Medicare and that is a social in-
surance expansion.

And I want to make it very clear that I think of this as an addi-
tion. I think the Medicare program needs to be rounded out. I
think it would be a very important addition to the Medicare pro-
gram.

I guess the broader issue of social insurance is the basic question
as we discuss the problems of other disabled populations.

This is the core question. By looking at other countries and try-
ing to learn from those experiences, do we want to have govern-
ment take it on in toto. How should we do that?

Should we adopt a social insurance program, or as what I call
a social welfare program? The word “social” is important; it means
government. But do we really want to use more of an income main-
tenance program, more as a service program, or alternatively more
as an insurance program with regar({)s to health care.

If you, in fact, were going to take it over socially and the govern-
ment were going to do it, I would probably support much more of
a service and income program than a health care insurance bene-
fite program as a way to address the problem, much like many
other countries have done.

This may be far from your answer. But, if I went to a social pro-
gram, it would look very different than a social insurance program
for just the reasons you saw today. Just for those young kids you
saw, for the chronical){y mentally ill.

A home care benefit and nursing home benefit is not what they
need. They need a whole variety of human development support,
they need vocational training, rehabilitation, they need a variety of
- housing services, they need a variety of things. And we have got
to take it on in a much fuller, broader program than taking it on
as an insurance program that provides a limited set of benefits.

So, I would opt, if we go forward and we think we need a social
program, for a very different kind of program than an insurance

program. More of a income support and social service program.
- Senator ROCKEFELLEP. Final response, Dr. Moon?

Dr. MooN. I would only say that one of my concerns about add-
ing the short-term benefits to Medicare is that we may then think
of them as medical services and treat them in a way that leads to
the over-medicalization that people worry about.
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For example, one of the criticisms of the Medicare home health
benefit 18 that it is limited to a skilled nursing benefit. But home-
maker aids, and other kinds of home care services go well beyond
a strict medical needs. These important services may be hard to
add to a program that is essentially a medical program.

And I think that is something that needs to be thought about
carefully. You want to have a smooth transition between medical
needs and support needs, but you also do not want to create a sys-
tem that is so formalized and incorporated into a medical system
that it causes problems and additional costs.

Senator ROCKEFELLER. Both of you, thank you very much. Our
final panel is Sheldon Goldberg, president of the American Associa-
tion of Homes for the Aging; Val Halamandaris, who is president
of the National Association for Home Care; and Paul Willging, who
is executive vice president of the American Health Care Associa-
tion. I do not know who is who yet. I know Val. I guess we will
start with you, Sheldon.

STATEMENT OF SHELDON GOLDBERG, PRESIDENT, AMERICAN
ASSOCIATION OF HOMES FOR THE AGING, WASHINGTON, DC

Mr. GoLDBERG. Thank you, Senator Rockefeller, Senator Duren-
berger. Let me introduce myself. My name is Sheldon Goldberg. I
am the president of the American Association of Homes for the
Aging. I commend you for both your personal and your public lead-
ershii). I commend you both for your energy, your compassion, and
your leadership in terms of your commitment to these areas.

These hearings are very, very important and I am delighted to
have an opportunity to present my views and the views of my orga-
nization,

We have 4,100 long-term care facilities, all of them not-for-profit,
throughout almost every community in this country.

They are primarily religious in nature, fraternal, but all of them
are eleemosynary in terms of non-profit services. I am really proud
of the history of this organization. Some of our homes pre-date the
Constitution and have been in continuous service to people in this
country for well over 200 years.

I come from a bit of a unique perspective, because not only does
my organization represent nursing homes, but also we represent a
broad range of retirement housing, CCRC, Continuing Care Retire-
ment Communities, Assisted Living Facilities, Lower Income and
Moderate Income Housing, community services such as home care,
day care, day treatment, and a broad range of LTC services.

But I have to also be very candid with you. If I said I had a con-
sensus amon%st my membership about the solution to the LTC fi-
nancing problem, I do not. And, just as you are aware, these are
vegy, very complex issues that you are facing.

enator ROCKEFELLER. Carl gchramm knows the feeling.

Mr. GOLDBERG. There are not clear answers at thig point in time.
But I, first, want to just address a personal experience. I head a
naticnal association; I have done it for 10 years. I have at my ac-
cess, unlimited assistance to plan for mine or my family’s long-term
care needs.

I had the experience of dealing with my parents—my father.
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I have to tell you, it is no easy task. It is a very difficult task.
And even for one who considers himself knowledgeable, perhaps an
expert in the field, and has asked for these services.

ultimately made a decision for my father, and that was to place
him in a nursing home for his safety, health care needs, nutritional
needs, and a broad range of other concerns.

I have to tell you, prior to that experience I could talk about it,
but I do not know that I really felt the emgathy of the people you
had on your first panel; of what they go through, what they feel,
and what they are trying to accomplish for their families.

We have submitted our testimony, so I will focus very briefly on
four points and move on with my testimony.

My first issue, and perhaps most important, is that all of a sud-
den the domestic issues in this country have been rediscovered.
And I do not mean that in a critical sense, but we are looking at
infrastructure, Los Angeles, but, very importantly, we are looking
at health care reform in this country.

AAHA'’s biggest concern as we move toward health care reform,
is that we will forget about long-term care reforms—issues affect-
ing the elderly ans the disabled—as we focus attention solely on
the more popular issue of health care for the uninsured.

Throug“; your leadership, we teel comfortable that that is not
going to happen. Demographics suggest that we cannot truly have
comprehensive health reform without focusing on long-term care is-
sues.

My second point—is the issue of nursing home payment reform.
Historically, nursing homes throughout this country have suffered
with inadequate nursing home reimbursement rates. This has cre-
ated a great deal of problems. Basically, some of the deficits that
have been created have been through cost shifting.

The costs that are paid for by the State and Federal Government
under the Medicaid program are shifted to the private pay resi-
dent. In many cases, the differential is very, very significant, not
to make a profit, but simply to break even, meet people’s needs and
recognize tﬁe actual costs of this care.

It -has created such situations as provider taxes, a situation
where States which are short of revenues place an additional bur-
den on private pay nursing home residents to make up for State
revenue shortfalls and to ensure a higher Federal match under the
Medicaid program.

I use this example because I believe these problems are not going
away, but becoming increasingly acute and increasingly severe.
This Congress, and the industry as-well, passed a law—the Omni-
bus Budget Reconciliation Act, OBRA-—fo create a more balanced
approach and a more participatory approach to quality of care. We
have not seen the support from the Federal Government, nor from
State Governments, to meet the cost of the expanded requirements
of OBRA.

I could talk about ceilings, I could talk about payment lags. We
have providers in the State of Illinois that have not been paid for
6 months from the Medicaid program because of shortfalls and
o:;.her problems. That has a very definite impact upon the quality
of care.
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The last payment reform problem you'll address is the issue of
divestiture. T[rgrl'e are issues of fairness. As your earlier speaker
talked to this issue, is how do we deal with fairness and how do
we deal with equity regarding this one very important issue?

My third point deals with the need for coverage of and access to
supportive services. I noted that we represent a great deal of hous-
in,% facilities, including low- and moderate-income housing.

ometimes providing a non-medical but supportive environment
to these individuals can forestall the need for persons to enter
nursing homes, or other more expensive modalities of care.

Sometimes it is very difficult to maintain people in independence.
We feel it is cost-effective and critically important that any kind of
reform to the long-term care system provide that kind of support,
whﬁther it be home care, or other types of supportive services as
well.

My fourth and last point, is on the issue of private and public
partnerships. I guess I tended to side in the debate that was going
on, a very informed debate earlier, towards morve the trying out of
the public sector. And I do that solely because of the issue and the
magnitude of the problems you face as legislators.

The deficits are real. The dollars needed to do a social program
are enormous. The problems of this country are pervasive and
there are many demands, for children’s programs for drug rehabili-
tation programs and education.

So, we fell it is important to utilize the resources of the individ-
ual prior to requiring the Federal and State Governments to meet
that obligation. We believe that is probably a more prudent way to
start to address these issues.

I would like to close with a remark to a question that was raised
by Senator Durenberger on the issue of quality.

I think quality has improved dramatically. One of the things I
think we have learned in terms of trying to provide quality is that
it is something you do not achieve strictly through regulations.
Quality also is significantly influenced by attitudes of caregivers.

And that is what we are learning in American industry. You can-
not ensure quality simply by teaching a person to tighten a screw.
Quality has to be ingrained in peoples attitudes. I think OBRA has
moved us in that direction,

I think some of the regulations help to foster that kind of an atti-
tude. I think quality is improving. But unless we can address the
long-term structuraf’ needs of financing long-term care, it is going
to go backwards. Thank you very much for your leadership.

enator ROCKEFELLER. Thank you, Sheldon, very much. That
was forthright and efficient.
q [The prepared statement of Mr. Goldberg appears in the appen-
ix.]
Senator ROCKEFELLER. Val.

STATEMENT OF VAL J. HALAMANDARIS, PRESIDENT,
NATIONAL ASSOCIATION FOR HOME CARE, WASHINGTON, DC

Mr. HALAMANDARIS. Thank you, Senator. I, too, would like to
commend your leadership. The most imporiant thing that you can
do is to provide more leadership. You have been doing it for many,
many years, and particularly on this issue, the most important
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issue that our country faces. I would like to commend Senator
Durenberger, as well. I know his long and distinguished record in
this field. »

May I say this is much different than what we experienced years
ago. I have spent all of my adult life working on this one issue;
over 30 years from the days when I was Counsel for the Senate
Aging Committee downstairs.

e Senate Aging Committee was created to make an end-run
around the Senate Finance Committee because it was the Senate
Finance Committee that was the problem. It would not allow us to
enact Medicare.

So, President Kennedy and Wilbur Cohen decided to create the
Senate Aging Committee and help bring that about. But, even
then, the President failed a couple of times in getting a vote in
favor of Medicare. And, in his State of the Union message in 1963,
President Kennedy did something different. He had been talking
about the economic issues, the social issues, the political issues,
and he changed to talk about values,

He quoted the historian, Arnold Toynbee, who said, you can tell
the greatness and the durability of a society by one common yard-
stick: the manner in which it treated the infirm, those at the ena
of life; by the manner in which it treated the chronically ill among
them, the disabled; by the manner in which it treated children.

President Kennedy said that the real issue here was the very
survival of our nation and how we would be remembered in the fu-
ture. And that changed the tide. It began to get people on board
about this Medicare program.

And, as I commented a minute ago, it is very unusual—and may
I safr very refreshing—to have the Senate Finance Committee take
the lead 1n saying we have to do something about this problem, and
we have to do something about it now. I commend your leadership
also in the Bipartisan Commission on Health Care Reform.

Senator ROCKEFELLER. After 30 years, Val, that seems like a
rather small, small and pathetic thing to have to say about the
Senate. [Laughter.]

Mr. HALAMANDARIS. Well, it is crucial.

Senator ROCKEFELLER. But I appreciate your spirit, a lot.

Mr. HALAMANDARIS. It is crucialr.)l say this is the most important
problem we face, and I say that for many reasons. I think that it
ought to be written into the Constitution. The right to life, liberty,
the pursuit of happiness, freedom of assembly, freedom of the
press, freedom of speech—none of the freedoms that we value so
much in the Bill of Rights and the Constitution mean a damn thing
without health care.

And the bipartisan commission that you chaired, the so-called
Pepper Commission, established a very fundamental point, which
is, health care is a fundamental right for all Americans. Now, ei-
ther we mean that or we do not. If we mean it, let us get busy and
make it happen. I propose a Constitutional amendment. I think we
need to get the full force of the Federal Government behind this
issue that health care is a right.

I think the Constitution is a value statement and that is what
we need to be talking about. What are our values as a society,
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what do we mean? Do we care about people? If so, how much and
in what way?

I think once we come to agreement on the values, the mechanics
are easy. This is not rocket science here. We are not faced with a
{)roblem that is insoluble. Perhaps it looks that way to me because

have spent all of my adult life, as I said, working on it.

Premise number one: health care is a fundamental right of all
Americans. Number two: what is needed is a system which in-
cludes long-term care. We cannot have the enactment of some pro-
gram of health care which does not include now long-term care.

Number three: in remembering absent friends, our dear, good,
mutual friend, Claude Pepper, made the judgment that two prob-
lems that exist as twins side by side: one of them being access and
the other being long-term care. The most crucial of the two is long-
term care.

Senator ROCKEFELLER. Can I interrupt you at that point? And I
apologize to my senior colleague here. A reporter asked me this
morning more or less what you just said, that long-term care seems
to have taken a back seat, so to speak, to the question of access,
or, as I prefer to say, coverage. Ang there are a variety of ways of
reflecting on that. But you are entirely correct. Why do you think
that has happened?

Mr. HALAMANDARIS. Well, I think that it is a little bit ironic that
the commission that you Chaired agreed by a margin of 11 to 4
that we needed to do something about long-term care and endorsed
the expansion of a program of home care and long-term care, in-
ciuding nursing home care.

Having solved that problem, we went on to wrestle with the one
that was difficult, where consensus was difficult. You had eight to
seven, a very limited vote, in favor of doing something; in favor of
that greater problem of coverage.

So, I think it 1s a natural human tendency to wrestle with that
which we do not know how to deal with. I think we know what we
need to do in the area of long-term care. We have not known what
we need to do with this access problem.

Senator ROCKEFELLER. All right. That is not taken from your
time. Go ahead.

Mr. HALAMANDARIS. Well, I was saying, Claude Pepper is the one
member of Congress that, more than any other, has his finger on
the pulse of the American public. He knew what the elderly of this
country needed.

We did not listen to him when we went ahead with a cata-
strophic bill which expanded hospital coverage, which provided
some drug coverage, but which ignored the problem of long-term
care, and we lived to regret it.

That was the reason that the elderly rose up and came back at
us. It had nothing to do with the fact that there was a tax in the
bill and that they would have to pay the tax. It was that they felt
the benefit was illusory. It was not v hat they needed.

What I am making a plea for today is that we get on with the
business at hand, that we enact a program which provides care for
the J)eople who need it. In my view, we need a Federal system, we
need an entitlement program. We are not going to solve this with
some patchwork.



45

Now, I would like to reserve a couple of minutes to talk about
this question of private insurance. You were into that pretty deeply
with the previous witnesses.

Why do we insist on treating all of the elderly in this country as
if they all fell off & turnip truck? They know that Medicare is lim-
ited. They like crazy to provide some coverage to supplement
Medicare by buying those Medigap policies, then they are surprised
when they find out they do not cover Iongl-‘}tfrm care.

Why do they not buy more insurance? They do not like insurance
companies. They have tried buying Medigap insurance from compa-
nies and have been disappointed.

Beyond that, they feel the benefits are illusory, that whatever
they are spending will not be returned to them in decent value.
There i8 no economic benefit in those policies. They do not cover
home care.

They only provide limited coverage for nursing home care. And,
may I add, those Policies are being sold to the wrong audience.
They are being sold to people in their 70’s and people who are,
then, affected by adverse selection.

If people had the sense that God gave green aEp]es, they would
sell those policies to people like me who are in their 40’s and 50’s
who would buy those policies, invest the money over several years,
with some idea of protecting their family members.

So, to summarize my remarks here quickly, the most important
thing that we need is what you are providing, which is more lead-
ership. And I commend you.

If you keep doing that, then what is %oing to happen is all of a
sudden we will close ranks around a bill—it may be the one you
have introduced—and it will be enacted. And, at long last, I can
rest after 30 years with some assurance that Claude Pepper’s fight
was not a fight in vain.

Senator ROCKEFELLER. Thank you, Val.

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

Senator ROCKEFELLER. Paul.

STATEMENT OF PAUL R. WILLGING, PL.D., EXECUTIVE VICE
PRESIDENT, AMERICAN HEALTH CARE ASSOCIATION, WASH-
INGTON, DC

Dr. WILLGING. Thank you, Mr. Chairman. I am Paul Willging,
executive vice president of the American Health Care Association.
The American Health Care Association represents the vast major-
ity, some 70 percent, of all nursing facilities across the country.

The greatest contribution I can make to this hearing, Mr. Chair-
man, is to make sure I beat not only the red light, but the yellow
light as well, given how late it is in the day. And I will do that,
or I will make a very valiant attempt to do so.

It becomes easier to do so, Mr. Chairman, because, (1uite frankly,
I could not speak as eloquently as did the first panel on the per-
sonal need for long-term care financing reform.

Also, demographic trends speak more adequately than I could to
the future need for long-term care financing reform. And the mil-
lions of personal bankruptcies over the years, and the dozens of
State fiscal crises over the past few years which are largely due to
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huge increases in Medicaid spending, speak clearly for the need for
long-term care financing reform.

I also do not need to speak to the availability of services. You
have at this table, Mr. Chairman, the entire continuum of long-
term care services, from home care, to housing assisted care, and
to nursing facilities.

The difficulty we face is obviously that of how to finance long-
term care: how do we pay for it: how do individuals pay for it, how
does government pay for it?

I would like to focus, if I could, on a couple of short-term rec-
ommendations, because I think it might take some time to gra ple
with the basic debate that you and Stan Wallack were dealing
with,

Namely, whether to pursue private financing as opposed to a so-
cial insurance program—and conducting that debate in light of
what are continuing constraints on fiscal resources in this country.

But, in the meantime, I think there are some things we can do.
We can, in fact, improve the Medicaid program for those most in
need. We can do it with respect to eligibility, we can do it with re-
spect to services, we can do 1t with respect to reimbursement.

You have heard from a couple of panelists of the need for some
additional benefits within Medicaid, such as respite care to provide
some relief for those who have had the courage, the dedication, and
the commitment to care for their loved ones in their own homes.

We have an appalling inconsistency in terms of eligibility for
Medicaid across the country. Perhaps we need to deal with that.
Would that cost some money? It might. But there are ways within
that same program, perhaps, to save that money.

Was the Medicaid program really intended for the middle class?
Is it, in fact, somewhat appalling that we have an entire new in-
dustry out there brought into being by elder care lawyers who are
trying and succeeding in getting middle-class senior citizens to di-
vest themselves of assets so as to become eligible for Medicaid?

Yes, it speaks to the inadequacy of a total social program with
respect to long-term care financing that people feel the need to do
that. But, in the meantime, I think that Medicaid should be
strengthened so that it can better care for those for whom it was
intended in the first place: the poor.

I think that if you, in fact, enhance the benefits, you can pay for
some of those benefit enhancements by looking at some of the loop-
holes that people have used to gain eligibility for the program-—
though Medicaid was never intended for them.

And, at the risk, Mr. Chairman, of engaging in the same insight-
ful, penetrating analysis that you f'orcedg I\%r. %Vallack to engage in,
I would like to express support for continued improvements in the
long-term care insurance arena.

I think there is no question that we have seen phenumenal
growth in private long-term care insurance—though it is true that
2 mi}ilion policies, compared to what is potentially available, is not
much.

It is equally true, Mr. Chairman, that 2 million policies, com-
pared to what we had as recently as 6 or 10 years ago, is, in fact,
geometric growth.
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And I do have to concur with Mr. Wallack’s point that, when peo-
ple do not know that they are uncovered, it is difficult for them to
see the value in long-term care insurance.

A recent poll—as recently as 3 or 4 months ago—shows that still
half of the elderly feel that Medicare will cover a chronic stay in
a nursing facility. 1 think that education is an important role in
which the Federal Government should take part.

I think—and, here again, I agree with Mr. Wallack—that
consumer protection is critical. There is no question that there are
still scurrilous operators out there selling policies which, for all in-
tents and purposes, are not worth the paper they are written on.
I think that here also is a role for the Federal Government.

So, I think strengthening the Medicaid program for those who
cannot afford to protect themselves, and providing greater informa-
tion and protection for long-term care insurance consumers, are
two short-term measures that the Federal Government should un-
dertake.

I have now met my goal, Mr. Chairman. The light is still green.
I conclude. Thank you. [Laughter.]

[The prepared statement of Paul R. Willging appears in the ap-
pendix.]

Senator ROCKEFELLER. You have done well, Dr. Willging; done a
lot better than I have. Senator Durenberger.

Senator DURENBERGER. Great. You all heard the questions I
asked of the last panel. Does anybody have any additional observa-
tions on what we know about quality and productivity?

Dr. WILLGING. I would like to speak to the quality issue and con-
firm some of what Sheldon Goldberg suggesteg.

Quite frankly, even though the industry I represent perhaps had
some skepticism when the Nursing Home Reform Act of 1987 was
passed for a variety of reasons, I think we also have to agree in
all candor and in all honesty that that legislation has been a boon
to the residents we serve, and to the industry itself.

A key provision of that legislation, Senator, and I think the most
important one, was the concept of a resident assessment when a
patient is admitted to a nursing home; getting a snapshot at that

_point in time as to what that resident’s needs are, but, more impor-

tantly,”what the potential for that resident is, and, in following
that resident assessment, developing a plan of care.

So, we have at one and the same time a method for assessing
what is needed for that resident; a method for putting together a
therapeutic plan which will meet those needs, and, perhaps more
importantly, a mechanism for monitoring the quality of that care
after the fact.

I think those factors, taken together, have shown—and will con-
tinue to show—that we have made the great strides that Sheldon
mentioned.

Mr. GOLDBERG. I would like to add to Paul Willging’s comments
on the issue of quality.

It goes about the environment in which people live. We build
nursing homes today. and have for the last 50 years, based on
standards which were creuted by Claire Booth during the Civil
War. And that is the standard in terms of double occupancy.
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As a matter of fact, I almost want to refer to it as an oxymoron,
where they call it semi-private, it is semi-public. We have environ-
ments in which we have never asked the elderly what kind of envi-
ronments they like to live in, how they can help with their own
self-care, how we can minimize the humility of having to be cared
for. And one of the next great strides we have to take on, is how
we design environments for people; the environments you and I
may live in some day.

Somehow, I—and a lot of elderly—find objectionable the idea of
being in semi-public environments. And that is the only type of
nursing home which can be constructed.

And my fear is with much of your initiative on the community-
based waivers and new flexibility in Medicaid, we will recreate 1n
the assisted living environment something that looks like a nursing
home. I have to tell you we have done a great service to the elderly
who have to live in those environments. There are restraints that
areilchemical and physical, but there restraints by environment, as
well.

My hope is that we can restructure and look at how we build fa-
cilities to serve people in the future. I think that is the next step
in quality.

Dr. WiLLGING. Could I give you one statistic, Senator?—just a
very quick one, because I was interviewed by NBC News the other
day on the issue of restraints and Sheldon’s comments mentioned
it—just to show you the progress.

In 1988—and I am not necessarily proud of this statistic—40.4
percent of all residents of skilled nursing facilities were physically
restrained. This year,22-percent are restrained.

That, I think, is a suggestion of the kind of progress stemming,
one, from the leadership the industry itself has exerted, and, two,
the help of some of the provisions in the Omnibus Budget Rec-
onciliation Act. We are clearly making considerable progress in the
quality arena.

Mr. HALAMANDARIS. May I comment, Senator Durenberger, on
the question of quality as it relates to long-term care. In home care,
there is not any long-term care. I think you know this better than
anybody.

The Medicare program, which provides home care services, is an
acute care benefit. I think a previous speaker pointed out, perhaps,
the necessity of expanding the Medicare acute care benefit to pro-
vide more home care.

Long-term home care services are not generally available as
funded by the Medicaid program, or the Medicare program. To the
extent that there is any long-term care out there, it is paid for pri-
vately by individuals, and, as such, there is very little regulation
associated with it.

So, we need some studies, yes, and we need high standards. We
also need to have some sort of coverage for long-term home care.

Senator DURENBERGER. Everyone has spoken to changes in Med-
icaid, and I think the Chairman’s bill has some changes and so
forth. As far as I am concerned, I cannot wait to get rid of Medic-
aid. I mean, I wish we could abolish that whole thing today.
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But there were people on the Pepper Commission that felt
strongly about keeping the States involved. Was it John Heinz? He
was going to turn this whole thing over to the States.

In terms of the subsidies, whatever subsidies you have to have
to finance access to the system, is thure some good reason why
State financing, as opposed to Federal financing, is really key to
making the right decisions about the most arpropriate gervices, the
most appropriate setting, measuring quality, productivity, and
things like that in the system?

Dr. WILLGING. It would seem to me that there is clearly a role
for State Government, but not in the area of financing. I have
found that when State Governments get involved in financing, it is
not the needs of the resident that come first, it is the concerns of
_.__the State Budget Officer that come first, and the concerns of the
taxpayer that come first.

I think loeng-term care is, however, in the last analysis, such a
local issue that, clearly, in certain areas, the closer it is to the resi-
dent being served, the better off we are, and the better off are the
recipients of long-term care services.

e have all accepted, I think, the reality of the need for some-
thing like case management. Case management clearly has got to
be conducted at the local level with some supervision by the State.

I think, quite frankly, certainly in the industry I represent, nurs-
ing facilities, we will always be a regulated industry. I think the
closer one is to the industry being regulated, namely, the local
level, the State level, the better that is, as well. But, in terms of
financing, I think probably that is an idea whose time should never
have come.

Mr. HALAMANDARIS. Well, my response is that bifurcated pro-
grams do not work. You have a program where both the States and
the Federal Government are passing the buck to the other. Now,
somebody has to be able to pin the responsibility on one entity or
the other.

In some cases, we have passed the responsibility further down to
county agencies. Somebody has to be held accountable, and usually
that accountability goes with the dollar.

If the Federal Government is going to be putting in the lion’s
share of the money, then the Federal Government ought to exercise
that degree of supervision that is necessary.

Senator DURENBERGER. In the normal marketplace, if consumers
know what they are buying, they can match what they pay against
what they can afford and look at the system.

But I think we have appropriately decided that, in terms of the
elderly, the disabled, ans so forth, the standard of care is some-
thing that government should make decisions about. Government
should put its stamp of approval on quality. If the costs rise to
meet that standard, then it is government’s responsibility to sub-
sidize the difference between what people can afford and what peo-
ple have to pay. Is that not generally the way we have approached
the whole system in this country?

Having said that, that does not mean that people cannot make
decisions about how best to protect themselves, or how best to plan
for the time when they are going to need those kinds of services.
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In other words, we could have a system in America where private
health plans sold acute care coverage and long-term care coverage.
And then, at the time that a person needed access to long-term
care services, there would be an expert there to help facilitate ac-
cess to those services. You do not need to go to the State to decide.
Is that not correct?

Mr. GOLDBERG. Senator Durenberger, I guess I would agree with
the earlier comments, too. We are finding such unevenness be-
tween the States. Your State of Minnesota, which has been very
ienerous in developing human services, is a leader in this country.

nd that is not true of other States.

And what I really think the American public needs is something
that they can count on that is predictable, whether they live in
Minnesota, or, as many do, move to the south in their retirement
years.

A very critical role for State and local governments is how to de-
liver cost-effective services which are appropriate to individuals’
needs. There is a replication project called Pace going on in this
country, and that is to try to keep people out of nursing homes.

And they found that the single most determinant of being suc-
;:Iessfpl of keeping someone out of a nursing home was supportive

ousing.

But what kind of adaptive housing is available to individuals? I
think it is critical for both the Federal and State government to ex-
amine how they channel people into the most appropriate types of
resources, how they do care management. Care-management can
help States maximize resources in a time of severe fiscal con-
straints. To deal with these constraints finding some States going
into provider taxes, some are not paying the Eill, some have half
the rate of someone else. To ensure an equitable distribution of re-
sources, adequate access to needed services and adequate payment
rates requires a dominant role from the Federal Government.

Senator DURENBERGER. I did not have the chance to ask the pre-
vious“ﬂanel this question. It would have been appropriate for them,
too. When you look at the services that come under the rubric of
long-term care, some wise person from the Boston area, a professor,
a year or so ago told me to think in terms of board, room, and tui-
tion like we do higher education.

He said the twition is the experts’ fees that is like medical care
services. But the room and the board is still there. And, unlike ex-
gensive surgical services, in long-term care we have got some com-

ination of medical, board, and room.

As we think about the role that private insurance plays—and I
agree with what Marilyn said—I would not advocate anygody buy-
ing insurance today until we settle the role that savings and assets
and social insurance and Medicaid and everything else is going to
play? Why try to protect yourself with private insurance? It is not
a good “value.”

We are going to have to deal with that. We should deal with
that. Private insurance is asset protection. It is a whole bunch of
things like that. And it has something to do with the family, it has
something to do with the way the family makes decisions about do
we spend it all now, do we pass it on, do we accumulate it, for what
purpose do we accumulate 1t.
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Have any of you given any thought, or do you have any reactions
to the notion that if we separated the medical services from the
board and room services, we could look differently at the role that
private insurance plays? It seems to me it is much easier to predict
actuarily the room and board service and the medical service.

Dr. WILLGING. Certainly. That is one of the many options one can
deal with as one looks at this famous phrase that has now been
a part of this town and the health care debate for so long, public,
private; what is public, what is private. One can deal with it in
terms of front-endp coverage or back-end coverage.

One can deal with it in terms of a public program for the poor
and private programs for those who are not poor. One can deal
with it in terms of responsibilities of the public with respect to only
the pure health side, which I think is what you are getting at, Sen-
ator, as opposed to the custodial room and board side. And that is
an option worth looking at.

I think the difficulties, however, in terms of the change in long-
term care get somewhat problematic. Is the ventilator patient in a
nursing facility today any different, really, than the ventilator pa-
tient who, for 10 years, was never in a nursing facility but was in
a hospital?

And, indeed, as the acuity levels of residents and nursing facili-
ties get higher, and higher, and higher, how easy is it, then, to dis-
tinguish room and board from health care when they are so inex-
tricably intertwined?

I am not trying to throw cold water on the concept, but I suggest
it has prebably gotten a hittle more complex to deal with that con-
cept over the last few years as the nature of the service we provide
has changed so dramatically.

Senator DURENBERGER. It may well be that I should have turned
that around, that the insurance should come on the medical side,
because that is the unpredictable, that is the unforeseen.

The tax policy, or the predictable part would be underneath the
estate, so to speak, and families can then make decisions there. If
there is anybody in the audience that has a reaction that point—
not now—I would sure appreciate hearing from you.

Mr. HaraMaNDARIS. Well, there is a very serious problem, if I
can add, with respect to these children that have congenital prob-
lems and birth defects. They are children that very often exhaust
their insurance entitlements in the first 2 or 3 months of their life-
time. They burn up a million dollars. Typically, many of these
major medical plans have a million dollar limit. That child can
never again be eligible for purchase of insurance. Of course, it
bankrupts the family.

And I must say I take the sharpest exception with the previous
speaker, not on chis panel, but the other panel, who said that these
children who have chronic problems do not need any home care.
Or, his point was even broader than that: they do not need any
health care services.

Excuse me, but that simply is not true. Particularly those who
exhaust their insurance entitlement altogether and then are wards
of the State. And exactly what happens, as you know, is families
move from State to State in search of coverage.
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One of the last times I was before you, Senator Rockefeller, I
talked about a family that moved across the border from your State
into Pennsylvania because they could get decent care for their
chronically ill child there. It was health care that they were after.
They were not after some other kind of supportive services,

Now, both are valuable, supportive services and health care. But
the basics must be provided to families; life-sustaining services,
and then we go beyond that. So, I wanted to make that point.

The final point I wanted to make is that I am a little bit con-
cerned that if we expand existing government programs, that what-
ever new money we put into those programs goes to provide care
and not to provide employment for people to decide who needs how
much care they are going to get. It is a vexg important point.

The ;])oint being also that we burn up a hell of a lot of our health
care dollars in paper work in this country. The General Accounting
Office says that one out of every $4 we spend in health care in this
country goes fu- excessive paper work. Now, we can do better than
that as a society.

Mr. GOLDBERG. Yes. One of the issues on room, board, and tui-
tion as we were talking about a moment ago——

Senator ROCKEFELLER. Can I just interrupt? And I have had
something that has come up that has kind of changed my cir-
cumstances. Is case management troubling us here, Val? I mean,
what is the difference between paper work and case management
that is not effective?

Mr. HALAMANDARIS., Well, the issue, whether we call it care man-
agement or case management, means completely different things to
different people. It is the most janus-like word that I know, other
than plastic. It means completely different things to people.

On the one hand, it is the basis for limiting service and keeping
ﬁeople from getting care, in effect, rationing care. On the other

and, it is used humanistically to say in a paternalistic way, we
are going to determine who nieeds what level of services. I think we
have to be very careful.

The American public has great difficulty accepting outside con-
straints, particularly in the most sensitive issue of all, as it relates
to personal care.

he issue of when you get a bath, and how often you are going
to get a bath, and who is going to give it to you is about as inti-
mate a decision as we make in this society.

And I would posit to you that most people are going to say, I do
not want that dgcision to be made by somebody sitting in the State
capital out in wherever that might be; Salt Laie City, for instance,
if they happen to live in Grand Junction, or some different part of
thg country. It is a decision that has to be made close to the indi-
vidual.

One of the estimates that I think I saw related to one member’s
form of case management would have meant that we needed
250,000 case managers that we would have to grow in this country,
which is exactly the same number of people as we have in all of
home health care, providers of services, the current caregivers. We
have about 250,000 of them.

I think that the issue has to be managed so that the government
has the accountability that it needs, so the people have the services
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they need, and, most important, that those individuals have some
voice in deciding what level of services that they need.

We heard the lady this morning talk about the need to exercise
some control over what kind of services were good for her child. I
think that control is very, very important. And tied in with human
dignity is choice.

And having the choice exercised by the consumer instead of by
a bureaucrat is the crucial difference that I am trying to define, if
you get my point.

hSe?nal;or OCKEFELLER. I do. Sheldon, did you want to add to
that

Mr. GOLDBERG. I think it went to the earlier question relative to
how do we separate room, board, and tuition. How do we separate
housing from the payment for health care services?

Your home and community-based waiver program begins to ad-
dress some of those issues of how we can provide community serv-
ices usinﬁ the Medicaid dollars to keep people as independent as
possible. It has problems with it, but it 18 moving in the right direc-
tion.

Val makes a point about care management, and I think that
there are extremes on both sides. Someplace there is a need to he
appropriate, there is a need to monitor scarce resources which are
going into the system.

And I see any system going forward as requiring some form of
care management, whether it comes from a private insurance mar-
ket, or it comes from the Federal Governmient, a social model.
Some(flace we are going to have to make sure we orchestrate.

And I go to a very personal experience. I was the care manager
for miy father. I did 10t do a very good job. I thought I was fairly
knowledgeable. It is a very complex system by whic%l to orchesirate
services for people.

Senator ROCKEFELLER. I have to call this to an end simply be-
cause I got called out again by Senator Mitchell, and I have to com-
plete a task within the next half hour, and I have to go do it.

A reporter again asked me, ag I indicated, the question, why is
long-term care moving more slowly than access, and that kind of
thing? One of the responses that I made is that, for whatever rea-
son, that the whole kind of architecture of health care, which
means everything from cost containment to outcomes, research, uti-
lization review, malpractice insurance reform, everything, has be-
come much more clearly associated with access coverage than it
has with long-term care.

That does not necessarily make it an accurate statement, but I
think it is a reflection of what has happened and its momentum
has been associated more with that whole architecture, hence, not
just delivery, but also cost containment.

Among the questions that I send to each of you, cost containment
is addressed because it is one of the phenomenon that has oc-
curred. It had not really taken place when the Pepper Commission
came out. It was in the wings, but it was not out on the stage.

Now, with the sense of the earlier points that Dave made about
the $400 billion deficit, et cetera, there is a feeling that, in terms
of coverage or access to coverage, the doorway through which all
of that has to go is now a moral doorway called cost containment.

A
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And, in fact, you do not get to coverage anymore without going
through that moral passageway called cost containment.

As that is dealt with, in fact, I think openly and firmly with ve-
spect to long-term care, it is possible that long-term care’s credibil-
ity, so to speak, or moving towards the frent burner, will become
a more active possibility, which is something obviously I want very,
veéy much to see.

0, in the questions I will submit to you and among other ques-
tions, some will deal with that reimbursement level, to Medicare,
Medicaid, what does that do; ell kinds of things.

Let me thank you enormously. I apologize for having to cut this
off. I am not an expert at fast hearings, usually because I do not
want fast hearings. Unfortunately, I have to close this one. Thank
you all very, very much.

Mr. GOLLBERG. Thank you, Senator.

Mr. HALAMANDARIS. Thank you.

Dr. WILLGING. Thank you, Mr. Chairman.

{Whereupon, the hearing was adjourned at 4:51 p.m.]
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ADDITIONAL MATERIAL SUBMITTED

PREPARED STATEMENT OF SHELDON L. GOLDBERG

Mr. Chairman. Members of the Committee, I am Sheldon Goldberg, President of
the American Asaociation of Homes for the Aging (AAHA). AAHA is the national
organization representing over 4,000 not-for-profit facilities providing health care,
housing, continuing care retirement programs and community-based services to
more than 600,000 older persons every day. Almost 76 percent of AAHA members
are affiliated with religious organizations. The remaining are sponsored by private
foundations, fraternal organizations, government agencies, unions and community
m. with strong representation across the continuum of long-term care services,

’s members are committed to meeting the physical, social, emotional and spir-
itual needs of their residents in a manner wlu’cﬁ enhances residents’ sense of self-
worth and dignity, and allows them to function at their highest level of independ-
ence.

Mr. Chairman, we appreciate the opportunity to testify on behalf of our associa-
tion concerning the need for reform of our nation’s long-term care system. And we
appreciate and applaud your efforts to ensure that long-term care remains an inte-
gral component of the health care reform movement that has swept this country in
the past year. As you well know, dozens of bills have been introduced in the past
eighteen months to reform the health care financing and delivery system and to in-
crease access to basic medical protection for the 37 million Americans who currently
are uninsured and a rougily equivalent number of individuals who are
underinsured.

's members, of whom about half are nursing homes, have been directly af-
fected by this probiem. Of all health care workers, nursing home employees are
among the mcet underinsured. Roti{}\ly 20.5 percent of this population do not have
basic health insurance protection. Furthermore, my own organization and members
have been severely affected by thxx}?rocketing costs of health insurance protection.
Heelth insurance premiums for A staff have risen annually between 30 to 60

ercent in the past four years and our members have seen the costs of insurance
increase by as much as 90 percent in one year. Clearly, we recognize and support
the need for reform of our nation’s health insurance system to improve access to
needed services and control the costs of besic health insurance coverage.

Notwithstanding the critical condition of our overall health care system, however,
the needs of our elderly citizens must not be overlooked. Two-thirda of our nation's
ﬁoor elderly are not covered by Medicaid for acute care and emergency services.

oughly 32 million older Americans today are without financial protection against
the potentially catastrophic costs of long-term cure services. With nursing home
services ?proaching an average annual cost of $30,000, not many elderly persons
can afford to af for this care out of pocket with median incomes of $22,000 per

ear for households headed by a 66 year old and roughly $9,500 for those not living
In families. Yet until last month, with the exception of proposals for a comprehen-
sive system of national health insurance, none of the major health care reform bills
introduced in the 102nd Congress addreesed the critical need to improve access to
and finencial protection for long-term care services.

Since AAHA does not believe that the Congress, Administration or the American
public is ready to pay for national health insurance, we did not consider such pro-

osals & viable option. Therefore, we commend your efforts and those of Senator
itchell and Congressmen Waxman and Gephardt and others for the leadership you
provided by introducing the Long-Term Care Family Protection Act of 1992. Based
in large part on the recommendations you developed as Chairman of tlie Pepper
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Commission, we believe that this lzﬁialation provides & serious starting point for dis-
cussions regarding the much needed reform of our nation's long-term care financing
and delivery system.

CHALLENGES CONFRONTING LTC SYSTEM

Mr. Chairman, consumers, providers and public policy makers have long been con-
founded by the dual and interrelated problems of access to long-term care services
and financial protection for such services. Factors contribuling to the access problem
include the absence of financial protection for chronic care services, the fragmented
nature of our financing and delivery systems, the historical bias toward institulionel
care embodied in public and private sector programs alike and the often arbitrary
nature of eligibility rules for public and private sector benefits. -

Absence of Financial Protection for LTC Services

A basic precept of our current health and long-term care systems is that financin
drives service access. Those without financial protection either go without neede
care and services or are propelled toward service settings for which care is reim-
bursable, but which may not be the most appropriate and/or cost-effective setting
relative to need. In 1990, approximately $104 billion was spent on long-term care
services. This figure includes an estimated $54.5 billion for nursing home services,
$14.1 billion for equipment and appliances and $10.6 billion for home health serv-
ices. In addition, about $10, or $25 billion of total hospital costs were spent on psy-
chiatric, rehabilitative and chronic care servicea.! Payment for these services was
divided almost equally between the public and private sectors. Medicaid pays for al-
most 90 percent of public e?)endit.ures for nura'm%‘home care. Fully 50 percent of
nursing home residents pay for their services with Medicaid dollars. Yn 1990, Medic-
aid paid for about 48 percent of total national nursing home expenses, while Medi-
care paid for less than 2 percent and other public payers about 3 percent. Private
insurance covered less than 2 percent of nursing home services which left approxi-
mately 45 percent of these costs to be borne directly out-of-pocket by the elderly and
their families.?

Nursing home expenditures represent a significant financial burden for the public
and private sectors. Responsibility for community-based services, however, falls al-
most entirely on the private sector. Almost three-quarters of the severely disabled
elderly receiving community-based services in 1989 relied solely on family caregivers
and other unpaid assistance. Almost 70 percent of informal caregivers provide the
primary care for their elderly relatives and friends and, in a third of the cases, are
the sole provider. About 80 percent of caregivers provide, on average, four hours of
care daily, seven days a weef: without compensation.®

The emotional and financial burdens of this care, though substantial, are not the
only price paid by informal caregivers, most of whom are women. Many women,
three-quarters of whom are the primary caregivers for ihe elderly, are caught in a
vice between caregivi responsigi]ities and employment and must make major ad-
justments in their work schedules to accommodate their caregiving responsibilities.
Approximately 10 percent must give up their jobs entirely and about 30 percent
maY(e other changes in their work patterns. For example, about 20 percent cut back
on the number (17 hours worked, one third rearrange their achedules and about 20
percent take off time from work without pay. A large number of female caregivers
are the elderly themeselves. About a quarter are between 65 to 74 and another 10

ercent, over age 76.4 These women are especially vulnerable to health risks result-
ing from primary caregiving responsibilities for their spouses risk which translates
to a greater burden on the public sector in cases where both spouses become de-
pendent on Medicaid.

Fragmentation of LTC Financing and Delivery Systems

While the absence of financial protection for long-term care services creates a
major barrier to service access, fragmentation both within the service system and
between the financing and delivery systems also creates major barriers to service
access. Based on my own personal experience in caring for aging parents, [ certainly
can sympathize with anyone forced to negotiate the vasl network of complex and
uncoordinated services embodied in our long-term care system. As the headp of a na-
tional organization of long-term care providers, with access to unlimited assistance
in finding services for my disabled parents, you can imagine my surprise upon find-
ing that I was unable to assemble a comprehensive package of support services for
my disabled father which would enable him to remain in the community. After sev-
eral attempts at assembling such a package, I finally was forced to place him in
a nursing home to ensure that his health, safety and nutritional needs would be
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met. Imagine the frustration, confusion and fear faced by those who must find their
wax through this maze of services on their own.
ccording to the Senate Special Committee on Aging, over 80 federal programs
exist to provide long-term care assistance in the forio of cash aasistance programs,
in-kind transfers, or the provision of goods and services. These include, among oth-
ers, Medicare, Medicaid, the Older Americans Act, Title XX Social Services Block
grant programs, and senior housing programs. Furthermore, these are all federal
Rrr‘log'rama and don't begin to account for various assistance funded at the state level.
even accepting that of these programs, Medicaid pays the lion's share for long-
term care services, there ia little to no coordination among the agencies that admin-
ister these services and programe for financing this care. Each program has it's own
set of criteria relative to eligibility for benefits and payment for services. For exam-
ple, Medicare is an insurance program that provides virtually universal access re-
gardless of income. The bulk ofP Medicare long-term care payments are expended on
short-term rehabilitative care provided in the nursing home care or home care set-
tings. Conversely, Medicaid is a means-tested program whose eligibility is based on
income. Medicaid will pay for all levels of nursing home care as long as care is need-
ed but only reimburses for home care services in states that have federally approved
waivers through the 2176 or 4711 waiver programs. .

The Older Americans Act program provides supportive services such as meals
transportation and home repair for those over 656. ile this is not a means-teste
pmf‘ram, the goal of Older ericans Act funding clearly is to serve the low-income
and minority populations with the greatest needs. It ia easy to imagine the confu-
sion unfolding for an older person as they work their way through the service sys-
tem. An individual may quarify for Medicare or Medicaid nursing home services, but
upon returning to the coraomunity, no longer qualify for public insurance or assist-
ance. And depending on the atate and county of residence, access to Medicajd and
supportive service benefits will vary=—Farthermore, since there is no central point
for the coordination of services, the elderly and their families are left on their own
to determine which services are available, which servicea they qualify for, what level
of public benefits are available and copayments required under different programs
and which services must be paid for directly out-of-pocket.

Shifting the Institutional Bias
Most publicly funded programs are biased towards institutional care, primarily

‘nursing home care. Of the $53 billion spent on nursing home and home care services

in 1988, only 18 percent of these expenditures accounted for home care services.
This bias toward institutional care is true for both public and private sector pro-
grams. A major factor in the discrepancy between payments for nursing home care
and community-based services ia the concern regartfin uncontrollable costs for sup-
portive services and the fear that family members ang informal care givers will ab-
dicate their responsibilities if insurance or public sector assistance becomes avail-
able. Accordingly to Joshua Wiener of the Brookings Institution, however, most
studies do not gear out this concern.

Wiener indicates that the amount of unpaid care provided by families and friends
does not change significantly when formal services become available, such as adult
day care, sld‘l].iged nursing services, personal care and homemaker services. William
Weisgert of the University of Michigan reported that among 63 findings from studies
of the effect of paid care on informal care that 41 were not statistically significant,
7 resulted in a significant increase in unpaid care and only 4 suggested a significant
decrease. The National Channeling Demonstration similarly found no significant re-
ductions in unpaid care when a generous package of paid supportive services was
provided. An analysis of the National Long-Term Care Survey by Raymond Handley
and Joshua Wiener also found no significant substitution effects between paid and
unpaid cere. Numerous other national and state studies have produced similar re-
sults.

One particular area of the long-term care service system that warrants further
development is supportive housing for the elderly. As residents age in place in sen-
ior housing facilities, there is a need to develop supportive services to assist older
residents, particularly the frail elderly, to remain in their own hores and to delay
unnecessary or premature institutionalization in a nursing home. There also is a
need to img;ove coordination between programs funded by the Department of
Health and Human Services which administers health and social servicea programs
and the Department of Housing and Urban Development which funds federally-as-
sisted senior housing projects. Such cocrdination would improve the access of senior
housing residents to supportive services.

Kane and Kane suggest that the goals of health assessment and service provision
should shift from an emphasis on diagnosis and cure to a focus on maintaining the
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ability of individuals to live independently. Adapting to functional and/or cognitive
limitations is a principle need in maintaining independence. Numerous research
studies indicate a much stronger correlation between degrees of disabilis and long-
term care service use than traditional measures of health status, Medical diagnoses
turn out to be poor predictors of long-term care needs and costs. Levels of functional
dependence have been highly correlated with the need for nursing home care and
supportive services for the elderly livin? at home.® . .

gmce disability levels and the need for supportive services increase with age, it's
not surprising that a large number of indivrc{\,mls residing in senior housing facili-
ties need such care. The average age of residents in genior housing facilities is ap-
proximately 75. Approximately 20 {:ercent of the population between ages 76 and
79 require assistance with at least one activity of daily living. This number in-
creases to almost 24 percent for those 80 to 84 and to over 45 percent for those over
age 85. Of those who do require assistance with activities of daily living between
the ages of 75 and 79, about 40 percent require personal care, 66 percent need help
getting around outside, 69 percent need assistance with housework and about 40
percent require help keeping track of bills and finances. These numbers increase
significantly for those 85 and above. For example, over 51 percent of this age groug
?eeds asziatance with personal care, 76 percent with housework and 71 percent wit!
inances.

AAHA firmly believes that supportive housing for the elderly needs to be recog-
nized as a cost-effective alternative in the reform of long-term care policies. One
clear justification to expedite the development of linkages between supportive serv-
ices and federally assisted senior housing is to offeet the high cost of institutionally-
based long-term care. Though nursing homes provide an important service and are
vitally necessary for some frail older persons, moat experts recognize that institu-
tional-based solutions to long-term care are sometimes used due to the absence of
adequate alternatives such as supportive housing for seniors.

One example of a successful model is the Congregate Housing Services Program
(CHSP), administered by the U.S. Department of Housing and “?rban Development.
This program provides non-medical, in-home services, such as meals, tranaportation,
personsl care and chore services to residents of several federally-assisted projects
in an attempt to prevent unnecessary institutionalization and improve the qualify
of life for frail residents. Much of the success of the program can be attributed to
a service coordinator for each project, who helps assess residents’ eligibility and ar-
ranges access to services. This program reduced the rate of institutionalization of
residents almost in half, and saved upwards of $5,000 per person every year, com-
pared to institutional care. Clearly, an investment in supportive housing for the el-
derly could yield significant future dividends by enabling older, frail persons to re-
main independent and in more cost-effective settings Il;‘lg.vough the development of
supportive housing alternatives.

other effective means of facilitating supportive services is the development of
“mixed-use” facilities. AAHA supports the semonstration program embodied in S
1620, the Medicare Chronic Care Amendments of 1991, and other programs which
promote the co-location of supportive services provided in or adjacent to senior hous-
ing. For example, Community Development Block Grants and/or other public or pri-
vate resources could be used to develop a senior center attached or adjacent to elder-
ly houeing facilities. senior-centers could provide a place where such community
services as meals, counseling, home healtg care, adult day care and/or transpor-
tation could be available both for residents and other elderly residing in the sur-
rounding communily. Elderly housing projects could provide a service coordinator to
assist older residents in accessing community services.

LTC FINANCING REFORM

LTC Financing Approaches

A variety of social insurance approaches have been proposed for reforming our na-
tion’s long-term care financing system, each providing varying amounts of public
coverage with different benefits. The cornerstone of ﬁlr]‘ig social insurance approaches
is the concept of universal coverage for all regardless of age, income or other
sociodemographic factors. Virtuallyazﬁl proposals algo envision the expansion of Med-
icare as the vehicle for providing long-term care benefits.

Three of the four types of proposals introduced in Congress to date include a so-
cial insurance approach. These may be categorized as coraprehensive coverage, cata-
strophic protection and front-entfv coverage. The comprehensive coverage model
would provide unlimited coverage of all major LTC services from nursing home to
community-based care and could be paid for through various combinations of taxes,
premiums and copayments. The catastrophic coverage model would provide coverage
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of long-term care benefits of a catastrophic nature, once an individual had pur-
chased initiel benefits through private insurance or personal resources, The front-
end model would provide limites benefits for a period of three months to one year,
after which the individual would be responsible for the costs of additional care.
While the nursing home benefit under each of these models varies significantly,
each would offer generous benefits for home and community-based support services.
A fourth type of financing model which does not follow traditional social insurance
approaches would offer a variety of incremental reforms to the current systems.
Such reforms could include increasing the asset and income limits for Medicaid eli-
gibility to eliminate the need for impoverishment to qualify for coverage; providing
premium subsidies to the moderate income at greatest risk of spending down to re-
duce the burden on the Medicaid program; closing the legal loopholea for Medicaid
divestiture to prevent the well-off from divesting assets for the express purpose of
becoming Medicaid eligible; and developing partnerships between the (Eubllc and pri-
vate sectors to encourage the purchase of private insurance by providing additional
asset protection for purchasers.
has used three criteria in examining the various public sector approaches
to long-term care financing to determine which we feel would be most beneficial to
the elderly and their providers of care. First, what are the costs of the various ap-
proaches and are they affordable? Second, who benefits from the additional federal
and state funding under various proposals and does the expenditure represent an
equitable distribution of public dolYare? And third, how effective are the various pro-
posals in meeting the public policy goals of increased access to services and financial
protection?

Long-Term Care Program Costs

The coats of social insurance proposals introduced in the past 4 years range from
a low of about $24 billion to a high of $60 billion. It has been estimated that the
coata of front-end coverage and catastrophic coverage models would be similar. A
front-end grogram roviding one year of nursing home coverage and unlimited home
care benefits wou[;cost about $27 billion. A catastrophic ap -roach covering 80% of
the costs of nursing home care after two years and 80% of the costs of home care
after a $500 deductible would cost about $24 billion. The primary difference in the
cost of these coverage is based on the more generous home care benefits provided
under the front-end program. A comprehensive program providing full protection for
nursing home and rmme care benefits with modest copayments and deductibles
would cost approximately $60 billion.

Whether or not any of these proposals could be deemed “affordable” would be dic-
tated in large part by the willingness of the American public to shoulder the addi-
tiona) tax burden required to pay for social insurance coverage. Given a federal defi-
cit which is rapidly ap‘proaching $400 billion, the limits imposed by the 1990 Budget
Act and the current Congressional interest in a balanced budget amendment, Con-
gress could not enact, nor would the President sign, legislation that was not fi-
nanced with new lax revenues and/or premium contributions. While many public
opinion polls suggest that the American public would be willing to pay for long-term
care benefits with new tax dollars, surveys of employer groupsoffering long-term—-
care insurance coverage and of buyers and nonbuyers of private insurance are not
equally convincing.

The costs of incremental reforms to the current system have been estimated much
lower than the social insurance approaches. For example, it is estimated to cost
about $3 billion dollars to increase llavle\dicaid eligibility asset limits from $2,000 to
$12,000. The costs of providing long-term care Insurance premium subsidies have
been projected at about $350 million. This assumes a 50 percent subsidy to fund
the cost of private insurance for those with incomes below $15,000 and a 26 percent
subsidy for those with incomes of $15,000-$30,000.7

Distribution of Public Benefits

Research regarding social insurance approaches to long-term care financing sug-
gest that most result in an ineffective user of public doﬁars. According to a stugy
ublished by the Health Insurance Association of America, the marginal benefits
rom new public spending would accrue to those with the highest income levels since
those with lower incomes would have qualified for public assistance under the Med-
icaid program. This would be true both for front-end programs and catastrophic cov-
erage programs. The result would be a shifl in responsibility from the Medicaid pro-
am to the Medicare program with no tangible improvement in financial protection
or the low and moderate income population. Thus the goal of increased coverage
for the truly needy would not be met.
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To demonstrate, consider a front-end program covering one year of nursing home
care and lifetine home care benefits. This program would cost almost $20 billion
over current spending. Almost one third of new program benefits would accrue to
those with incomes ::f$30,000 or more and more than one third would benefit those
with annuel incomes exceeding $15,000. About 34 percent of new spending would
go to those with incomes below $15,000. A catastrophic plan providing lifetime cov-
erage of nursing home and home care after a two year deductible is estimated to
cost an additional $15.3 billion over current spending. Yet only 25 percent of the
additional benefits would go to those with low and moderate incomes. About 75 per-
cent of new dollars would accrue to those with incomes in excess of $16,000 and
about half of these benefits would be spend on those with incomes of $30,000 or
more. The recason for this distribution is that new g:‘l:lic funding would be sub-
atituted in most casea for private dollars used to purchase insurance or direct care.
Many of the elderly in need of financial protection would never qualify for the fed-
eral benefit because they would spend-down to Medicaid before the two year elimi-
nation period. Of those individuals entering nursing homes that do spend-down,
over ll:s f exhaust their resources and become Medicaid eligible within about 11
months.

Interestingly, the more modeat approaches noted above to finance long-term care
represent a more equitable distributlion of public dollare. Both premium subsidies
and increases in asset thresholds for Medicaid elig'ibility disproportionately benefits
those with modest means. For example, about 77 percent of new public spending
would benefit those with incomes between $10,000 and $15,000 under the premium
subsidy. About two thirds of those with incomes below $15,000 would benefit from
the asset adjustment.

Nursing Home Payment Reform

The viability of any lorlzf-term care proposal is contingent upon a system of ade-
quate payment for care. Historically, ﬁe£caid has paid for almost half of all nurs-
ing home care. Payments for care have more often been based on state budget
needs, however, than the need of facilities to cover the costs of care provided to Med-
icaid beneficiaries. Inadequate payments have been exacerbated by a deluge of fed-
erally-mandated program requirements, such as the nursing home reform provisions
of OBRA 1987, 1989 and 1990; the Americans with Disabilities Act; the Patient Self-
Determination Act; the Clinical Laboratory Improvement Act; the Safe Medical De-
vices Act; and the Occupational Safety and Health Administration’s requirements
for blood-borne pathogens. AAHA strongly supports high quality of care in nuuing
facilities. In fact, nonprofit facilities are far more likely than for-profit homes to sta
facilities at levels exceeding federal minimum requirements, to hire pool nurses in
times of staffing shortages and to provide a variety of other services which are not
reimbursed fully by Medicare and Medicaid in order to ensure the highest quality
of care. There has been little recognition, to date, however, by the Medicare and
Medicaid programs of the costs imposed by federal mandates and the provision of
high quality care.

%’he nureing home reform provisions of OBRA will be particularly costly to nurs-
ing home providers. The actual cost of these laws cannot yet be calculateg because,
almost five years after the law was passed, many critical regulations still have not
been published. We do know that in 1990, the National Association of State Budget
Officers estimated the costs of nursing home reform to be $628.1 million in state
dollars alone. Adding federal dollars would almost double that amount. Yet Medic-
aid payments for OBRA costs in 1990 averaged $1.46 per day, and Medicare pay-
ments, $1.44.

OBRA payment problems have been exacerbated by the Health Care Financing
Administration by assuming that OBRA 1987 costs have been fully paid‘ and by in-
structing states that OB 1990 amendinents are budget neutral. HCFA has in-
formed states that they will not have to submit a cost analysis with their state plan
amendmnents, demonstrating the methodology used to determine costs, nor cost out
reliuirementa for essuring the higheat practicable Ehysical, mental and psychosocial
well-being, as required by OBRA. AAHX believes that these instructions violate both
Congreseaional intent and specific amendments in OBRA 1990.

In addition to not paying the full costs of OBRA and other federally-mandated re-
quirements, states are atlempling Lo solve their Medicaid budget problems by reduc-
in§ payments to providers, taxing providers to match federal Medicaid dolfars and
delaying payments to providers. Some facilities have experienced delays of up to six
months. ile these schemes may temporarily assist sgate Medicaid bureaus, they
erode the quality of care and undermine the quality reform mandated by OBRA. In
addition, they jeopardize the problem of access to services discussed earlier by put-
ting providers at financial risﬁ. For example, providers in the state of 1llinois have
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had to take out bank loanr just to meet gsayroll due to payment delays. Some of
these providers have exhausted their credit lines and wonder where the dollars will
come from next to maintain facility services. It is estimated that upwerds of 53 fa-
cilities in the atate of Indiana are in jeopardy of bankruptcy and could close if pay-
ment problems are not resolved in the near future.

Payment problems have increased in severity in recent gears, as the residents of
nursing facilities have become sicker. It is well-documented that hospituls discharge

atients to nursiug facilities “sicker and quicker” and that the acuity levels of nurs-
ing home residents have increased dramatically eince 1983 as a result of the Medi-
care DRG hospital payment system. Our current residents need more care and more
staff time than before, but few reimbursement systems have accounted for this
change in acuity.

Several states have developed “case mix” payment systems to more appropriately
match higher payments to residents who require more care. The Heafﬁx care Fi-
nancing Administration is engaged in demonstrations on case mix for Medicaid and
Medicare in five states. While the concert of case mix is appealing conceplually,
AAHA is extremely concerned that it will be used, as it has in most states where
it has been implemented, simply a8 a tool for cost containment. AAHA opposes
HCFA’s efforts to base the system on price rather than on cost, as yet further ero-
sion of the payment base, and impairment of providers’ ability to provide the level
of care ma.ngated by OBRA.

When state Medicaid programs do not pay adequat:}% for nursing facility care,

roviders are forced to resort to litigation to secure sufficient payment. Litigation
18 a costly and time-consuming process and one which providers do not enter into
lightly. Y{'t at least 14 states are involved in litigation over nursing facility rates,
or have been recently, and provider groups in at least seven other states are consid-
ering litigation as a faat resort to securing adequate payment for care.

A reformed long-term care system must provide adequate payment to Yrov-iders
to recognize the true costs of care, as well as to ensure access and high quality serv-
ices. ality of care cannot be sacrificed as a trade-off for cost containment or ex-
panded coverage.

Medicaid Divestiture: Legal Loopholes

I stated earlier in my testimony that AAHA believes public assistance should be
provided to the truly needy. This statement is born out by the fact that over 50 per-
cent of the residents in AAHA facilities pay with public dollars via the Medicaid pro-
gram at great expense to AAHA members. Shortfalls of $600,000 annually as a re-
sult of underpayment by Medicare and Medicaid are not uncommon; some are as
high as $2 million annually. Many of our members are eroding their endowments
to pay for operating expenses to continue subsidizini ublic programs. Private pay
residents also subsidize inadequate payments throu g:igher private rates. The ca-
pacity of even not-for-profit providers to lose money, however, is limited.

The nursing home payment problem is exacerbated by Medicaid estate planning,
a growing practice wﬁereby individuals shelter their assets in order to gualify for
Medicaid coverage while preserving these resources for relatives and heirs. It has
long been contended that individuals qualifying for Mediceid often do so by impover-
ishing themselves through catastrophic expenditures for acute and long-term care
services. The high cost of nursing home care has been blamed as the primary culprit
for spend-down, though more recent studies acknowledge that the high costs of
acute care and prescription drugs and the extended use of home care services have
also contributmf to depletion of personal resources. While previous research indi-
cated that as many as 76 percent of elderly nursing home residents spend-down to
Medicaid eligibility, severaﬁ studies conducted in 1989 refute this claim. Accordi
to research conducted by the Brookings Institution, the Urban Institute an
E{ateMetrics, the rate of spend-down for residents entering nursing homes is actu-

ly closer to 15 percent.

e more recent spend-down research raises serious questions regarding asset

and income divestiture. Accordini(to a study conducted by SysteMetrics in 199]
atate policy officials believe that Medicaid estate é)]anm'ng is rapidly growir:g and
causing a serious dpol.icy Problem for the Medicaid program. It 18 speculated that
much of the “spend-down” taking place is actually the result of individuale transfer-
ring assets to become eligible for Medicaid and that the majority of elderly are not
depleting their resources through catastrophic long-term care expenditures. Many
attorneys have developed “eldur lL.w” practices and specialize in counselling resi-
dents how to legally divest their i sources to qualify for Medicaid.

Common estate planning practices include transferring countable assets into ex-
empt asaets; sheltering assets in trusts, annuities and other financial vehicles that
are deemed unavailable to the Medicaid buneficiary; transferring assets through
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joint bank accounts and other property held in joint tenancy; and manipulating
spousal impoverishment rules to divert income and assets to a community spouse.

Other less ingenious methods for transferring assets are recommended in several
publications available in local bookstores. Armand Buuish and others recommend
transferring assets directly to children, tax-free; passing assets to children through
a spouse; paying children for help with care; wnting a durable power of attorney;
making home improvements and purchasing exempt assets. For example, in Massa-
chueetts, an individual sheltered $62,600 by purchasing an annuity in this amount.
Since the annuity was considered fair market value, it was not subject to transfer
of asset rules. A couple purchased a condominium for $165,000 which was also ex-
empt since housing and land is exempt from transfer rules. There are no limits on
this cixe:lxption as Tong as the owner expreseses the intent to retwrn home if institu-
tionalized.

The practice of estate planning has intensified since the enactment of the Medi-
care Catastrophic Coverage Act of 1988. Provisions designed to reduce spousal jm-
poverishment were left intact when much of the Catastrophic Act was repealed in
1989. These provisions have intensified inappropriate divestiture (l:g creating legal
loopholes in the law based on the method for calculating the period of ineligibility
for Medicaid. The Catastrophic Act extended the “look back” period for transfer of
assets from 24 to 30 months. However, the period of ineligibility is calculated as the
lesser_of 30 months or as a ratio of the total amount of assets transferred divided
by the average monthly cost of nursing home care. In the later case, the period of
ineligibility is determined by counting assets from the month in which resources are
transferred.

To illustrate how this loophole works, consider the following. If an individual
transfers $21,000 and the average cost of nursing home care is $3,500 per month,
the period of ineligibility will be six months ($21,000 divided by $3,600). Accord-
ingly, an individual with $50,000 in assets could transfer $21,000 to a relative, keep
$21,000 to pay for the cost of nursing home care for six months, and only have to
“spend-down” $6,000 prior to Medicaid eligibility, assuming an asset limit of $2,000.
Assuming the same average nursing home costs and asset limits, an individual with
$100,000 could transfer half of these assets and still qualify for Medicaid coverage
in 14 months—less than half of the 30 month look-back period specified by the Cata-
strophic Act.

believes that there is a serious flaw in a law which effectively creates in-
heritance insurance, thus reducing scare resources for the truly needy. Over %3 of
the elderly and half of all poor children are not covered by Medicaid even for acute
care. Perhaps the greatest irony of the Medicaid estate planning practice is not only
that it is legal, but also, that those who least need pubﬁc assistance are those most
likely to access Medicaid dollara through divestiture. This is because the middle and
upper income population is more likely to engage in financial planning, better able
to afford legal and financial counseling, and more apt to reap the benefits of this
unconscionable method of asset divestiture. The low-income with the fewest re-
sources and most in need of public dollars are the least likely to participate in or
be able to afford estate plan.nmg. What meager assets they do possess will quickly
be depleted in qualifying for Medicaid benefits.

AAHA POSITION ON LONG-TERM CARE REFORM

One of AAHA’s major public policy goals in the area of health care is to increase
the elderly’s access to the full continuum of long-term care services and financial
protection for these services through a system that provides care in the most cost-
effective fashion. AAHA historically has supported a public/private sector partner-
ship in addressing the long-term care coverage and f{;mncing dilemma for several
reasons. First, due to the sheer magnitude gf expenditures required to finance na-
tional long-term care expenses, federal and state governments must forge a strong

artnership with the private sector to ensure adequate coverage for all. In 1990
ong-term care expenditures for numi};ﬁ home, home care, chronic care services an
eqlulpment approached $104 billion. This represented approximately 16 percent of
total health care spending and underscores the need to concurrently tackle the
health and long-term care system problerus if we are to effectively address access,
cost-containment and quality of care issues. Second, we do not bef'ieve that a com-
Frehensive social insurance approach ie economically or politically feasible today in
ight of a federal budget deficit approaching $400 billion and virtually all states
drowning in a fiscal morass.

AAHA aleo has long believed that those who can afford to finance their own care
should do so, conserving scarce public resources for the truly needy who either can't
afford private insurance coverage or who do not qualify for such coverage based on
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their health status. If fewer people spent-down to Med Laiv )Eigibility, the severe
strain on federal and state Medicaid budgets could be ea. ‘ucing access prob-
lems for the truly needy. Furthermore, contrary to popular Lelief, a significant pro-
portion of the over 66 population and a large segment of working Americans could
afford to purchase private long-term care insurance.

1t has become fashionable to quote a study published by a leading consumer orga-
nization stating that 84 percent of the elderly cannot afford private long-term care
insurance. Other equally reputable research conducted by national experts in long-
term care risk management have estimated that up to 40 percent of the over 656 pop-
ulation could afford reasonable private long-term care insurance coverage, using a
combination of discretionary income and liquid assets. In fact, a study conducted by
the Health Insurance Association of America revealed that over 60 percent of those

urchasing private long-term care coverage in 1990 did use such a combination.

ose witF) assets to protect apparently felt that it made sense to use a small por-

tion of liquid assets to purchase a long-term care policy covering the bulk of their
resources.

Finally, although the absence of Erivate long-term care insurance protection has
been blamed on “market failure,” the private sector has spear-headed virtually all
major efforts to improve financial protection for the elderlr;' since 1987. Since that
time, the number oF carriers has grown over six-fold to a total of 143 companies of-
fering individual and group coverage. The number of individuals purchasing long-
term care insurance has increased nearly ten-fold for a total of almost 2 million buy-
ers. Furthermore, while the “firat generation” products were riddled with restric-
tions and exclusions, the current product market has improved dramatically. Most
products sold today offer exiensive coverage of institutional and community-based
services, do not require prior levels of care to qualify for lower-level benefits, are
guaranteed renewable, cover Alzheimer's Disease benefits and include inflation pro-
tection. Carriers also are beginning to offer nonforfeiture benefits which guarantee
that the individual will receive some benefit upon cancellation of coverage based on
premiums paid prior to policy termination.

AAHA COMMENTS ON THE LONG-TERM CARE FAMILY PROTECTION ACT

Although the expressed purpose of this hearing is not to focus on the legislation
recently introduced by you and Senator Mitchell, AAHA would like to offer some
reliminary comments on this legislation. Given the comprehensive nature of The
song-Term Care Family Protection Act and the complex nature of the payment sys-
tems outlined in the legislation, AAHA needs additional time to analyze the impact
of this bill on our membership before offering fully inclusive comments. We would
be remiss, however, if we failed to offer our strong support for your efforts to kee
the long-term care issue before Congress as it considers various proposals for healt{:
care reform. Below are our comments on selected aspects of the legislation.

Public/Private Partnership Approach

For the many reasons enumerated above, AAHA is strongly su;:f‘ortive of a public/
private partnership approach to the long-term care financing dilemma and com-
mends you for introducing legislation that embodies this approach. We believe that
several specific provisions promot. a public/private sector partnership approach.
First, the legislation calls for shared responsibility between the public and private
sectors for financing long-term care services. Second, the bill promotes the private
long-term care insurance market through tax reform, asset protection for those who
urchase private coverage and federal standards ensuring that consumers receive
air value in the long-term care policies they purchase. Third, the LTC Family Pro-
tection Act would affect important reforms of the Medicaid system by closing divesti-
ture loopholes and increasing asset limits to prevent spousal impoverishment.

Public Benefits for LTC Services

AAHA has a diverse membership that serves very different populations with, in
some cases, diametrically opposed needs. AAHA’s analysis of the various social in-
surance approaches to long-term care financing reveal that different approaches
benefit different segments of our membership and the resident populations they
serve. For example, many of our assisted living and federally-assisted housing mem-
bers that their residents would benefit substantially from the comprehensive long-
term care program you have introduced. Since many of the residents in these facili-
ties have moderate to low incomes, the front-end nursing home benefit and exten-
sive supportive services could dramatically improve their acceas to long-term care
services and prevent impoverishment through both the direct benefits and the im-
proved asset protection provisions.
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Alternatively, our nursing home members and their residents are at greatest sk
for long nursing home stays. While many moderate income families could affo1 . a
short term stay of 3—6 months in a nursing home, fewer could afford nursing home
slays in excess of one year and very few, stays in excess of 2 years, in the abesence
of private insurance coverage. Accord.ingul‘y catastrophic protection would better help
our nursing homes offset payraent shor alls by reducing the total number of Medic-
aid putient days.

recognizes that LTC financing reform is a complex issue and we continue
to struggle with which combination of public and private sector resources are best
suited to achieving our public policy goals of increased access to and financial pro-
tection for long-term care services. One of the concerns | will address below relates
to the interrelationship between public and private sector programs and how var-
ious public sector approaches influence private sector responses. The development
of an effective public/private partnership will require that the public and private
sector roles articulated compliment and support and not undermine each other. An-
other concern addresses equity iesues with respect to the distribution of scarce pub-
lic resources. At this time we would like to share some of our key social insurance
approaches to coverage for long-term care services. We will continue to work with
you, your committee members and staff to craft the most appropriate solution.

Access To Care

The research described sbnve suggests that new public spending for all social in-
surance approaches would disproportionately benefit those in the higher income cat-
egories. AAHA also recognizes that criteria other than the distribution of new public
dollars need to be considered. For example, the LTC Family Protection Act which
provides coverage for up to two six month nursing home episodes clearly would in-
crease financial protection for individuals experiencing relatively short stays. Re-
search regarding nuraing home utilization suggests that 44 to 51 percent of nursing
home episodes last three months or less and about 20 to 23 percent last between
three and twelve months. Estimates for the average lifetime use of nursing home
services indicate that about one-quarter of nursing home residents use three months
of care or less over their lifetimes and about 20 percent use between three and
twelve months,

AAHA also is concerned about the interrelationship between public and private
sector financing programe and the impact of various public sector approaches on the
market for private long-termn care insurance. We understand that the intent of your
legislation 18 to J)rovide universal public insurance for a selected level of long-term
care services and public assistance without impoverishment for those who cannot af-
ford to pay for care exceeding these levels. Since three out of five elderly individuals
and couples have total assets of approximately $30,000 and $60,000 respectively,
provisions exx;nding asset protection would result in comprehensive coverage for
many older ericans. We understand that the limits on coverage—particularly
nursing home coverage and supportive services for the moderately impaired—recog-
nizes the need for private sector responsibility for those who can afford services be-
yond the coverage limits contained in the LTC Family Protection Act.

The program gou have developed envisions a significant role for the private insur-
ance industry. Since your program would pay for up to two six-month nursing home
episodes, individuals with the ability to finance care beyond these limits could do
80 through private insurance coverage. Among longer-stay nursing home residents,
the average length of stay is aboul 2.5 years. Approximately 6-10 percent of those
admitted to nursing homes have lifetime use of gve years or more. Obviously, the
private sector can play an important role in financing nursing home services in ex-
cees of the six-month limits. Similarly, your legislation provides home care and sup-
portive service benefits for those with impairments in three or more activities of
daily living. The private insurance sector could therefore provide coverage for the
substanti Froportion of elderly (and young) persons requiring assistance with 2 or
fewer ADL limitations. Private insurance coverage would also be required to offset
the 20 percent copayment costs associated with goth nursing home and home care
services under your program.

Notwithstami’.ng the very real need for private insurance protection under your
Ero osed program, AAHA is concerned that the public perception of benefits em-

odied by the LTC Family Protection Act may have a deleterious effect on the mar-
ket for Erivate long-term care insurance. Research abundantly documents the histor-
ical public misperception that Medicare provides far in excess of the benefits actu-
ally covered under tﬁis program. We are concerned that the same public perception
will occur with your proposed program for a few reasons. First, despite the best ef-
forts of the public and private sectors to educate the public about long-term care
risk, there is still a tremendous amount of denial going on. Publi¢ 6pinion’ polls déc-
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ument the fact that many people believe they will never need nursing home care
or significant amounts of such care. Accordins v, AAHA believes that many individ-
uals will feel the nursing home benefit inclu ed in your c{.u-o;aoeal will be sufficient
to cover their nursing home risk and will not purchase addittonal private coverage.
In addition, since private insurance coverage often is purchased as a means of asset
proteclion, and your legislation expands income and asset limits, this may provide
an additional disincentive to purchase coverage.

Second, although AAHA would argue that the benefit eliggbi]ity criteria estab-
lished for home and comr:nunity-basel}.‘~l services will effectively limit such care to the
severely disabled—those who would be considered nursing home eligible by most
standards—we are concerned that the public will also overestimate the supportive
service coverage afforded by your legislation. If this perception is correct, individuals
also will be unlikely to purchase pnivate insurance protection for supportive services
to cover moderate impairments. And as our current system demonstrates, the ab-
sence of coverag~ for Jower-level supportive services may result in premature, un-
necessary and cc 'tly institutionalization.

ile AAHA applaude your efforts in concept to provide some level of universal
access to long-term care services for all Americans, we feel that this approach is un-
realistic in today’s fiscal climate. Rather than providing access to six months of
nursing home care for all Americans regardless ol; income, we suggest that you con-
sider basing eligibility for front-end financing of nursing home services vn income.
The savings achieved by eliminating public benefits for those who easily can afford
to purchase short-term nursing home benefits through private insurance or re-
sources could be used in one of two ways. First, it could be used to expand eligibility
ior home care and supportive services for the moderately impaired, where moderate
impairment is deﬁneg as having two or fewer disabilities. Alternatively, these sav-
ings could be used to extend the nursinF home coverage period for those with the
ﬂeateat financial needs. Since your legislation increases income and asset limits for
edicaid eligibility, this approach would not require people to impoverish them-
selves to access pui)lic benegta. In fact, as a starting point, the income and asset
limits could be raised even further with respect to eligibility for the six-month nurs-
ing home benefit.
also recommends consideration of a catastrophic nursing home benefit as
a more equitable use of public resources. While the research referred to above does
suggest that new public dollars would disproportionately benefit the upﬁ»er income,
AAﬁA suggests that this outcome could be modified by altering the eligibility for
catastrophic covemﬁe from a two year deductible to a 12 to 18 month deductible.
In combination with the increased income and asset limits contained in your pro-
Rloeal, such an approach would reduce the number of individuals spending-down to
edicaid before they could qualify for Medicare catastrophic nursing home benefits.

A second reason for AAI&'S interest in a catastrophic benefit relates to the im-

act of public sector programs on the market for private long-term care insurance.

AHA speculates that several factors related to private insurance coverage under
a publicly funded catastrophic program of long-term care could have a positive influ-
ence on long-term care insurance purchasing Jecisions. First, individuals may be
more likely to purchase long-lerm care insurance protection if they viewed it as an
extension of their Medigap coverage. That is, if the public knew that they had a 12
to 18 month coverage gap to fill, and were assured that Medicare would cover serv-
ices in excess of this elimination period, this could create a greater incentive to pur-
chase private insurance protection than a front-end approach. Second, since over 70
percent of the elderly already own a Medicare supplemental policy, the educational
process could be achieved through an existing market. There may be less market
resistance to exﬁandjng an existing benefit than buying a completely new insurance
policy. Third, the costs of a one year long-term care rider to a Medicare supple-
mental politz would aleo be substantially less than the cost of purchasing a private
ynlicy roviding catastrophic nursing home coverage. Since price, regardless of af-
ordability, is a serious deterrent to the purchase of private long-term care insur-
ance, tiie additional cost of a lonH‘-term care insurance policy covering less than two
ﬁears of nursing home services likely would be viewed as reasonable and affordable

y most consumers. This would be true of young and older purchasers alike.

Access to Continuum of Care
As a membership organization representing providers across the continuum of
long-termn care services, AAHA applaude your efforts to ensure acceas and coverage
to a wide array of home and community-based support services through generous
benefits for home care, adult day care and respite services. We also aupport the use
of functional and cognilive disabilily crileria fgr determining eligibility for services.
Such a measure is far more equitable to consumers than arbitrary “medical neces-
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sity” criteria which require subjective judgments regarding service need and often
may result in inappropriate and inconsistent eligibei?ity de%erminations. Functional
measures are more objective and statistically reliable and will result in greater con-
sistency in benefit eligibility determinations. The use of objective measures also will
provide more effective tools for projecting and controlling program costs.

AAHA is concerned that the actual eligibility standard included in your legislation
may be too stringent. Virtually all insurance companies using functional criteria re-
quire persons to be disabled in three or more ADLs to qualify for nursing home ben-
efits. In addition, most ADL index measures consider disabilities in two or less
ADLs to represent moderate impairment and three or more ADLs to reflect severe
impairment. Yet your legislation defines moderate impairment as limitations in
three or more ADLs and requires this disability level to access home and commu-
nity-based supports as well as nursing home services. This standard will effectively
prevent many individuals from qualifying for federal home care benefits until they
are nursing home eligible. As such, though we believe your legislation has tremen-
dous potential to increase the linkages between supportive service providers and
senior housing facilities, we also are convinced that the ADL eligibility standard,
as proposed, will undermine this pg'eat potential.

o render a more meaningful home care and supportive service benefit, AAHA
strongly urges the Committee to consider reducing the eligibility standard from
three Lrsependenciee to two. Since we assume that part of your intent is to en-
sure the provision of long-term care services in the most appropriate setting, and
to prevent costly and premature institutionalization, we submit that our proposed
modification is in keeping with this intent.

AAHA also assumes that the home care eligibility standard of three ADI, depend-
encies is intended to control the costs of a federal home care program. Recognizing
the need to control total long-term care program costs, AAHA&r:poses as an alter-
native benefit package which could increase the amount of funding available for the
moderately impaired, helping more elderly individuals to remain at home and creat-
ing potential savings by delaying or eliminating nursing home placement. AAHA’s
recommendation for ﬁnancin%a ditional supportive service benefits within the pro-
posed program budget of $45 billion originates from our recommendation that public
sector benefits be reserved for the most needy.

Promotion of Private Long-Term Care Insurance

AAHA suﬁports several provisions in the LTC Family Protection Act intended to
encourage the development of the private long-term care insurance market. Among
the more significant provisions included in your legislation which would promote
this goal are the following:

Tax Treatment of Long-Term Care Insurance: AAHA firmly believes that
clarification of how LTC benefits, premiums and reserves will be treated by the IRS
could have a significant impact on LTC insurance supply and demand. This could
be accomplished by reducing the cost of long-term care insurance for individuals and
employers thus encouraging more people to %urchase policies. Your legislation would
provide the needed clarification, modi?ying the IRS code to treat long-term care pre-
miums a8 accident and health insurance premiums, thus providing pretax adven-
tagea for employees. It also would recognize the cost of long-term care insurance
premiums for purpuses of calculating medical liabilities on tax returna.

Additional Asset Protection for LTC Purchasers: AAHA has long supported
the demonstration project funded by the Robert Wood Johnson Foundation which
has been approved in four states to date. Like this demonstration model, your legis-
lation will encourage individuals toalpurchase private long-term care insurance by
providing purchasers with additional asset protection beyoud the $30,000/$60,000
standard limits. AAHA believes that this additional protection will serve as a posi-
tive incentive to take personal responsibility for long-term care risk.

LTC Insurance Regulation: supports the need to ensure that consumers
receive fair value under private long-term care insurance policies and that they be
protected against unfair marketing and sales practices. Enforcement of regulations
promoting these goals would be enhanced through uniform regulation of the long-
term care insurance market. In addition, since consumers have & difficult time com-
parison shopping among different long-term care producte, a certain degree of prod-
uct standardization is desirable to promote consumer understanding of Ionf-term
care products and their ability to comparison shop. Your legislation provides for
greater uniformity among products through federal regulation.

Medicaid Reform: As noted earlier in my testimony, Medicaid estate planning
and legal divestiture of assets for purposes of Medicaid eligibility pose a significant
threat to nursing home providers and public program budgets alii’;e. Your legislation
would take important first steps toward closing Medicaid transfer of asset loopholes

e
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by extending the “look-back” period of program eligibility from 30 months to & Iears
and by prohibiting the exclusion of certain assets from Medicaid eligibility deter-
minations. This grohibition would be effected by preventing individuals from “shel-
tering” assets in legal financial instruments such as trusts and annuities. AAHA be-
lieves that the Committee should also consider an additional safeguard against in-
appropriate transfer of assets through mandatory estate recovery programs at the
state level.

CONCILUSION

Mr. Chairman, | appreciate the opportunity to share AAHA's views on the reform
of our nation's long-term care system in general and selected elements of the LTC
Family Protection Act. Once again, I applaud your efforts and those of your col-
leagues cosponsoring this legislation to addrees the long-term care financing di-
lerama as an integral part of the movement for health care reform. The Association
supports many aspects of your long-term care legislation and looks forward to work-
ing with you and your staff in the days to come in further examining the impact
of this legislation on long-term care consumers and providers. AAHA stands ready
to mssist you and the Committee to achieve the implementation of a national long-
term care insurance program which represents a responsible partnership between
the public and private sectors and appropriate roles for each.
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PREPARED STATEMENT OF SENATOR CHARLES E. GRASSLEY

Thank you, Mr. Chairman. And thank you for holding this hearing on long-term
care. One of the greatest sources of anxiety and fear for older peopFe is that they
may be faced with the need for long-term care. This may even be the greatest source
of anxiety for them.

They have good reason to fear the need for these services. very few people can
afford the cost of long-term care, even for relatively short periods of time. And, if
the need for such services lasts longer, it is almost certain to cause impoverishment
or near impoverishment.

It is also clear that the Ksychic costs of care-giving are tremendous and can have
consequences for physical health also. For instance, the National Institutes of Men-
tal Health has sponsored research which has shown, as 1 understand it, that the
immune function is hindered in those who undertake heavy-duty caregiving.

Now, the long-term care issue is certainly not a new one. The 1971 and 1981
White House conferences on aging focused attention on this problem. Several cur-
rent members of the Finance Ccommittee introduced long-term care legislation
many years ago. ! think of Senator Bradley, Senator Hatch, Senator Packwood, and
of course, our chairman, Senator Rockefeller, has had a long-standing commitraent
to address this long-t«rm care issue. 1 held two hearings on long-term care policy,
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and workshops and hearings on Alzheimer’s disease, when I was chairman of the
Subcommittee on Aging starting in 1983.

It seems to me that what has held up action on this problem over this long period
of time is the projected cost of any comprehensive long-term care program. Esti-
mates of the near-term cost of comprehensive pro?'ams usually show that the{):re
very expensive. Furthermore, the future costs of such programs, after the baby
boomers begin to retire around 2010, are usually fprojected to increase greatly.

Of course, the advocates for long-term care reform are correct when they remind
us that the families of those who need long-term care are now paying most of those
costs. Nevertheless, thet does not alter the fact that launching a velzeexpensive new
federal program in the context of our current budget deficit would be very difficult.

I have co-sponsored the legislation introduced %\;Senators Packwood and Dole, S.
1668, the secure choice long-term care program. This legislation would create a pub-
lic/private program which would try to facilitate the purchase of private long-lerm
care insurance for the middle income and would provide a public program for low
income people. Thia legislation would be relatively cheap at $7 billion a year.

It certairly seems to me that the lon%-term care question has been shunted aside
in the debate on health care system reform, at least to this point. Of course, some
of the reform proposals do contemplate including long-term care programs. Never-
theless, it does seem to me that most of the debate has focused on the acute health
care system.

As we debate the health care reform issue, we should try not to lose sight of the
fact that we have to do what we can to improve and humanize long-term care policy.

I hope your hearings can help us do that, Mr. Chairman.

PREPARED STATEMENT OF VAL J. HALAMANDAR!S

My name is Val Halamandaris. I am President of the National Association for
Home Care (NAHC), which represents approximately 6,000 home health agencies,
home care aide organizations and hospices. On behalf of these organizations and the
beneficiaries they serve, I would like to take this opportunity to thank Chairman
Rockefeller and Merabers of the Finance Subcommittee on Medicare and Long-Term
Care for holding thie very important hearing.

Thanks to your efforts, Mr. Chairman, in heading the Pepper Commission activi-
ties and incorporating many of its recommendationa in legislative proposals, I feel
we are closer now than ever before to the enactment of a universal program for
long-term care. .

In the brief time I bave today, I want to address essentially four pointa:

1. The crisis in health care is becoming even more acute, and ne reform legislation
should go forwa-d without addressing the issue of long-term care;

2. Long-term care is not only a concern of the eld:ﬁ , but is also a problem faced
by individuals of all ages who are disabled, cognitively impaired, or chronically or
terminally ill;

3. The primary components of any long-term care program should offer a com-
prehensive array of home care and hospice services, base eligibility on disability
rather than age, provide appropriate mechanisms for el;’fibility determination and
patient management, and include progressive and broadly based financing mecha-
nisms; an

4. While private long-term care insurance will never be a total solution for financ-
ing long-term care, it can protect some people against large out-of-pocket expenses;
and ta;:{aro}n'iate reforms in the way of minimum federal standarda should be imple-
mented.

LONG-TERM CARE AND HEALTH CARE REFORM

The Pepper Commiseion in 1990 reached bipartisan consensus on the si%m'ﬁcance
of the lonf-term care problem and called for swift and comprehensive reform. Yet
Congress has instead focused ita attention on proposals to improve access to acute-
care health care services, which for the most part do not provide for the equally sig-
nificant need and public demand for long-term care. It is unclear why many of the
reform plans being considered by Congress and the President would repeat the mis-
take of the Medicare Catastrophic Coverage Act, which was repealed only a year
after its enactment because it failed to provide long-term care benefits.

Long-term care is one of the most devastating problems America faces today. Be-
tween 9 and 11 million individuals of all ages depend on others for help in the most
basic tasks of daily living. This number could double by the year 2030 to more than
19 million. During the same time, spending for long-term care could more than tri-
ple from current estimates of $57.8 %illion. The aging of the baby-boom population,
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improved longevity and the prospect of price increases for labor-intensive services
that exceed general inflation all contribute to this rapid change.

Public programs are already stretched to their fiscal limits yet they come nowhere
close to meeting the need; and very little help is available through private insur-
ance. Families exhaust their emotional and financial resources providing and pur-
chasing long-term care. A million Americane a year go bankrupt trying to meet the
cost of long-term care left uncovered by insurance. Only the most wealthy of Ameri-
cans are insulated from the potendal financial devastation. The rest can have their
lifetime savings wiped out in a matter of months paying for long-term care. It is
clear that major new efforts are needed in both the public and private sectors to
imﬁrove the organization and financing of long-term care.

r. Chairman and distinguished Members of the Subcommittee, I commend your
attention today to the issue of long-term care and urge you to take action on health
care reform legislation that creates a new federal program for long-term care, such
as the Long-Term Care Family Security Act, (S. 25671 and H.R. 4848), legislation
recently introduced by Democratic leaders in the Senate and House.

LONG-TERM CARE AN ISSUE FOR INDIVIDUALS OF ALL AGES

Individuals of all ages may need long-term care for a variety of reasone and dura-
tions. Many require %ong-term care because of disabling physical conditions that
limit their capacity to perform indegendently certain "activities of dail{ living”
(ADLs) such as bathing, transferring from a bed or chair, dressing, using the toilet‘
and eating. Others are limited in performing “instrumental activities of daily living’
(JADLes) such as shopping, housecleaning, using the telephone, managing finances,
doing laundry, and taking medications correctly. The disabled, chronically ill or cog-
nitively impaired individuals may need indefinite help with ADLs or JADLs. Indi-
viduals recuperating from acute conditions may need only temporary assistance be-
fore resuming their prior lifestyle and level of independence.

Nearly two-thirds of the long-term care population are c'derly; and pressure on
the long-term care financing system is bound to grow with anticipated increases in
the nation’s elderly population. If disability rates remain what they are today, the
number of elderly persons needing help with basic tasks is expected to double be-
tween 1990 and 2030—increasing from about 7 million to almost 14 million. The
number of elderly requiring nursing home care will more than triple—rising from
about 1.5 million to over § million. In addition, the AIDS epidemic may significantly
increase the demand for long-term care.

Individuals under age 65 account for about one-third of the long-term care popu-
lation. Their numbers also are expected to increase as the use of high-technology
and new medical breakthrou%hs continue to extend the lives of more mentally re-
tarded, developmentally disabled, and physically disabled persons.

PRIMARY COMPONENTS OF LONG-TERM CARE

Swift and comprehensive reform, along the lines of the recommendations proposed
in 1990 by the lg pper Commission, wﬂ? be necessary to address the nation’s long-
term care problem. The Pepper Commission appropriately targeted home card as the
best answer to the nation’s long-term care needs. Long-term home care improves the
quality of life because it is more humane. It reinforces and supplements the care
provided by family members and friends and maintains the recipient's dignity and
independence, qualities that are all too often lost in even the best institutions.
Home care can also be cost effective. New York State’'s experience with its Nursin,
Home Without Walls program is that clients who would otherwise need to be’ place
in a nureing home can be cared for at home for ebout half the cost.

I would hke to outline four components that NAHC believes are crucial to the suc-
cess of a federal long-term care program: the scope of benefits, eligibility require-
ments, eligibility determination and patient management, and financing.

1. Scope of Benefits. Services provided under the federal long-term care ;;rogram
should include a comprehensive array of home care and hospice serviceas and include
skilled nursing, home care aide personal care and chore services, physical therapy,
occupational therapy, speech therapy, grocery shopping, transportation services,
medication management, training of unpaid or family careﬁiveru, respite care, adult
day care, and nursing home care for a limited time with the primary purpose that
individuals would return to their homes.

2. Eligibility Requirements. Eligibility for services should be: based on an individ-
ual's functional or cognitive disability rather than age. Many of the legislative pro-
posals under consideration recognize ADLs as an eligibility trigger; however, some
require an individual to need assistance with as many as I Alg before becoming
eligible for services under the public program. In considering ADLs, it is important
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to note that an individual unable to carry out even one ADL can be extremely die-
abled and in need of long-term care. For example, an elderly individual, living alone
with no family or other caregiver close by, who needs assistance with only one ADI.,
such as eating, would benefit greatly from a relatively small amount of long-term
home care.

3. Eligibility Determination and Patient Management. There are many different
opinions on the best way to structure these “case management” services. NAHC be-
lieves that the division of responsibilities between payors and home care agency pro-
viders should recognize the payor's obligation to protect the program against exces-

-sive costs while acknowledging the caregiver’s responsibility for managing client’s
care, and serving as the client's advocate. It is the agency caregivers who are
trained for assessments and are in personal contact with the client on a continuing
basis. They are the ones ultimately responsible to the client for his or her care.

NAHC supports an approach that enables the provider to remain responsible for
care management and that allows the payor to carry out its utilization responsibil-
ities without an unnecessary, costly and administratively burdensome duplication of
client care planning and review ctions. For example, New York Stat~’s highly
successful Nursing Home Without Walls program has made use of joinl assessment
visitas by profeasionals representing provider and payor. Another example is the use
of the interdisciplinary team within the Medicare hospice benefit as a form of case
management. A prior approval for the utilization of services, after an assessment
has been done by the home care agency who provides a plan of care, could also serve
as an effective safeguard.

4. Financing. NAHC supports the Pepper Commission’s recommendations on fi-
nancing guidelines, specifically, that the revenue-raising mechanism should be as
progressive and as broad-based as possible and that it should keep pace with benefit
growth.

There are a variety of revenue-enhancement measures that meet this teat, includ-
ing increases in the high-income tax rate. Further revenue might come from so-
called “sin” taxes on alcohol and cigarettes.

PRIVATE LONG-TERM CARE INSURANCE REFORM

Private insurance to protect against financial losses from long-term care has only
recently becore available. And although private long-term care insurance will never
be a total solution for financing long-term care, it can protect some people against
large out-of-pocket expenses.

There are now more than 1.6 million long-term care insurance policies, which
were almost unknown a decade ago. But from the beginning, insuring long-term
care has presented problems for both insurers and insured. Fearful of runaway costs
and unsure of how the market would evolve, carriers have often written tight limits
into their policies, in some cases setting benefits too low to be really protective and
in others restricting circumstances in which coverage would apply.

These policies were widely criticized and insurance companies set about drawing
up new plans that would offer better protection at an- affordable price. Unfortu-
nately, a 1991 Consumers Union (CU) survey found the industry still has some dis-
tance to go. CU looked at 94 policies. While about 26 policies were rated as “good,”
none was rated very good or excellent. Several were rated not acceptable because
the premiums increase rapidly as the policyholder ages, perhaps causing people who
could afford the policy at firat to drop it later.

Major problems included inadequate inflation protection, little protection against
premium increases, and generally confusing and hard-to-compare policy provisions.
Probably the biggest drawback to private long-term care insurance policies is their
heavy price tag. The Health Insurance Association of America estimates that a fair-
ly comprehensive policy sold to a 65-year-old would cost about $1,400 in 1990; for
a 79-year-old, the price is $4,000. In addition, two House subcommittees last year
conducted investigations that uncovered nunerous problems with long-term care in-
surance agent practices.

NAHC supports the establishment of federal minimum standards to ensure the
sale of high-quality long-term care insurance products and protect consumers from
fraud and abuse. NAHC believes that federal intervention is necessary because state
attempts to regulate the market have had only limited success.

Even with improvements in benefit coverage, however, private insurance will
probably not be a viable option for the currently disabled elderly population or for
younger adults or children who need long-term care.
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SUMMARY

Long-teria care is one of the most devastating problems America faces today. With
rapidly changing demographics, this problem wiE only get worse unless prompt ac-
tion is taken. The Pepper Commission recognized this fact and has shown Congress
the way to meet this nation’s long-term care needs.

The Pepper Commission appropriately recognized that health care is the right of
all Americans, and that this rigﬁt does not terminate with the advance of age or
with chronic disability, The Commission also recognized that in-home care should
be at the core of a long-term care program, and set forth guidelines on how to fund
this program that are reasonable.

On behalf of the National Association for Home Care, I urge you to take action
now on legislation, such as S. 2571, that would create a national long-term care pro-
gram.

I appreciate the opportunity to testify before the distinguished Members of this
Subcommittee and Iooi forward to working with you as you continue to work toward
enactment of a federal program for long-term care.

RESPONSES OF VAL HALAMANDARIS TO QUESTIONS SUBMITTED BY SENATOR
MITCHELL

Question No. 1. In your testimony you comment on the use of 3 ADLs as an eligi-

bility requirement for services under a public program.
ould you please comment on the cognitive impairment and ADL eligibility re-
quirement contained in S. 267 1—our long-term care bill.

Answer. The National Association for Home Care (NAHC) is pleased that S. 2671
recognizes the importance of keying eligibility to functional disability and cognitive
impairment rather than age. Many families face destitution because of the costs of
caring for their chronically ill children and young or middle-aged adults at home.
While rublic and private benefits are sometimes available to pay for the care of
these clients in a hospital and nursing home, long periods of 1nstitutionalization are
destructive to the family and often unnecessary.

NAHC is concerned, however, that the bilH’a requirement to limit eligibility to
those individuals who need assistance with three activities of daily living (ADL) (i.e.,
eating, transferring, toileting, dressing, bathing) may be too restrictive. An individ-
ual unable to carry out even one ADL can be extremely disabled and in need of long-
term care. For example, an elderly individual, living alone with no family or other
caregiver close by, who needs assistance with only one of these ADLs, such as eat-
i would benefit greatly from a relatively small amount of long-term home are.
NAHC understands that some initial limitations are necessary because of financing,
but would like, at a minimum, to see eligibility broadened to include individuals
who need assistance with fwo ADLs.

Question No. 2. You also mentioned in your testimony the need for “appropriate
reforms in the way of minimum federal standards” for private long-term care insur-
ance.

Would you please elaborate on what minimum federal standards you think are
appropriate?

b tswczr. NAHC supports federal standards for private long-term care insurance
that:

o Base eligibility for services on “functional and cognitive ability” rather than
medical necessity;

¢ Require an annual inflation factor adjustment sufficient to ensure the benefit
is adequate many years in the future;

¢ Prohibit requirements that policies condition the receipt of benefits on prior use
of other services;

¢ Prohibit exclusion for, or condition benefits based on, pre-existing medical condi-

tions;

Require replacement policies to waive certain waiting periods;

Require guaranteed renewability;

Require approval of premium rates and increases in rates;

Require additional consumer protections such as simplified policy language and

standard policy formats, the “free-look” policy; and

¢ Set responsibilities for issuers and agents regarding restrictions on sale or issu-
ance of duplicate coverage, provision of a consumer guide on the purchase of
long-term care insurance policies, disclosure of utilization of benefits and pay-
ments, lapse rates, rescissions, application and payment denials.

NAHC would also make the following recommendations:

*® o 00
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1. Benefits

NAHC recommends that each long-term care insurance golicy should provide cov-
erage of and payment for both nursing facility services and home care services, and
that the home care services covered include the following:

e Skilled nursing services and incidental services;

¢ Physical, occupational, nutritional, respiratory, and speech therapies;

¢ Homemaker-home health aide services; including personal care and social/envi-
ronmental services (i.e., cleaning, cooking, laundry, meal preparation, shop-

ing);

. o?:?al services (guidance and counseling for social or emotional problems, such
as chemical dependency, and other long-term counaelinﬁ);

¢ Respile home care or respite nursing home care (provided to the home care pa-

tient to give a family member or other unpaid individual who cares for the pa-

tient a respite);

Transportation services;

Meals (home delivered) and nutrition counseling;

Emergency life line responses and linkages;

Companion services (part-time or live-in);

H(l)ppice csre, including ell covered home care services and bereavement coun-

seling; an

Adult day care.

This comprehensive array of home care services is necessary to maximize the indi-
vidual's chances for succesaful at-home treatment and to minimize the chances for
a costly nursing home placement or other form of institutionalization.

2. Minimum Standards for Home Care Providers and Services

NAHC recommends that the minimum home care standards include a definition
of care provider which states that all in-home services must be provided by an indi-
vidual employed by an orgt;m'zation that: (1) is a Medicare-certified home health
agency; (2) is accredited through a national accrediting organization, such as the
Joint Commission on Accreditation for Healthcare Orcganizatlons (JCAHO), National
League for Nursing (NLN), or the National HomeCaring Council (NHCC), whose
training and testing standards are comparable to Medicare training and testing cur-
riculum; or (3) is licensed in a state whose licensure laws are applicable for home
care services and require training and testing curriculum comparable to Medicare
training and testing curriculum.

This minimum standard would allow wider access to services while at the same
time setting limits to ensure high-quality care and adequate consumer protection.
The training, testing and supervision requirements imposed by Medicare, JCAHO,
NLN, and CC are important to the provision of high-quality care. Providers not
subject to these quality assurance mechanisms are likely to put underqualified and
unsupervised individuals in the position of providing personal care that could be of
substandard and inconsistent quality. In these situations, there is greater incidence
of institutionalization, and subsequently higher costs to the payor. The risk of fraud
and abuse against elderly and disabled clients also may increase.
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PREPARED STATEMENT OF SENATOR ORRIN G. HATCH

Thank you, Mr. Chairman. I commend you for holding a hearing on the subject
of financing and delivering long-term care for the chronically ill. This subject is com-
plex and poses several public policy challeng;ol.

Although there is no consensus on a definition of long-term care, the Employee
Benefit Research Institute characterizes it as “the organization, delivery, and fi-
nancing of a broad mngfnof services and assistance to people who are severely lim-
ited in their ability to function independentl{ on a daily basis over a relatively long
period of time.” Long-term cere services include medical, social, personal, and sup-
portive services.

According to a recent Congressional Budget Office study on the Policy Choices for
Long-Term Care (June 1991), people of all ages need long-term care, although about
three-quarters of functionally disabled adults and 90 percent of nursing home resi-
dents are age 65 or older. Much of the focus is on long-term care use by the elderly
fo ulation while less is known about the use of the nonelderly disabled population.

ook forward this momning to learning from our panelists about needs of the
nonelderly disabled population, as weli as the elderly.

Long-term care is a matter of relevance for the young and old alike. A recent
American Association of Retired Persons survey found that 64 percent of Americans
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are “very concerned” about the costs of long-term care; 63 percent are “not very” or
“not at all confident” that they would be able to pay for long-term care, and 73 per-
cent believe that nursing home costs would impoverish them. Anyone who has un-
dertaken even a cursory siudy of long-term care issues must conclude that these
fears are justified.

As I see it, any proposal designed to reform long-term care financing and delivery
must address six problems. First, the catastrophic costs of long-term care. A 65-
year-old today has about a 20-percent chance of spending a year or more in a nurs-
ing home at an annual cost of approximately $30,000. fn tﬂe absence of adequate
public and private coverage for long term care, most people pay long-term care costs
on an out-of-pocket basis. Unfortunately, this development threatens to impoverish
many elderly and their families.

Second, there is lack of risk pooling for long-term care. Public programs provide
52 percent of the funds spent on nursing homes, but these programs do not provide
long-term care risk pooling. Medicare, for instance, aids only post-acute patients,
while Medicaid provides long-term care only for the poor. At the same time, private
insurance markets, according to the recent Steelman Commission, have increased
during the past few years, but they still reach less than 5 percent of the elderly.

Third, access to and variations in long-term care services occur among the states.
Very little coverage currently exists for the horae and community-based services the
elderly and their families oflen prefer over mstitutional care. Many states have ex-
tremely limited Medicaid home care programs so there is a substantial variation in
the home care services offered by Medicaid.

Moreover, fourth, the quality of some long-term care services is questionable. Sev-
eral faclors contribute to inadequate quality: lack of understanding of the process
of effective care; knowledge about the effect of licensure, certification; low staffing
standards; lack of consumer information; and low reimbursement rates. ] am aware
that the Health Care Financing Administration is currently working on the imple-
mentation of the Omaibus Reconciliation Act of 1987, writing regulations to cover
nursing home reform, including survey certification and enforcement regulations for
nureing home.

Fifth, the expenditures for long-term care are high and increasing. The Steelman
Commission reports that 53.1 billion dollars was spent on nursing home care in
1990; another 6.9 billion dollars was spent for home care services. Thage expendi-
tures do not include the commercial value of informal caregiving—a responsibility
usually assumed by family members. No doubt the value of those services are esti-
mated in the billions. Given the increase in the cost of long-term care and our aging
population, these expenditures can be expected to grow substantially in tl:e future.

Finally, there is the problsm of financing long-term care. The method of financing,
the cost of the program, types of covered services, eligible populations, characteria-
tica of the beneficiaries, and—I think—risk pooling approaches are all coasider-
ations of financing long-term care. Proposed solutions to the problem of fingncing
reﬂuires balancing these various considerations. From the number of very different
bills now pending in Congress, it is obvious that Congress has not yet reached a
consensus on an agreed atrategy for addressing them.

Today the long-term care debate is largely precccupied with the question of what
is the appropriate role for the public and private sectors in providing solutions to
these proElems and who should pay for the expanded financing.

I am convinced that the delivery and financing of long-term care should not be
considered in isolation from the larger health care reform debate now waging in
Congress. We need to be mindful of how our deliberation this morning fits into the
whole health reform picture. I believe there are four major objectives that must be
operative in reforming any of our health care programs, including any new legisla-
tion on long-term care. They include:

e Access to health care and financial security for American families;

¢ Reduction and control of the health care cost growth rate;

e Improvement of the long-term health and well-being of Americans; and
¢ Maintenance of the quality of care.

These principles are no lees relevant for our discussion today. ] commend them
to my colleagues on this subconumittee.

Mr. Chairman, ae I listen to our experts this aftermoon I will be considering their
insights from the perspective of these fundamental principles. Thank you.
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Chairman Rockefeller and Members of the Committee. My parents were victims
of Alzheiwer’s disease. They were also victims of gross neglect—neglect from a polit-
ical and health care system that ignored them, a system that continues to ignore
millions of other American families facing long-term care crises that will devastate
them, physiceally, emotionally and financially.

It is time—way past time—to end that neglect, to put long-term care at the top
of our national agenda and to enact a public program that will provide basic secu-
rity for all Americans, regardless of age, income, or cause of disability.

t is time to stop talking about why we cannot pass long-term care legislation,
and start talking agout why we must.

I. LONG-TERM CARE AND HEALTH CARE REFORM

Some people argue that we have to deal with health care reform first, and that
long-term care is just going to have to wait its turn. Mr. Chairman, that is a false
distinction that makes no sense in the real world.

For millions of Americans, long-term care is the health care crisis.

Alzheimer’s disease is the most expensive and the least insured illness millions
of families will face. Today, it strikes 4 million Americans. By the middle of the next
century, 14 million people in this country will be living with the disease, and every
member of their families will be affected.

Every person who gets Alzheimer's will need full time care. Their families will
easily spend as much as $40,000 a year, in today’s dollars, to provide that care. And
they may have to provide it for a very long time.

When the doctors teld us mother had Alcheimer’s disease, they said she would
live a year or two at most. She died more than 10 years later. My father spent
everything they had, everything they saved over 40 years—more than a quarter
of a million dollars—to pay for her care. He had worked for the Navy Depart-
ment for 25 years and assumed he had good health care protection for their re-
tirement years. It did not pay a penny for my mother’s care.

Dick Gehring of Bloomington, Minnesota has already spent over $400,000 to care
for his wife, who has lived with Alzheimer’s disease for the past 18 years. He
and a colleague retired from the same corporation, at the same time, with the
same health insurance. His colleague’s wife got Lou Gehrig’s Disease and insur-
ance paid the bill. Dick’s wife got Alzheimer’s disease; insurance paid nothing.

Even the most sweeping health care reform proposal on the table will fail millions
of families, unless it includes long-term care.

1. THE COST OF LONG-TERM CARE LEGISLATION

Some people say that a long-term care bill is too expensive. There is no question
that it carries & large price tag. But Americans are already spencing this money,
in a cruel system of Russian roulette. If you are the unlucky one, you are stuck with
a bill you cannot afford—and there is nothing you can do to reduce your risk, par-
ticularly with a disease like Alzheimer's.

What we have to do is spread that risk, through a system that asks all of us to
contribute in a way that each of us can afford. It would cost about $6 a week per
taxpayer to finance a comprehensive long-term care program. That is $260 a year—
a number taxpayers can understand and, according to public opinion polls, are will-
ing to pay, if it buys real protection against the massive long-term care costs they
fear.

We must teke an approach to long-term care that is cost conscious from the very
beginniig. One of the most jmportant ways to do that is to provide for the full con-
tinuum of care, with an emphasis on home and community based care and alter-
native residential settings that keep people out of expensive medical care unless
they need it.

My mother’s condition deteriorated rapidly, and my father could no longer cope
with her care. I had moved back home to help, but I had to go to work every
day. We nufht have managed longer, and I am sure the quality of my mother's
life would have been better, if we had been able to get appropriate home care
or day care. But there was no such care available. Our only option was the cost-
liest one—a nursing hone—even though she did not really need that level of care
for most of the years she was there.
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We have learned & lot in the intervening years about alternatives for Alzheimer
care. We need to build those into any public program, for both cost and quality rea-
sons.

11I. FAMILIES AS CAREGIVERS

Some people argue that public funds should not be used to pay for care families
are now providinq'at no coet to the taxpayer. In fact, there is little evidence to sug-
qest that availability of formal care in any way reduces the amount of care the fam-
ily provides. We are not asking government to replace what families are doing. We
iare asking for the help that mal%es it possible for them to continue to provide care
(o] er.

amilies are the heart and soul of the long-term care system today, and we want
to keep it that way. But lor;f-term care is literally killing them.

Caregivers of the frail elderly are at enormous risk.I}fheir average age is 67. One
in three are at least 656. Over 40% of caregiver-husbands are at least 75. Caregivers
at any age are far more likely to be in poor physical health than others in their
age group, and they are three times more likely to be suffering from depression.

ey suffer from exhaustion, lowered immune chtion, and stress-related illness
and injury directly related to their caregiving. By ignoring caregivers, we are
compounding the health care crisis in this country.

I work in a rehabilitation hospital in New Jersey. I see all the time stroke vic-
tims suffering from great stress, because they are the sole caregiver for a spouse
at home. My father ended up in the hospital, physically and emotionally de-
stroyed by the unbearable burdens of care. He died in the hospital, two years be-
fore my mother—just as much a victim of the disease as she was.

At least one-third of all caregivers work outside the home, either full or part-time.
Middle-age caﬁﬁivem, most often daughters and daughters-in-law, work the equiva-
lent of three time jobs to balance the demands of job, their own children, and
their parents. Younger adults put their own lives on hold to help provide care.

Teenagers, like the children of Orien Reid of Philadelphia, give up their own
childhood to share the responsibilities of caring for their grandmother.
Bill Gold of Detroit dropped out of law school to take care of his mother.

I left a job in upper New York State, because long-distance caregiving could
not work. i'ly parents needed nie at home.

As our population ages, the numbers of people needing long-term care will mush-
room. Spouses and adult children providing the care will be older and frailer. And
changing family structures—smaller and more widespread families, larger numbers
of women in the work force, more single parent households—will leave fewer family
members available to help.

If we lose our family caregiving system, it will add another $54 billion to health
care costs. The costs in human terms would be immeasurable. But we are much
nl\ore likely to lose family caregivers if we do nothing, than if we begin to support
them.

IV. PRIVATE INSURANCE AS A SOLUTION

Some people suggest thet private insurance can provide the long-term care protec-
tion most ericans need, particularly with appropriate atan(fards and perhaps
with some public subsidy through tax incentives or Medicaid.

According to a report just released by the Alzheimer’s Association, private assur-
ance cannot do the job. We looked at some of the best policies now on the market—
industry leaders. Our findings were very disappointing.

If you are 68 years old, the average age of people buying long-term care insur-
ance today, you can spend more than $4000 a year for the best available cou-
erage, but you will not have the protection you will need if you get Alzheimer’s
disease. Very few older Americans have that kind of extra money to invest in
long-term care insurance. And if you already have Alzheimer’s disease, or even
symptoms that suggest you might ﬁe getting Alzheimer’s, you cannot buy a polity
at any price, no matter how much noney you have.

There is no way an insurance company can write a policy that fully covers
Alzheimer care, is affordable to most consumers, and assures the company a reason-
able profit, The Alzheimer's Associstion is not saying that a public program has to
do it all. Within a public program, there may be considerable room for private insur-
ance to play an appropriate role, perticularly for consumers who are interested in
protecting substantial assets.
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But without a sound social insurance progcam, private insurance will be no more
than a band-aid on a major hemorrhage. We certainly should not be using tax dol-
lars to subeidize these inadequate policies in lieu of real benefits for those who can-
not afford private insurance.

V. THE INADEQUACIES OF MEDICAID

Some argue that Medicaid provides the ultimate safety net for long-term care and
that, perhaps with some tinkering, it can meet the need.

The problem with Medicaid is that people who desperately need help cannot
“qualify, benefits are limited and biaseg toward inadequately reimbursed institu-
tional care, and the system itself demeans the people it does help by forcing them
into poverty in exchange for meager benefits.

Even the limited long-term care Medicaid now provides ie in jeopardy. States are
eliminating medically needy pmﬁrams that have given people access to long-term
care, reducing Medicaid nursing home bed supply, cutting back on home and immu-
nity care.

\xe are forcing older persona who have spent their life savings on long-term are
to compete with poor mothere who need basic health care for their young children,
in a system that does not work well for anyone.

My father knew that there were ways he could qualify my mother for Medicaid.
But he considered Medicaid a program for the destitute. We were raised to obe
the spirit as well as the letter of the law, so we paid privately for my mother‘z
care for over 10 years.

He and my mother, and millions like them, were victims of a system that provides
help at the economic extremes—private insurance for the wealthiest and a public
program for those who have nothing at all.

e act like we don't know that long-term care crosses all economic lines, that al-
most no one can pay the staggering costs, that other fdmily needs do not go away
just because a parent or a spouse or a child develops a chronic illness that requires
expensive long-term care.

e just assume that somehow people will manage. But we are asking families to
do too much.

Orien Reid, a single mother from Philadelphia, was forced to use the money she
had saved for her daughter’s college tuition to pay for her mother’s long-term
care,

Catherine Brewer of Long Island was forced to remortgage their home when her
husband got Alzheimer’s and lost his job, because they had already spent every-
thing else to pay for his mother’s long-term care.

Eileen Draﬁanc of Skokie, Illinois is being forced to spend all of her resources
to pay her hushand’s nursing home bill, even though fj qualifies for Medicaid,
I_)ecg(ziuse it would be too traumatic to move him to a facility that will accept Med-
fcaid.

We have to do better. It is time to put in place a long-term care program that
provides financial security for all Americans, spreading the costs and the risks
among us all in a way that every family can org.

Mr. Chairman, we commend Kour leadership in bringing to the Senate a respon-
sible long-term care proposal that can lead us toward a solution to this problem.
The Alzheimer’s Association supports S. 2671, the Long-Term Care Family Security
Act. It would provide a critical social insurance underpinning for long-term care,
asks families to continue their commitment, and leaves a role for private insurance
that is reasonable to expect the industry to fill.

We also commend you for holding this hearing today, to underscore that long term
care is and must be an integral part of the health care reform debate.

The Alzheimer’s Association is a §0-state network of 215 local chapters, more than
1600 support groups, and tens of thousands of volunteers. Almost all of us come to
the Association from a personal caregiving experience. Long term care is our top pri-
ority and we are ready to work with you and the Committee to enact me 1
health care reform that includes long-term care.

REespoNsgs oF BiLL KEANE TO A QUESTION SUBMITTED BY SENATOR MITCHELL

Question. One of the concerns that has often been exiressed about expanding
home care it the so-called "w00dworkin?'" effect. Do you believe that there would be
a major change in behavior among family caregiver of Alzheimer’s patients if a long-
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term care benefit were available? In other words, would informal caregivers stop
giving care voluntarily in favor of paid care?

Answer. Absolutely not. The Alzheimer’s Association works with families all
across the country who are desperately trying to continue as caregivers. They do not
want to give up their caregiving roles, but they do deaperately need help, as the
Committee heard from all of the witneasses who testified before you.

Virtually all of the research that has been done on this subject confirms what we
know from the families we see every day. They show that families continue to pro-
vide the majority of long-term care to frail elders even when formal services are
used. They have discovered that higher rates of formal service use are directly asso-
ciated with increased provision of informal care—because the person needs more,
and more skilled care, not because families are substituting formal services for their
own role. The consensus among studies that have specifically examined this ques-
tion is that the ¢fTect of formal care on the provision of informal home care is small
or statistically nonsignificant. (See attached excerpt from “Caring for the Disabled
Elderly: There’s No Place Like Home,” in Inmproving Health Policy and Manage-
ment.)

If anything, what actually exists is just the opposite of the “woodwork” effect. One
of the interesling things that has been learned in the many demonstrations of home
care 15 that the re problem is not subatitution, but rather convincing famil
caregivers that it is alright to accept help and that they do not have to relinquis
their role as primary caregiver.

None of the long-term care proposals on the table would provide the full time
round the clock care that a person with Alzheimer's disease living in the community
needs. The Long-Term Care Family Security Act would provide at most §8 hours
of home care a month—about 3 hours a day—even for the most severely disabled.
That will be an enormous help to families, {Jut they will still be left to do most of
the job themselves. The provision of that care—enou%h to get soroe relief from the
constant demands of caregiving or help with some of the tasks that the caregiver
may not be able to do alone—may make the difference between keeping a person
at home or putting that person in a nursing home. But it is not going to lessen the
commitment of the family caregiver.

The reality is—and there have been studies that show this—even when a person
with Alzheimer’s disease enters a nursing home, the family caregiver does not aban-
don his or her caregiving role. It just becomes different.
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Will Paid Home Care Erode Informal Support?

One of the main barricrs to the expansion of home carc programs is
the fear that policymakers have that paid home carc will causc friends
and rclatives to stop providing informal carc. In short, lawmakers do
ne* want the public paying the bill for homce care that otherwisce would
be provided free, because the potential costs to the health care systen
would be staggering. Onc study estimates that over 27 million days of
informal -arc were. provided to lhc nation's disabled c|dcrchach week
in 1982, an avcrage that excceds 5 days per week per disabled person. n 42

The bulk of research suggests that more paid help docs not mean
less unpaid care. Thus, policymakers should not assumc that the provi-
sion of formal in-home services to carc for older persons will resultin a
widespread substitution of formal for informal carc. Indecd, most find-
ings imply that paid care increases the overall amount of carc provided
and thus should result in fewer unmet nceds among the disabled cl-
derly. In 1984, onc-third of the clderly with ADL disabilitics reported
somec unmet ADL nceds. 3

An ambitious rcview of ncarly all home- and community-bascd
long-term care studies conducted since 1960 concluded that “infor-
mal social support tended to decline with home and community carc

use.™¥4 Close inspection of the studics presented, however, suggests just

the reverse, Of the 53 cvaluation findings presented on informal care,

————— e A sr_

4! were s(aUsu?ally nonmgml’can( 7 suggcested a statistically significant,
increase in unpaid care, and only 4 subgcstcd a smumcally mgmﬁcanl

—— e — iy
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dccrcase (1 finding was indcterminate). Morcover, none of the signifl-
Cicantfindings reported nccessarily reflected a reduction in the total
amount of informal support. An alternative explanation would be that
the results reflected a_change in the type of unpaid carc reccived 5T

In fact, with only onc cxception, the conscnsus amo: g studics
spvcnﬁcally designed to examine the substitution of formal care for the
provision of informal home carc is that_the cffect was small or statis-
tnc.lllx nonsn;,nlﬁcam. In the federally sponsorcd Clnnnclmg dcmon-
“stration, the casc managemcent model that provided a rich array of
formal in-home scrvices found only a small reduction in the percent-
age of disabled clderly recciving any informal carc.4® [t also causcd a
nonsignificant dccreasc in the number of visits per week by informal
carcgivers and a nonsignificant incrcase in the number of hours per
day of carc provided by the primary informal carcgiver. In terms of
specific arcas of help, there were a few arcas of small but significant
rcductions in the provision of informal help, more by nonfamily than
by family carcgivers. However, these small reductions in unpaid care
were associatcd with much greater increases in paid carc. For meal
preparation, houscwork, laundry, and shopping, for cxample, a 4 per-
cent to 5 percent increase in the number of clients receiving services
from paid providers was associatcd with a 1 pcrcent decrease in the
number of clderly recciving the same service informally.

Similar results were found in studics of California, Chicago, and
Minncsota home carc programs. A smiali reduction was found by Cali-
fornia’s Multipurposc Scnior Scrvxccs*l’mjccl cvaluation.*? For persons
living with others, a 10 percentincreasc in formal carc led to a 1.2 per
centdecreasc in informal carc. The cffect was less for clderly living with
a child and for thosc with a sibling ncarby, with no detectable cffect
for persons living alonc. A recent analysis of the Five Hospital Program
community care projcct in the Chicago arca found no cvidencc of a
significant decrcasc in the total number or volume of services pro-
vided by informal carcgivers between bascline and the 9-month and
48-month follow-up, despite a significant increasc in formal scrvices. ¥
A study of the Minncsota Prc-Admissions Screcning/Alternative Carc
Grants Program also found that informal caregivers did not reducc
support following the inroduction of formal home carc scrvices.4?

The onc study using a nationally representative samplce of disabled
clderly found that the-amount ol ififorinal” hanieearc Feccived was
not significantly a affccted lzy the level of formal carc being provided. 50
*This conclusion aiso held for subgroups of cl(lcrly formal carc uscrs
who were most likely to exhibit substitution: those without cognitive
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problems, the disabled elderly with above average income, and persons
who live alone. The more severely disabled elderly with three or more
problems with the activities of daily living cr cognitive impairmcm
who are the Target ol mosC proposals_ta_cxpand piid honme me cire, aE'(_)'
did_not show evidence of.any_substitution_of_paid for. unp1|(Lc.1rc.,

In contrast, one stud’ Jound informal caregivers withdrawing
from 1.35 areas of help (bathing, toileting, shopping, housework,
mcals, and so on) in response to the provision of formal care in one
additional area.5! Again, this finding may reflect redirection of family
help rather than a reduction in their overall level of effort.

Overall, the findings suggest that advocates of home care face
an important dilemma. On the one hand, the results strongly support
the contention that paid-home care can be expanded without erod-
ing the amount of informal care. Indeed, the disabled clderly with
paid care reccive more care than similar persons who do not reccive
these services.

On the other hand, one rationale for expansion of home care is to
relieve the burden on informal caregivers. But most rescarch suggests
that providing paid home care m'\y_ngLsubsmnnally ruJucc the burden
because many elderly have unmet care nceds and most caregivers will
continue to provide vnrlually the same amount of care. This may also
help to explain_the perplexingly_small impact that prior paid home

— ——

care dcmonslrauons have_had_on caregiver, burden ll does not mean

" that informal caregivers are ungrateful or do not want home care, but
rather that caring for a disabled relative is such a major responsibitity

that receiving mod_;l amount:_of paid care does not radically change

their global perccpuon ol' burden. Whal paid_liome-care_can_da_for
carcgwcrs is give_them _a pccdcd rcspuc and allow_them_to_arrange.
glncxr__hours and_ta:;!gsmggg_g[ﬁ;xntjy Families welcome the relief, but
their burdens remain great.
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Mr. Chairman, members of the Committee, it is a pleasure to testify before you
today on long-term care financing reform. My remarks today reflect work I am doing
with my colleague Judith Feder of Georgetown University, an expert with twenty

ears of experience on health and long-term care issues. My own work in health and
ong-term care has focused on reform and financing issues and on the ability of older
Americans to meet their needs for health care. We began our collaboration during
the Pepper Commission when Dr. Feder was staff director and our effort is continu-
ing under a grant from the Retirement Research Foundation.

n turning your attention to long-term care, you are addressing a critical but often
missing piece of the health care reform agenda. Today virtually all Americans—
young and old, rich and poor—face the risk of impoverishment if they become im-
paired and in need of assistance in the basic tasks of daily living we call long-term
care. Economic security in the event of illness requires protection against these
rieks, just as it requires protection for needed care from physicians and hospitals.

My testimony will address two questions: First, why we need long-term care fi-
nancing reform; and second, what alternative strategies exist for pursuing that re-
form. In brief: we need reform because, under current law, families bear the full fi-
nancial as well as emotional burden of providing and financing long-term care; we
have no mechanism or system for spreading or insuring that cost. The challenge be-
fore you in chousing a strategy for reform is to develop a long-term care system that
guarantees universal protection, an equitable distribution of financial burdens, and
affordable costs—for individuals and the nation.

THE NEED FOR LONG-TERM CARE REFORM

From your deliberations on health care reform, you are accustomed to hearing
about the gaps and inadequacies in insurance for hospital and physician services.
When it comes to getting and paying for long-term care services, the problem is far
more fundamental. It is not that we have an inadequate or insecure system for in-
suring long-term care; instead, we have no system at all. Individuals pay for home
care or nursing home care out of their own resources; and, when those resources
are exhausted—or if they have none to begin with—they turn to the welfare-based
Medicaid system for support. Unlike insurance, which protects people against finan-
cial catastrophe, our current system provides people protection only after catas-
trophe occurs. Medicaid is thus not an insurance program; it is a welfare program
for those who have impoverished themselves. And even after becoming eligié)le, fam-
ilies must devote most of their incomes toward the cost of that care.

Who Needs Long-term Care? Although the probability of needing long-term
care is far greater for the elderly than for the younger population, anyone at any
age can become impaired and in need of support to sustain themselves or their
households. A child born with cerebral palsy, a young mother or father injured in
an automobile accident or a grandparent with Alzheimers—all have in common the
need for personal and household support services. Moreover, it is extremely difficult
to predict who will ultimately need this care.

e do know that when people need care, they often do not have the means to
provide it for themselves. Among the elderly, for example, those with disabilities are
older on average and have fewer resources than does that group as a whole. The
most likely group to need Jong-tern care services, unmarried women over the age
of 86, have rales of poverty in excess of 20 percent. And many more of them have
incomes just above the official poverty levels.

Today, an estimated 9-11 million Americans, one-third of them under age 65, are
sufficiently impaired to need these services. About four million, one-fifth of them
under age 66, are so severely disubled that they cannot dress, bathe, or get out of
bed without substantial help from others.

How do people get care? Contrary to popular perception, most people receiving
long-term care live in the community, not in nursing horoes. Four out of five of the
disabled {and more than half of the severely disabled) live at home or in the commu-
nity and depend almost entirely on their family and friends for the support they
need—or do without needed care.

In part, reliance on family support reflects the commitments families have, and
should have, to caring for their impaired relatives. But the fact that many
caregivera themselves tend lo be elderly, to have low incomes and to experience less
than good health, coupled with the intensity of the care they provide (four hours
a day, seven days a week, on average) suggests that families find themselves with
no viable alternative. Medicare pays for in-homne care only when people need skilled
nursing or rehabilitation services—not when they simply need the personal and sup-
port services that are the essence or long-term care. Ancf even Medicaid, the primary
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public payer for long-term care services, covers relatively little care at home, as
compared to the population in need.

Purchasing home care is expensive. Monthly payments averaged $439 per month
for the most severely impaired purchasers in 1982. With in-home care currently es-
timated to cost about $60 per visit, most pecple in need of lonlg-term care lack the
means to purchase it or to purchaee it in adequate amounts. Four visits per week
would cost $12,480 per year for an individual-totalling nearly half the total income
of a typical elderly couple. And most home care is supplemented by family
caregivers who may take time off work in crder to provide care. These costs are not
captured in any of the formal figures.

ursing home care, estimated to cost more than $2,600 per month, is beyond the
means of almost all Americans. At that price, even a short stay in the nursing home
is “catastrophic.” If a couple pays on its own for these services, they would have to
have an annual income of almost $40,000 to afford the nursing home services and
leave the community-dwelling spouse with just a poverty level income. Only about
28 percent of elderly coupl;n%rave such incomes. I? they tum first to savings to try
to stretch their resources further, the average family will exhaust its financial as-
sets in less than one-and-a-half years. And since many older families rely on finan-
cial assets to provide income to meet their basic living expenses, depletion of assets
may still result in great hardships for the community-dwelling spouse.

Among older persons with out-of-pocket spending of $3000 or more, 83 percent
went for nursing home care. Long term care, not acute care services, accounts for
the catastrophic spending on health care by many of our citizens. Individuals and
their families pay about half the costs of all formal long-term care in any given year.
Although Medicaid does finance nursing home care, to obtain its benefits people
ve up all their assets and all their incomes—essentially impoverishing themselves

efore they can get assistance. This requirement presents not only a financial bur-
den, but also a barrier to access to care for those who fear giving up their financial
independence and becoming dependent on welfare. Furthermore, it 18 not clear that
Medicaid can continue to bear nursing home costs. In 1990, Medicaid spent more
than $25 billion on nursing home care (almost three-quarters for the eﬁierly; the
rest on facilities for the mentally retarded). As the Medicaid progr.m-faces enor-
mous cost pressures—not only from long-lerm care but from its role as a health care
safety net for the poor and uninsured—seerious questions arise as to the adequacy
and quality of the nursing home services Med.icaia buys.

Over the last decade, private insurance has emerged as a means for spreading the
risk of long-term care. E'I‘oalay, about 2 million Americans have privale insurance
policies. However, if these policies promise adequate protection against likely costs
(a standard many do not meet), they are unlikely to Ee affordable by the majority
of senior citizens, most in need of protection. The Health Insurance Association of
America estimated the cost of such a policy at $1400 for a sixty-five year old in
1990; over $4000 for a seventy-nine year old. And part of the “cost’ of making such
insurance affordable is precluding anyone with a long list of health problems from
purchasing policies.

Estimates prepared for the Pepper Commission indicated that only 6 percent of
today’s elderly population could afford such a policy without spending more than &
percent of their income—and even then, they would not be fully protected against
the costs of care. Many older Americans wishing to protect themselves from the
coats of long-term care would have to lower their standards of living for many years
in order to obtain partial protection.

Private insurance, with the addition of consumer protection standards, can pro-
vide some Americans some security against the financial risks of lonﬁ;term care.
But for the vast majority of the elJerl , anyone who already has a disabling condi-
tion, and the younger population with a small but real risk of long-term care needs,
the emerging market provides little prospect of protection.

What are the Prospecta for the future? If the current picture of long-term care
financing-looks bleak, the future looks even worse. Projections are that the elderly
ropulation will double in the next fort{egears. The population over age 85 and most

ikely to need long-term care is projected to increase Evefold. At least 8o far, longer

lives have not translated into healthier lives. Increased survivorship of disabled chil-
dren and the traumatically injured, along with the spread of AIDS, will increase the
need for long-term care among the younger population as well.

Private insurance coverage may continue to grow, as future older Americans with
higher incomes are better able to afford its costs or to purchase it at younger ages.
However, even optimistic projections of private insurance growth suqeeet that 30

ears from now, no more than half the nation’s senior citizens are likely to have
ong-tenn care protection. As a result, the demands on the welfare-based Medicaid
program will rise with the growth in the elderly population. Projections are that
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even to keep pace with current levels of service—deemed inadequate by consumers,
providers, and experts—expenditures on long-term care, net of general inflation,
would be triple today’s levels.

OPTIONS FOR REFORM

While there is widespread agreement that long-term care should be covered by
some form of insurance and that government must play a role in the development
of that insurance, there is disagreement as to the roles the public and private sector
should play. As in acute care, options range from strategies that would promote pri-
vate insurance as the most appropriate strate%y for the majority of Americans, lim-
iting public activities to the role of safety net for the poor, to strategies for develop-
ing a universal social insurance system to protect all Americans, regardless of in-
come, for long-term care needs. In between are strategies that would provide limited
social insurance—combining social insurance for some benefits with a public/private
partnership for others.

Private insurance/Medicaid expansion. Some argue that government can
most efficiently promote insurance for long-term care by facilitating the expansion
of private long-term care insurance—primarily by extending the favorable tax treat-
ment of health insurance to premiums and benefits paid gor long-termm care insur-
ance. Some would add subsidies for private insurance, through tax credits or the
provision of public “back-end” coverage, to promote broader purchase of private in-
surance. These subsidies would help to lower the costs of insurance to those with
the resources to purchase coverage. Such expansion, they argue, would miniinize the
need for government-financed care, although they might be accompanied by some
improvements in Medicaid protection of income and assets.

eferential tax treatment, accompanied by public education, could be expected to
facilitate growth in the number of people purcgasing long-term care insurance. Fur-
thermore, public standards and oversight to ensure adequate value for the dollar
and other consumer protections in the geveloping marketplace could reduce some of
the fears about abuses. Finally, some enhancement of Medicaid benefits-—to cover
more care at home, and to raise the low levels of income and assets nursing home
residents are allowed to retain—could improve upon the current system and en-
hance the quality of life for the currently impaired population.

However, such a strategy also poses many problems. Even with preferential tax
treatment and subsidies, private insurance would remain too expensive for most el-
derly to purchase without substantial financial sacrifice. Subsidies would therefore
disproportionately benefit the better-off relative to the moderate income elderly.
Even more important, such a strategy will not be adequate to srovide universal pro-
tection against long-term care risks—unless the subsidies and Medicaid expansion
were much greater than that usually proposed. As indicated above, even optimistic
ﬁr(jectiona indicate that it would be decades before significant numbers of elderly

ad the resources to purchase private long-term care insurance. In the meantime,
inadequacies and impoverishment would persist. And even forty years from now,
long-term care insurance would remain too expensive for more than half the elderly
to purchase at a price less than 6 percent of income.

suing such a strategy would seem ironic, indeed, given public outrage at to-
day’s combination of Medicaid and private insurance for the population under age
65. To repeat the nation's experience in health insurance—to intentionally build a
system that will inevitably leave out vast numbers of Americans, entail innumerable
inefficiencies, and produce uncontrolled increases in health care costs—would seem
to be a tragic and avoidable mistake.

Social Insurance. The virtual absence of any system for long-term care insur-
ance in the current environment provides policymakers an ogportum'ty. Rather than
struggling to mitifate the inefficiencies and inequities developed over the years, it
is possible to build from acratch an efficient, effective system for financing and deliv-
ering long-term care.

A social insurance system-—providing in-home and nureing facility benefits to all
disabled Americans, regardless of income—has considerable advantafea in this re-
gard. It could cover everyone in need and spread costs equitably and progreasively
across the full population, limiting burdens relative to abﬂity to pay. Pﬁidence from
slate experience indicates that government can manage such a system—in ways
that support, rather than replace family-provided care, and manage the growth in
service costs. Finally, such a system would not eliminate a private sector role. Rath-
er, it would limit tﬁat role to supplementing the publicly-determined, basic protec-
tion.

Despite these advantages, even advocates of this approach question the wisdom
of embarking on an extensive public commitment at a time when the nation faces
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limited fiscal resources and so many worthy claims upon them. Most Iarticu]arly
people question the appropriateness of using public resources to provide unlimited
protection of assets or estates for older Americans, when the standard of living for
80 many younger and more vulnerable Americans is in jeopardy.

Limited social insurance. Most people needinﬁ long-term care are not seeking
to protect their estates. They are at home, struggling to obtain care and maintain
their standard of living. Even many nureir}g home residents return home after their
stays. Estimates are that as mang as half of nursing home residents stay in the
ﬁome less than six months and that helf these “short-stayers” are able to returm

ome,

Thus, a third alternative approach to solving the problem builds on the more criti-
cal needs of preserving standards of living for those who will remain or return to
the community. Here the goal is to design a system to distinguish between standard
of living and asset protection-—using public resources efficiently and providing eco-
nomic security in tge face of impairment. Such a system would have three parts:
social insurance, without regard to income, for people at home or able to return
home after short nursing home stays; a floor of asset protection to prevent impover-
ishment in the base of YOng nursing home stays; and, for the better off, who have
additional assets to protect (or who want additional benefits), promotion of private
health insurance that satisfies standards for consumer protection,

This approach (endorsed by Senator Mitchell, Senator Rockefeller and other mem-
bers of tgm committee in S. 2571) provides the potential to achieve the risk-spread-
ing and public support associated with universal entitlement, while targeting public
resources to the low and moderate income population. This approach then leaves a
role for private insurance to serve those thi substantial resources who would wish
further protection.

CONCLUSION

The United States faces a large and growing need to offer protection against cata-
strophic long-term care expenses for persons of all ages. We are now spending over
$25 billion in public monies for a Medicaid program that offers protection as a last
resort—a system that satisfies almost no one. Although the costs of providing long-
term care benefits would be substantial, there are some advantages as compared to
acute care. That is, in designing a system ﬁou face a relatively clean slate. The in-
surance industry is not yet so well established -that it would be displaced by social
insurance; most interest groups favor expansion of public programs; and voters—of
all incomes and all ages—are secking government help and, according to polling
data, seem willing to pay for it. There is consequently an opportunity to build an
efficient, effective long-termn care system, with the public and private sectors each
playing an appropriate part.

RESPONSE OF DR. MOON TO A QUESTION SUBMITTED BY SENATOR MITCHELL

Question. One of the concerns that has often been expressed about expanding
home care is the so-called “woodworking” effect. Do you believe that there would be
a major change in behavior among family caregivers if a long-term care benefit were
avg.(illable‘; Do you believe informal caregiving would greatly diminish in favor of
paid care

Answer. 1 do not believe that the “woodworking” effect poses a subatantial prob-
lem. This does not mean that there would be no change in the behavior of
caregivers, however. There would likely be changes—many of which would be desir-
able. We know that caregivers suffer great stress and often lowered physical health
as a result of their experiences. And institutionalization of the impaired person
often comes as a result of the carggiver being unable to continue in that role. Thus,
we should welcome some tradeofis. Indeed, offering paid care that would relieve
some of the current burdens on caregivers might result in no overall change in how
much care was delivered. Caregivers might be able to extend the period over which
they offer care if they periodically get nome relief from formal services, for example.

Another area where there may be increased substitution of paid services would
be when care is reluctantly given. Such care is unlikely to be of very high quality
and indeed may be associated with abuse of the impaired person. Again, increased
reliance on formal care would be appropriate in this instance.

Most caregivers feel that what tﬁey do is important and studies have indicated
that even when formal services are available, family and other unpaid caregivers
continue to play a pivotal role. The most likely effect of adding formal services is
an improvement in the quality of life for the patient as these additional services
complement rather than substitute for informal care.
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Use of services will rise, but this is likely to be a positive change on balance and
not a negative one.

PREPARED STATEMENT OF SENATOR DAVID PRYOR

Good afternoon. Mr. Chairman, 1 want to commend you for your leadership in con-
vening this hearing today. Comprehensive health care reform seems to be on every-
one's [ips lately.

Unfortunately, discussions about reform too frequently ignore the issue of long-
term care. And, in my opinion, reform of our health care system cannot be defined
as complete without assuring that Americans of all ages are no longer vulnerable
to the catastrophic costs of long-term care. | am pleased that Senator Rockefeller,
Senate Majority Leader Mitchell and other members of this subcommittee are work-
ing to put fong-term care back On the health care reform agenda.

n February, I had the privilege to chair a hearing on long-term care and prescrip-
tion drugs in my home state of Arkansas. A standing-room-only crowd of almost
1,000 people showed up, a powerful illustration of the enormous interest and need
for these services. Our witnesses ialked about how important their caregiving re-
sponsibilities were to them, but how much better their lives would be if they could
just get a little bit of help in the home. Or, if their loved one became so 1ll that
nursing home care was the only alternative, why did they have to spend all of the
money they had worked so hard to save so that they could become eligible for Medic-

aid.

I also heard from fellow Arkansans who had such high drug costs that they were
making decisions as to whether or not to buy groceries that week. And it is not a
problem exclusive to the elderly. | remember several months ago a young father,
permanently disabled by an accident, telling me that Christmes %u'\a were an im-
poesibility in his family because his prescription drug costs barely left them enough
money to pay the rent.

I suppose by now that it has become a cliche to wonder how these financial and
emotional catastrophes could happen in a country as prosperous as ours—but it
does, every single day. And Mr. Chairman, our constituents are asking us what are
we going to do about it? Finally, we have the beginnings of an answer to that ques-
tion. Last month, Senator Mitckell, Senator Rockefeller, Senator Riei}ﬁ' myself and
many other of our distinguished colleagues took a step in the right direction by in-
troducing S. 2671, the Long-Term Care Family Security Act of 1992. This bill, which
is based in large part on the recommendations of the Pepper Commission, is not per-
fect. It does serve, however, to end the deafening silence that previously surrounded
the issue of long-term care.

This legislation, which provides coverage of nursing home and home- and commu-
nity-based care, and priva!.gflo -term care insurance consumer protections, also in-
cludes the establishment of a Prescription Drug Policy Review Board. This board
will evaluate the feasibility of usinﬁ cost containment mechanisms, such as those
used in Canada and England, to help us control skyrocketing prescription drug
costs. A Prescription Drug Payment Review Commiseion, charged with determining
mici‘h%nidsms to make prescription drugs more accessible and affordable, is also es-
tablished.

At first glance, most people do not think that prescription drugs have anything
to do with long-term care. However, it is important to remember that the average
elderly American over 65 takes about 15 to 16 medications each year, year after

ear. Up to 7 of every 10 preacriptions filled for elderly patients are to treat chronic,
ong-term medical conditions, such as high blood pressure, heart problems, glau-
coma, diabetes, and an array of other conditions. en you consider these facts, it
becomes evident that the cost of prescription drugs is one of older Americans’ big-
gest long-term care expenditures.

The Subcommittee has assembled an impressive array of witnesses here today,
and I look forward to hearing their testimony. Again, I want to commend Chairman
Rockefeller for his leadership on long-term care. The elderly and disabled have &
true advocate in him, and 1 am proud to be a part of his endeavors. Thank you.

PREPARED STATEMFNT OF SENATOR DoONALD W. RIEGLE, JR.

Mr. Chairman, today we will discuas an issue that will touch each and every one
of us at some point in our lives, meeting the long-term care needs of our society.
Almost all of us have personal knowledge of the devastating financial and emotional
effect that caring for an elderly or disabled relative or friend can have on families
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and communities. T hear from many people in Michigan about the difficult decisions
they and their families face because they can’t afford long-term care.

i'xﬁl;nia Moore, of Ada, Michifan. recently wrote to me about her husband, Rob-
ert. The Moorus have a personal assistant who comes to their home for four hours
each day to help Mrs. Moore care for her husband, who is completely paralyzed.
Having a personal assistant means that Mr. Moore can stay at home, and the
Mocres can lead a fairly normal life. They get help paying for part of the assistant’s
fee from a community agency, but they pay a larg’e amount out of their own pocket.
When Mrs. Moore became 1{1 a few years ago, Mr. Moore had to enter a nursing
home until she was well. Despite the hard work Mre. Moore puts in to care for her
husband, and despite the fact that getting home care help has cost them almost
their whole life savings, their family is committed to keeping Mr. Moore at home
instead of in a nursing home.

NEED FOR COMPRFHENSIVE REFORM

There are many in Michigan who face the same dilemmas as the Moores. In fact
there are over one million residents who are 65 or older. The Lansing State Journa
reported that 1.5 million residents of the state of Michigan have disabilities. Many
of these people will eventually need some kind of long-term care. Yet few people are
planning for these needs by buying long-term care insurance because private insur-
ance policies are often limited and expensive.

Currently, the major source of public funding for long-term cure is the Medicaid
program. Medicaid {unding for long-term care is primanly limited to nursing home
care, and peoiule must spend down their assets to near-povert‘% Luat to qualify. As
Chairman of the Subcommittee which oversees this program, elieve we need a
better safety net than this to give elderly and disabled persons and their families
a ?.ense of eecurily. The time is right for a comprehensive, national long-term care
policy.

Over the past several years, | have held numerous hearings in Michigan and writ-
ten to almost 400 groups to solicit suggestions for long-term care reform. Listenin
to their concerns has made it clear to me that any long-term care strategy must ad-
dress the following issues: financial protection against the high cost of long term
care; expansion of the range of services covered, including home health care, nursin
home care, respite and hospice care, and other social support services, while build-
ing on existing family and community support; end methods to ensure that costs
are controlled in the long run.

I have been working with Senators Mitchell, Rockefeller, Kennedy, and others to
develop S. 2167, the Long-Term Care Family Protection Act. Our goal is to provide
a comprehensive strategy for long-term care reform which incorporating both public
and private sector actions. It allows individuals flexibility to best meet their own
needs by tuilding on the existing support they get from their families and commu-
nities. It will provide the combination of home and community based services and
nursing home care that will give people the highest quality of life Jaossible, without
subjectmf‘ them to impoverisﬂment. Arnd it will enable elderly and disabled people
to meet their long-term care needs.

Incorporated in the Long-Term Care Family Security Act are some of the private
long-term care insurance eafeguards included the Long-Term Care Insurance
Consumer Protection Act, S, 846, a bill I previously introduced with Senators Pryor
and DNaschle. As we move to a consensus on comprehensive long-term care reform,
we should ndopt these provisions to implement safeguards for private long-term care
insurance which are similar to those that now apply to Medigap plans.

I thenk Chairman Rockefeller for holding this important hearing, and commend
him, along with the Majority Leader, George Mitchell, and Senator Kennedy for
their lcadership and dedication to improving our health and long-term care syatems.

PREPARED STATEMENT OF JENIFER SIMPSON

Mr. Chairman, Members of the Subcommittee, I am Jenifer Simpson and I am
here today to talk about my experience with getting personal assistance and other
lorg-term support services for my seven year old son, Joshua, who has cerebral
pa'sy. Josh i3 one of some 500-700,000 children and adults with cerebral palsy in
the United Staten today.

Overall, there are an estimated 7 to 9 million Americans with varying rtisabilities
of all ages who need some type of long-term support services to be fully participat-
ing and productive members of our society. I am testifying today both as a parent
and representing the Consortium for Citizens with Disabilities (CCD) Task Forces
on Personal Assistance Services and Long-Term Services/Medicaid. CCD will submit
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within the next ten days further written testimony on its concerns and rec-
ommendations regarding these vital matters.

Mr. Chairman, I'm grateful to be here today to tell you about the struggle I and
thousands of other parents face, trying to get access to such vital supports for our
sons and daughters with disabilities and chronic illnesses. I also would like to de-
scribe what life could and should be like for farsilies like my own.

In many ways, Joshua is a typical little boy. He likes computers and playing with
toy trains. He's sociable, alert and attends school. He's ekipg‘ing it today to be here
with me. What makes Josh different from most other kids, though, is his disability.
Or, rather, our nation'’s failure to support my decision and efforts to raise him at
home, where he belongs.

Cercbral palay is not a disease or illness. Rather, it is a lifelong disability that
can affect a person’s ability to express therselves and/or perform everyday activities
independent{y that you or I do almost without thinking. uch individuals, and those
with other disabilities, must often rely on assistance from others or from assistive
devices (such as motorized wheelchairs, communication aids and the like) to make
the otherwise impossible both possible and easily within reach. This is the dream
of freedom embedded in P.I,. 101-336, The Americans With Dieabilities Act, and one
I would like to see made real for Joshua.

Joshua's disability raakes it difficult, if not impossible, for him to walk, talk, eat,
drink, use the bathroom, get dressed, or do most anything without a lot of help. He

ets much of that assistance from me. But, besides being a full time single Mom,

am also a full time Policy Associate with United Cerebral Palsy Associatione’ Gov-
ernmental Activities office here in Washington. Increasingly, therefore, I must pay
others to meet Joshua's extraordinary personal assistance needs when I cannot be
there to do it for him myself. And finding the money to pay for that care and those
individuals to do perscnal assistance is a constant challenge.

I love my son, but caring for him is a big challenge. I feel that I have two jobs,
one at the office and another as a case worker or service coordinator for a child with
disabilities. I think this contributed greatly to my marriage falling apart. You can’t
expect a family, even a regular middle class family with college educated parents
who have decent jobs, to stay together under the kinds of stressea we have endured.
The needs of a child with severe multiple disabilities are so many and eo immediate
that any committed parent will try to meet those needs first. at gets sacrificed
is the marriage.

Only once in the five years of our marriage could we afford to arrange respite care
for two days, and that was paid for out of our own pockets. Government is there
to institutionalize a child after his or her family has fallen apart, but it is not there
to support a family trying to copel And I hear it now costs about $85,000 on average
a year of taxpayer money to keep someone, like Joshua, in an institution. Where
is the logic, much less the justice, in doing that? The federal government should be
investiniin Peop]e with disabilities and their families, not in bricke and mortar.

In Joshua's brief life, he has already been covered by a total of seven different
health insurance companies. {Two job changes, a move out of atate and employers
buying into new plans are the reason.) Each of these policies has pre-existing condi-
tion clauses, “benefit” packages, and a lot of fine print. I have a two-drawer file cabi-
net at my home, just for insurance paperwork for Joshua.

And, what has my son gotten out of this? Very little in terms of long-term sup-
ports. This is because even the best private iniurers do not pay for what Josh ard
others with varying disabilities of aﬁ ages and backgrounds need most: expanded
and more equitable access to a full array of lifelong personal assistance, therapies,
technology, training and community aupport services to enable them to lead lives
more of their own choosing.

There ought to be a law. Cne that nurtures and supports the efforts of parents
who want to do the right thing by their kids with disabilities. And one that enables
adults with disabilities to gain the personal assistance and other supports they re-
quire to lead independent, productive lives in the community like nﬁ others. How-
ever, to date Congress has not seen fit to pass a comprehensive program which
meeta the needs of all people with disabilitiesa.

Tliere have been changes to the Medicaid K‘lr am which support community and
family life for people with disahilities. The icaid waiver fgr home and commu-
nity based services ﬁrovides the option for states to fund the kinds of services Josh-
ua needs to live at home. The new Community Supported Living Arrangements au-
thority under Medicaid gives eight states the opportunity to d these kinds of
services, emphasizing the choices of the coneumer and promoting real life activities,
rather than institutionatl living. But both of these prograros are limited in terms of
eligibility and funding; neither is available to my son as he is not eligible for Medic-
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aid and the Diatrict of Columbia where we live does not make either available for
someone in Josh’s circumstances.

More often than not, therefore, parents like myself are faced with the ultinatum
of either going it all on our own or placing our son or daughter in an institution,
for which ggcaid will pay. What we really need is federal legislation that assures
access to an array of long-term supports and assistance to Americans of all ages.
Individuals with disabilities and their families need to be afforded choices and sup-
port, not forced to react to either/or ultimatume.

The primary needs of Joshua and all other kids with disabilities are like those
of other youngsters: To be raised bc{,lf? nurturing and loving family and attend achool
in a safe neighborhood. The only difference is, of course, that children with disabil-
ities often have additional needs which must be effectively addressed in order for
their families to meet the more basic ones.

" Federal legielation and other efforts are badly needed, therefore, to provide what-
ever it will e to “support” the family to enable a child with disabilities to live
at home and attend their neighborhood school. Some states are already beginning
to do this on their own. Michigan and Minnesota, for example, provide cash sub-
sidies or vouchers to families with children with disabilities to address these added
needs in the way they best see fit. This is money that can be spent on diapers, res-
pite care or whatever the family or parent thinks most appropriate.

A national entitlement program should be created to mvest in and fund a com-
prehensive array of peraonal assistance, therapies, assistive technology, training,
and other vital community support services for aYl who need them.

Eligibility for these services should be provided to a child or an adult with a dis-
ability based on an individualized nssessment of their real life needs and capabili-
ties. Eligibility should not be based on a limited diagnostic category or on an arbi-
trary description of limitations, such as use of the activities of daily living as sole
criteria for é)etermination of need. Many states now have exclusionary eligibility cri-
teria based on categories like cognilive disabilities and not cn the real and similar
needs of people. Furthermore, eh‘gibih'ty should take into account disability-related
exgend.itures of the individual or family.

ervices and supports available should include a variety to meet individual needs
and should be designed to assist people to lead full lives and achieve full potential.

Josh, for instance, will need many kinds of support as he grows to adulthood. He
will continue to need physical therapy, occupational therapy, and speech therapy.
He will probably need assessments and services from speech pathologists, and will
certainly need service coordination aesistance. He will also need training and other
supports to get and keep a job.

oshua also will neeg access to a wide range of assistive technology, such as a
computerized communication device to better express himself. Later on as an adoles-
cent and adult, he will need assistance to live independently. He may need assiat-
ance with such things as making meals, shopping and paying bills, or what are
called “instrumental activities of daily living.” However, most of these services are
not covered by any health insurance plan or social service system that I know of
or for which I might be eligible.

Moreover, Josh’s greatest need is for personal acsistance services to help with
bathing, dreasin%i and other day-to-day activities—what I call feeding him and wip-
ing his bottom. Right now, as I said, I meet much »f this need myself. But what
would happen to my son if I developed an illness or was forced to take another job
to try to make ends meet. Would Josh have to go into a nursing home? Probably
so. The personal anguish of such a decision would devastate me; and I would not
be the first parent compelled to make such a choice.

As both a parent of a child with a disability and a taxpayer, this makes no sense
to me. If Medicaid monies can be used to support individuals with disabilities and
their families at home ard in the community, all States should be urged, if not re-
quired, to take full advantage of this provision. Similarly, individuals with disabil-
ities and families should not be forced to become poor in order to oualify or become
e]igible to receive these vital support services.

cceas to personal assistance, therapies, technology, training and other long-term
community support services must be viewed as a right, not a privilege in our nation.

1 am trying to care for my child at home where he belongs, and for that I get no
help. Joshua has a right to full participation in the American dream, and that won’t
happen if he is hidden away—that is, segregated—in some big institution away from
society.

I have been a responsible worker in the American work force since 1 was 16. I
have always paid taxes. There is no equity in a aystemn which compels me to go to
incredible lengths to get what he needs and to live under such stresses which have
caused a family system to break apart.



90

I am pleading with you to enact meaningful change as soon as possible so Joshua
and the thousands of children with disabilities and chronic health care needs can
get the gereonal assistance and other long-term community uup'port services which

hey and their families so desperately need. And we need it nowl Joshua and I can’t
afford to wait any longer. Thank you.

RESPONSE OF JENIFER SIMPSON TO A QUESTION SUBMITTED BY SENATOR MITCHELL

Question. Do you have suggestions for an expansion of the ADL and cognitive im-
pairment eligibility criteria contained in our long-term care bill, S. 2671?

Answer. In reviewing the bill, the CCI) Task Forces on Personal Assistance Serv-
ices and Long-Term Services’Medicaid believe that several changea must be made
in order to make the eligibility criteria more responsive to the real life needs of
Americans with dirabilities and chronic illness of all ages.

In particular, we strongly recommend the following changes be made in defini-
tions contained in S. 2671 relating to individuals with moderate or severely disabil-
ities.

These definitions should be revised to read as follows (note: changes from the
original are in bold):

(page 6, line 11 through page 7, line 10)
In general, the term moderately or severely disabled means—
In the case of an individual 6 years of age or older, an eligible individual who
(without regard to income or employment status):

needs substantial assistance or supervision from another individual with at
least 3 activities of daily living or 8 instrumental activitios of daily liv-
ing or a combination thereof;
needs supervision due to cognitive or other mental impairment and needs
substantial assistance or supervision from another individual with at least
one activity of daily living or instrumental activity of daily living or in
complying with a daily drug regimen;
needs substantial supervision from another individual due to behaviors that
are dangerous (to themselves or others), disruptive, or difficult to manage;
or
In the case of an individual under six years of age, an eligible individual
who has any medically determinable physical, cognitive, or other mental im-
pairment o/y comparable severity to that which would make an individual six
years of age or ofder meet the requirement of clause . . .

CCD recognizes that any changes in eligibili&y may affect cost estimates. It is crit-
ical that such changes in costs and possible oftsets be closely examined by the Sen-
ate Finance Committee as it formufabes a comprehensive federal entitlement to a
long-terin services program.

CD is committed to working with you on these and other matters crucial to
craﬂinﬁ a comprehensive federal long-term services and supports entitlement pro-
gram that meets the needs of Americans with varying disabilities of all ages.

Moreover, further work should be done to ensure that final eligibility criteria lan-
guage, including the definition of Instrumental Activities of Daily Living (IADLs) is
comprehensive enough to cover the needs of people with disabilities over the life-
span and a variety of disabilities. Of partictﬁar importance is the application of
IADLs, the definition of which should cover, at @ minimum, housekeeping, laundry,
meal planning and preparation, shopping. transportation, financial management, de-
cision-making, use of medication, and communication, including use of the telephone.

Finally, attention should be given also to the term “dangerous (to themselves and
others)” on line 1 of page 7 of S. 2571, Advocates for the legal rights of people with
mental disabilities have raised objections that a finding of eligibility under this cri-
teria could be used as evidence for a state commitment proceeding. The use of an-
other term could convey the same meaning without raising the commitment issue.

On behalf of CCD, I appreciate greatly this opportunity to further the Senate Fi-
nance Committee’s work on these critical long-term support and service needs for
children and adults with disabilities. If you have additional questions or concerns
please do not hesitate to contact me.

PREPARED STATEMENT OF STANLEY S. WAILLACK

I ap%reciate the opportunity to testify today betore the Subcommittee on Health
of the Senate Finance Committee on the health and long-terin care needs of the el-
derly and the need for program enhancements. The deliberation of this Ccmmittee
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will undoubtedly include both the limitations in the current Medicare program as
well a8 the inadequate financing of long-term care.

I have been actively engaged in both of these issues over the past 16 years. Be-
cause of the deficiencies 1n Medicare benefits and, more importantly the need to
bring greater efficiency to the acute care system, the Institute for Health Policy, de-
veloped and implemented the SocialHMO program. The S/HMO mergea ﬁnancing
and delivery permitting the care of the elderly to be managed more efficiently an
comprehensively.

Mg own efforts in addressing the financing of long-term care go back to my time
at the Congressional Budget Office in the mid-1970’s. At that time there were no
private sector allernatives. This has certainly changed. Today, there is also the real-
1zation that through risk pooling individuals can protect themselves against cata-
strophic lorg—term care costs which are currently paid out-of-pocket. In 1987, I
started LifePlans, Inc., to work with private insurers in expanding the benefits pro-
vided under their long-term care insurance progﬁa}ms. LifePlans, through it's na-
tional network of community geriatric agencies e Family Caring Network, pro-
vides assessments and assistance to insured eld’erly that need long-term care serv-
ices, making managed long-term care insurance programs feasible.

There is good reason for supporting an increased governmental role in addressing
the health and long-term care needs of the elderly. 1 believe, however, the major
activities needed in these sectors are quite different. While the government must di-
rect system reform in acute care, the major new challenge for the government in
long-term care is to establish the boundaries of public and privatle financing and to
guide the development of the private sector.

My teatimony today will focus on the financing of long-term care. With Medicare
paying for most acute health care costs, long-term nursing home and home and com-
munity care costs have become the major catastrophic expenditure faced by the el-
derly. A single year in a nursing home can cost more than $25,000 and nearly two
in five individuals over age 65 will spend at least some time in & nursing home dur-
ing their remaining life. For this population, about 50 percent of these expenditures
are paid for by the recipients of care or their families. Risk spreading, either private
or public, will help relieve this burden. While members of this committee have been
seriously considering substantial new federal programs to pay for long-term care, I
believe significant improvements can be achieved for relatively little additional gov-
ernment dollars. What is needed, however, is leadership, which only the government
camovide, in solving the long-term care financing problem.

ile my testimony will concentrate on long-term care and the Federal govern-
ment’s role, ] will touch briefly upon improvements in Medicare; ones believe are
important and could be a significant step in clarifying the Federal governments’ role
in the financing of health end long-term care of the elderly. In developing Federal
long-term care policies, there are two population related issues that must be clari-
fied. The first has to do with utilization patterns and the second the difference he-
tween the elderly and non-elderly disabled. I will discuss these two iesues before
moving on to public and private roles in the financing of long-term care.

THE UTILIZATION OF LONG-TERM CARE SERVICES

The use of long-term care services and the distribution of costs varies greatly. The
distribution of lifetime nursing home cotte for those in the 65-74 age group s pre-
sented in Table 1. The lifetime probability of entering a nursing home for the over
age 65 population is approximately 40 percent, and, of these, the vast majority stay
less than one year. As a result of this distribution of use, about 16 percent of the

opulation account for 90 percent of expenditures, and the four percent that stay
or move than five account for approximately 50 percent of the expenditures.

A very important observation to keep in mind in designing financing programs for
the elderly 18 that the population of nursing homes is made up of two populations:
the short stayers, about 50 percent leave in six montha or leas and the long stayers,
the 13-156 percent that account for 90 percent of the dollara. The shorl stayers are
often in a nursing home as a result of an acute episode: temporarily bed ridden, re-
covering from a fracture of being in a late stage of cancer. The long-stayers are more
likely to be there because of functional loss or cognitive problems.

The much higher health care needs of the short-atayers differentiates them from
the maintenance needs of the long-stayers. A short-nursing home benefit of 6
months or less and a limited home care benefit are appropriate additions to the
Medicare benefit package. Today, these extended or transitional benefits may be de-
?ied by Medicare because an individual does not meet Medicare's criteria for bene-
ite.
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Certainly adding these benefits to Medicare will entail additional costs. However
as we have shown in the Social Health Maintenance demonstration, these additionaf
benefits when case managed can be provided for less than the savings from reduced
hospitalization. The success of the Social Health Maintenance Organization can be
tied to managed care and having ell financing being integrated. As you know, hav-
ing Medigap supplement Medicare in a fee for service environment has led to great-
er Medicare health expenditures.

Two important lessons can be derived from The Social Health Maintenance Orga-
nization experience. First, expansions in benefits at little or no additional expendi-
ture are Egssible within a managed system. Seeondllv), a system in which Federal
and private financing exista for the same services can be very inefficient.

THE LONG-TERM CARE POPULATION

It is the needs of the chronically ill or the long-stayers that we will want to ad-
dress in long-term care financing and service programs. The resulting services are
quite varied. Long-term care consists of a wide range of services—personal, social,
health and housing—needed over an extended period of time by individuals with
limitations in basic life activities because of chronic illness, disability or injury.
{Meltzer 1988, Financing Long-Term Care: Obstacles to Reform)

A number of points with regards to this definition of long-term care need to be
highlighted. First, chronic disability occurs in people of all ages. Secondly, the condi-
tion causing the limitation could ie mental or physical. Fma]lf, the limitation in
everyday functioning refer to the well known Activities of Daily Living (ADL's)—
bathing, dressing, toileting, transferring, continence and eating; and the Instrumen-
tal Activities of f)aily Living (IADL’s)—such as meal preparation, cleaning, shop-
pix’}q{ supervision over financing.

ese limitations in carrying out everyday activities begin at birth. However, the
vast majority of the population become mcreaain{y independent. As one's life span
nears an end, one begins to incur JADL and ADL problems because of chronic ill-
ness. The loss usually goes in reverse order to how dependence was gained. That
is, one first becomes independent in eating and it is eating that is the last function
usually lost.

This life cycle of dependence-independence-dependence may not occur. There are
& significant number of individuals who do not develop normally and a significant
number, particularly because of mental illness, who become disabled prematurely.
While the likelihood of the people over age 656 needing long-term care services is
about 10 times higher (see Table 2), the larger number of individvals below age 65
r(fasu]ta in about one-third of the total number of disabled being less than 65 years
of age.

Does the existence of similar disabilities mean that the disabled above and below
age 656 should be treated similarly in a financing reform of long-terma care? While
such equal treatment may have some appeal, I believe the needs of the young dis-
abled are quite different than the needs of the elderly. Most elderly have their own
home, income and assets and receive care from family or friends. The young dis-
abled have much broader social and personal needs. These populations often receive
a range of services—acute health care, vocational rehabilitation, special education,
human development, housing—reflecting their lack of resources and age. For exam-

lSel, about 80 percent of the developmentally disabled are on Medicaid and receive

The poor elderly may need an array of servicea to be provided, kut it is not clear
that most elderly would want to be cared for within our social welfare system. Like-
wise, I do not believe the needs of the young disabled can be handled within a social
inswance program which providea a limited array of services, e.g. home health and
nursing care. Private long-term care insurance can meet the additional neede of
many elderly caused by functional loss because the elderly have Medicare, housing
and discretion income. As we diacuss the potential of long-term care insurance,
wheltlherl riilate or public, I believe we will be best served by focusing the program
on the elderly.

FINANCING OF LONG-TERM CARE

This brings me to the financing of long-term care for the elderly and whether this
should be done through an expansicn of public programs—eithe: to all individuals
or those close to the poverty line—or private insurance. The history of social welfare
programs in this country as well as the particular interests of the private and public
sector strongly suggest that over time the financing of long-term care services will
be addressed with a rixture of public and private financial programs. Social prob-
Jems are not the primary responsibility of one or the other sector. The correct com-
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bination of public/private financing is unclear, but one would hope it would be tied
to social goals of adequately providing access to care and ensuring quality of serv-
ices at the least, total cost.

There are two basic views regarding the public roles in the solution to the long-
term care financing problem. One view holds that government should .uke the lead
in solving the problem leaving the private sector to fill in small gaps such as is now
the case with acute health care for the aged—Medicare with l\fetfi ap policies. An
alternative view is that public intervention should be determined by the inability
of the private sector to meet social goals.

In terms of whether or not private insurance should be considered a minor or
major player, it is important to note the evolution of the industry and the ability
of individuals to purchase high value insurance plans. Just a few years ago, there
were no private insurers offering long-term care insurance plans. The market began
to develop in the mid-1980's and since then the products have evolved rapidly offer-
ing deeper and more comprehensive plans.

ith regard to the affordability o hiqh cﬂuality plans, the problem is that individ-
uals purchasing private insurance are likely to wait until they perceive a real risk
of needing eervices. The average age of purchase has hovered around 70 years of
age for the last few years. A recently completed study of purchasers and non-pur-
chasers of LTC insurance by LifePlans shows that iniividuals at about age 70 are
buying, on average, over 4 l;veam of coverage at a premium of about $1200. Based
on income and assets, LifePlans has estimated (see Table 3) that whereas 50 per-
cent of those 66-74 years of age could afford a meaningful long-term care poﬁcy,
only 8 percent of those above age 85 years of age can. Private insurance could ease
the financial burden for those spending out-of-pocket today. In doing so, it can only
help to raise the proportion of dollars which come from the private sector as opposed
to the public sector.

In choosing between public and private programs, one also needs to keep in mind
the public’s willingness to provide personal care and social services to those who are
poor, from providing these servicea to all individuals. Long-term care services such
as bathing are very personal. Thege are private, not public, goods. Because of the
catastrophic costs of long-term carz, there ias discussion of the need for greater risk
apreading through an insurance mechanism. However, a study completed by
LifePlans shows that social insurance programs to finance long-term care mostly
would provide benefits to the wealthier elderly because of the existence of our cur-
rent social welfare program—Medicaid. It is important to note that many of those
who would begin to receive benefits under a social insurance plan are capable of
purchasing prnivate LTC insurance to protect against catastrophic costs. Moregver,
1t should be remembered that no other country in the world—not Canada, not Eng-
land, not Germany-—has a socjal insurance program for long-term care.

Before developing a comprehensive social insurance program for long-term care or
a major portion such as home care, the Federal government should encourage a pri-
vate solution for those capable of affording one. At the same time, the Medicaid pro-

am should be enhanced by increasing the assets one can maintain, to perhaps

12,000, and by including home and community care benefita. This would not add
substantially to prc(nf'ram costs. The private/public financing would in essence have
a publicly supported program for the poor and near poor and a private sector strat-
eg{lfor those able to pay their own: way.
aving said that it is feasible for a private insurance market to address a major
social problem, does nol mean that there is not a significant need for Federal leader-
ship in this area. First, if we are to have a sigxﬁhB:.ant number of individuals pur-
chase a long-term care %olic , it will be necessary for the government to encourage
this development. The elderly looked to the government to be concerned with their
social needs. Consequently, &ey lock to the government with regards to long-term
care financing. The fact that most elderly stiil believe the government will pay for
their long-term care services under Medicare points out the need for general edu-
cation in this area. Only the government can provide such education. By not doing
80, the government has nct fulfilled a very basic role. Also, a private insurance mar-
ket cannot be allowed to operate independently of government regulations. In any
market where the good or service is difficult to understand, poor quality products
can emerge. Often, these poor products drive out the better ones. Lemons do drive
out peaches!! In insurance, regulating the products sold, sales and marketing prac-
tices, business practices, and the financial well being of insurance companies are all
crucial in protecting the consumer and making sure that insurers sre adequately
meeting a communal need.

Various legislative committees are considering the establishment of Federal mini-
mum standards for private long-term care insurance and the needed tax law
changes. I support such standarde and tax law modifications. It is important, how-
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ever, that those standards contribute to consumer welfare by increasing good choices
and not reduce it by incorfomti excessive requirements.

Over the past six months, 1 have co-chaired a coalition composed of insurance
companies, provider groups and consumers in the developmrnt of a set of standards
that would assure that ong-term care insurance products of value are purchased
and maintained. This coalition believes that well informed individuals and a respon-
sible insurance industry will result from the suggested standards. The standards de-
veloped by the Coalition for Consumer Protection through Quality and Affordable
Long-’l'erm Care Insurance will be available in the very near future. We look for-
ward to sharing these with this Committee.

CONCLUDING COMMENT

I bave made three recommendations to this committee which follow from my un-
derstanding of the acute and chronic healthcare needs of our elderly.

¢ An enhanced Medicare program, providing nursing home and home health serv-
ices for those needing extended care following an acute care episode and/or tran-
sitional benefits for those who may become chronically disabled.

e An improved, more humane Medicaid program through eligibility and benefit
enhancements so that individuals who cannot afford private insurance or choose
not to (and become truly impoverished), will receive appropriate care.

¢ Federal minimum consumer protection standards and tax law changes to en-
courage the development of & quality private long-term care insurance market.

Taken together they provide a roadmap for improving the financing of long-term
care for olger Americans. While the public gector programs I am suggesting are
much less expensive than other social insurance programs being considered, the pro-
gram envisioned will require systemic changes and, most important;i', leadership by
the Federal government. While operating programs that solve social problems does
not need to be the sole province of government, establishing the overaching policies
and the roles and ground rules for the privale sector are. Finally, I believe that the
success or failure of the private sector in solving the long-term financing problem
will depend on the nature and scope of Federal government intervention.



TABLE 1
RISKS AMD COSTS OF LONG-TERM CARE FOR PERSONS AGED 65-74 YEARS
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LENGTH OF STAY PorTION OF POPULATION AVERAGE LIFETIME

IN Nursing Home STAYING THIS LonG CosT AT $80/DAY

ZERO DAYS 56% $ 0 &
UP TO 1 MONTH 13% $ 1,200

1 10 3 MONTHS 9% $ 4,800

3 1o 12 MONTHS 9% $ 18,000

1 10 2 YEARS 4% $ 43,800

2 70 5 YEARS 5% $102,200

5 YEARS OR MORE 4% $204,000

Source: Cohen, Tell, Wallack, The LifePlans Risk and Costs of Nursing Home Care Among the
Elderly - Medical Care - December 1986.
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EFFECE OF ASE ol NEED FOR LTC
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TABLE 3

ELIGIBLE ELDERLY MARKET FOR
LONG-TERM CARE INSURANCE
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RESPONSE OF STANLEY WALLACK TO A QUESTION SUBMITTED BY SENATOR MITCHELL

Question. In your testimony you state that you've co-chaired a coalition composed
of Insurance companies, provider groups, & consumers in the development of a set
of standard for private LTC insurance. Would you please elaborate on the standards
developed by their coalition?

Answer. Senator Mitchell, this is in response to your question about the standards
developed by the coalition of insurance companies, provider groups and consumers.
The Coalition For Consumer Protection Through Quality And Affordable
Long-Term Care Insurance representa the coming together of a diverse group of
researchers, leading insurance companies, provider associations, and consumer pur-
chasers committed to the goal of assuring consumer protection. This group was
formed to develop strong consumer protection standards that would encourage the
orderly development of a private insurance market. without appropriate standardas,
the consumer would be at rigsk of purchesing plans that might not preserve value
over time, and the specter of bad products would restrict the market for innovative
quality products. However, if standards are excessive the consumer could lose if de-
sirable alternatives are forbiddenl

We have developed standards so they can be used by legislative leaders. We, for
example, support the tax clarification in your Bill and believe if tax benefits are
going to be provided then they should go to insurance plans of high quality.

Long-term care for the elderly has emerged as one of the most important health
care financing issues facing the country. As a result of current financing arrange-
ments for acute care, long-term care is the catastrophic expense facing the elderly.
Private insurance policies have been developed to fill this gap. Over the last five
years, growth in the lons-term care insurance market has been significant- from less
than 100,000 policy holders in 1986 to more than 1.6 million policies sold by 1991.

In contrast to many other countries, the tradition in the United States is to have
the private sector perform activities that are needed to be done on a communal
basis. Social problema are not the sole province of the government. Insurance prod-
ucts have evolved to address the financing of social issues on a communal basis.
when thia occurs, the government is called upon by the people to regulate the indus-
try. Market reg'uiations are needed to proviIe adequate consumer protection. Given
the complerities of long-term care insurance the government needs to establish ap-
propriate policies and procedures if consumers are to be well served b %rivate in-
surance. ther, the relationship between insurer and consumer, in which the pur-
chase decision ia made considerably before services are used, meakea it necessary to
reduce the uncertainty faced by the consumer and eliminate the risks attributable
to arbitrary insurer actions.

Given the importance of regulation, it is necessary to construct appropriate poli-
cies and know their implications. In setting standards, we must be concerned with
goals. we believe the primary goal of consumer protection is to enhance consumer
welfare by })rovid.ing good product choices. This occura when consumers understand
the value of the products being offered, receive fair value for the products they pur-
chase, and consuwners are not harmed because they take on undue or unknown
risks. Proponents of setting high product requirements for long-term care insurance
believe that by doing so consumer protection will be enhanced. High requirements
raise the cost of policies, and reduce the options available. If consumer protection
is having more perple protected from risk, it is not evident all consumers can afford
the very best. To tge extent that the re?'u.lations are very extensive, design specific
and do not differentiate among groups of consumers, the impact on the private mar-
ket for long-term care insurance is likely to be greater.

Regulatory programs can enhance consumer choice or replace it with government
decision. The coalition view is that the government should not replace consumer
choice with it's own decision i.e., decide value, but rather should be concerned with
conswiaers knowing the value of the plans purchased and assuring that the value
is maintained. Shifting the focus of regulation to the maintenance of value implies
that regulation must be more concerned with the procedures and procesaes of those
offering products.

The coalition’s vision of the goals of consumer protection and the role of the fed-
eral government are reflected in the guiding principles on which our recommenda-
tions are based. These principles are:

1. The role of the Federal government should be one of leadership and direction
and not of implementation. "ﬁme Federal government should establish atandards to
assure that long-term care insurance products eold provide value to the consumer
and this value is maintained. Two clearly stated goals of the Federal initiative
should be the “demystification” of the market place and the creation of the “edu-
cated consumer.”

o e
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2. The goals of consumer welfare is best achieved within a market setting when
consumers can make educated choices and make educated choices and insurers are
held accountable for their actions or that of their representatives.

3. States should maintain their oversight and monitering of plans.

4. when desired outcomes can be directly tied to standards, such as product fea-
tures, then such features should form part of legislation.

6. when outcomes pertain to procedures and oreratiom, the Federal government
should state the goal, leaving it to States to establish more explicit guidelines.

6. The industry should be responsible for coming up with specific data so that con-
sumers and regulators can measure their performance.

Our underlying belief is that well informed individuals can make the beat choice
as to whether they need long-term care insurance and if so, what should be the level
and type of protection. This results in our opposing measures that arbitrarily dictate
the design of the policies offered. For example, we do not support mandated infla-
tion protection and non-forfeiture provisions. fndividuale at nsk of needing long-
term cere services in the near future should be purchasing increased daily coverage
and not insuring against future price increases or building up a savings account by
choosing non-forfeiture. Our apprcach is to mandate that these features be offered,
but that the choice of purchase shouid be left to the consumer.

On the other hand, we strongly urge standards be established that assure that
individuals know the value of what they are purchasing and that thgy receive value
from the policies they have purchased. The coalition suggested standards are much
stronger with regard to protecting value and delivering the value purchased than
other proposed standards. we believe insurance plans must be understandable, fair-
ly amf appropriately priced, and clearly articulated. To assure value over time ie
maintained procedures are inco‘:'poratecf that result in appropriate product pricing
establishment of required loss reserves and financial strength of insurance compe-
nies—areas over which the consumer has little or no control. Also, standards must
be established at the outset so as to assure that benefits will be paid as promised.

We look forward to discussing the proposed standards with you and this Commit-
tee in the future.

PREPARED JOINT STATEMFNT OF JUDITH G. WAXMAN AND BILL AND CAROL EAGER

Mr. Chairman, thank you for inviting us to testify before your subcommittee.
Families USA is a national non-profit advocacy organization devoted to working for
families on health care and long-term care reform. Today, we have brought with us
Bill and Carol Eager who have experienced firsthand the struggle to provide long-
term care for their relatives who now live with them,

I will provide you with the facts about who needs long-term care and what the
financial cost is. The Eagers will provide you the facts about the human cost of try-
ing to do the best they can for their relatives who need lots of help and the impact
that providing this care has on their entire family. Their testimony follows mine.

WHAT IS LONG-TERM CARE?

Long-term care refers to the services provided over a long period of time to per-
sons with chronic illnesses who need assistance with regular, everyday activities
such as eating, bathing and getting dressed. Long term care can be provided in the
home (such as by a visiting nurse), or in the community (such as adult day care)
or :;b an institution (such as a nursing home.) It is most often provided by family
members.

WHO NEEDS LONG-TERM CARE?

Recent poll data indicates that over 80 percent of the American public have some
experience—in their own families or through close friends—with the need for long-
term care. More than one in two of those without experiences anticipate facing the
problem in their immediate family within the next five years.

Long-term care is a family issue: it is a grandfather with Alzheimer's Discase; a
husband or wife who has suffered a stroke; a worker disabled by an accident; a
grandmother immobilized by a breken hip; a child with Cerebral Palsy.

¢ Approximately 7 million elderly Americans are disabled and will need some
long-term care. By the year 2000, the number will grow to 8.9 million; by 2020
to 12.3 million.

¢ There are about 4 million working age-non-elderly adults and children with a
major activity limitation or disability that requires some long-term care.
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¢ One in two persons age 65 and older will spend some time in a nursing home,
and one in Kaur will spend a year or more. Between 1989 and the year 2000,
the elderly nursing home population is projected to increase form 1.6 to 2.2 mil-
lion and more than double again to 4.6 million by 2040.

¢ In 1989, an estimated 5.5 million elderly living in the community needed some
long-term care because of disabilities. The number of older persons living in the
community who need long-lerm care is projected to grow to 6.7 million by the
year 2000, and 9.4 million by 2020.

WHAT IS THE COST OF LONG-TERM CARE?

In 1987, nursing home care for the elderly cost the nation $41.6 billion. Of this
total bill, families and patients paid 6§1% ($21.2 billion) out-of-pocket. Another
41% was paid by Medicaid, with Medicare picking up only 2% of the tab and
other sources paying 6%. Private insurance paid less than 2% of the bill.
Families are shouldering a greater portion of the financial burden for long-term
care. Between 1980 and 1987, the share of nursing home costs paid by families
rose from 44% to 51%. -

Nursing home costs average more than $30,000 a year. Nuraing home staya ac-

count'gr over B0 percent of the expenses incurred by older persons who experi-

ence very high out-of-pocket costs fgr healih care (over $2,000 per year).

e Almost five m len elderly living alone will spend down their income and finan-
cial assets to the poverty level after only 13 weeks in a nursing home; over two-
thirds will do 80 in a year.

¢ Care provided at home by professional caregivers costs an average of $46 to $60

er visit and $50 to $200 per day.

. ):1 lcosst of caring for Alzll:eimers Disease patients alone exceeds $80 billion an-

nually.

WHO PROVIDES LONG-TERM CARE?

¢ 71% of all long-term care is provided in the community rather than in institu-
tions. 856% of all home care 18 provided by family members and friends, many
of whom themselves are in need of assistance. (gnly 16% of home care is ren-
dered by paid providers, such as nurses and home care workers.

* Two of three caregivers {72% of caregivers) have provided care for at least a
year, and four out of five are involved In caregiving seven days a week. Of those
with jobs, approximately one-fifth have worked fewer hours, one-fifth have
taken time oﬂP without pay, and one-fourth have rearranged their work sched-
ules to meet their caregiving respounsibilities. About nine percent have had to
quit their jobs.

WHAT COVERAGE I8 AVAILABLE FOR LONG-TERM CARE?

There is almost no public insurance coverage for long-term care. Medicare covers
less than 2 percent of nursing home expenses, and its home heslth coverage is lim-
ited to skilled services related to acute, rather than chronic, care problems. Medicaid
does provide coverage for nursing home care, but to qualify a person must become
impoverished, spending nearly all their income and asseta.

ivate insurence is inadequate to meet the need for long-term care protection.
Policies are expensive and now cover only 1.4 percent of long-term care costs. Most
private policies provide limited coverage: most have pre-existing condition limita-
ticns and prior fxospitalization requirements; many do not cover the full costs of
nursing home care and provide limited home care coverage; they pay benefits for
only a limited period of time (usually 2 to 4 years) and benefits often are not in-
dexed to inflation, significantly diminishing the value of the benefits over time. As
a result, analysts predict that private policies will meet only a amall portion of long-
term care needs in the future.

WHAT SOLUTIONS ARE NEEDED?

American families are being stressed beyond their capacities because of the emo-
tional and financial strains of providing long-term care.

Long-term care services should be available to all who need them, regardless of
age or income. The financial risk for long-term care should be spread as broadly as
possible, through a public insurance program like Social Security or Medicare.

A national long-term care program should provide a comprehensive range of facil-
ity-based and community-based health and gocial services. The program must recog-
nize the needs of the family caregivers and support their efforts, as well as the per-
son receiving the care.

bk ot s aas st I ]



101

Since the problem of long-term care is a family problem, affecting virtually all
Americar families and all members of those families, financial support for the new

ublic program should come from all generations. The new public program should

e supported by sources of financing that are as progressive as possible. Recent na-
tio oll data reveal that Americans want the federal government to step in and
help solve the long-term care problem with a program like Social Security or Medi-
care. And, they are willing to pay higher taxes for such a solutjon.

Families USA strongly supports speedy enactment of a federal comprehensive
lox:f term care program. We applaud Senators Rockefeller, Mitchell, Kennedy, or
and Riegle for introducing 8. 2671 which goes a long way to provide the care that
families need.

We also support legislation, such as S. 846 and S. 2141, introduced by Senators
Pryor and Kenned{ respectively, that will protect American consumers from the
hollow promises he d out by much of the private long-term care insurance industry.
Many private long-term care insurance policies sold today offer little real protection.
Agents regularly pressure and confuse potential buyers. Companies count on con-
sumers to drop their policies before they need them, recouping none of their inveat-
ment, and many policies do not keep pace with inflation. These bills would begin
to correct these deep flaws and force insurance companies to offer meaningful prod-
ucts ti’hrqugh above-board sales practices or to get out of the long-term care insur-
ance business.

RESPONSE OF BiLL AND CAROL EAGER TO A QUESTION SUBMITTED BY SENATOR
- MITCHELL

Question. If your were to design a long-term care policy, what benefits would be
most helpful to families in your situation

Anwer. While we are very willing to care for my mother at home, we nced help.
We don't really need housekeeping assistance, &’hat we need is a well-trained
health aide who we can trust to come into our home and help care for Mom. We
need assistance in bathing her, for example. Also we sometimes need to go out of
the house and would welcome a trained person whom we could trust to care for her
while we left the house for various responsibilities.

RESPONSE OF JUDY WAXMAN TO A QUESTION SUBMITTED BY SENATOR MITCHELL

Question. In your testimony, you cite the cost of long-term care to the nation and
individual families.

As you know,the bill I have introduced would cost the Federal Government about
$45 billion when fully phased-in.

Do you believe the American geople are willing to share the financial burden of
a federal long-term care program

Answer. The following information on public and senior polls indicates that Ameri-
cang are willing to pay for a long-term care program: :

Four different surveys found that approximately two of three Americans are willing
to pay increased taxes for a ;. deral long-term care program. In all four polls, a ma-
jority of respondents in both political parties and across all age groups supported
paying higher taxes to fund long-term care.

—In a RL Associates poll, 68 percent of registered voters said they were willing
to pay specific mounts in additional taxes (corresponding to their income) to
fund & federal long-term care program.

—In a Peter Hart poll, 65 percent said that a long-term care program was an im-
portant investment and were willing to see taxes raised to pag for it. Only 13

ercent said the program should wait until the deficit is reduced.

—In a Hamilton, Frederick and Schneiders poll, 65 percent of persons with in-
comes below $20,000 were willing to pay $20 per month for a federal long-term
care program; 53 percent of persons with incomes between $20,000 and $30,000
were willing to an $42 per month; and 69 percent of persons earning over
$30,000 were willing to pay $68 per month.

—~In a Louis Harris poll, 71 percent favored lifting their $48,000 Medicare payroll
tax cap to pay for a federal long-term home care program; 73 percent of those
earning over $50,000 favored this form of financing.

Over 80% of all Americans favor a federal government program to help pay for
long-term care.

—In the Hamilton, Frederick and Schneiders poll (conducted in 12/87), 84% sup-
ported a federal program, similar to Social security or Medicare, to pay for long-
term care.
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—In the Louis Harrie poll (conducted 2/88), 87% favored a federal long-term home
care program for the elderly.

—In the Associates poll (conducted in 7/87), 86% believed it was time for the
government to consider a program to cover long-term care,

Over 76% of Americans believe they cannot afford to pay for the cost of long-term
care.

—In the RL Associates poll, 756% responded that the cost of nursi:g home care
for one year would either be a major eacrifice or impossible to aflord; 74% of
respondents with incomes of $30,006 agreed.

—In the Harris poll, 82% responded that they could not afford to pay for the costs
of providing long-term care either at home or in a nursing home; 60% of re-

gpondents with incomes over $50,000 agreed.
SURVEY AND SAMPLING METHODOLOGIES

The RL Associates poll, “The American Public Views Long-Term Care,” was a tele-
phone survey of 1,000 registered voters, conducted between July 1-15, 1987. It has
a margin of error of plus or minus 3.2 percent.

The Hamilton, Frederick and Schneiders poll, “Attitudes of Americans over 45
years of age on i/ang-'l'erm Care,” was a telephone survey of 2,001 Americans over
the age of 45, conducted between December 4-21, 1987. It has a margin of error
of plus or minus 2.3 percent.

e Louis Harris poll was a telephone survey of 1,600 adults conducted between
February 18-23, 1988. It has a margin of error of plus or minue 2.6 percent.

The Peter Hart poll, “A Post-Election survey Among Voters Conducted for
AFSCME; was a telephone survey of 1, 010 adults who voted in the 1988 presi-
dential election, conducted between November 2122, 1988. It has a margin of error
of plus or minus 3.2 percent.

PREPARED STATEMENT OF PAuUL R. WiLLeING

Mr. Chairman, members of the Subcommittee on Medicare and long-Term Care,
I am Paul Willging, Executive Vice President of the American Health Care Associa-
tion (AHCA). The more than 10,000 long-term care facilities that make up our Asso-
ciation care for more than one million residents, most of whom are elderly and frail.
On behalf of AHCA’s members, and the residents for whom our members care,
thémk you for holding this hearing and for the opportunity to represent them here
today.

For quite some time now, the public and the Congress have been giving increasing
attention to the need for health care reform and to the question of what direction
reform should take. There are some 50 bills—depending on how one counts—to re-

form the nation's health care system to improve access and control costs. These doz-.

ens of entrants into the health care debete offer variations on “play or pa{” plans,
“single-payer” proposals, and proposels for health insurance tax incentives. Until re-
cently, however, tgnere was something largely absent from this debate. That some-
thing was consideration of the greatly growing needs of elderly Americans for long-
term care. The puzzle of health care reform cannot be put together adequately and
to the satisfaction of most Americans without this missing piece.

The American Health Care Aesociation has applauded the Chairman of this Sub-
committee, and those who worked with him, for presenting a plan to reform our
country’s ailing long-term care financing system. The intreduction of “The bong-
Term Care Family Security Act” and ihe introduction last summer of “Secure
Choice” by Republican members of this Subcommittee, have done much to bring the
long-term care piece back into public efforts to solve the health care puzzle. It is
a piece we need to have before us and one that must be made to fit.

o some degree, then, I am “preaching to the choir” today when I speak of the
need to address long-term care because the Chairman and membera of this Sub-
committee certainly are addressing the issue. The “bong-Term Care Family Security
Act” and “Secure Choice” are important steps, but there is still much work to be
done. AHCA greatlg; appreciates the willingness of the Chairman and members of
this Subcommittee to work with our Association on long-term care reform,

Our society, individually and collectively, has not made adequate provision for fi-
nancing the costs of long-term care for a growing elderly population with growing
needs. Individuals and families are not saving for, or insuring themeselves egainst,
the costs of long-term care. The federal/state Medicaid program, never meant for
long-term care coverage in the first place, is stretched to the reaiu'ng point. House-
holds and governments are going broke.
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Absent actien to addresa these problems, our growing elderly population will come
to rely much - re heavily on Medicaid to pay for their long-term care. Currentl{,
Medicaid accounts for approximately 45 percent of alt long-term care payment. Jf
current trends continue unchecked, Medicaid will be called upon to bear some 60
percent of the nation’s long-term care costs in the decades to come. But these current
trends cannot continue. Federal and state budgets—already strained badly by cur-
rent Medicaid long-term care obligations—cannot bear such costs. Nor wou{d &e el-
derly be well served by an overwhelmed Medicaid program.

In order to meet the nation's growing long-term care needs without both emptying
the public purse and drivin'g down the quality of care, our society cannot afﬁ)rd to
rely solely on government. Instead we should encourage and enforce an expectation
of sersonal responsibility on the part of those with access to the means to plan for
en gay for potential long-term care costs. Government can—must—help in this ef-
fort by working to see that individuala have the information and resources they
need to take on personal responsibility for meeting their long-term care needs.

PROBLEMS WITH CURRENT FINANCING OF LONG-TERM CARE

Long-Term Care is of Great Concern

America’s senior citizens and their families worry about long-term care and long-
termu care costs—and they are right to worry. The cost of long-term care is far and
away the greatest financial burden thatr{l{e elderly face. Although, obviously of
paramount concern to senior citizens, paying for long-term care is of greater and
greater concern to younger adults whose parents face the need for long term care.

Long-Term Care Costs are Impoverishing Senior Citizens

Most Americang do not foresee needing long-term care. Moat prohably do not real-
ize how costly months or vears of long-term care can be. Many Americans wrongly
assume that government programs or acute care health insurance will cover the
costs of any long-term care services they might need. For all these reasons, individ-
uals and families face long-term care costs for which they have not planned and
which they cannot afford. Currently, the cost of one year of nursing home care is
more than three times the average annual income for an elderly American.

The cost of long-term care can quickly wipe out the savings even of those who
have worked saved for a lifetime. The nation’s current long-term care policy, how-
ever, does not promote personal planning, saving, or the purchase of insurance
against the financial risk of long-term care costs. Nor does our nation provide com-
ﬁrel\ensive social insurance against the financial catastrophe of long-term care costs.

ather, it is only once a lonq-tenn care recipient has been impoverished that gov-
ernment agsistance is available through Medicaid—a “welfare” program. That is, be-
cauge of a lack of effective alternatives—public or private—our current means of fi-
nancing long-term care puts Americans who have most likely been productive and
self-sufficient for the whole of their adult lives on the dole.

Medicaid is Impoverishing the Federal and State Governments

Medicaid, the federal/state health insurance program for the poor, now covers
about 45 percent of all payments for long-term care services in the United States.
Both the federal and state governments provide funding for Medicaid benefits and—
in no small part due to growth in Medicaid—both the federal and state governments
face dire fiscal straits.

According to Congressional Budget Office (CBO) figures released in January of
this year, federal NF:dicaid spending grew by 28 percent in fiecal year 1991. CBO
projects federal Medicaid spending to grow by 30 percent this fiscal year.

BO analyses show that total Mecﬁzaid spendgng (state and federal) has nearly
doubled since just five years ago, from $49.3 billion in FY 1987 to $92.0 billion in
FY 1991. CBO projects, if current trends hold, that total Medicaid apending would
rise to $222.4 billion in FY 1997,

Medicaid was not designed to be a program for lonq-term care. However loxag
term care for the indigent elderly is now the largest single component (40%) of Med-
icaid spending. The controversy in California over the cost of nursing home reform,
the number of court batlles over state obligations for adequate Medicaid reimburee-
ment, and last year's protracted battle over Medicaid “provider specific taxes” well
illustrate the strain that our current long-term care financing arrangements are
putting on government resources. This atrain jeopardizes the accessibility and qual-
ity of both acute and long-term care for those who must depend on Medicaid. Clear-
l{., if current long-term care needs have stretched the federal and state budgets to
their limits, the nation will have to look to sources other than current government
programs for additional resources to meet the future long-term care needs of an

aging population.
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GUIDING PRINCIPLES FOR LONG-TERM CARE FINANCING REFORM

AHCA rec:ﬁnizee the need for steps to make long-term care more accessible and
affordable. CA also recognizes the serious fiscal constraints facing the federal
and state governments and, therefore, the need for individuals and families to take
on more of the responsibility for planning %r and paying for long-term care. With
these needs in mind, AHCA offers the i":ﬁlowing “guiding principles” for long-term
care financing reform.

Continuum of Care

The nation’s long-term care financing system must previde access to an appropriate
level of care along the entire continuum so that consumer need and efficlent use of
resources—not avatlability of benefits—deterr:ines care setting.

The long-term care aystem must focus on individual need, regardless of age, and
establish a “level playing field” through payments that va by appropriate levels
of service and individual acuity and not the sotting in whix care is provided. The
efficient use of resources to provide the appropriate level of care should drive the
selection process through standardized assessment, all along the continuum from
acute settings, to nursing facility care, and to residential or home care.

Private [Public Partnership

The private sector must fulfill the largest possible rsle in the financing of long-term
care.

In order to meet great and growing long-term care financing needs, our society
needs to make appropriate use of private sector resources as well as those of the
public sector. Private sector resources can and should play a greater role in meeting
needs. Federal and state governments should focus on roviding a safety net that
funds long-term care for those who truly cannot ﬁnancg their own care.
Federal/State Roles

There must be a federal and state partnership of administration, enforcement, and
funding that is designed to achieve consistency and eliminate conflicts.

In order to create a system that is stable and fair tc those it serves, the federal
government must:

(1) provide the majority of the public funding;
(2) strictly define uniform minimum operating and payment standards; and
(3) strictly enforce states’ adherence to those standards.

States must implement the program.

Personal Responsibility and Voluntary Support

Public resources must support—not sup lant—personal responsibility and family/
community participation in providing arufpaying for long-term care.

As much as is possible, government resources should be directed to provide long-
term care coverage where there would otherwise be none—not replace personal or
family efforts.

Government programs should encourage voluntary caregiving and financial sup-
port from other sources.

Consumer Participation

Consumers must have the ability to participate in selecting their individual setting
of care and choice of providers.

In order for consumers to make an informed choice, they must:

(1) have access to information about the continuum of long-term care, and the
choices available to them, and

(2) have or be able to access the resources to pay for the care they choose. The
long-term care financing system must provide the opportunity to supplement pri-
vately the cost of providing additional services beyondp covered benefits and services.

Payment for Quality Care

Qur long-term care payment system must encourage quality care.

The nation’s long-term care system should encourage and harness market forces
as the means to enhance the qualitg of long-term care. It muet provide adequate
rzimbursement for the manpower and capital needed to provide quality care.

Dedicated Funding Source

Public long-term care funding must be financed lhrough a dedicated, actuarily-
sound trust fund that provides both political and fiscal sta ility.
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Funding for long-term care should be established on a firm foundation thet
assures access and a fair distribution of services to those who need them. A trust
fund for this purpose should be supported by a broad-based payroll, estate, value-
added, or income tax.

Simplicity

Our long-term care system must maximize the use of public funds for care delivery
by seeking administrative simplicity and economy.

The long-term care system should be simple and understandable for beneficiaries
and providers. Changea in the current system should be aimed at decreasing bur-
densome reporting requirements so that scarce funds can be targeted to providing
care rather than bureaucratic overhead.

S8HORT-TERM STEPS TO HELP WITH LONG-TERM CARE

Optimistically, comprehensive long-term care reform may be quite a ways off. In
the meantime, ﬁowever, there are steps that the Congreas can take that would move
lonf-term care financing in the n'fght direction. Based upon the above guiding prin-
ciples, four strategies would go far, at relatively modeat federal expense, to help
older Americans and the nation meet the costs of long-term care:

1. Empowering the Consumer

I1. Securing the Long-Term Care Safety Net

1. Making the Moat of Available Resources

IV. Minimizing Unnecessary Regulation/Administrative Burden

1. Empowering the Consumer

With good information end adequate choices, Americans are quite capable of act-
ing in their own best interests. Unfortunately, current circummstances ofter not much
of either information or choice regarding long-term care. Elderly Americans are
aware neither of the magnitude of long-term care costs nor the limits of government
asgistance. Many mistakenly think that the Medicare program, which provides
health coverage to those over 65 regardless of income level, provides significant
long-term care coverage. A national survey of attitudes on long-term care, conducted
by the Employee Benefit Research Institute (EBRI) in August 1991, found that 37
percent of those asked believed that Medicare pays for long-term care assistance to
the elderly. An additional nine percent did not know whether or not Medicare pays
for long-term care.

In order to empower consumers, federal and state governments need to cooperate
to provide consumers with access to both the information and resources they need
to plan and pay for long-term care. AHCA supports a combination of steps—includ-
ing public education and tax incentives for long-term care insurance—that will give
Americans the information and resources they need to shoulder the responsibility
of preparing against the risk of catastrophic long-term care expense. Specifically,
{\JCA supports the following clarifications to the tax treatment of long-term care
insurance:

¢ treatment of long-term care insurance contracts in the same manner as accident
or health insurance contracts;

¢ ireatment of amounts received under long-term care insurance contracts for
long-term care services in the same manner as amounts received for personal
injuries or sickness;

e treatment of employer plans providing long-term care services in the snme man-
ner as accident or health plans;

e treatment of life insurance benefits paid to a terminally ill individual in the
same manner as death benefits;

¢ inclusion of long-term care options as preferred employee benefits in employer
programs, including cafeteria plans; ans

¢ codification of the allowance of tax deductions for additions to an insuror’s long-
term care insurance reserves.

AHCA aleo supports the establishment of consumer protections and federal mini-
mum standards for long-term care insurance policies.

1. Securing the Long-Term Care Safely Net

The nation’s long-term care safety net is strained to the breaking point. A major
reason is that the safetv net, Medicaid coverage of long-term care, 18 being made
to hold the additional Farden of many beneficiaries who have the means to lpay for
long-term care themesetves. It is a common end growing practice for relatively well-



106

oft seniors to pay for the advice of an attorney who can tell them how to represent
themselves as indigent despite considerable asseta.

Worse than the harm that exploitation of the Medicaitkrrogram causes taxpayers
is the harm that it causes truly needy individuals, The Medicaid program is strug-
gling to meet the health care needs of poor families and the indigent elderly. The
use of scarce program resources by those without real need strikes directly at those
most in need of help.

In order to ease &iﬂ unnecessary and unfair burden on the safety net, AHCA sup-
ports steps to reserve Medicaid assistance for those who truly need it, including
measures to prevent inappropriate Medicaid eligibility through asset divestiture.

I1I. Making the Most of Available Resources

As currently configured, government long-term care programs present obstacles to
the moat cost effective placement of beneficin ies. For instance, the Medicare pro-

am (which covers skilled nursing home care) reqlujrea that beneficiaries spend at
east three days in a hospital before they are eligible for program coverage. In many
casges, this has the clinically and fiscally perverse result of sending a Medicare bene-
ficiary to a hospital when the ap, mpnate—and much lesa expensive—level of cav<
is in a skilled nursing facility. A%LA recommends steps to direct those who need
long-term care to the settings and services that meet their needs in the most cost
eflective way.

1V. Minimizing Unnecessary Regulation [Administrutive Burden

Too many of the regulations and administrative requirements that nursing facili-
ties must operate under have nothing to do with providing a belter quality of care
or a higher quality of life for residents. Unnecessary procedures and inappropriate
requirements divert resources, energy, and effort away from productive uses. The
more resources are tied up in red tape, the fewer resources there are for hiring stafl
to provide better care and services. In order to minimize bureaucracy, litigation, and
other unnecessary burdens, AHCA recommends steps that would free long term care
providers of regulations and administrative requirernents that unnecessarily divert
resources from the care of the elderly and disab?ed.

CONCLUSION

In order to raintain a high quality of care for the growing number of elderly who
will need long-term care services in the years to come, our nation will have to make
more efficient use of public sector resources and turn to the private sector for addi-
tional resources. Crucial to this effort is encouraging and e.. owering individuals
to take Xreater responsibility for their potential long-term care needs.

AHCA offers significant steps, but steps readily within reach, for addressing cur-
rent problems in financing long-term care. A number of these steps, such as decreas-
ing unnecessary regulatory and administrative burdens would save moneiy; in both
the short and long run. Other steps, such as tax incentives to promote the use of
long-term care insurance, might cost the government some money in the short run
but, in the long run, would remove much of the burden from our badly strained
long-term care safety net thereby saving on public spending.

In the absence of affordable alternatives to the strategies presented above, the
most politically end fiscally feasible way for government to do more to help elderly
Awericans would be to help them do more to help themselves.

Thank you very much for the opportunity tv take part in this hearing.
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STATEMENT OF THE AMERICAN ASSOCIATION FOR RESPIRATORY CARE

The American Association for Reapiratory Care (AARC) is a 33,000-member pro-
feasional association of respiratory care practitioners. We welcome the opportunity
to submit testimony to the Subcommittee on Medicare and Long-Term Care on long-
term care for Medicare beneficiaries. Reapiratory care practitioners work under
medical supervision in the treatment, management, control, life-support, diagnostic
evaluation, and care of patients with deficiencies and abnormalities of the
cardiopulmonary syctemn.

As your Committee deliberates the structure and form for Medicare long term
care benefits, it is imperative that you consider (1) the growing need for respiratory
care required by patients and (2) the currently litaited role of the respiratory care
praciitioner i1 alternate care settings as a result of statutory constraints. This testi-
mony focuses specifically on the mechanical ventilator-dependent patient suffering
from chronic respiratory illness and their continuing neede for health care.

Outside the acute care hospital, Medicare coverage policies severely cuitail the
level and quality of respiratory theraﬁ delivered to a patient. Respiratory therapy
is not conslderez a home health bene { nor is coverage extensive in a skiﬂed nurs-
ing facility. The direct result is that pu]monary patients who could go home, do not
fo home. Rather they remain in the more costly acute care environment due to a
ack of reimbursabie services at home. Those fortunate respiratory patients who are
sent home find gapa in the services rendered because those provis.ing the care do
not necessarily have the education, training, or eny expertise in the field of res-
piratory therapy.

While medical technology in the area of respiratory care has advanced, alternate
cite Medicare coverage has not kept pace. For example, the current home health
carve and Part B benefits were constructed over 20 years sgo and reflect the state-
of-the-art medical practices of that time. During those early years, respiratory care
vias nearly always delivered in the hospital and, moat often, in the intensive care
unit. Today the provision of respiratory care has developed far beyond the scope of
the iron lung and the oxygen tent. A better medical understanding of a patient’s
condition and advancement in the treatment regimen, especially in the area of me-
chenical ventilation, have led to more successful outcomes for the fragile respirator
patient. Many patients with cardiopuimonary lung diseases, who could not have le
the hospital ten years ago, can now be routinely stabilized and receive care in a less
intensive setting, such as the home or skilled nursing facility. It is not only the fi-
nancial pressures of the protpective payment system, but the new non-hospital-
based treatment available that have paved the way for treating respiratory patients
in alternate sites.

The irony of this situation is most atrongz illustrated by the ventilator-dependent
patient. Many of, these patients can be medically stabilized to the point where they
no longer require the services of an acute care hospital. There are, in fact, extreme
financial pressures for the hospital to discharge these patients. Many physicians,
however, are reluctant to discharge ventilator patiente pecause the necessary res-
piratory care is not provided or covered in the alternate care setting by qualified
respiratory care professionals. Therefore, the patient remains in the hospital.

A recent Gallup survey studied the cost of providing hospital care to chronic ven-
tilator patients. By survey estimates, there are over 11,400 chronic ventilator dp -
tients currently in U.S. hospitals costing approximately $789 per patient per day.
Gallup calculated that $9 million was being e&e;nt daily by hospitals for the care of
these chronic ventilator-dependent patients. Once a ventilator patient ia medically
able to be discharged, it tall{)ee an average of 35 days to place the patient in an alter-
nate care site such as the home or skilled nursing facility. That translates to an
excess of $27,000 per patient in unnecessary hospital costs. Outdated reimburse-
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raent policies which limit the patient’s access to respiratory care services outside the
hospital are responsible for the discharge delays. &’e share Congress’ concern over
the federal deficit and the rapidly escalating cost of the Medicare program. As the
Gallup survey clearly indicates, the cost savings to the Medicare program for dis-
charging a ventilator patient into a less acute care setting is particularly compel-

ling.

'Fhe AARC satrongly supporta a House-sponsored bill, H.R. 1120, “The Nursin
Home Access to Reapiratory Therapy Act, of 1991.” H.R. 1120 would permit skill
nursing facilities to receive Medicare reimbursement for the professional services of
respiret ry therapists either directly or indirectly, which is the standard procedure
for oth' ¢ therapies. The bill currently has 65 House co-sponsors as well as the en-
dorsement of the American Health Care Association, the National Association for
the Support of Long-Terrn Care, and the American College of Chest Physicians.

We would also bring to the attention of the Committee the final report of the Pep-
per Commission, which recommended including respiratory therapy as an extended
care benefit. To that end, nearly all of the long-term rare bills introduced in Con-

ees[_over the past 18 months have included respiratory therapy as a long-term care

enefit.

Congress is not alone in supporting greater patient access to respiratory care. In
1989, the AARC co-sponsored a consensus conference with the Food and Drug Ad-
ministration and the Health Resource Services Administration focusing on the prob-
lems associated with the introduction of respiratory care equipment into the home.
Consensus wae that one of the greatest problems occurring today was the increase
in the discharge of fragile respiratory patients in need of intensive services into the
home. A recommendation of the report was to modify reimbursement policies to
allow the home-bound patient access to appropriately trained respiratory therapists
when necessary.

It is the AAKC'& conviction that Medicare should maintain a consistent philosophy
on patient care. While in the hospital, the full services of the resgliratory care prof'es-
sional are covered without question. When these patients are discharged from the
hospital but the need for respiratory equipment and care persists, it 1s not logical
to provide for the equipment, oxygen, and drugs but not allow these patients access
to the only personnel who are specifically trained to treat the respiratory patient.
We urge the Subcommittee to include respiratory therapy services as a component
of any long-term care plan.

STATEMENT OF THE AMERICAN ASSOCIATION OF RETIRED PERSONS

Our nation can be proud of our achievements in health care. Yet these achieve-
ments are diminished by our failure to control health care costs and guarantee all
citizens access to basic acute and long-term care services. The extraordinary in-
crease in health care costs is a substantial barrier to access, extending across all
age groups and income brackets. There are countless examples of people whose lives
and dreams have been shattered by an inability to afford or obtain needed care.
Each of us is just as vulnerable. Comprehensive reform of our health care system
must become a national priority if we are to reach the goal of assuring access to
quality care for all citizens and gain control of escalating health costs.

To date, efforts to address the problems in our health care aystem have been
piecemeal in nature. Year-after-year this “band-aid” approach hes added levels of
complexity to our already fragmented health care system, resultins in perpetual
cost-shifting and increasing administrative costs. The problems caused by piecemeal
solutions are quite evident in long-term care, where we have no comprehensive “sys-
tem” for protecting against long-term care costs. All Americans are at risk of need-
ing long-term care, but neither Medicare nor private insurance has sufficiently
pooled this risk, leaving Americans of all ages at risk of losing their life savings and
receiving inadequate care.

Many reform proposals focus only on acute care and simply ignore the long-term
care needs of American families. 'I'Keee proposals are fundamentally incomplete be-
cause they fail to ensure individuals access to a full continuum of care throughout
their lives, AARP earnestly believes long-term care must be an integral part of
health care reform. Without long-term care coverage, no one is fully protected from
the crippling costs of any serious illness or disability.

Although approximately 85 percent of all Americans have some form of acute care
protection, Medicare and private insurance combined currently pay for less than five
percent of our cilizens’ total long-term care expenses. In addition, the diversily of
demands on the Medicaid program makes it increasingly difficult for that program
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to carry out its mandate—to provide basic health care services for low-income indi-
viduals at the same time that it provides long-term care services to older Americans.

A reforme plan which includes protection against potentially bankrupting long-
term care costs—that most families must pay out-of-pocket—could have a significant
impact on the public's willingness Lo pay for reform. A reform plan that does not
provide for long-term care coverage simply ignores both the neeSS of Americans of
all ages who suffer from both the debilitating conditions requiring long-term care
as well as the burden placed on them and their families for providing and paying
for that care. Moreover, demographic trends will dramatically increase the deman
for long-term care services early in the next century. We must be prepared to meet
that demand.

Our statement will discuss the health cost and access problems that beset our na-
tion, why the health and long-term care crises must be solved simultaneously, and
hov»;d AAEP believes a long-term care program for all Americans should be struc-
tured.

THE COST OF LONG-TERM CARE

The escalating cost of health care in America is one of the most significant prob-
lems of our current health delivery system. No aspec: of our society remains unaf-
fo:ted. The uninsured and underinsured, businesses and federal and state govern-
ments, as well as the insured, are adversely affected by rising health costs.

From 1980 to 1989, national health expenditures for nureing homes increased 140
percent. In 1989, out-uf-pocket expenditures accounted for 44 percent of expendi-
tures for nursing home care,- Medicaid contributed 43 percent, Medicare covered
eight percent and private insurance paid for only one percent of the costs. (Note:
Prior to 1989, Medicare spending accounted for only one to two percent of nursing
home expenditures. For 1989 alone, however, changes made in the Catastrophic
gcﬁverage Act contributed to an increase in Medicare’s share of the nursing home

ill.)

An estimated 81 percent of annual out-of-pocket expenses over $2,000 incurred by
elderly persons is spent on long-term care. With average annual nursing home costs
of $30,000 and home health care costing from $50 to $200 per day, long-term care
out-of-pocket costs are often truly catastrophic.

Significant indirect costs also exact a heavy price from those who need or provide
long-term care services. A mother, for instance, who has sacrificed a career to tend
to her child may need long-term care due to a disability or illness. Health care sta-
tistics do not account for the years of forgone income, pension and Social Security
benefits that this mother, and others like her, will experience. These costs need to
be taken seriously in the context of meaningful reform.

ACCESS TO LONG-TERM CARE

The only federal program which provides real coverage for nursing home care—
Medicaid—forces individuals to deplete their life savings before they can receive
benefits. In addition, the absence of meaningful public or private coverage for home
and community-based services creates incentives to place individuals in nursing
homes when other alternatives would be preferable.

The Medicaid program, which was intended to serve as the “safety net” for our
nation’s low income population, is severely limited, Moreover, welfare-based pro-
grams such as Medicaid t icaﬁy place unreasonably restrictive income and asset
eligibility requirements on individuals and impede access because of admjnistrative
barriers in the application process and the stigma attached to it. In addition to con-
stant budgetary constraints, a means-tested program does not receive the broad
public and political support granted to social insurance programs like Social Secu-
rity end Medicare.

THE NEED FOR LONG-TERM CARE

Everyone is at riek for needing long-term care, not just older persons. While an
estimated 10.6 million persons of all agea require assistance with one or more ADlLs
or 1ADLs, one-third, or 3.6 million of these ind.viduals are under age 65. Of the
total disabled population, 84 percent live in the community, with approximately 1.5
million elderly living in nursing homes. It is expected that this figure will increase
to 6.3 million by the year 2030.

The need for assistance extends beyond those who need the care to those—family
and friends—who provide personsl care and financial support. Family members pro-
vide the vast majority of long-term care needed by older persons. These caregivers,
typically wives and daughters, often provide care every day, with great physical,
emotional and financial sacrifice,



110

For most people, the cost of long-term care is an unmanageable financial burden.
Many families are also shocked to find—only too late—that neither Medicare nor
F’rivate insurance covers long-term care to any great extent. A survey conducted in

ovember, 1989 by the Daniel Yankelovitch Group (DYG) found that fully one-half
of the general public and one-third of older Americans erroneously believe that their
private insurance or Medicare will cover their long-term care bills, respectively.

Perhaps most important of all is the hidden cost asscciated with the suffering,
deprivation, and isolation for those in our society who get no care or inadequate
he{’ . Data from the National Long-Term Care Survey indicate that large numbers
of functionally impaired older persons in the community, garticularly the severely
disabled, have uninel needs for assistance. For example, 77 percent of older people
with three or more limitations in their activities of daily living reported they needed
more help than they were getting.

Americans of all ages recognize that long-term care protection is a growing neces-
sity. Given demographic trends—with baby boomers aging and mortality rates fall-
ing—the longer we wait, the more expensive a solution will be. While many under-
estimate the costs and the likelihood of their need services (one in three persons
will need nursing home care at some point in their lives), surveys have dem-
onstrated that the public is willing to participate in, and pay for, a social insurance
approach if the program provides the benefits that are needed most. The 1989 DYG
survey, for example, found that Americans are willing to pay increased taxes for a
long-term care package that would provide comprehensive coverage for all Ameri-
cans. Americans want coverage for both nursing home and home care, but their
greatest fear is nursing home care costs.

Another DYG survey conducted for AARP in the fall of 1991 and winter of 1992
found: (1) respondents age 5§0-64 were most concerned about long-term care; (2) re-
spondents had less confidence in the long-term care system than they had in the
acute care syatem; and (3) the nature and comprehensiveness of the benefit package
was a major factor in determining willingness to pay.

THE ROLE OF THE PRIVATE S8ECTOR

The private sector can and should play an important supplementary role in help-
ing to provide protection against the cost of long-term care. Private sector options
for financing long-term care include long-term care insurance, home equity conver-
sion plans, and the prospect of long-term care individual medical accounts. Although
long-term care insurance offers some promise as a supplement to a federal social
insurance program, it is still in its infams{y and there are major barriers to its devel-
opment. ile the number of policies sold (now estimated at 2 million, but far fewer
remain in place due to lapses) is growing, they cover few of the 61 million Ameri-
cans aged 65 and over.

Projections from the Brookings-ICF Long-Term Care Financing Model (using as-
sumptions that are favorable to the development of private LTC insurance) indicate
that by 2018, under fairly optimistic assumptions, insurance may be affordable to
20-32 percent of those over 65, meay finance only 12—19 percent of total nursi
home expenditures, and may reduce Medicaid nursing home expenditures by
percent. The limitations of private long-term care insurance reflected in this data
stem principally from barriers that are likely to limit the usefulness of long-term
care insurance policies to the public. Such barriers include:

¢ the prohibitively high cost of policies that provide meaningful protection;

gerious limitations and restriclions in coverage;

high “lapse,” or drop-out rates, with no non-fgrfeit\ue protection;

the lack of adequate inflation protection;

lack of protection against unreasonable premium increases;

the lack of meani 1 home care benefits, and;

consumers’ lack of knowledge about the need for protection against long-term
care expenses.

In addition, people in need often are prohibited from purchasing private long-term
care insurance. Few coripanies will sell insurance to people age 80 or over, or to
Eeople with pre-existing (potentially disabling) medical conditions. This Eractice may

e necessary to maintain the financial stability of the insurance plan, but it leaves
those most likely to need long-term care without any protection.

® 5 0 6 0 0

AARP RECOMMENDATIONS

These factors—the need for long-term care among persons of all ages, the finan-
cial, physical and emotional burden that long-term care places on families, impover-
ishment and the other shortcomings of the Medicaid program, and the limitations
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of srivate sector options—demonstrate the need for a better approach to financing
and delivering !ong-term care. AARP believes that comprehensive health care re-
form which includes long-term care would significantly reduce many of the health
care access problems associated with our current system. To make long-term care
coverage affordable and accessible to all Americans, the Association recommends a
social insurance approach, similar to the Medicare and Social Security programs.
Social insurance would require financial contributions from all membera of societ
and would provide protection to all who need long-term care. Such an approac
would spread the burden so that the costs to any one person would be smaﬁ), while
offering protection and appropriate care to all.

Under such a social insurance system, private sector approaches should supple-
ment the public system by covering copayments, deductibles, extra services and
services for those not eligible for government program benefits. An analogy for this
arrangement already exists with our current Social Security and private pension
system: Social Security provides the base or foundation on which private pensions—
for those who are fortunate enough to have them-—are then base<£ As stated above,
the Association strongly believes that private sector approaches should also include
strong federally-mandated consumer protection standards.

AARP'S EFFORTS TOWARDS ACHIEVING COMPREHENSIVE HFALTH CARE REFORM

AARP believes that comprehensive reform of our health care system must becorae
a natjonal priority if we are to achieve the goal of assuring access to quality care
for all our citizens and to gain control of escalating health care costs. Broad public
consensus about the scope of the problem, and the need to share the risk of health
care costs, will be key to Congressional action.

To achieve broad public consensus, continued public education is essential. AARP
is making education a priority activity so our members—both under and over age
656—will come to recognize that even though they may have adequate health care
coverage today, they could quickly become vulnerable to devastating acute and long-
lerm care costs under our current system.

In this regard, many AARP members are already well aware of our health care
problems and are calling for action. In response, the Association’s volunteer Na-
tional Legislative Council recommended to the Board of Directors, and the Board
adopted, a drafi proposal that will be used to informa our members about potential
solutions and provide them with the opportunity for input during the next year.

This draft proposal is the culmination of more than two years of hearings, public
opinion studies and recommendations from health care experts. It reflects the Asso-
ciation’s current best thinking on addressing the growing concern—expressed by
Americans young and old—that something must be gne. It is, however, a draft pro-
posal—that is, it is offered to owr members for discussion, debate, suggestions and
modifications. The Association will, in the coming year, actively seek reaction to it
from our membership.

8 draft proposal—known as “Health Care America’—is a comprehensive na-
tional health care plan that controls costs and provides high-quality acute and long-
term care coverage to everyone who needs it. A public plan ensures access tor:ﬂl
Americans, although employers may exercise the option to provide private health in-
surauce coverage to workers and their dependents. Employers who do not provide
coverage would pay an eight-percent payroll tax. Global budgets, fee schedules, and
care management aie at the center of the proposal's strong cost-containment strat-

€, .

8.i:lealth Care America would provide a single health insurance acceas card for ev-
eryone, known as MediCard. With this card, everyone, regardless of age, income or
employment status, would gain access to an improved and expanded Medicare pro-
gram, or to equivalent or better coverage provided through an employer. Either way,
there would be no more denials of coverage for pre-existing conditions, no more peo-
ple “falling through the cracks,” and no more overlapping plans and programs gen-
erating wasteful paperwork.

The draft proposal would assure access to a full range of preventive, acute care,
prescription drug, and long-term care benefits. There would be no cost-sharing for
reventive care services, hoapice, or hospital care, and only a 10 percent coinsurance
or most other acute care services. For most individuals, it would no longer be nec-
essary to purchase supplemental insurance. The propoeal also would incorporate
malpractice reforms.

e Association’s draft proposal is premised on the belief that long-terma care pro-
tection is an essential part o compregensive health care reform. The long-term care
component of the draft proposal would provide a full range of home, community-
based and institutional care to persons oFall ages and incomes, based on care man-



112

agement agencies’ determination of a need for assistance with two or more ADLs,
nead for constant supervision, or assistance with age-a propriate ADLs for children.
Home care and community care coverage would be sugject to a 20 percent coinsur-
ance rate, with low-income protections for those up to 200 percent of the federal pov-
erty level. Nurging home coverage would be provided on a social insurance basis
over the entire length of a person’s stay—that is, there would be no requirement for
spend-down of a person’s income or assets. A coinsurance roughly equivalent to room
and board costs, with sliding scale protection based on income, would apply to the
full length of a nursing home stay. Current Medicare SNF and home heaﬁﬁ enefits
would retained with some modifications. Strong cost conteinment and quality
standards would be included.
The Association is proposing two options for financing Health Care America:

¢ A three-percent income tax on modified gross income that would apply to all
in;om_e, including Social Security, above $15,000 for an individual or fzo,ooo for
a family; or

* a ﬁve-pércent value added tax that would exempt food, housing, and medical
care.

In addition, AARP’s dreft proposal assumes that current state expenditures would
be recaptu.red and proposes other financing sources such as a five-percent surtax on
existing corporate income tax, increased estate taxes, and increased alcohol and to-
bacco taxes.

THE LONG-TERM CARE FAMILY SECURITY ACT

The Association is very pleased about the introduction of the Long-Term Care
Family Security Act of 1992, S. 2671. This legislation would take an important step
toward helping American families cope with the pressing personal and financial de-
mands of long-term care. We are particularly pleased that the proposal includes cost
containment measures, inter%enerational coverage for a broad range of home and
community-based care for as long as it is needed without regard to income and as-
sets, and federal standards for private long-term care insurance policies.

We eare very concerned, however, about the requirement for individuals to “spend-
down” in order to receive nursing home protection afler the six-month social insur-
ance benefit expires. In our view, the social insurance approach should be expanded
to cover an entire nursing home at:xl. By improving, but not eliminating, the means-
testing provision of the current Medicaid-dominated nursing home coverage system
the proposal runs the serious risk both of eligibility levels that would be ratche
down to lower and lower levels over time and diminished public support—the inevi-
table result of a means-tested program. Even at the proposed levels, we question
whether the public would perceive that the proposal would protect against their
greatest fear—.he cost of long-term nuraing care—and whether those who are ex-
pected to pay the most during their lifetime would receive a “fair return” on their
contributions.

Findj?fs from a study on long-term care conducted by the Daniel Yankelovich
Group (DYG) in the fall of 1989 strongly suggest that the factor which most influ-
ences public support for a long-term care benefits package and the willingness to
gay for that package is fear of the coat of a long-term nursing home stay. Jf people

o not believe that a long-term care package will address this fear, their willingness
to pay for it declines sharply.

uch “up-front” protection would cover a very small percentage of nursing home
costs incurred. According to a study by the Agency for Health Care Policy and Re-
scarch (AHCPR), those using less than six months of nursing home care account for
only 2.1 percent of expected diacounted lifetime nursing home costs ger person. In
the aggregate, a six month front-end entitlement with no coinsurance would cover
only 13.6 percent of diecounted lifetime nursing home costs {Kemper, Spillnan,
Murtaugh, “A Lifetime Perspective on Proposals for Financing Nursing Home Care,”
Inquiry 28: 333344 (Winter 1991)). For women, who tend to have longer stays than
men, on average, the percentage of costs covered are even lower. Given such rel-
atively low levels of protection, it is not difficult to see why the public may not per-
ceive them as adequate.

Another AHCPR study shede additional light on the problem. It states: “Our pro-
jections also indicate that the likelihood of spending a large amount of time in a
nursing home is substantial. .. Of those who enter nursing homes, 55 percent will
have total lifetime use of at least one year, and 21 percent will have total lifetime
use of five years or more.” (Kemper & Murtaugh, “Lifetime Use of Nursing Home
gare," New England Journal of Medicine 324: No. 9 (February 28, 1991: pp. 596—

00))
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According to research conducted for AARP by Lewin/ICF, Inc., the AARP draft
proposal for nursing home protection—which does not require any asszt test or
spend-down and which covers a broader range of persons needing care—would cost
approximately $10.6 billion more than that provided under S. 2671. We beljeve the
extra protection is worth the additional expense because consumers would be more
likely to feel that the program addresses tr)eir greatest fears and, therefore, would
be more willing to pay for the protections received. In addition, the risk that eligi-
bility for benefits would be eroded over time is much greater under a means-tested,
as opposed to a social insurance, program.

e are further concerned that by requiring a spend-down, the nursing home bene-
fit under S. 2571 differentiates drastically between persons incurring $60,000 in ex-
penses because of a 3-month hospital stay and persons incurring $60,000 in ex-
penses because of a 2-year nursing home stay. What is the rationale for treating
one person with cancer who needs sgeveral months of hospital care differently from
the person who is an unforiunate victim of Alzheimer’s disease and needs nursing
home care? No one can predict who will be stricken with a particular illness. Basic
equity argues for similar treatment for the life savings of each of these individuals.
The level of protection received should not depend so much on whether a person has
an acute or a chronic illness.

We also believe that long-term care insurance provisions of S. 2571 merit further
consideration. Under S. 2671, the cost of private long-term care insurance coverage
that is implied by the bill would remain unaffordable for the average American fam-
ily—forcing the vast majority of consumers to spend-down in order to receive mean-
ingful protection. Leaving coverage of the most uncertain, and potentially most cost-
ly risk to the private sector—extended stays beyond six months—will do little to
make these products more affordable to cousumers. In contrast, the AARP draft pro-
posal, by covering the entire length of stay und including generous low-income pro-
tections, is expected to significantly lower the cost of private supplemental long-term
care insurance policies.

We are also concerned about the requirement that persons must have depend-
encies in three, as opposed to two, ADLs in order to receive long-term care services.
This stricter coverage criteria, for example, would fail to address the needs of ap-
proximately 400,000 disabled individuals who need home and community-based
care.

In general, we believe that the current Medicare skilled nursing facility (SNF)
rogram was designed to cover the non-custodial, shorter-term nursing home popu-
ation, and with certain modifications could do so much more effectively. A truly

“long-term” care benefit should do just that, protect against longer-term care prob-
lems. Retaining Medicaid's means-testing component as a condition for recexvinﬁ
benefits will (1) encourage manipulation through aseet transfers and other “shel

games;” (2) continue unnecessary administrative costs and stigmas associated with
applying for coverage; (3) run the risk of lowering eligibility criteria to lower income
or even poverty levels in times of tight budgets; and (4) provide inadequate coverage
and protection for those unfortunate individuals who need a significant amount of
lorg-term care. Concerns about not wanting to protect wealthy people’s assets are
addressed most effectively by a progressive financing structure. In a similar vein,
we believe it makes more senae and 1s far less intrusive to increase taxes on estates
and gifts to help finance a long-term care proposal that would resolve people’s deep-
est fears—losing a lifetime of savings because of the need for nursing home care.

CONCLUSION

AARP believes that containing health care costs and guaranteeing all Americans
access to affordable, quality acute and long-term care must be a national priority.
In discussing this ieaue with AARP members nationwide, we have found that contin-
ued public education will be essential for building consensus on this important
issue.

Comprehensive reform of our health care system will only be possible when the
American people understand the need for protection and recognize the inherent dan-

er involved in continuing a piecemeal approach to a comprehensive problem. Clear-
y, the 1992 Preeidentia? and Congressional elections offer had important oppor-
tunity to engage in a national debate that can help build a broad consensus not only
on the need for action, but also what kind of action.

Long-term care is an integral part of this growing national crisis that touches
nearly every American family. Millions of families are vulnerable to financial ruin
froro the devastating cost of long-term care. Most tragic of all is the deprivation and
isolation of those who get inadequate care or no care at all.
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The only fair way to provide all Americans with affordable protection from the
devastating costs of long-term care is a broad-based eocial insurance program into
which everyone pays and from which all are eligible to benefit. A social insurance
program will ma}])(e paying for long-term care predictable and affordable. By doing
80, it will promote dignity and independence for individuals needing long-term care
and protection against financial ruin for their families—spouses, friends, children
and grandchildren.

AARP stands ready to work with you and your colleagues in achieving the goal
of comprehensive and affordable health care for all individuals.

STATEMENT OF THE CONSORTIUM FOR CiTIZENS WITH DISABILITIES

Access to an arrey of long-term services is a critical concern for millions of Ameri-
cans with varying disabilities of all ages, their families and allies. The need for a
fair and comprehensive public policy in this area has never been more clear.

Meanwhile without the benefit of such a policy, the federal, state and local gov-
ernments are attempling to meet the wide range of needs of children and adults
with disabilities. This is no easy task. In the past thirty years, and especially since
the recently enacted Americans with Disabilities Act, society’s views of such individ-
uals, their capabilities and the best ways to encourage their full potential and par-
ticipation in our nation have changed Lamatically. q’h.ie, in turn, has produced an
equally powerful shift in the way in which Americans with disabilities perceive and
value theruselves as well.

Unforturiately, federal and state policy approaches to providing needed long-term
services have not always kept pace with 81ese changing perceptions and expecta-
tions. With this in mind, the undersigned members of the Consortium for Citizens
with Disabilities’ (CCD) ersonal Assistance Services and [ong-Term Services/Med-
icaid Task Forces respectfully submit this statement of testimony to the Finance
(‘ommittee, Subcommittee on Medicare and Long-Term Care in conjunction with the
hea.ring held on May 13, 1992. This statement is intended to supplement views ex-

ressed in oral testimony by Jenifer Simpson at the hearing on %ehalf of the two
>CH) Tagk Forces.

RECOMMENDATION: A fair and comprehensive federal policy on long-term serv-
1ces and supports? must be developed to foster the increased independence, productiv-
ity and integration of individuals with disabilities of all ages into the community,
as defined in the Developmental Dieabilities Assistance and Bill of Rights Act (as
amended by P.L. 101-496, 1990). Such a policy must emphasize that individuals
must have the right and possibility to make choices about their lives; make contribu-
tions to their family and community through work or other means; and live as fully
participating nwm&ra of society.

MEETING THE LONG-TERM SERVICES AND SUPPORT NEEDS OF AMERICANS WITH
DISABILITIES OF EVERY AGE

Jenifer Simpson eloquently explained the needs of her seven year old son
Joshua who has cerebral palsy as well as her aspirations for him. Her testi-
nmony emphasized that while she is able to meet his needs in a minimal way,
she gets no societal support in doing so. His full capability as well as hers
is not fosiered by the exisling system. Her expectations for Joshua as well
as her desires for him to live as part of a community, rather than in a seg-
regated institutional setting, must be honored in any federal approach to re-
forming current long-term services and supports policies.

Joshua’s needs will not diminish as he grows older and, in particular,
when he is no longer eligible for school-related services at age 22, the threat
yinstilulional living may be even more significant. Services for adults with

isabilities must be put in place to be ready to meet Joshua’s needs and to
now meet the needs of thoucands of adults who languish at home or in insti-
tutional settings.

There are parallels between the policy issues that must he addressed in designin
an effective and equilable system of long-term services and supports for elderly indi-

!NOTE: Terminciogy Usage: The uee of the term “Long-Term care” implies that people with
disabilities are dependent and need or want to be taken care of throughout life What the vast
majority of individuals with disabilities really need and want is access to long-term supporte—
not care—to enable them to exercise greater choice and control and thus, make real the promise
of the Americana with Disabilities Act in their lives. Thus, we will use the term “long-term serv-
ices and supports.



116

viduels with significant disabilities and those who become severely disabled earlier
in life. Both of these constituencies will require a coordinated array of health serv-
ices, income assistance and social supports over an indefinite period of time, Regard-
less of the age of onset of the disability or its cause, the nature of the individual's
needs place a premium on breaking down the traditional barriers between health
services, income maintenance and social supports. The new focus instead must be
on providing each person with an individualized mix of services and supports that
allows him or her to function as independently as possible.

Non-elderly individuals are likely to require an array of services and supports for
many years—potentially over their entire‘iifespan—rat er than just during the later
years of life. Consequently, the types of services and supports non-elder y individ-
uals will need can be expected toﬁange during different stages of their life. In ad-
dition, an individual who experiences a severe disability earlier in life—especially
a person who is disabled from birth or soon thereafter—is less likely than an elderly
peraou to have residual life skills which may help to compensate for his or her im-
pairments.

Moreover, services to individuals who are disabled during the developmental pe-
riod should be aimed at assisting the individual to acquire new and enhanced skills,
in contrast to reacquiring lost ekills or preventing deterioration in functional capac-
ities. Specialized assistance early in life, including such services as infant stimula-
tior, education, corrective surgery and therapies and vocational preparation, are all
vital supports for non-elderly people with severe disabilities. In contrast, individuals
who experience severe d.isa{;i ities, such as mental illness, later in life may have
greater need for medical care, assistance with activities of daily living and social/
recreational supports.

RECOMMENDATION: Any attempt to fashion a new set of federal policies which
are truly responsive to the needs of both elderly and non-elderly people with severe
chronic disabilities must take the above similarities and differences into account.

THE CURRENT LONG-TERM SERVICES SYSTEM FOR AMERICANS WITH DISABILITIES UNDER
AQGE 65

Ms. Simpson indicated that she is not eligible for Medicaid benefits to
cover the cost of the community services and supports her son requires. Josh-
ua would be eligible for Medicaid payments if he were placed in an institu-
tion. But since the District of Columbia does not use the Home and Comniu-
nity Based waiver program and did not apply for the option of covering
Community Supported Living Arrangement Services under its Title XIX/
Medicaid plan, tiere £s no means by which Jeshua can qualify for Medicaid
reimbursement at present. When he reaches adulthood, even if he becomes
eligible for Medicaid on his own, community services are extremely limited
and, again, institutional placement might be his only option under Medic-
aid. This is a clear inequity that needs to be rectified by Congress.

In the present system, Medicaid is the primary funder of ongoing services to chil-
dren and adults with tiisabilities, especially people with mental retardation and
other developmental disabilities. Federal-state Medicaid reimbursements on behalf
of residents of Intermediate Care Facilities for Persons with Mental Retardation and
Related Conditions (ICF/MR) will total nearly $9 billion dollars this fiscal year.
While many of these facilities are small, community based residences, the vast ma-
jority of ICF/MR funds are still directed toward large congregate facilities. These
large congregate facilities cannot and do not promote the goals of independence, pro-
ductivity and integration. Besides ICF/MR payments the federal Medicaid program
expends approximately $3 billion annually on specialized long-term care services for
persons with mental retardation and other developmental rd‘gsabilities, over half of
which is used to support Home and Community Based (HCB) waiver services on be-
half of this population.

Eight states also are heginning to implement the recently authorized Medicaid
Community Supported Living Arrangements (CSLA) option to finance fully inte-
grated community services and supporta for people with developmental disabilities.

In addition, tens of thousands of other Americans with disabilities under 66 are
needlessly consigned to nursing homes. Unfortunately, the unmet needs of Ameri-
cans with disabilities living in the community are frequently just as great. Accord-
ing to the World Institute on Disability, 79 percent o? eople with disabilities who
must rely on the assistance of others to complete everyday tasks do not receive ade-
quate assistance on a regular basis and must use informal, catch-as-catch-can sup-
purts instead.



116

One critical cuestion that Congress will need to address as it contemplates pos-
sible modifications in existing federal long-term services policies that impact on non-
elderly people with severe disabilities is: how should existing Medicaid !aw (or a
succeasor program of long-term services and supports) be restructured in order to
ensure that future policies truly promote the goals of full inclusion, productivity and
socia! integration for all. Clearly, present policies are biased toward institutional liv-
-ing arrangements and segregated, non-productive lives for children and adults with
severe, chronic disabilities. The work of the disability commmunity over the past ten
years has been aimed at meeting the needs of individuals with disabilities in ways
which enhance their humanity and their inclusion in American life.

In fact, many States are trying to assist individuals with disabilities of all ages
to cope with the barriers they face everyday; but to do so under present federal pol-
icy, states must weave together a patchwork quilt of optional Medicaid services,
waivers and state assistance, This is certainly a step in the right direction and one
that Congress must support, expand and improve upon with federal policies and

rograms that are consistent with these efforts. The long-range answer, however,
ﬁes not in creating further waivers or exceptions to the law but, rather, in changing
the basic focus of the law itself. Any new federal long-term aervices effort must con-
tilnue to promote this growing trem{ toward individual services, choice and self-actu-
alization.

RECOMMENDATION: A national entitlement program should be created to invest
in and fund a comprehensive array of personal assistance, therapies, assistive tech-
nology, training, and other vital community support services for all people with dis-
abilities who need them. The basic aim of this program should be to promote full
independence, productivity and social integration.

Any serious attempt at crafting a fair and compreheneive federal long term eerv-
ices entitlement program must eliminate the current federal policy bias that favors
paying for institutional care over community support services. In addition, there
shnull]g be no arbitrary limitation on the quantity oFeervice that any given recipient
raay receive based on the comparative cost of serving the individual in an institu-
tional setting. For people with disabilities and increasingly for people who are older,
this is an inappropriate test. Inatitutional services do not promote independence,
productivity and integration. Whether the facility is a nursing home or a large or
small ICF/MR, institutiona do not promote the achievement of an individual’s full
potential or assist him or her to live as part of American society. Experience and
research demonstrate that people with dl;',sabilities learn and achieve more when
community supports are provided. Many examples of individuals and entire pro-
grams (like the HCB waiver programa) exist which demonstrate the value of com-
munity supports. While some of these programs still must be developed with the
nursing facility cost threshold test, this is merely a vestige of outdated public policy.
Rather than using institutional cost as the basis of comparison, the test should be
whether long-term services and supports are achieving positive individual and social
outcomes with whatever resourcea are expended.

RECOMMENDATION: Sound, cost effective public policy must allow participants
to make real choices by affording them an entitlement to home and community based
supports which promote the achievement of their full potential for independence, pro-
ductivity and integration into the community.

THE NEED FOR FAIR AND COMPREHENSIVE ELIGIBILITY CRITERIA AND ASSESSMFNT

The Need for a Functional and Comprehensive Assessment: In order to ef-
fectively address the diverse needs of children and working-age adults, as well as
older Americans, a federal long-term services entitlement program must have eligi-
bility requirements that are based on an assessment of functional capabilities and
are age-sensitive -in-scope and nature. This-will require a break with currently ac-
cepteg practice. Traditional approaches to eligibility determination frequently flow
from an analysis of the perceived needs of persons who are elderly and from the
obeolete view of balancing need for home care against the cost of institutional care.

Often eligibility determinations are based solely on an assessment of an individ-
ual’s ability to d}:) perform certain activities of daily living (ADLs) independently.
This is an appropriate way to determine someone’s physical limitations. However,
many non-elderly people with disabilities need assistance with “instrumental” ac-
tivities of daily living (IADLs), auch as housework, laundry, making meals, shopping
and similar activities. In fact, many individuals with varying disabilities of all ages
require a mix of essistance with both activities of daily living and instrumental ac-
tivities of daily living. However, an assessment limited solely to ADLs reveals little,
if anything, of the ways in which the individual's functional limitations and capac-

- -
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ities can be addressed through the provision of an array of long-term services and
sugg;)rts. Such a set of criteria or process doeg not addrezs an individual's real life
needs.

There are many individuals with cerebral palsy, for exa.nple, who might have
ADL limits in only two major areas of life functioning but also need assistance with
several other life activities. Eligibility criteria should consider this variable level of
intensity. Many persons with cognitive or mental disabilities have few ADL limita-
:.ions but nor :theless require assistance or supervision to complete other major life

unctione.

Eligibility standards must be sensitive to these and other factors. Eligibility deci-
sions, therefore, should not vccur in a vacuum or be based on a particular category
of need to the exclusion of all others.

RECOMMENDATION: Eh’qibility determinations should be based on an individ-
ualized assessment of the tota! real life needs of an individual with a disability.

Eligibility criteria and assessment of this type would lead to a better and more
appropriate development of the service constellation needed to meet an individual’s
needs. Limits or restrictions on levels of service ahould be individually determined,
not based on an arbitrary scale of the relationship between selected functional limi-
tations and need for services.

Aire-Appropriate Functional Assessment for Children: The priinary needs of
children with dieabilities, for example, are like those of other youngsters: to be
raised by a nurturing and loving family and attend their neighborhood school. The
only difference is, of course, that children with disabililies often have additional dis-
abif'ity-related needs. Efforts to support children with disabilities wust, first and
foremost, take into account what it will take to “support” the family to enable a
child with disabilities to live at home as part of the family unit and attend the
neighborhood school. Application of the test of whether or not a child and his or her
fernily needs assistance should he based on a determination of the child’s functional
capacities, using instruments and information that are age and disability appro-
pnate.

Age-Appropriate Assessment for Working-Age and Older Americans: Eligi-
bility assessment should be sensitive to the service and support needs of working-
age adults with disabilities to work and live in the community., as well as to sup-
port older Americans to receive the full range of support and assistance they need
to lead self-directing lifestyles in the community. Assessment procedures for ﬁ?deral
long term services and supports benfits should encompass an individual with a dis-
ability’s functions! capacities and the full range of community living end personal
assjstance they need.

Entitlement and Income Eligibility for Long-Term Services: Any income-re-
lated tests for a federal long-term services entitiement program should consider not
only the income of the individual but the extraordinary expenditures he or she (or
his or her family in the case of a minor child) incurs because of a disabling condi-
tion. The financial eligibility of adults with disabilities for long-term supports and
services should be based on their own incomes and resources, not the incomes and
resources of their parents, taking into account any extraordinary expenses the indi-
vidual incurs whicﬁ are directly related to a disabﬂng condition.

RECOMMEMDATION: The eligibility criteria for federally subsidized long-term
services and supports should be an entitlement based on broad functional criteria
which are assessed in an age-appropriate manner and which consider the full spec-
trum of an individual’s limitations and needs. In addition, adults with disabilities
should be deterntined to be eliyible for long-term services and supports on the basis
of their own incomes and not the incomes of their parents. Furthermore, cost-sharing
requirements should be based on income and resources adjusted for out-of-pocket dis-
ability related expenses.

THE NEED FOR ACCESS TO A BROAD ARRAY OF COMMUNITY LONG-TERM SERVICES AND
SUPPORTS

As noted in her testimony, Ms. Simpson believes Joshua will need a com-
plex and comprehensive array of services now and throughout his life. Josh-
ua needs many services including personal assistance to walk, talk, eat,
drink, use the bathroom, get dressed or do most anything. He needs thera-
ples, training, assistive technology and other kinds of community supports.
Some of this is provided and paid for by his family; some services are pro-
vided through health irsurance and by the school system at present. He goes
without several services and supports.
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However, as Joshua grows older his needs and desires will change. He
will need many kinds of supports as he grows to adulthood. He will need
assistance to live independently, He will continue to need physical therapg,
occupational therapy, and speech [language pathology services. He will prob-
ably need assessments and services from speech [language pathologists, and
:Jil negzi training and other supports for vocational actwities to get and

eep a job.

Igow, because of the lack of other available services, Ms. Simpson needs
respite care to provide her some rest from the constant caregiving dulies.
While this is a critical need now, it may lesssn in importance if Joshua gets
necessary services on a regular basis.

People with disabilities need a broad array of services and supports available to
them. Many individuals will require simple and specific services in varying levels
of intensity. Others may require a complex and interwoven set of services and sup-
ports to meet varied and, oflen, changing needs.

Such support services should be designed and made available to support an indi-
vidual with a disability whenever and wherever he or she needs them, 1.e., at home,
in school, on-the-job or elsewhere in the community.

RECOMMENDATION: A comprehensive set of required reimbursable services and
supports under a federcl long-term services entitlement program should include:

Personal assistance services, defined as one or more persons assisting another per-
son with tasks which that individual would typically perform if he or she did not
have a disability. This includes assistance with both activities of daily living (ADL)
and instrumental activities of daily living (IADL).

Training or assistance in learning to perform or performing everyday activities, in-
cluding assistance with money management, planning and decision making, home
management, use of medications, following instructions, and other adaptive skills
necessary to achieve and maintain independence, productivity and integration and
to live successfully in his’her home.

Therapies, including communicatjon, audiology, speech/language pathology, occu-
pational, rehabilitation, physical, mental health and other services which are nec-
essary to achieve and maintain the individual’s optimal functioning.

Assistive technology services, including aszistance with evaluating the needs of an
individual in his or her every day environment; purchasing, leasing or obtaining
assistive technology devices for use by individuals with disabilities; training the
user; and selecting, designing, fitting, customizing, adapting, applying and main-
taining, repairing or replacing such devices.

Other community suﬁ: ort services: including a broad array of supports such as life
skills supporte to enable an individual to live independently and participate in so-
cial, community or other activities; household services; mobility services in and out
of home; security-enhancing services; work-related support services; emergency serv-
ices; and respite services.

RESPONSIVENESS TO THE CHOICES AND PREFERENCES OF THE INDIVIDUAL WITH A
DISABILITY

In order to promote independence, productivity and integration into the commu-
nity, long-term services and supports should be designed to: (1) be guided and di-
rected by the choices, Preferences and desires of the individual; (2) increase the indi-
vidual's control over his or her life and minimize reliance on others in making deci-
sions and performini everyday activities; (3) increase the independence, productivity
and integration of the individual into the community; (4) be provided 1n or out of
the person's home, in any community setting; (5) be based on an individual services
and supports plan; and, (6) offer individuals of all ages the opportunity to receive
supports needed to permit them to assume greater freedom, responsibility, and
choice throughout life.

Joshua and his mother need assistance to negotiate the maze of services
and systems which might be available to meet his needs. They need to be
in control of what they receive, however, so that Joshua’s unique needs and
potential are addressed. His needs will change as he grows older and ma
change Ji'om day to day. He needs to be able to get services that are flexible
and individually designed.

Individual service coordination is an important aspect of developing any system
and of promoting informed conswmer choice and control. Families and individuale
need assistance to define and develop their service arrays. The system also needs
ways of monitoring the effectiveness and appropriateness of the services provided
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as well as the distribution of available resources. However, any service coordination
systerr should not be used solely to limit and control costs but to assure that appro-
priate levels and types of services are available to individuals. Service coordination
must be performed in full consultation with the individual (and family when appro-
priate) and any plan for services and supports must be subject to the choice and
approval of the consumer. This empowerment is critical to many current “best prac-
tice” efforts. For instance, the Medicaid Community Supported Living Arrangements
option supports the involvement of the consumer in developing his or her individual
support plan; many of the eight states in that program are involving the consumer
directly in the assessment of quality as well.

RECOMMENDATION: Service coordination should be independent of any service
providing (;gencies in order to avoid conflicts of interest and promote consumer choice
and control.

System Design Issues

Any future long-term services legislation should build upon the existing state/local
infrastructure that is already in place to serve people with severe, chronic disabil-
ities. Such legislation should include incentives and a process for allowing states to
design their own service delivery aystems, building on the experience, expertise and
resources they have, At the same time, modifications in existing service delivery
structures may be necessary to ensure that the provision of future services is con-
sistent with federal goals.

RECOMMENDATION: Any federal policy change should include explicit option
strategies to allow states to alter existing services and supports so that they comply
with such new federal policy expectations over a reasonable period of time.

Consumers of services must be involved in the development, desifg'n and imple-
mentation of the service syastem to ensure that the system remains focused on the
needs and desires of people with dieabilities. Consumers should also be able to rely
upon a single point of entry for initial access to the service system.

Quality Assurance

As Simpson stated, Joshua's needs are like those of all other children: to
be raised by a nurturing and loving family and attend school and other ac-
tivities in a safe neighborhood. Joshua’s needs and the needs of other chil-
dren must be effectively addressed in order for their families to function and
for children to achieve full potential. Any system which tries to meet his
needs must provide the assurance that he will be safe; that, even in adult-_
hood, he is protected if that is determined to be necessary; and that any serv-
ices promote his achievement of positive life goals.

A federal long-term services entitlement program should support efforts at the
state/local level to develop and implement a system of quality assurance that fosters
quality and excellence in every aspect of the design, delivery and evaluation of serv-
ices. Systems musat be enabled to take a pro-active approach, anticipate, respond to
and solve problems and challenges in a manner that is not intrusive and does not
go beyond the need of the individual for support. Individuals with disabilities should

e ?iven the support they need to gain, maintain and improve competencies and
skills required to exert greater conlrol over their own lives. Such efforts also should
provide for enhanced quality assurance support and assistance to people who are
at-risk or particularly vulnerable to abuse, neglect or exploitation.

The federal quality assurance role should allow the states and local service pro-
viders flexibility in meeting individual needs and involving a broad spectrum of indi-
viduals with disabilities, their representatives and advocates to define quality and
quality a ment o ures. Federal legislation also should call for pertodic third-
party assessment of individual satisfaction with the services provided.

RECOMMENDATION: Quality assurance efforts should focus attention on meeting
the individual needs and preferences of people with disabilities and, where appro-
priate, their families. Quality should be (ieﬁned in terms of outcones which support
independence, productivity and social integration.

On behalf of the undersigned organizations, we thank the Members and staff of
the Committee for this opportunity to outline our views regarding the provision of
long-term services and supports for children and adults with disabilities. We look
forward to working with the Members of the Comuittee in crafting long-term serv-
1cbe§ and supports legislation to truly meet the needs of people of all ages with dis-
abilities.
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On behalf of:
American Speech-L.anguage-Hearing Association
Autism National Committee
Learning Disabilities Association
Mental Health Law Project
National Alliance for the Mentally 1l
National Association of Developmental Disabilities Councils
National Association of State Mental Retardation Program Directors
National Head Injury Foundation
National Parent Network on Disabilities
National Recreation and Parks Association
NISH, creating opportunities for people with severe disabilities
The Accreditation Council on Services for People with Disabilities
The Arc (forroerly the Association for Retarded Citizens of the US)
The Agracciation for Persons with Severe Handicaps
United Cerebral Palsy Associations, Inc.
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