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ENDLESS NIGHT, ENDLESS MOURNING: LIVING
WITH ALZHEIMER’S

MONDAY, SEPTEMBER 12, 1982

1.S. SENATE,
SeeciaL COMMITTEE ON AGING,
New York, NY.

The committee met, pursuant to notice, at 10:3¢ am., at the
Jewish Home and Hoséntal for Aged, New York, N.Y., Hon. John
Heinz, chairman, presiding.

Present: Senators Heinz and Pressler.

Also present: Tricia Heuman, professional staff member; Isabelle
Claxton, communications director; Ciaire Smirekar, legislative cor-
respondent; and Angeia Thimis, hearing clerk.

OPENING STATEMENT BY SENATOR JOHN HEINZ, CHAIRMAN

Chairman HEemNz. Ggod morning, ladies and gentlemen. The
hearin%vof the Senate Special Committee on Aging will come to
order. We are meeting nere today to hear testimony on gne of the
most frightening illnesses to strike the elderly, Alzheimer’s disease.

This insidious form of senite dementia plagues between ! and 3
million persons over age 65. Because we know neither cause nor
cure for this horrid condition, the onset of Alzheimer’s brﬁ]s infi-
nite pain to patients and family caregivers. For those afflicted,
hyl}r:tg with Alzheimer’s is a lonely irreversible path into an endless
nj; N

or the family .nembers, this irreversible journey means a strug-
gle to provide continuous emotional support and physical care,
often at great expense. With no cure in sﬁ, their years of gyovid-
ing care are spent in endless mourning. While Alzheimer’s disease
and velated research activities have been the subject of recent con-
gressional hearings, today's hearin%l;v:xg focus on the issue of care.

Earlier this year, Senator ler, my esteemed colleague
here with us today, smt t the Aging Committee hoid a
hearing on Alzheimer’s . Recently, he chaired a hearing in
his home State, South Dakota, on this very toglc. Senator Pressler
has been a leader in the Senate, workmf to focus national atten-
tion on this dreadful disease. Senator, I commend you for your
dedicated efforts on this most important topic. )

1 agreed with Senator Pressler that this was an important sub-
Jject for committee attention for several reasons. First, this hearing
provides a fornwm for our committee to learn more from family

members and professional caregivers about what is being done, and _

what more we can do for them, as well as for the patiente.
D
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Second, by convening in New York City, we have the opportunit,
to hear irom active cit¥ leaders who are dedicated to improving life
for older Americans, evident in Mayor Koch’s upcoming conference
on Alzheimer’s disease,

i might also add tha} it is I;_iof.u'ticuls.u'ly appropriate that we are
meeting here at the Jewish Home and Hospital for Aged, where
the staff’ prides itself in offering the best possible care for its 250
patients with Alzheimer’s.

Finally, with this hearing, I hope to generate support for the
long-term care legislative paci:age introduced earlier this year.

As chairman of the Senate Aging Committee, I see this hearing
as an important opportunity t0 consider not just issves related to
Alzheimer’s disease, but also the more general issues that loom
over the American long-term care delivery system. We all are in-
creasingly aware of the need for long-term care reform More
people are living longer, requiﬁnag more care, at home, in the com-
munity, and in nursing homes, Given curren’ demographic projec-
tions, the demand for services i8 certain to mushroom,

Currently, families are providing a substantiul portion of care for
the chronically ill. For example, at least half of those with Alz-
heimer’s disease are cared for at home. We recognize the great fi-
nancial and emotional price tag of providing around-the-clock care
in the home. It is time now to assisi these caretakers by easing the
financial burden and by making available more home and commu-
nity-based services.

During the past several months, I have been working with sever-
al members of the Senate Finance Committee to put together a
package of bills to help provide additional long-term care services.
Each of these bills, the ]}-Iome Health Tax Credit Act, the Health
Care Coordination Act, and the Independent Community Care Act,
would, if enacted, make it substantially easier to care for older
{‘lamily members, including these with Alzhieimer’s disease, in the

ome. .

Don’t let me mislead anybedy that home care is the only ap{)ro-
priate method of dealing with problems such as Alzheimer’s. It is
not. There is a substantial portion of the population, that must
have access t0 institutional care, such as the excellent kind of care
given here.

It is my hope that the committee and Congress will take further
action in the long-term care area. We are here explicitly tuday to
Iearn what more we cun do and how geatly we need to do it.

Let me just say, before I yield to Senator Pressler for his intrc-
ductory remarks, how pleased I am that Senator ’Amato is here.
Senator D’Amato, although not a member of the Aging Committee,
is entitled and invited t0 sit with us this momning. When Senator
D’Amato heard we were having this hearing, he came to me and
said he really cared ahout the problem. It was a major problem for
the people of his State.

He has thoughts he wants to share with the committee and
wants to testify before the committee and participate in the hear-
ing. I want to commend your Senator, Senator D’Amato, on his ini-
tiative. . A ) ]

The Senate, if you believe what the newspapers say, is either in
session this morning or has not yet returned from vacation. In any




3

event, Senator D’Amato is here, because he cares about this prob-
lem and because he cares about his constituents.
Al, I commend you.

STATEMENT BY SENATOR LARRY PRESSLER

Senator Pressrex. Mr. Chairman, I shall be very brief, so we can
hear the witnesses and hear Senator D’Amato. I want to begin b
commending Senator Heinz and his staff for the outstanding wor
they have done in organizing this hearing. His staff, particularly,
should be commended because they have been most cooperative, as
has Senator D’Amato’s staff. Often, the staff people do the work in
organizing these things and do not get the recognition they de-
serve.

I hai not really heard of Alzheimer's disease before about §
years ago. I had a personal reason for learning about the disease—
my father contracted it. Since that time, I have become very well
informed about it. This tragic disease is costing the country in the
neighborhood of $26 million a year, in terms of nursing home costs,
home health care, and lots of other costs, such as loss of productiv-
ity. I believe that it is time we all become well informed about it.

The point is, that if we could find a cure or a treatment for this
disease, we could save a lot of money, besides preventing the tragic
human losses involved. ) .

I want to commend the media, for their assistance in this effort.
In the last 2 years. Alzheimer’s disease has become a subject in the
forefront. We are starting to realize that a large ]?ortion of our
nursing home admissions are a result of Alzheimer’s disease. We

are waking up to the fact that this is a big factor, not only for the
elderly population, but in terms of what we previously would have
defined as senility.

We also are strugglmg to redefine some of the medicare regula-

tions under which degenerative diseases are not covered. Increased
funding for research also is needed. I sponsored an amendment in
the last Congress to increase the funding for the National Institute
on Aging by earmarking funding for Alzheimer’s research. I be-
lieve this is most important.

In the very near future, we will be going to Senator D'Amato,
who is on the Appropriations Committee, to geek more funding for
research. This research will save money in the long run, aside from
the human losses that could be prevented.

Let me say that I know that we are going to hear from many
important witnesses today, including representatives on the Alz
heimer’s support group. In the last 3 to 5 years, Alzheimer’s sup-

rt groups have sprung up across the country. Recently, I held a

earing in Sioux Falls, S. Dak. The Alzheimer’s Disease and Relat-
ed Disorders Association has a vef?r large support group for the
spouses and loved ones of those suffering from Alzheimer's disease
in that city. They meet and discuss how to cope with the diseases,
especially in its early stages, where the patients are cared for at
home. The association has increased awareness about this Wease

It is within the last 3 years that we have seen several T _;ﬁe-
clals and several articles written about Alzheimer’s disease. Thi
tragic ailment has become better known, thanks to the efforts of

/
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the media. We have lots of work to do. If we could find a cure or
treatment for this disease, we could save a lot of human anguish,
and save a lot of money, at a time when we have a $200-billion-
budget deficit.

I have joined Senator Heinz in sponsoring legislation, like S.
1801, which would ailow tax credits for expenses incuired in the
care of elderly family members.

We must get the Nationa)l Institute on Aging to focus more of its
attention on this disease. That is where Senator D’Amato will be a
key, a8 a member of the Senate Appropriations Committee, as will
Senator Heinz of the Finance Committee.

Today, we are at a nursing home and hospital that has between
600 and 1,000 beds, depending on how you define them. In South
Dakota, where I chaired a hearing on this issue last month, nurs-
ing homes averaged around 40 . While each State has a differ-
ent set of problems, Alzheimer’s disease is a threat to us all.

1 have had discussions with my State’s nursing home directors
about the new prospective payment regulations. We sometimes
take a different point of view on the way some of these programs
are structured. That is what these hearings are sll about.

We will take back to Washington what I learned in the rural
areas, as we will take back what we learn here today. Then the
Con will have to mesh it together, and tha. is a difficult job.

e are here today to learn things we can use legislatively in
dealing with the tragedy of Alzheimer’s disease.

I wrote an article on Alzheimer's disease for People magazine,
July 12, 1982. It is two pages long. I would like to insert that arti-
cle into the record.

Chairman Heinz, Without objection, 8o ordered.

[The article referred to follows:)
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Senator Pressrer. I conclude by again thanking you, Mr. Chair-
man, and to you Senator D’Amato, we will be coming to see you on
the Appropriations Committee soon. We are glad to see you here.

I also want to thank the home for hosting us. I understand that
the Jewish Home and H forAgedlsone of the oldest in the
country, and has provi aemces in one form cr another for
many years. This goes back to the last century, as I understand it.

So, it is an honor to be here. I am a Senator from South Dakota,
far away from New York. I am here to listen to the problems and
learn, as I am sure my colleague, Senator D’Amato listens to your
problems,

Thank you.

Chairman KENz, Lest you feel that Senator Preasler has never
even flown over New York, it should be out that as a
Rhodes scholar I know he had to get from auth Dakota to Cam-
bridge, in England, and he must have been in New York on some
previous occasion,

Thank you for your excellent statement.

I commend Senator D’Amato and welcome you. Thank you for
being here.

STATEMENT BY SENATOR ALFCNSE M. D’AMATO

Senator D' Amat0. Let me thank you, Mr. Chairman, and the
Special Committee on Aging for bringing this important hearing on
this problem, to New York City. This disease plagues not only New
Yorkers, but our seniors throughout the Nation.

I also commend Senator Pressier for his interest and for his
thoughtfulness in this area, and for the concern that both you, Mr.
Chairman, and Senator Pressler bring on behalf of the families and
those who are afflicted with Alzheimer’s disease.

I am indeed thankful for the opportunity of being able to testify
on this dreaded disease that brings personal and financial tragedy
tolthr%:lllﬁffeemg o thmrederal i I t is rtam]y required,

that more F involvemen ce
and hopefully we can discuss those possibilities.

I am honored that the Specml Committee on has asked me
to testify at this important hearing on Alzheime

When I was elected to the Senate in 1980, I promlsed the elderly
of New York State that I would further their causes in
After becoming familiar with the devastating effects of Alzhelmer’s
disease, or senile dem entia, on both the sufferer and their families,
I realized that more Federal involvement was required on research
into the causes, treatment, and ccre of this dre disease.

Alzheimer’s disease is a common disorder that destroys certain
vital cells of the brain, resulting in senile dementia, Although pos-
s;b]e at ang'oage, it i8 most common with those over 65 years of age.

The symptoms of Alzheimer’s disease are slow and treacherous.

Memory is the first casualty. There is no known cure for Alz

heimer's disease. It is irreversible and the deterioration process is

: unrelenting.-Most trag:cally, it is one of the most ignored diseases
- —---in-our lifetime. -

The scenario for an Alzheimer’s disease suiferer is saddenmg
The slow deterioration of the mental capacity is usually viewed as

511
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a normal aging process. This, a8 we all know now, is simply not
true. Alzheimer’s disease is a pathological disorder. As the disease
progresses, the sufferer becomes dangerously forgetful and increas-
ingiy detached. Finally, when an Alzheimer’s patient has been in-
stitutionalized, he or gshe may die a near vegetable. )

Up to $20 billion annually is spent on Alzheimer's disease. It is
believed that close to 25 percent of all nursing home patients suffer
from this hopeless disease. ) )

Where there have been some encouraging advances in the study
of Alzheimer’s disease, we still have a long way to go. Meanwhile,
the toll this disease has on the elderly is tragic. Alzheimer’s disease
affects 5 to 10 percent of those over 65, up to 1 million citizens. It is
estimated that 100,000 peoxll: die annually from Alzheimer’s dis-
ease. Since the number of Americans over ihe age of 65 is increas-
ing, these figures will also increase. _

Though there are many theories on the cause of Alzheimer’s,
there is little now we can do for the sufferer. Many drugs are being
tested to improve cognitive functiong by the sufferer, but the af-
flicted, in most cases, die a slow and sad mental death. It is just,
therefore, that the Federal Government is taking the initiative
with Alzheimer’s disease. Research funding is now approximately
$22 miljion.

Mr. Chairman, as you and I and Senator Pressler have discussed
both in the Senate and here today, this is simpi{ not enough. We
must, on the Federal level, rededicate our efforts by more than just
rhetoric.

Therefore, I am pleased to suggest to this committee that I will
work with both you and Senator Pressler in doubling the amount
of money that the Federal Government now designates to that area
of research. I believe that by doubling those funds, we will show a
substantial increase in dementia breakthroughs. This will be a pru-
dent investment. ) )

In addition to doubling the amount of money for research of this
dreaded disease, I think it would be more beneficial to kave a co-
ordinated effort between the various concerned institutes to see to
}!ﬁ tghat this research is done in such a way as to maximize the bene-

its.

My statement continues on and on. It relives the horrors of
many who were asked to come here today. They have seen how this
disease strikes not only the victim, but the family and society.

Certainly, there can be no greater area of concern for this com-
mittee. It should commit itself to the kind of research capabilities
that eventually will bring this disease under control.

I once again would like to commend your leadership, Senator
Pressler and Senator Heinz, and I pledge to you both that I will
work with you in this sessjon of Congress to give some real mean-
ing and substance to the battle against Alzheimer's disease.

I believe some of the evidence that has linked aluminum concen-
trations found in the brain, with the question of whether acid rain
or certain kinds of diets, and use of certain materials, have aided

- researchers in finding the elusive cause of this dreaded diseage. I __

am certain our regsearchers can find the cause and cure if we give
them the tools, finances, and firepower to do it.

12




To that extent, I look forward to not only pushing for meore re-
search funding in my capacity a8 a member of the Appropriations
Committee, but also, Jokn, I would be delighted to cosponsor your
legislation, S. 1801, that offers aid to Alzheimer’s disease sufferers
and their families.

Thank you very much.

[The prepared statement of Senator D'Amato follows:]

PRRUARED STATREMENT OF SeNaATOR Arronse M. DY Auato

I am honored that the Special Committee on Aging has asked me to testify at this
important hearing on Alzheimer’s dissase.

IwaselectedtotheSenateinlSGO.lpromisedtheelderlvoquwYork
State that I would fuither their causes in Congress, After beoommgotfﬂnﬂmr
the devastating effecta of Alzheimer’s discass, or senile dementia, cn the suffer-
er and their families, I realized that more Federal jnvolvement was required on re-
search into the causes, treatniont, and cure of this dreadful disease.

t's disease is a common disorder that-destroys certain vital-cells of the - —-

brain, Tesuiting in senile dementia. Although possible at it is moet common
mththmewhg%yemofafﬁtmmptomofﬁzhegr' are alow and
g-ea&emm. Memorybils thedthed tenty ‘l‘hmunoi’known eut;:‘ foi! mAlzhe;qer’s
isease. ~ is irveversible an eterioration unrelen tragical-
it i oat?guoreddism m

A sdueasesuﬂ'enr saddening. The slow deterio-
ration of the mental capacity is usually viewed as a normal mj:&:
X::}leknowmw.ws:mplynottme Amsw:l;wd

e disease he sufferer dangero and increas-
detacbed g’inally. when an Alzheimer’s patient has been institutionalized, he
die a near
ln]]j:r annually is spent on Alzheimer's disease. It is heheved that close
to ngeroent of all nursing home patients : suﬂ'er from this hopeless discase
there have been some m% ceg in the study of Alzheimer’s
diaesae.weatillhavealo hile, the toll this discase has on the
elderly is tragic. Alzheime sdmeaseaffectsﬁtompementofthosewerﬁs uptoa
million citi-ens, It is estimated that 100,000 people die annual.ly from Alxhe:mer's
disease, Since the number of Americans over the age of 65 is increasing. these fig-
ures will also increase.

Although there are many theories on the cause of Alzheimer’s disease, there i8
little now we can do for the sufferer when he or she contracts this disease. Many
drugs are being tested to improve cognitive functioning by the Alzheimer's patient.
bﬂtthe :%glwhed ml;n;zetforcases,dliesa -Yow and sad mental death, even though the
p ing may ears

fmis ust. therefore, that @ Federal Government is taking the initiative with Alz
heuners isease. Junding for sem‘l] dementia is now a $22
milijon. 'I'lﬁsﬁ%:"e mcreaseto $25 %mmﬁscalyearls

1 commend Secretary o[‘ Health and Human Services, anlieckler. for
her concern over this disease. She has assembled a t.a.sk force on r's disease
todevelupastrateﬁyfordealingwiththisdmase expect fine resulta from this
tagk force, N federally funded senile dementia research is conducted by
four separate agencies. I hope this task force will recommend a more consolidated
Goverrment effort.

I also believe more should be done to help the sufferer and their fam:liec ogm
with Alzheimer's disease, The immediate cause for worry about an aff)
heimer's disease patient is personal safety. As we all kuow, almnle aboentminded—
ness causes many accidents, but senile dementia can be fatal. In th s later
:tages,ctprecautxons must be taken to protect the eufferer from hisor her own unwit-

ing sctions,

e next biggest worry is the h)gh ooat ofcan for these sufferers, it is eotimat-

t over $17,000 per year imet's disease patient. In the

mm of the geaae [‘requut viaite to doctors and poasible of employ-
ment eou d amount to much of the total financial burden. Although this disease
mostly affects the elderly, medicare does not cover ita expenses. In a recent letter 1
received, the spouse of an Alzheimer's sufferer was frantic because she had only
enough money to last, at most, for another year of paying for nursing home care for
her husband. Besidez being a monumental emotional burden, Alzheimer's disease
also becomes a financial burden.
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It would be tough to imegine watching a loved one slowly drift away from you. I
am aware of many stories where husbands or wives of Alzhelmer's patients are
forced to put their spouses into institutions against their will to do so. afflicted
must eventually be cared for like a small child. As this disease progresses, the
family eften experiences tremendous stress at seeing a family member mentally di-
gress. As one recent magazine article stated, “For the family, it is a haunting sense
of losa of the person who is stili with them.” The family feels guilty because they
are able to do 80 little.

There are, however, many groups around the Nation tha. 888ist these families.
Discussions in these support groups centet argund helpful suggestions to make life
easier for pufferers and their families. Many groupe actuallgeassiat the fnmil{leby
providing professional day care in a homeiike environment. Services like this help
delay the sorrow and expense of institutionalization. It i my wish that these factors
150 be considered when addressing the problems of Alzheimer's disease.

Obviously, finding the cause and cure for Alzheimer’s disease is the moat impor-
tant obfecn\re, but as we find out more information regarding this disease, we must
also help eare for the current sufferers and their families,

Alzheimer's is a tragic and silent disease that must be stopped. In this when
we live lenger than ever before, many of our elderly are still experiencing the obliv-
ion of Alzheimer’s disease. .

Before 1 rjoin this distinguished ﬂanel, I want to commend the Special Committee
o Aging for its invelvement in this isgue. I hope that with congressional commit-
tees and the administration’s task force on imer's disease working together,
Alzheimer's disease will someday be conguered.

Chairman HEINZ. Thank you for a truly excellent statement. We
are honored to have you as our first witness,

I will turn the floor over to Senator Pressler for questions.

Senator PressiER, I just wanted to say that I commend you for
your statement, and the estimates that you have given are conserv-
ative estimates, yes.

My staff estimated 2 million persons suffer from Alzheimer’s and
120,000 persons die each year. This disease now costs society an es-
timated $26 billion annually, not estimating loss of productivity.

Also, the prospect for the future are staggering, as experts pre-
dict that in 40 vears there will be 43 million persons age 65 or
older, or nearly double today’s elderly population. That is when the
crunch comes.

If that occurs, without finding solutions, we are talking about, in
today’s dollars, $50 to $60 billien. I just want to commend you as a
member of the Appropriations Committee. You have aaid it well
here. If we cculd find a link on this disease, we could save literally
billions of dollars in health care costs.

Senator D’AMaTo. It is kind of like the environmental questions.
We ove now seeing statements, in making cost esiimates, that the
dollars sp.ont: in preventin%, whether it be the contamination of our
freshwater drinking supplies, will eventually give us a savings of
aqy\.vhere from 20 to 40 times that dollar. Those are very, very
mimimal costs. .

I would suggest that the dollars we ls_;tp~<.';'1d here in research, not
to mention the human tragedy, loss, suffering—suffering that takes
place with the family, which is so élsheartened to have to commit
someone to a nursing home; the economics of the situation will pay
dividends thousands of times over. )

It is the best kind of investment we can make. That coming frem
a fiscal conservative, you know, my career somewhat, and as | have
indicated to you, I look forward to working with you, to see that
this becomes the law when we go back to Washington.

Thank you very much.

14
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Chairman HeiNz. Thank you. Our next witnesses are Dorothy
Kirsten French, Peggy Morscheck, and Peter Strauss. Will they
please tske their places at the table?

I would like Dorothy Kirsten French to be our first witness. We
welcome you to the committee and thank you for having come a
veryég;‘ng way indeed. I think we are all very eager to hear what
you us.

STATEMENT QF DOROTHY KIRSTEN FRENCH, 1.OS8 ANGELES,
CALIF.

Mrs. FRencH. I am an opera singer. My professional name is
Dorothy Kirsten. For 28 years, I have enjoyed a very happy mar-
riage to John Douglas French, a prominent neurosurgeon, co-
founder, and director for over 20 “years, of the world-renowned
~ Brain Research Institute;, UCLA.

My husband has Alzhelmer’s disease.

What a supreme irony that he should be stricken by a disease of
the brain, to which he has devoted all his medical years.

With this particular disease, there seems little hope for preven-
tion and cure for our generation, but we had better get busy to
help the next generation. In fact, Alzheimer’s disease is the fourth
most common cause of death in the United States. QOne family out
of three will see one of its members succumb to this horrible dis-
ease.

There are 2 million people with Alzhelmers in our country That
is not counting the ones who are hiding it just as I di

When the doctors told me that Jack haJ Alzhelmer’s, I could not
believe it nor could I accept it. It took months for me to lose all
hope and! finally resign myself to the fact that he was never going
to get better, but would only go downhill, step by step, losing one
faculty after another.

He, who had been the author of 98 im l1:::011:431111: medical publica-
tions, could no longer write, nor could read. I watched him
wither as he lost his ability to drive, to work, to golf, and to enjoy
our lives together.

I am convmced that he Suspected what was happening to him
from the very nnlng1 we discovered published material
on Alzheimer’s disease hid¢ -~ in his desk.

The emotional upsets have been teriibie. Jack puts his arms
around me and cries. We both fall apart. I know now that I will
lose him. While he was still walking to his office, I would put a
card in his pocket with his name, address, and telephone number.
He was lost twice. One time he walked several miles to a house we
had lived in years ago. We knew then that he would have to have
someone with him at all times.

Persons with Alzheimer’s disease must be supervised on a con-
tinuous 24-hour basis. Sporis have alwa been an important part
of Jack’s life. Now it means nothing. He geldom shows interest in
television. When I finally decided to go_public, after hiding our
agony for months, I gave an interview which appeared in the Los
Angeles Times. It generated an intense response. Within 2 weeks,
we received 200 letters. Almost 100 percent of these people had
members of their family afflicted with this disease.
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May I read & very short letter, which gives you an example of
the kind I have been receiving,

DeAR Mgs. FrencH: Bless You for your candor. My own life is so much easier to
bear since your article My mother is 76 and lives with us, and now at least ] have a

name for what { am dealing with. It helps so very much to relieve inner tension
and pain, and to help me to grow in compassion for her.

Many of these victims were said to be brilliant minds—lawyers,
doctors, successful businessmen, and, like my husband, fit individ-
uals. It is up to us to bring purpose to the loss of these great minds.

Jack is still at home with nurses around the clock. His doctors
tell me he could live for 10 or, more years. As long as he knows me,
I will try to care for him at home. There is nothing more I can do
for my husband, but in order to help others, I am eager to join the
fight in combating this horrible disease.

Consequently, as a tribute to my Jack, I have formed the John
Douglas French Foundation for Alzheimer’s Disease.

Gentlemen, it is my great hope that your committee will encour-
age and support research work on the changes in the brain that
lead to this catastrophic iliness.

Colleagues of my husband are doing research which already
show promising leads.

The other very important way in which your help is desperately
needed is relief for the families going broke. Three nurses around
the clock, LPN’s, licensed, cost $288 per day, $8,640 per month,
$103,680 per year. If patients need only practical nurses, costs are
$198 per day, and $73,000 per year.

How many friends do you have who can stand that kind of cost,
and for how long? In my opinion, there should be medicare funds
available for the home and hospice care of patients with Alz-
heimer’s disease. Retirement benefits are far too minimal to meet
the cash outlay for nursing.

Thank You, Senator Heinz, for inviting me to appear before your
distinguished committee. I only hope I have succeeded in explain-
ing how desperate the need is for your help.

Chairman Heinz. I think you have succeeded beyond words.

Mrs. FrencH, Thank you. .

Chairman HEnz. I also want to welcome you belatedly back to
New York. You sang for many years with the Metropolitan Opera.

Mrs. FrRENcCH. Yes; 34,

Chairman HEmNz. I was not going to mention the number of
years,

Mrs. FRENCH. I do not mind. ) o )

Chairman HEiNz. You have a splendid following in this city to
this day. I am sure many of the people in the audience welcome
you back but are sad that you have come bsck under these circum-
stances. .

I thank you for what is a truly moving account of just one expe-
rience with Alzheimer’s, with a loved one. When you multiply
somewhere between 1 and 3 million families, that being the
number of people who are believed to be afflicted. We do not know.
T]hg d;lisease is not well understood, as Senator Pressler has ex-
plained.
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I recently lost u great aunt who may well have been afflicted
with Alzheimer’s disease for the past 10 years. She was not diag-
nosed with having it or not, as the case may be,

_ I'think Ex;ople wil! begin to get some idea of the human and emo-
tional toll it takes on the people who love the afflicted, as you
clearly loved your husband.

We want to commend you on having formed the foundation. Any-
body who i8 interested in that, I trust and hope they will take cog-
nizance of it.

I happen to have some questions for you, but will ask our other
witnesses to gpeak. Then I will return to you.

Thank you again for what is not an easy thing to do, to tell it not
only like it is, but how you fee} it is.

{The prepared staiement of Mrs. Freach follows:}

PrEpaReD STATEMENT OF DoROTMY KiasTEN FRENCH

1 am Dorothy Kirsten French. I'm a professional singer who has sung at the Met-
ropolitan Opera for 34 years. Radio, television, and motion jpictures have also been
an important rtofn?gmreer.}’orzswars,lhavee a very haray i
to John Douglas French, a ient neurveurgeon, who was the cofeander and ai-
rector for over 20 years of the Brain Research Institute at UCLA.
My husband has Alzheimer’s disease,

t a supreme frony that he should be stricken by a disease of the brain, to
which he has devoted all his medical years,
With this particular disease, there seems little hope for prevention and cure for
our generation, but we had better get busy to help the next generation. In fact, Als-
heimer’s disease is the fourth most common cause of death in the United Stales.
gi::asfgmily out of three will see one of its members succumb to thi- devastating

1 have joyed a beautiful marriage of 28 with Jack French, and we have
both worked very hard in our professions. careers ted us much of the
time. Now, when we could be enjoying our life together, this hellish nightmare is

destroying us.

1 watched him wither 28 the things he Joved best were taken away from him one
by one—his work, his car, golf, and the life we used to W 1t was Jifficult
to explai* o him why he could not drive anymore. He go to his offica every
moulrn;n t”t ulfuismtfwo%lod come home early, mm iy exhausted. At home, he
wo af or hours shifting T8, accom msthlng
So man timaswewouldﬁndhimbentxel:'ebisdukholilnghis emotional
upeet. It was thereafter that we discovered he had hidden in his deek pub-
lished material on eimer’s disease. I am convinced that my husband sus
from the beginning of his memory loss that he was one its victima.

Jack was a strict disciplinerian about his weight, and as a golfer, loved to walk.
Knowing exercise was good for him, and since he could no longer drive, I u:fedJack
to walk to his office, It was lesa than a mile and a simple route, Fearful that he
could lose his way, 1 would put in his pocket a with his name, address, and
telephone number. Even though that seemed to give him a feeling of security and
the independence he needed, he was lost twice. One time he had walked scveral
miles to a house we used to live in years ago. Fortunately, the gardener recognized
lmtziu1 1:;& l:'to:ﬁhlg him home. We realized then that he would have to have someone
wi im times.

1 have been trying to recall when Jack’s illness first began but that is difficult, At
least 4 yoars ago I noticed my husband was becoming very folgie:iul. He began to
lose things, forget my birthday, our anni , and the little things which become
so important to people in love, But I had not the slightest idea that he was becom-
ing seriously ill, and often im about being the “‘abeentrainded professor.”

e worked so hard to keep his terrible secret, that I was almoet the last to know
that he was ill. This brilliant man could not believe himself what was happening to

him.

When I was first told that my husband had this dreadful disease and there was no
hope, no cure, but only slow deterioration of his brain, 1 could not accept it. 1 plead-
ed with his dectors to do more tests. Now, of courze, all the familiar symptoms are
there. He hardly utters three words which make sense. He, who had heen the
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author of 98 important medical publications dealing with the brain, can no longer
write. Nor can he read. le is completely incontinent, this very private man whom
knew to be so fastidious. He aits and holds his head repeating, “it's no good.”

Jack constantly wanders around our home with his nurse following him to keep
him from hurting himsel. He has the desire to turn on the ges stove, open every
faucet, and pull at the doorknobs. He opens a door as though looking for someone.

Sports have always been very important in miy husband’s Jife, but now they mean
nothing to him. He seldom shows interest in television. Physically, his doctors say
he has a young body for a man of 71 years. The brightest moments of his day are
when food is put before him. He is always hungry and it's not easy to satisfy his
appetite.

It is necessary to have nurses around the clock to care for him. He is mrpetual
motion between his medications. Persons with Alzheimer's disease must be super-
vised on & continuous 24 hour basis.

Senators, what can you do to help in this dreadful problem?

I was stil] singing at the Met occasionally in 1979 and well into writing my mem-
oirs. Jack was editing for me, before the material was sent to Doubl , and he
was wonderful. At the same time, he was writing the histo; liy of the Brain Research
Institute at DCLA. I have often wondered if the pressure of all he was trrins to do
at that time was too much, for shortly thereafter he seemed to completely lose his
touch. He ‘would carry the same papers back and forth to his office bu* had written
no new material for days. About thie time, we received a notice from the bank that
Jack was overdrawn. In looking over his checkbook we found many mistakes; some
bille had not been paid vhil.: some were paid twice, It was then that I coaxed him to
let my secretary take over those responsibilities. His writing had deteriorated so
much that it was difficult to yead his sipnature. Foliowing this crisis, we discovered
bis inability to count money. Jack could not tell the difference between a nickel and
a dime. I worked with him each morning trying to jog his memory, showing him
over and over that 2 dimes and 1 nickel make 25 centa. K was futile and so crushing
to him. He visited a therapist at the university several times a week who tried to
recover his reading ability, which was disappearing rapidly. Thoee were horrible,
painful days for my Jack. He would look at me as though wondering if I was aware
of what was hnggening, then suddenly would put his arms around me and we would
both be dissolved in tears. Never have we mentioned Alzhelmer's disease to each
other. !

The interview which aﬂ:eared in'ftl-_ne_l.os Angeles Times on July 19 of this year,
when I decided to “go public,” after hiding our agony for months, generated intense
response. The newspaper, within 2 weeks had received nearly 200 letiers, 90 percent
of which were from spouses and families whose members are afflicted with Alz
heimer's. Most of these victims were brilliant minds-—-lawyers, doctors, succesaful
buginessmen, and, like my husband, phg:ically fit individuals,

I have set aside my career so I can be with Jack and care for him, but our iives
seemed t0 have no purpose. I was feeling extremely sorry for myself and for Jack.
until suddenly it occurred to me that though I can do nothing more to help him, I
can do something to help others in fighting this catastrophic atlment.

Consequently, I have formed the John Douglas nch Foundation for Alz-
heimer's Disease as a tribute to my husband.

It is up to us to try to bring putpose to the loss of these great minds.

Distinguished Senators; my heart goes out to you for trying to be of help.

Chairman HEeinz, Our next witness is from Philadelphia, and I
take some parochial pride in introducing Peggy Morscheck, coordi-
nator of the Greater Philadelphia Chapter of the ADRDA—Alz-
heimer's Disease and Related Disorders Association. It is one of the
many chapters springing up around the country as Senator
Pressler indicated earlier today.

May I add that Ms. Morscheck is a former director of Services
for the Elderly and the Blind, Philadelphia, 4 member of the Na-
tional Association of Social Workers, National Council on the
Aging, and National Gerontological Council of America.

hignli
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STATEMENT OF PEGGY MORSCHECK, ARDMORE. PA., COORDINA-
TOR. PHILADELPHIA CHAPTER, ALZHEIMER'S DISEASE AND
RELATED DISORDERS

Ms. MorscHecr, Thank you for this opportunity to speak fo you
and to convey several ideas fo you. I think it is important, given
the numbers of families afiected, and given this is a disease which
has, as yet-—we have not discovered a cure or treatment for it—to
find out what the needs of the families are, and how those needs
can be met, other than research. So the role of chapters is very im-
portant in that.

I also a]lnpreciate the opportunity to retgrment my profession and
provide a little bit of information about the role that social workers
can play in serving the families of people with Alzheimer’s disease.

I am the coordinator of the Greater Philadelphia Chapter of the

Alzheimer's Disease and Related Disorders Association, 176f 79 -

chapters throughout the Nation, with an anticipation of having
about 100 chapters by the end of the year.

I am a social worker with 10 years of experience working with
the elderly and their families. I am the daughter of an Sa-yearhold
woman, who, 3 years ago was thought to have Alzheimer’s, until
we went through a 54ay diagnostic process, where it was found she
had a reversible cause for her symptoms that appeared o have
been Alzheimer’s.

ADRDA of Greater Philadelphia started about 3 years ago this
month, and started with three families getting together whose rela-
tives had Alzheimer’s disease.

At that time, they grew very swiftly indeed. We have a mailing
list of about 2,000 individuals, two-thirds of whom are family mem-
bers, one-third of whom belong to various professions and are paid
givers of a variety of professions.

Every month at ihis point, for the last 6 months, we have gotten
about 200 new requests for assistance from family members, in
regard to Alzheimer's. Functionally, or in fact, we started out to
cover not much more than five counties of southern Pennsylvania.
We now respond to the needs of both professional and family mem-
bers in the eastern third of Pennsylvania, ceantral and southern
New Jersey, and northern Delaware. We anticipate continuill:ﬁ that
kind of support and response for the next year or two, while we
concurrently work very hard to help people in those areas develop
E:B}iglf, Asumaort groups and develop chapters belonging to national

At this time, it should be noted that neither Delaware nor the
State of New dJersey has a chapter whatsoever. Pennsylvania has
two, belonging to ADRDA; Ohio, seven; Virginia, four, with four
more coming into chapter statug very soon. .

The chapters share with national four different goals: They in-
clude famity support and service, and I think that my board, which
is totaily made up of family members at this point, would say that
is what I should underscore, the more important goal for us.

Education ig a goal as well. Research, support of research, ag well
as l-1:ldublic awareness or avoidance, if we are allowed to say that
word.
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The goals are met by our particular chapter, What I say is repre-
sentative of our chapter, specifically, reflecting what some other
chapters may be doing—some may be doing more or less. We have
monthly chagter meetings where anyone is available to come. The

e meetings is education, information, and providing

purpose of t
sugoport_

unseling and information by referral given by phone. Qur
chapter has decided not £0 provide any direct hard services, but
rather to emphasize the linking agency between the individuals,
families, and those existing services that are already present in the
conimunity.

So we refer to the services available through the aging systems,
mental health systems, and health systems. I think we are helpin
them to find what some of the gaps are in their services as well.

We also refer to our approximately 30 local family support
groups around the area we cover.

Last year, at this time, there were about 5 family support groupe;
there are now 30. You can see the growth, both in numbers and
numbers of support groups, is phenomenal. We produce and distrib-
ute a bimonthly newsletter. We send an information packet to each
individual who contacts us regarding Alzheimer’s.

We spend a great deal of time providing inservice training pro-
grams for staff at hospitals, nursing homes, and home health agen-
cies around the area.

We have found that it was not enough to provide assistance to
families; we needed to provide assistance to people s~rving the fam-
ilies as paid caregivers, whether in the home, community setting,
or institutional setting,

We also sponsor conferences and seminars. And we do, just skip-
ping on, since time is running, emphasize trying to service the ap-
proximately 50,000 individuals in the Greater Philadelphia area
who are estimated to be afflicted with Alzheimer’s, and more than
100,000 of their friends and relatives who are also affected by this
disease.

Two specific needs have come across to ug that we need to share
w'.h you; one of them—more available multifaceted diagnostic cen-
ters. This is a disease that i8 not easily diagnosed. It cannot be di-
agnosed by any single service. Onz must have a comprehensive di-
agnostic process, including a good physical exan:ination, which
pays attention to nutritional status and habits, as well as to the
amount, number, and kinds of drugs taken by the individual; a
good neurological workup; and a psychosocial assessment.

Without the results of all three of these t: of tests, one may
misdiagnose someone, and, a8 in my mother’s case, not find t?g
had a reveisible cause for the disease or symptoms they exhibited.

There are six of those centers in southern Pennsylvania that can
do this kind of work. There is not another one between Philadel-
phia and Harrishurg, and the middle of Pennsylvanis has no cen-
ters o go to.

I am sure that is true in many parts of the country. That doesn’t
take a great deal of money, but it takes coordination of the already
existing health, mental health services we have available to us.

Second, we do need more in-home care, particularly respite
care—companion care, high-quality, well-trained, not necessarily

<0
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with many degrees, but weli-trained, effective companions who go
into the home and provide respite for several hours a day, 1 or 2
gaysa week, so the individual caregiver in the home can get a

Chairman Hemnz. Although you did not put them into the record,
your prepared statement has three ific examples in it of
pehoge, . Jones, Mr. Smith, and Mr. Green.

. Morscueck. Thank you. The other respite care would be
adult day care. We have, in our area, almost enough adult day care
facilities to handle the need. Our problem is that the staff of the
facilities are not capable of dealing with the Alzheimer’s patient.

We need staff training and financial assistance to allow families
to purchase that service of adult day care, where in our area costs
anywhere from $15 to $37 per day, again within a community al-
lowing a person to have a break or to go and work.

One other aspect_I would ask, that.this has to be-investigated. It
seems to me t eboarﬂhomgaamapomiblemsoumeforﬂz-
heimer’s patients that been ignored and not fully developed. If
mple need total personal care, but do not need nursing care,

rding homes can provide this care. However, the care
boarding home regulations in our State and many States nation-
wide are such they cannot care well for these people. You are sup-
posed to have good access in and out of a home. If you allow that,
Alzheimer’s patients will wander and become a danger to them-
selves. One needs to have a variation in those tions allowi
someone to put a fence around the facility and allow the patient to
wander within a constricted ground. That is an example of several
modifications that, if made, would provide a whole new resource
for housing of these individuals when they can no longer be cared
for at home.

Thank you,

Chairman Heinz. Thank you very much.

{The preparad statement of Ms. Morscheck folows:}

PREPARED STATEMENT oF Prccy MorascHEsx

Mr. Chairman, I thank you and all the inembers of this committee for the oppor-
tunity to present the needs of families of those individuals who have Alzheimer's
disease, along with the yole that chapters of the national organizativn, Alzheimer's
Disease and Related Disorders Association [ADRDA), oa::oplag in meeting thoee
needs. I alsc appreciate the opportunity to represent my profession by sharing with

jou the role social workers can play in working with chapters and assisting fami.
ies.

I am the coordinator of the Greater Philadelphia charter of ADRDA, & social
worker with 10 years’ experience in workiug with the elderly and their families,
and the daughter of an 80-year-old woman, who, 3 years ago appeared to be suffer-
inf from Alzheimer's disease or some other form ot chronic organic brain disorder,

will first define an ADRDA chapter and describe our particular chapter’s gm
activities, and planned future role. Then I will present my personal and professi
ideas about the services which a social worker can provide within the context of an
organization that began as a_ self-help group and remains fundamentally a lay
p?rson!l!;a?ti‘l!yr oriented entity. I will then delineate the needs of the family members
of our chapter.

GREATER PHILADELPHIA CHAFTER, ALZHEIMER'S DISEASE AND RELATED DISORDERS
AISOCIATION

ADRDA of Greater Philadelphia is one of nearly 80 chapters throughout the
United States belonging to the national Alzheimer’s Disease and Related Disorders
Association. It began just 3 years ago this month at the instigation of a dynamic
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older man whose wife was the victin of both Alzheimer’s disease and multi-infarct
dementia. The chapter has grown from its initial gathering of three family members
attending the first meeting to a mailing list of approximately 2,000 individuals. Of
those 2,000, approximately twothirds are family members or friends of someone
who has Alzheimer's disease or a related disorder; the remainder are professionals,
such as physicians, nurses, sociel workers, as well as paraprofessional care provid-
crs. Some 200 additional inquiries and requests for information and assistance come
to the chapter each month, by mail and telephone, via local referrals, as well as
veferrals from national ADRDA headquarters in Chicago, While the geographic area
initially defined for ADRDA of Greater Phuladelphia was only slightly larger than
the five counties of southeastern Pennsylvanie, this chapter now functionally re-
sponds to the needs of individuals residing in the eastern th'vd of Pennsylvania, cen-
tral and southern New Jersey, and northern Delaware. It is anticipated that onr
area of responsibility will shrink within the next cougleemof years as new chapters
develop in other parts of Pennsylvania, and chapters begin to appear in both New
Jersey and Delaware, neither of which has chapters at +3i3 time.

National ADRDA and all X its affiliated chapters share four primary goals:
Family support and service, education, research, and public awareness. The Greater
Philadelphia chepter of ADRDA strives toward meeting these goals through the fol-
lowing activities—which are representative of, bu! not exactly identical, with all the
other chapter's activities:

() Family support and service

The chapter office is located in Ardmore, Pa., a western suburb of Philadelphis. It
maintains a telephone which can be called from earlﬁ momning till late at night.
Through this number, individuals can be linked with chapter stafl, officers, and val-
unteers who can provide counseling, information about Alzheimer’s disease, referral
to appropriate existing agencies and organizations, and sympathetic understanding
from someone who has been gomg through similar experiences to these of the caller.

Chapter meetings are held monthly and are open to all interested individuals.
Three out of every four meetings provide speakers on subjects of interest from the
fields of medicine, psychology, law, social services, finance. etc. The fourth meeting
in the series is s» open forum, allowing the informal sharing of concerns and sug-
gestions,

ADRDA of Greater Philadelihia is affiliated with nearly 40 lecal, neighborhood
family support groups, in which 5 to 20 relatives of Alzheimer's victims gather to-
gether once or twice a month to discuss mutual problems and to share experiences
and helpful idens for coping. These groups may be total self-help groups or may be
assisted by an agency or organization. Referrals to appropriate family support
groups and the cncouragement of the formation of such groups are important func-
tions of this chapter.

A chapter newsletter is produced and widely distributed every other month, con-
taining summaries of information from speakers at chapter meetings, practical
coPing suggestions, listings of established and newly forming family support groups,
reference and resource suggestions, and other pertinent useful idcas and informa-
uon. Meeting announcements are mailed on alternate months.

(2 Education

Individuals contacting this chapter for the first time are sent an information
ket, which contains several items, including a bibliggraphy from which articles,
ks, and pamphlets on Alzheimer’s disease can be ordered. The chapter is also 2

major digtributor of *'The 36-Hour Day,” an excellent Landbook for families caring
for individuals suffering from this disease.

Chapter staff and vz unteers arc available to do presentation on Alzheimer's dis-
ease to community groups, family susport grouln. professional organizations, col-
lege, medical and nursirg classes, and personnel of hospitals, nursing homes, and
home health agencies. Video and sudiotapes, as well as slides, are used in these
presentations.

The chapter glso sponsors and participates in conferences and seminars geared to
buth family and gmfessional interests about the disease.

Education of the general public is provided through news relenses to the media,
public servier announcements, and periodic participation in radio and television pro-
grams.

31 Research

The chapter supports medical research on the local and rational level through fi-
nancial contributions, and by providing information and encouragement to research-

h)
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ers, Efforts are made to keep chapter members aware of the research efforts going
on both locaily ~~d nationally.

(§) Public mwareness

ADRDA of Greater Philadelphia encourages legislation for increased medical and
social benefits to Alzheimer's disease patients and also works to increase the avail-
ability and accessibility of already existing community-based services. The chﬂ{ner
also testifies at governmental hearings on the local, State, and national [evel re-
garding the of Alzheimer's disease patients and their families. Both publi
awareness and education goals dovefail when the chapter attempts to increase the
availability of services by educating caregivers about noncoatly ways to provide
their services to our s population,

THE ROLE OF THE SOCIAL WORSER IN A CHAPTER

As the rapid growth in the numbers of participants in our chapter illustrates, an
ADRDA chapter can find the demands for its scrvices quickly outstripping the capa-
bilities of its originally family-member volunteer “staff” to meet those demands or
needs. Such was the case with this chapter. After considerable study and with a
good deal of trepidation, the all-family member board of ADRDA: of Greater Phila-
delphia decided last November to hire a part-time social worker on a consultant
basis, to act as chapter coordinator. At that same time it was decided that those
services described a would comprise the activities of the chapter, with the con-
comitant resolve that the chapter would not become involved—at present and in the
near future—in provi a:rxg direct, “hard” services. It should be noted that all but
one of the officers and members of ADRDA of Greater Philadelphia at this
time were in their sixties, worked full time, and had spouses suffering from Alz-
heimer's disease residing in nursing homes. While not all ADRDA chapters will
have such older and overextcnded leadership, this kind of leadership is not unusiial,

It is estimated that within the Greater Philadelphia area, there are approximat-
ley 50,000 people who have Alzheimer's disease, and st least an additional 160,000
individuals, such as family members and friends, whose lives are directly affected
the impacta of the disecase. The implications of this crisis of need and crisis of
growth for the chapter is the need for paid staff to handle many of the mechanics of
chapter operation. Essentially, & social worker hired to assist an ADRDA chapter
must be a combination expediter-counselor-planner-administrator-community orga-
nizer-educator-and-social caseworker who can manipulate the environment on
behalf of family members and their loved ones. This multifaceted role lends itaelf
well to the profession of social work, with its emphasis in training upon problem-
solving and enabling: It should be noted, however, that thie role is appropriate onl
for that transitional period—however long or short that time may be—during whic
a chapter is still young and growing, just evolving from an oveﬁrown family sup-
port group to what may become in the future, a well-established, fully staffed
agency on the local scene.

ial worl training seems to enhance the desires of family members in a variety
of ways, Moet importan: perhaps is the emphasis in social v.ork upon (1) the impor-
tance of the individual, no matter what state he or she i in—the insistence upon
upholding the value and human dignity of each , wson, no matter how impaired;
and (2) the principle of helping individuals to help 1..emselves to maintain as much
independence as possible, for as long as possible, no matter how impaired. These two
rinciples have emerged as the underpinnings for all the work done by ADRDA of
reater Philadelphia.

A major cautionary note should be mentioned here, to preclude misunderstand-
ing. It seema not only desirable but also absolutely appropriate that in all such orga.
nizations, such a8 ADRDA chapters, family mem should maintain the ultimate
control, with policymaking authority firmly in the grasp of lay leaders. The social
worker can and should ﬁro\rlde information, advice, expertise in expediting th tegoll-
cies, but that soetal worker shauld also remain accountable to a board domina bi!
family and other lay persons. Otherwise, the danger is too great that "professional-
ism" could overwlielm the vision and needs of family members and develop its own

s,

Interestingly enough, it has been my experience that many, if not most, of the
professionals who have become deeply imrol?ed with the ernnﬁe of ADRDA cha
ters and family support groups have compelling personal/family experience wi
the d;iseaso or its related disorders. They bring a particularly clear insight to their
endeavors. :
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MAJOR PROPLEMS AFFECTING AD FAMILIES

The f\.!lowingecase studies, taken from calls and letters received by ADRDA of
Greater Philadelphia from family members with relatives suffering from
heimer's disease, ate perhape the best way to introduce the problems encountered
by many, many {amilies,

1. Mra. Jones, age 57, has been caring for her mother, T8—a victim of Alz-
heimer's disease—at home for the past 3 years. Her mother been bedridden for
the last year. Until this past December, Mra. Jones, along with her elderly fatber,

been carinﬁ for the older women with no gutside help. At that time she finally
had to hire a helper for 30 hours per week, at $4 per hour, to augment her own
efforts. The mather sleepe in a hos&ntal bed set up in the kitchen and attached to a
winch connected to the ceiling, so that it can be raised at one end, since the mother
has an impaired hip and cannot have her bed cranked up and down. The helper will
have to increase her hours now, as the older woman nears her last weeks or months
in the terminal stage of Alzheimer’s disease. The coet for the helper is split between
Mra, Jones, her husband, and her father. Additional expenses have been the $300
suction machine which is necessary to keep the older woman from choking as she
attempts, unsuccessfully to swallow food or liquid, and the 4.inch thick eggcrate-

“type foam mattress placed over the bed which coet $90 and will soon need replace-

ment.

Mus. Jonesa realizes that her mother is foing to die soon and insists on keeping her
promises to her mother that, (1) she would . ot be placed in a nursingelgcrne, and (2)
she would net have to die in a hospital settmfl with all kinds of tubes attached to
her. Mrs. Jones' primary concern now is that she do all possible to keep her mother
comfortable as she declines. She is proud of the fact that her mother has never had
a bed sore—she is turned every hour, and her feet rests in a hollowed-out depression
in the mattreas to avoid rareness on the heels.

Despite all her valiant and creative efforts to insure her mother's comfort, Mrs,
Jones is almest frantic with anxiety, frustration, and resentment. She describes her
life during the ;ﬁ: 3 as "'a living hell”; recounts that her husband is remotely
supportive but taken to living most of his life in their motor home parked on
the lot, in order to avoid the distress of the house situation; claims that the pressure
on her and her sister—who relieves her on 2 weekends a month has ruined their
formerly cloge relationship. She also refuses to allow her grown daughter to help
out, not wanting to impose on her family rvelationship. She hes made her husband
and daughter promise that they will simply place her in 8 nursing home and visi¢
her twice a week, should she ever be so impaired in later yéars,

2. Mr. Smith, 60-plus. i5 a retired business executive who has vowed to care for his
wife at home, no matter what. In order to accomplish his gogl, he has had to go
back to work after having retired from his career position. The extra money ia
needed to pay for the medicines and aides she requires, but is also used to veim-
burse one of his daughters who has temporarily given up her career as a school-
teacher in order to stay home and care for her mother during the days. Mr, Smith
cares for his wife 1n the evenings and over the weekends. Another daughter heﬁe
out from time to time a8 she is able. This arrangement seemed the most feasible
after Mr. Smith totaled up *he coat to him if he hired outside help to come into the
home. It certainly involves considerable sacrifice on the one daughter's part.

8. Mr. Green's wife has now been in a nursing home for 3 years, but before that
time there was a Jong period when he kept her at home, without supervision for the
hours that he was out working. However, he was ahle to work out an arrangement
with his employer during that time to havo flexible hours, He went to work at
sbout & a.m., returning at about 7 a.m. to dress and feed her; went back to work il
noon, when he returned to feed her lunch; returned to work till dinnertime. Follow-
ing this extraordinary schedule, he was ahle to keep his wife home with him fully 3
years beyond the point when hiy physician had suggested Mrs. Green be placed in a
nursing home. At that time, in 1979, Mr, Green compared costs of $40 a day for
an inchome aide with the then-cost of $39 a day for nursing home care. He finally
had to place Mrs. Green in a nursing home when she began to act out and to
wander {00 much. He currently pays approximately $58 a day for the nursing home
care, and Mr. Green can be found at the home every day at dinnertime, feeding his
wife who no longer can sgcuk and no longer recognizes him. Back in 1979, and earli-
er, there were no adult day care programs in existence in Mr. Green's ares, 50 he
was forced to improvise his solution for care.

1t may be seen from these examples that affordable hame eare of high Quality is a
major need for Alzheimer’s disense families. This care would comprise the sorvices
of nurses, therapists, medical social workers, homemakets, nides, home-delivered
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meals, and physicians who make house calls, While many of these services exist in
our varipus health and aging aystems, most of them are not reimbursable under
medicare because Alzheimer’s disease does not fit the criteria for medicare coverage
{i.e,, short-term and improvable conditions). Paying for these services directly out-of-
pociet for moutns and months is prohibitive. families can manage it at all; as a
result, they place enormous stress upon themselves end all the members of the
larger family unit, sometimes to the point of destroying their own health. It should
be noted that medicare is not even a temporary resource for the many Alzheimer's
victims who are in their forties and fifties. Any solution to this problem should ad-
dress not only the Alzheimer's disease victim's needs for long-term chronic care
within the home and the community, but also the similar needs of the entire chron-
ically ill/impaired and frail elderly population. The service management model used
in area agencies on aging should be extended to work with such families more fre-
quently and thoroughly, and the hospice model. of care should be seen as o reason-
able prototype for care to these individuals who are indeod terminally ill, hut who
often take years to deteriorate to the point of death.

Respite care is also a major need for families caring for the Alzheimer’s disesse
Fatnent Residential/short-term institutional respite care should be available 8¢ that
amily caregivers can truly get away for a full week or two at a time, to deal with
family business, or to become fully refreshed. Companion care provided in the home
by staff trained to deal effectively and humanely with the Alzheimer patient is most
needed for 3 to 4 hour breaks once or twice a week, The availability of adult day
care geared to meet the needs of the Alzheimer = disease victim would aliow more
family members to care for their relatives at e while still keeping their neces-
sary emplog:nent. Currently, in southeastr- _ .nnsylvanis, there are about 15 such
programs, but some do not accept Alzhe. .er's disease patients, others do not accept
anyone under 60, atill others accepted Alzheimer's disease patients but only if they
are not confused, do not wander, and are continent—in other words, thay tyum:uon -
al%v refuse the Alzheler patient. Coste for adult day care vary in this arca between
$15 and $37 per day, and there ig no program that provides even a little financial
asaistance to the families in T:cyingefor this service. One idea might be to develop
adult day care models which include a cooperative component, where coets of oper-
ation sre reduced by family members contributing their respective akills on a limit-
ed but regular basis.

More comprehensive diagnostic centers are needed in order to insuve the correct
diagnosis of Alzheimer's d . 8ince there is no single dla‘fnostw procedure that
can identify this disease, it can only be determined throu{li:e ifferential diagnosis—

the process of eliminating all other possible causes for presenting symptoms.
Thus, a very thorough ﬁl ical examivation with sharp attention to nutritional
habits and status, along with a thorough pharmacological workup to determine drug
intake and interaction should be performed. Then a full neurclogical series of tests
should be done. Finally, a paychosocial assessment should be peg?;rmed. Only when
the results from these types of tests—the il;ysical, neurological, and hosocial—
are comhined can a reascnable conjecture be made to diagnose Alzh r's disease.
Within southeastern Pennsylvania there are six diagnostic centers which do such a
combined total assessment. Harrishurg, 2 hours to the west of Greater Philadelphia,
is the next such center, and much of the rest of the State has no accesa to such
thorough diagnoeis at all. One of our fears is that Alzheimer’s disease will become a
popular and ‘eaaj:’ diagnosis for physicians to make: The scene could be that a J)hy-
sician sees an elderly person who is confused and has a very poor memory and as-
sumes that the symptoma must be caused by Alzheimer's disease, when in fact,
there are more than 100 poesible causes for symptoms that look like this disease—
and some of them are reversible.

Many Alzheimer's disease victims have difficulty being placed in nursing homes
when there is no family, or the family can no longer continue to provide the exten-
sive care as they have for years. This is because, while an Alzheimer's patient may
aeed total personal care with feedlnf. bathing, dressing, toileting walkinghand
must be constantly watched because o wnnderinﬁ and high levels of anxiety, he or
she may still not qualify for intermediate or skilled nursing care. If they once are
placed within a nursing home, they may find it impossible to ever qualify for medi-
cal assistance because ll;heims diseasedi is not ]mhe as a reimiﬁursabl:l;ld‘measehe reI{;
Bome cases, icians list another condition as the prime ness, t
assist the incﬁh’;ls sl to become eligible for assistance, i

ADRDA of Greater Philadelphia applauds the establishment of a national task
force on Alzheimer's disease because family members have an unquenchable desire
to learn a8 much as possible about research into thia disease and to encourage the
expansion of all varieties of Alzheimer's disease research. Chapter coordinators ave
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often deluged with incgiries about new possible treatments, long before their own
local or national ADRDA's medical and scientific advisory committees have had a

chance to review the more recent research. The hunger for angwers regarding the
cause, possible treatments, and possible cures for this devastating digease 18 etor-

mous.

Finally, it would appear to be necessary to modify the personal care boarding
home lations and guidelines nationally, and in the States, in order to make
such sheltered living situations more appropriate for Alzheimer's disease vietims.
The boarding home could be the most appropriate regidential situation for a patient
for months, if not years, if proprietors were allowed to fence their properties in
order to allow Alzheimer’s disease patients free space within which to walk but pro-
tection from wandering cff the grounds. Regulations could be modified to allow such
facilities to lock off the sleeping quarters, except for a desﬂmted nap peried each
day, thereby reducing the opportunity for disruptive wandering and unnecessary
aleeping during the day that makes night wandering more likely. Other such modifi-
cations would allow some proprietors to specialize jn serving this population well.

Thank you for your attention.

Chairman Heinz. We have heard from a member of & family of
someone afflicted by Alzheimer's; we have heard from a communi.
ty support organization, aimed at trying to assist people in their
homes and communities. We will now hear from a legal expert,
Peter Strauss, whose law firm, I am told, specializes in the legal

roblems, and there are manly, of the elderly and of the indigent,

ut most especially, the elderly, and those who are not in complete
comraand of all of their mental faculties. .

Mr. Strauss, I am aware of your considerable and unique exper-
tise in this area. I commend you for it as a most unusual area of
the law in which to specialize. I think we are all eager to hear your
testimony.

STATEMENT OF PETER J. STRAUSS, ESQ., NEW YORK, N.Y.

Mr. Srrauss. Thank you. It has been a fascinating change in my
life, which started about 3 years ago, when more and more of my
clients began speaking to me about the problems of their elderly
parents, spouses, or brothers and sisters. 1saw there was a real
need in this city, and probably around the country, for some attor-
neys to begin to focus on the special problems of the aging.

It has broadened its scoPe gond that, of course, obviously, to
d_ea!lalso with problems of disabled children. The issues are very
similar,

At a time when you are trying to bring a ground swell support
for your very wortlé:y views on researchni%nding, and I think that
will happen, I want to plag the role of gadfly, and pick up on Mrs.
French's points, very brietly touched on in her statement concern-
ing devastating economic consequences of Alzheimer’s disease
to the family during the next 10 to 20 years before these massive
costs can be cut back by successful research. )

I have represented over 500 Alzheimer’s families in the last year
or so0. I have become familiar with the ecunomic devastation that
these families face. )

Incidentally, whatever I talk about today in terms of Alzheimer’s
disease, is only illustrative of the problems resulting from many
other medical problems which require long-term custodial care.

If a person has a stroke and will need chronic custodial care,
that person’s family is faced with the same devastating economic
facts, yet perhaps does not suffer the emotional trauma.




My typical client is a woman or man, the spouse of an Alz
heimer’s victim, who comes to me at a time of crisis; a_person
whose world has fallen apart, who evidences the kinds of f

that Mrs. French o aptly demonstrated to us today. These people
come in and say: “At a time when I am facing this crisis with my
family and life, I am also told that I am going to have to be eco-
nomically devastated. I am told that if I have $150,000 in Lifetime
savings with my spouse, and perhaps a home, in addition, I must
spend down our Jomt assets to $4.2055 or $5,000, depending on State
regulations, before my spouse becomes ehﬁible for medicaid—~the
one program that deals with custodial care.

Think of the irony of this: Medicare, we know, does not cover
custodial care; it was not designed for tjwt It was deslg'ned for in-
tensive hospital care and m for treatable diseases.
No msurance policy covers these oosts. ou cannot buy an insur-
ance pelicy that covers custodial nursing hotne care or home health

There are a few policies availabie which give you a per diem
amount, such as thoge sold by Art Linkletter on TV, but the bene-
fi ts under such policies are a drop in the bucket.

gnor years, when the cost of a nursing home was $1,200 or
$1, 50 per month, and the family could contribute that cost out of
their income, the cost of custodial care was manageable Today, in
this city, nursing homes cost between $3,500 and " -,500 per month

It is not possible, any longer, unless you are very w-althy or very
poor, to manage ihe system. I am f; with clients daily who come
in and say, “Can you help me?”

We have developed a series of strategies. It isn't really important
to go into details today, but in general, we are talking about trans-
fer of assets, setting up trust funds, and other techniques, which, if
done early enough in time, can put the family in the position to
say after 2 years, ‘I cannot afford it anymore.” We perhape have
been able to protect the victim’s spouse, so that he or she can hold
on to some of their assets and live a decent life. These are not
you , healthy people. These are elderly people, 65 and older, who

ill themselves. They are frequently barely able to function
as a oouple in the community, without these massive costs.

While you are searc or the answers, while you are seeki
the funds to find the medical solution, we must begin thmk
some immediate, short-term solutions to benefit Bpouses of Alz-
heimer’s victims, allow them to continue to hold on to some of
their assets and income so they are not wiped out. That may re-

uire amendments to some of the medicaid rules; amending the
eeming rules; amending the transfer of assets rules. We must pro-
\nde relief to spouses,

I see greater {:roblems in the cases of married couples than in
the cases of single persons. I am less concerned about the economic
impact on a person who has to spend all their own funds, and not
be able to leave an inheritance for their children, although there is
a valid argument that people ouﬂut to be able to pass on some
funds to their children and grandchildren. .

The critical issue, the one we should look at first, iz the one of
the married couple. Second, begin to look at some of the alterna-
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tive care programs you will hear about today, by people far more
expert than L

Consider different kinds of con te care facilities, if they
could be developed for the Alzheimer’s victim, where a safe and
clean environment, cocld be provided. Many Alzheimer’s victims do
not need the kind of intensive nursing home care a medical facility
provides, Then, perhaps, the cost of care could be cut down.

Last, I strongly agree that more home health care needs to be
provided. But in the meantime, while looking at these solutions, we
must do something about protecting the family from economic dev-
astation. It is a tra%edy and one that is a very sad commentary on
what we do to the elderly.

Thank you,

Chairman Heinz. I will note that you abbreviated your testime-
ny. There is much in it worth reading. I think all of it is well
worth reading. It will be placed in the permanent record.

[The prepared statement of Mr. Strauss follows:]

PREPARED STATEMENT or PeteR J. STRAUSS

1 am an attorney in private practice and a member of the firm of Strauss & Wolf
in New York City, admitted in New York and New Jersey. Most of my career has
been spent in general practice, with emphasis on estate planaing. Three years ago, I
found that more and more of my clients were raising problems concerning their
aging parents or their elderly spouses, problems regarding the management of their
financtal affairs and concerning their health care. 1 began to focus on these con-
cerns, became aware of the dimension of these problems, developed some solutions
in pppropriate cases, and suddenly found I had become a so-called "expert” in a new
and growing field of law—the legal Tgroblems of the aging.

R is clear why thig happened, The senior citizen segment of our pop.alation has
grown &nd continues to grow, and health care costs are rising dramatically. In par-
ticular, the costs of maintaining a person in need of chronic care have soared. %e
cost of skilled nursinﬁ facilities in the New York City area runs between $80 to $120
a day, with some of the better homes costing $150 daily.

NT]_le problem of the financing of long-term care has become a ma}ior issue for this
ation.

My senior citizen caseload falls into several broad categories:

Classic estate planning.

Protective services.

The problems caused by the need to pay for long-term chronic health care—usual-
ly care which is defined as custodial.

It is this latter urea on which I wish to focus today.

The following gpical cases will clearly illustrate this problem.

Mr. and Mrs. O.: Mr. O. has Alzheimer's disease. He recently was admitted to a
nurging home. He will never return home. Mrs. O. has cancer. She receives chemo-
therapy at a New York hospital on an outpatient basis, and resides alone in the
apartment she formerly shared with her husband. As Mr. O. became more seriously
ill over the years, Mrs. 0. had mosat of the couple’s assets, which total about
$150,000, placed in her name. Mrs. 0., who was worried about how she could pay
$40,000 a year for her husband's nursing home expense and atill be able to live inde-
pendently, sought mﬁ advice.

Mr. and Mrs. J.: Mrs. J. had been paying for the nursing home for her hushand
for 2% yenrs when she came to see me a year ago. She had spent about $90.000 and
had $35,000 remaining. She had been informed that she had to spend all her assets
before har husband became medicaid eligible. I advised her this was not correct, had
her discontinue payments to the nursing home, and apply for medicaid. The medic-
aid application, initially denied, was approved after 4 fair hearing decision.

Mr. and Mrs. S.: Mr. 8, consulted me recently. Her husband has £ lzheimer's dis-
ease and is presently living at home with Mrs. S. and twe children. In addition to
their home, they have about $125,000. Mr. S. is decliniif, and will soon need full-
time care at home. Mrs. 8. hopes to be able to care for Mr. S. at home indeflnitely,
but inetitutionalization may become necessary. Mrs. S, does not know how she can
afford the cost of Mr. 8.'s care and still maintain her home and support her family.

=
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Each of these cases poses the same basic issue: Is there any way to provide for
long-term care of the patient spouse without impoverishing the spouse living in the
communty:

1n each of these situations 1 am dealing with a client in crisis. Traumatized by his
or her epouse’s illness from which there will, in most cases, be no recovery, mir
client has discovered that there is no financial help to for the costs of this ill.
ness, The client has learned that medicare will not pay for this kind of care. And
the client has also learned that any health insurance he or she might have will also
not cover these costs.

There is no private health insurance that 1 know of that covers the costs of long-
term chronic care. Moat health policies follow the medicare definitions of “skilled
care” and "custodial care,” and thus do not cover long-term care of a “custodial”
nature.

The heart of the medicare problem, of course, i the limitation to pay only for
“gkilled care.” When medicare was enacted, a policy decision was made to cover
m?elm‘atau:kdi med.lcalal dical probiems and exclude coverage for care which was deemed
merely "¢ S

When the coets of custodial ¢are were more modest this exclusion was not as seri-
ous a problem as it is today. Now, with home health care and nursing home costa
running into staggering sums, only the very rich can afford this on their own.

Although there is little benefit provided by private insurance or by medicare,
there is, m)mcalhv. cne program that pays for coets of chronic, long-term care,
:;dencared to be purely custodial, and that ias the program known as medic-
Medicaid, however, is a designed for the poor of this Nation, 1t hes, as
you well know, resource and income eligibility l:mll.mmmem:s. Yet, more and more
members of our elderly population are w er medicaid might be tapped as
a resource to assist them in avoiding economic disaster, have been told that
et et ressivs medoain They eek.us I tore By b ey ve nochly withott
SPOUBE vun receive icaid. us i re may be a way to quali t
both spouses spending down to the medicaid eligibillty level, v

This is a remarkable development. Middle-class families, driven by fear and panic,
seeking to take advantage of what is essentially a welfare Progll'am.

What is needed is a major rethinking of the basic policy which excludes custodial
care from coverage. Clearly, havirg costa assu by medicare would have
enormous economic consequences. But the problem cannot be ignored. It will contin.
f’e tolog'row more gerious A8 costa continue to increase snd our chronic care patients

ive longer.

Chronic care coets must be assumed by the Nation as a whole. There are several
methods by which to agproaeh the issue. The medicare progran. can be amended by
adding a new “part C' which would provide coverage for long-term care. A new
"title 21, as Bome of you have proposed, might be enacted. These costa should be
approached no differently than those of cancer or heart disease. Absorbing the
entire cost, or enacting a system with some more deductibles and coinsurance is a
question that can be debated, with honest difference of opinion.

1 believe that reform of our existing laws to place greater emphasis on home
health care would be economically more sound our current medicare and med.
icald laws which encourage instilutionalizat{on. I also believe that serious considera-
tion must be given to the support of new kinds of residential facilities to provide
care for persons, such a8 the victims of Alzheimer's disease or strokes, who do not
need the kind of medical support that skilled nursi? facilities are designed to pro-
vide. These two approaches would, in my view, provide care at lower cost than exist-
m? inatitutions, as well as deliver more alpproprmt.e and humane care.

want to stress again the special problems of married persons where one partner
requires longtime care. 1 have seen too ma:l\;nmeo whero the oommunis spouse is
left without the means to function in acco ce with a decent standa. living,
because of his or her spouse’s illness. 1 see no ethical justification for this. At a
minimum, even if major policy changes are not forthcoming in the near future, the
medicaid 1aws should be amended to create immediate protection for spouses, Per-
haps a “marital exemption” concept should be enacted, allowing a community
spouse to retain 50 percent of the couple’s combined resources, w.ch some minimum
“marital exemption” established for couples with modest means,

1t is impossible in this brief statement to cover all of the issues I believe need to
be discussed. What 1 want to stress is thac there s a rapid}g ex il:g segment of
our population which requires care it cannot afford and for which there is little
relief. I see this clearly demonstrated by the clients who come to see us every day,
who, out of fear, ask if becoming old merely gives them the right to become paupers.




%

Chairman Heinz. Let me begin with Mrs. French. Mrs. French,
you, I think, are in a unique poeition. Could you tell us what are
thelgreateé:it de:;ni):nghs on ab rso?hin our situation? Specifically,
could you descri e problems t face a spouse trying to cope
with a husband, in this case, who has contracted Alzheimer’s.

What do you find the single most, from the standpoint of person-
al care, burden placed upon you or your household? _

Mrs. Frencu. I must say the financial burden is most important.
What happens, what happens when it is all gone? It can only go so

far? Then what do I do with my husband? Where does he go then? - -

I have looked at 15 homes because my own dcctors said, “Doro-
thy, you cannot keep this up. This will ruin your hezith.” I have
lost 15 pounds. I am workin% like a dog on this foundation. The
places that I have looked at, I would not put my husband in, Alz-
heimer’s disease people gshould not be, I believe, in a rest home
where there are many people all crippled up, poor things, at the
end of their life. These kinds of things, to see for an Alzheimer’s
perzon, I believe, is very disturbing.

Any little, tiny thing, anything, a word can set them off into a
terrific agitation. "

When they are agitated it is very difficult to have them at home.
They go around the house constantly touching everything, break-
ing things. No one knows why, and a special strength ‘eems to be
in them. My husband is in wonderful physical condition. .1is doctor
said that he wishes he had his body. He has been through two sur-
geries within the last 6 montii». He has bounced back more healthy
than ever. Still, there is nothing. He holds his head and says, “It
doesn’t work, it is no good.” That is the most that he can say. The
other day he took me by the hand and took me into his sitting
room and said, “Dear, I am at your mercy.” That tells it all.

Chairman Hemnz. You are, as I understand it, in a position to
provide him with round-the-clock care.

Mrs. FrencH. I am in a position to provide for nurses, practical
nurses. We are getting along. ) .

Chairman Hemvz. What, in your judgment, are the most essential
services thet those practical nurses, or if you did not have practical
nurses and could only get some parytime help, home health care,
what are the most critical elements of that care? Is it something
that gives you a break? Is it to insyre that your spouse is not a
daifer to himself? What is it? .

rs. FrENCH. He can be a danger to himself easily. We happen
to have a swimminﬁlfnoql. He could fall in. T have bought all kinds
of things to rescue him if this should_hapfgen. He has to be held by
the hand. When someone touches him, lightly, and he knows he
has a friend, he is c¢alm. If he should walk, for instance, in the
street—we had a terrible situation at one time, when I dropped my
secretary off to get some groceries, We were on San Vincente Bou-
levard in Los Angeles, and [ said, “I will pick you up. Walk with
Jack, he loves to walk.”

I parkeg in back of a car. When they came along, we tried to get
him into the car. ﬁe did not want to get in, for some reason. A
man in an automobile it front of us looked back at us, in astonish-
ment, and ragn into a house. He thought we were kidnaping him.
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Those kinds of things. We have to place his hame on him, when he
walks. That did not work out, though.

Chairman HEmnz. Ms. Morscheck, let me transfer to you and ask,
assume that somebody in very similar circumstances to Mrs.
¥rench came to you but did not have the financial resources to
afford & practical nurse, and was well enough off that medicaid
was hot available. What would you try and do in similar circum-
stances?

Ms. MorscHECK. One of the very first things I would do would be
to encourage the family member to contact the local county office
on a%_ing and ask for a service manager to help them identify the
specific problenus they ere facing, and then identify the services in

e community that might meet those needs. If there were 12
needs identified, we might be lucky enough to come up with seven
or eight services that could meet seven or eight of the needs.

There are a variety of programs in some areas that allow people
who are of middle income to get part-time assistance in the home,
so that the caregiver can have some respite. There is a great deal
of need to sit down and talk with the individual about what family
resources there are, Not money, but what human resources there
are within the family, among the neighbors, from friends, church
groups, informal resources they may draw upon to assist them,

A member of our chapter whose hushand was stricken 33' Alz-
heimer’s at the age of 44 quickly took it upon herself to educate
her friends, relatives, neighbors, and church members about the
disease, and when they called and said, “We are sorry to hear
about your husband, what can we do,” and she said “I am not sure,
but I will glfa'::baCk to you.”

She got back to them and mobilized 30 different individuals who
come in and spend 1 hour a week with her husband every week.
She was able to carry that on for 2% years, until he deteriorated to
a foint where he could no longer do as much a8 he could before

t takes a good deal of—one is asking a family member who is
overextended emotionally and physically to look aronnd and see
what else they can manufacturer, can create, out of their informal
contacts within the community.

Very often it ends up being a fruitful avenue to pursue.

Is staff trained to do this? Is staff trained to link up those serv-
ices already available and accessible financially? Then to continue
to work in a very creative way, as a constantly creative process
not the easy road to take in any agency, to come up with ways an
means to draw upon the local, informal resources to meet some of
the needs.

Also, one can encourage folks to do a great deal of advocacy with
local decisionmakers to make services more available. That is a
long-term project to get involved in. One other thing we do encour-
age, we are working with our local Red Cross and encouraﬁing
them to provide more family members with more training about
home care, so people can feel a bit more secure in their own capa-
bilities to deal with care at home. That is assuming they have the
ability to stay home and do not have to go to work.

Many of them are overwhelmed by the catastrophic reactions,
possibility of seizures. This safety difficulty where people can hurt
themselves, break things, or burn themselves on stoves. The local
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Red Cross is an agency with a tradition of helping people to help
care for themselves. We are trying to help build on that tradition
and to provide more information and resources with our family
members.

Chairman HeiNz. Thank you. I have taken a disproportionate
amount of time, and I anticipate Senator Pressler and Senator
D' Amato have questions for Mr. Strauss.

SenaTor Pressier. I think the witnesses have spoken very well
today. My questions will be brief. .

Support groups and | advice are very important. The support
groups have gprung up throughout the country. I am glad to see we
have a lawyer here, because 80 many of the real victims are the
families, loved ones, who need someone to turn to for advice.

I would like a little better explanation of how people can get in
touch with Slg)port groxma or with lawyers who are familiar with
this. I am glad to know that a field of practice is developing in this
area. The real victims are the families, because the person having
Alzheimer's disease is very healthy, and feels, in his body, very
healthy, but of course suffers from the disease.

The people who perhaps guffer the most are the families and
friends. That is something that we need fo get across.

If som; ~one wants to get in touch with a supgort group or with an
attorney in this area, what steps do they take”

Ms. Morscueck. Maybe I can answer the firat part. National Alz-
heimer’s Disease and Related Disorders Association does have an
800 number that can be called. At that time, they will be assured
of getting a basic package of information from the national associ-
ation. They will be referred to a local chapter or a local large sup-
port group, if a chapter does not exist. They can cail the chapter on
their own. If they fail to do thatwthere is a referral slip that comes
from national to each chapter. We make a great effort to try and
reach these people within a while. That becomes very difficult, lo-
gistically, as we are a small group that has grown quick;ir.

I currently have 600 green referral slips g'"o;n national that have
arrived on my desk in the last 5 weeks. We are constantly scram-
blingts for assistance, then, in simply dealing with that volume of re-
quests,

Once Eeo le make contact with a chapter, we will try to answer
any kin otp question we have, and we have found in our own area
lawyers who can be of assistance. There are some very good senior
legal assistance projects that are funded, where you can get free
legal advice or low-cost legal advice.

e refer there, as well as to some private lawyers for that help.

Mr. StrAuss. The legal services programs would be a good source
of advice. Although they are restricted to geroviding legal gervices
to the limited economic levels, they might be a source of informa-
tion, as were the asspciation groups.

Frequently, also, we get referrals from social workers in hospi-
tals, and they may be a %ood source of information for the family.
The contact point is usually when a family member leaves the hos-
pital and needs placement in a nursing home, and social services
Institutions can be very helpful at this time.

We found in our own practice that it became a team effort, work-
ing with the social work profession. One of my paralegals is a
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social worker, because of the intensity of client action in these
areas.

The bar assotiations gre also very good sources of referrals.

Mrs. FRENCH. Every Alzheimet's disease patient is different from
every other one. They ali have peculiarities, it seems. If I agk my
husband to receive 10 other people in the house, say, it would bring
a seizure on him. It would upeet him very muck. I notice very often
that if there is a change in a nurse, which there has to be, occa-
gionally, there i8 a very big upset. So I could never have, or I could
not as e, who might be neighbors, to come into my house. ,
There would be no way. ' T

Senator PressiLER. I would state that I know firsthand what the
support groups do. They have only recently been formod.

. Yo1 mentioned 500 or 600 referral slips. We published our article
in People matg'?fne and received 80 much mail from people acrose
R Sivadunlly, You gt delugon 1 know what alL of you. are fasivg.
individually. You get de . what you are facing.

Chairman Heinz. Senator D' Amato.

_ Senator D’AMATO. One question for Mr. Strauss. In your counsel-
ing of those who have come fo you, have you ever had to advise a
couple to divorce in order to protect the assets of the family?

r. STRAUSS. I have not. I am uently asked whether that is a
soiution. It is one of the more painful moments in the client inter-
view, when one of the family members will say to me, “Should my
mother divorce my father?” .

I usually do not think it is indicated, for a variety of reasons.
First, I do not think we usually have legal grounds, at least not in
this State, and frobably in most others.

Second, I feel the courts, in many cases, are likely to place the
same financial burden on the divorcing spouse as they would
anyway. We try to come up with solutions other than divorce, to
protect the spouse.

Those would involve, for example, some transfer of assets, some
creation of trusts, perhaps, or variovs other things, to try to give
the spouse some protection. .

I want to make this point, because the issue will come up in your
deliberations: Should we allow families to cheat the Government by

iving away the money? I was asked that gnestion when I testified
fore Representative Pepper’s committee on August 3, by a Con-
gressman from New York. I said that he had placed the issue in
the wrong framework. I have met no hushand or wife that was not
willing t0 make some financial contribution to the care costs of
their spouse. Nobody wants to cheat the Government. Nobody
wants to say, give away the money; wait for the time period; go on
?edicaid; and say, “Let’'s get away with it.” That is not the motiva-
won.

I have never geen that. It is fear, panie, over being wiped out,
that makes them come fto us. We are taking these actions from a
strategic point of view because we have no choice.

The spouse says, “If I were required to give an amount that I can
manage, I will do it willingly.”’ The transfer of assets is a conse-
auence of high costs and the absence of a program that pays for
custodial care. It is not something that citizens of this State do be-
cause they think they will make money.
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Senator D’Amato. Your suggestion would be then to desigh a for-
mula that would ‘;)rotect that spouse or family from the total finan-
cial ruin. Correct? .

Mr. STRAUSS. Yes,

Senator D’AMATO. So there would be a portion, up to a certain
amount, of assets or things they would pledge?

Mr. Strauss. Something like we do under the tax laws. We pe-
nalize married people here. We also penalize people, and this may
sound strange, who are not lucky enough to have a disease like
heart failure or cancer. If you had cancer, your costs are covered.
So, we are penalizing the middle class, penalizing the people unfor-
tunate enough to have Alzheimer’s, and penalizing married people.

So I think we have to begin to lpok to something like a mantal
exemption, although the limits and scope of such an idea need a
great deal of debate. .

I realize the vast funding and financial burdens this would
create. I am not naive,

T know if we picked tup the cost of custodial care, for example,
vou are going to be assuming the coet of that $22 million. That is
not going to happen. Maybe we have to agree to a means test. We
maya!ilfav:i to agree to a program that ig keved in to what the family
can afford.

I do not want to be the judge of where to draw that line, and I
know it is not easy for you, but we have to look at a mavital ex-
emption of some kind which would allow the healthy spouse to
retain a portion of the total assets of the couple, regardless of in
whose name these assets may be registered.

At ﬂresent, the State of New Jersey, for example, does not seek
contribution from the community spouse. If all of the money ig in
the name of that spouse, the patient spouse goes on medicaid and
the State does not seek any contribution. On the other hand, if all
of the money is in the patient's name, the community spouse gets
nothing. This makes no sense. We have to look at some kind of
marital exempiion system. Perhaps with a minimum. Fifty tpemenl:
of $40,000 is not going to maintain someone very comfortably
anyway.

at is one of the directions we ought to proceed in.

Senator D’AMaT0. Thank you very much, _

Chairmaa Hemnz, Thank you. Peter, I have a last question for
vou: I find your challenge to us, in effect, a new part or new title to
medicare, perhaps a means-tested one, with ibly marital deduc-
tions of some kind, quite challenging indeed. In addition to that,
you, in your testimony and in your remarks, have urged us to be
much more aggressive in the whole health care area,

Mr. StraUSS. Absolutely.

Chairman HEiNz. I think it ig falr to say that you endorse some
of the initiatives we mentioned earlier. )

Mr. Srrauss. I think your legislation is an important step for-
ward. Clearlﬁr. it is just a beginning, but some of those solutions are
ones we ought to be following carefully, =~

Chairman Hemnz. What I find equally in mg is your third
suggestion which tracks, I think, the one Peggy made, to find some
kind of institution that i not a nursing home, and probably not
what boarding homes are as we know them today to be.
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How feasible is that? Have we gotten ourselves in a box where,
we want a certified, Alzheimer's-type certified nursing home, but
not all of the baggg and regulation that comes along with the
Federal Government? We will soon make, if history repeats itself,
boarding homes unaffordable if we turn them over to the tender
mercies of HHS, What is the answer? \

Mr. Srrauss. Of course, the Alzheimer’s victim moves through
various levels of needed care. I will tell you about a client, aﬁzoung
woman, who wrote extensively about her mother who Is 54, an

M.y hmtw” 't boulgmmlle partm- ¢ f other, I helped

client recen ht an a ent for her mother. I he

the family to do it. ‘This woman is being maintained in a safe,
small environment. We have talked about the concept of finding
one or two other Alzhemmer’s victims whom we move into
that apartment and have two or three families contribute to the
cost or the custodial and skilled nursing care needed to maintain
three victims, They would have to be at gimilar levels of develop-
ment of the disease; they would have to be temperamentally com-
patible, so there would not be additional anxiety created; but I see
a system of that nature being developed.

ow to fund it? Well, I think that there ought to be some more
coverage under medicare for this. I think that has to be a long-
range answer. Perhape again, means.tested.

Reasonable people can differ on that. We also ought to begin to.
look at finding some type of a private insurance system. You
cannot bugea policy even when é'ou are yo r. Perhaps there
ought to be a mandatory part C, where peopie are required to
make additional contributions over and above their social security
contribution to provide sufficient funding for long-ferm custodial

care.

If you do not want to go that far, perhaps create an insurance

policy, partially subsidized, a8 a rider to major medical policies,

ich would cover custodial care. I would buy it today, knm
what I know. I think it could be sold. I think that even if it n
some kind of subsidy, that might be something that the medicare
program could look into, as an alternative, if you are not ready to
go to the total assumption of this magsive coat. And, as I said, I
think the small type of living facility is something that should be
explored. But that is a little beyond my expertise.

irman HEINz. Any other comments?

Ms. Morscueck. Yes, you may know in Pennsylvania there is
concern about preassessment of individuals who apgear at first
sight to need nursing home placement. What is disturbing to those
of us who work with the famlies and any others who have chroni
debilitating diseases is that this is being set up to save medical as-
sistance money within the State, to essentially keep folks out of the
nursing homes unn Y.

That is good, to keep them out, unnecessarily, but if the door is
closed to individuals going to a nursing home and no funds are pro-
vided for comparable services in the community, such as assisting
boarding homes; a boarding home that 1 went to, beginning to spe-

jalize in Alzheimr’zﬂatients in Pennsg:ania, is charging about
gll 000 per month, to allow this home to 2;5 their staff, to have
fufl nighttime staff for wandering patienta, provide more stim-
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ulation during the day and more oversight of the individuals. That
is far, far less expensive than those individuals might be paying, or
costing the State, if they went in a nursing home facility.

This ought to be a sharing of, and not cutting of access to the
nursing home, without making sure that there is some access to al-
ternative programs.

I am not gure that it would double the cost of boarding home
care if the Federal Government were involved in oversight; it
might. Knowing what has happened with nursing homes, I think
we could try to work against having that occur in the boarding
home situation.

Chairman HzINz. I commend you on your optimism. I hope you
are right. All of my experience, I am more pessimistic perhape
than you are.

Ms. MonrscuecK. I think channeling experiments that have been
going on ought to be giving us information about making available
just a certain block amount of money for someone with a disability,
and caring for them regardless of the setting. We ought to be get-
ting feedback on how feasible that is.

Chairman Heinz. I want to thank all three of you for making an
outstanding contribution to this area-I-thank-you-again-for-coming
zo far, Mrs. French, with so much on your mind. I thank Peter
Strauss for his quite appropriate challenge to the committee. I
thank Peggy Morscheck, in particular, for alerting people. I am
gure there are many in the audience and presumably many hun-
dreds of thousands more who will learn of what is being done, not
just in Philadelphia, but in the 85 communities you mentioned, Many
more communities remain to be organized and develop the kinds of
self-help that you are bringing about.

We thank each of you. We are deeply indebted to you all.

We reached across the country in the last panel, from the Com-
monwealth of Pennsylvania to New York City and California. Now
we get to talk to our hosts.

Ethel Mitty is a regis*ered nurse, and Dr. Libow is the chief of
medical services here. I suspect this group, in the audience, needs
absolutely no introduction, of you to them, but I want to thank you
for being here. Ms. Mitty, you will be our first witness.

STATEMENT OF ETHEL L., MITTY, R.N., DIRECTOR OF NURSING,
CENTRAL HOUSE, JEWISH HOME AND HOSPITAL FOR AGED,
NEW YORK. N.Y.

Ms. Mitry. Thank you. I am director of nursing at the Jewish
Home and respongible for the patient care and educational pro-
grams of 120 nurses, 240 nursing assistants, serving 550 patients,
many of whom have Alzheimer’s disease or related dementia.

Statistics and facts alone do not tell the whole story about the
disease, Nobodg knows this batter than nurses who are thare with
the patient and the families 24 hours a day.

Every patient admitted is evaluated with a view toward restoring
and preserving their maximum level of function ax:ndogemonal in-
tegrity. The patients can be classed a8 minimal to erately im-
paired, and moderately to severely impaired.
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A moderately to severely Alzheimer’s patient is someone who is
forgetful, lost control of his bladder, cannot dress himself, needs
help in cutting food, or completing his meal.

e do not use catheters to keep the bed dry or linen use down.
We try to restore bladder control and regularity. The Alzheimer’s
patient who still has the ablli%to walk will be walked from place
to place by a nursing staff. We will not tie this patient.into a
wheelchair and warehouse him for the rest of his life. The Alz-
heimer’s patient who is immobile or rigid will receive passive exex-
cise several times daily. _

The moderately im Alzheimer’s patient requires an ap-
proximate 3% hours of direct nursing care in an 8-hour day. If the
patient is not ambulatory, has to be tube fed, which 17 of our cur-
rent population are, he would require 4% hours of care in an 8-
hour day. When you combine the hours of care needed and pro-
vided durinf the two 8-hour nursing shifts, the Alzheimer’s patient

uires at least 6 to 8 hours of care in a 24-hour period.

e problem is that long-term care institutions are only author-
ized and reimbursed to provide 4 hours, a maximum of 4 hours of
nursing care durmif the 24-hour tgenod. What the Government
wants, and the families want, and nurses want, cannot be done
with current reimbursement levels.

Further, I do not believe that the DRG captures the range of
needs and services of the Alzheimer’s patients. I predict that the
Alzheimer’s patient will get even less care than heretofore before
in the acute care hospitals. .

functional services which long-term care nursing provides
are not simply or only custodial. The ds-on direct care does not

include time spent in weekly multidisciplln%t:am conferences,

and meetings with primary physicians, die ,.a psychiatrist,
gocial workers, activity workers, family meetings with the supervi-
sor, and rehabilitation specialists.

It does not include time spent looking for lost clothing and lost
dentures, and fights between patients. It does not include the time
we need for inservice education, and by no means includes the time
we need to document and assess nursing care.

Nursing in long-term care institutions is extremely demanding
work. Nurses do not batter down doors to work here. Graduate
nurses do not seek us out, and that is not necessarily the n:rse I
want.

We have very high standards for the nurses who work here. We
expect the nurse fo know and assess the effect of their ministra-
tions, as well as other disciplines.

Wea want Sally Ride nurses but pay them Florence Nightingale
wages. | expect, in truth, to get more than I pay for.

e nurse agsistant in long-term care is the hands, eyes, and ears
of the nursing home. We expect this person to be a more perfect
human being, more loving and gentle than the rest. The strength
of the nursing home is that we have nursin%] assistants who are
gentle, patient, and caring, while confronting the most catastrophic
effects of aging. »

Inservice education and supervision are at the heart of the out-
standing nursing home. Within the past 12 months, the nurses on
all three tours have been trained or updated in physical assess-
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ment skills and psychotropic medication, Nursing assistants on all
three tours have been educated in to major diseases and dis-
abilities of the aging. The assistants have been trained in accident
revention, depression, dementia, and sensitivity. This fall, we will
Ee%'n a seminar in the cross-cultural aspects of aging.
e are a clinical campus for nursing students.
" Bg:i tl;e time spent here by each respective group is unconsciona-

y brief.

An issue that requires attention and a priate action, particu-
larly relating torfﬂzheimer’s patients, is Teglslation to protect the
patient from abuse, neglect, or mistreatment. The long-term care
nursing sector has long demanded that the legislation which cur-
rently applies to nursing homes be applied to the hospital sector.
The debilitated state in which the hospitalized elderly patient re-
turns to his nursing home is outrageous; skin breakdown, no longer
ambulatory, confused, incontinent. This is ti.:lal;ienl: neglect.

It is no more difficult to demonstrate the outcome of remotiva-
tion therapy or sensory stimulation than it is to demonstrate the
effect of bladder retraining. Both modalities cost money. We are
forced all too often to choose.

We have restored significant function, mental and physical, for
many of our Alzheimer’s patients. In some cases, the confusion we
saw was actually depression.

When we admit an Alzheimer’s patient, the family is admitted
also. We minister to the total needs of the patient and family. We
do not apply physical restraints because we are lazy: we appl
them because of a reasoned decision by the health team that it g
too risky to let the patient wall unassisted. The family is a part of
this decisionmaking and planning. You can purchase this ‘Luadg-
ment, reasoning, and planning, but at the present fime we have
the resources and capability to treat only a limited number of Alz-
heimer’s patients.

Nursing homes have been castigated for many things. Of late, for
refusing to admit the demented patient, the Alzheimer’s patient. It
is the irresponsible nursing home which admit an Alzheimer’s Ea-
tient but lacks the resources to care for him and his family. If I
refused to admit an Alzheimer’s patient, it would be because I
could not safely and competently provide the plan of care and res-
toration: needed.

I close with several recommendations: One, that the reimburse-
ment formula get a jolt of reality. You will not get the kind, level,
and quality of care required unless you provide the resources, pro-
tocols, and people to oversee this care.

I would recommend that the regulations, surveys, and stand-
ards which currently apply to the nursing homes be applied to the
hogpite Pn;s{;l::?n [presiding]. Thank h. Th

nator residing]. you very much. The regis-
tered nurses and nurses really do the work. I have two sisters who
are R.N.'s, registered nurses, and I am well aware of the wages of
nurses.

I think your quote of your looking for Sally Ride quality for Flor-
ence Nightingale watﬁee is a classic. I am aware of that. I have
somet.. questions, but they can wait until Dr. Libow makes his state-
men
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[The prepared statement of Ms. Mitty follows:]

Preranep Sraremmnt or ETHEL L. My

Thank you. Iampnwlegedtospeakbeforethm&mtaoommimetodesmbeand
discuss some aspects of nursing care of patients with Alzheimer’s disease, the chal-
lenges as well as the heartbrealks the:mpactofth:smeonthepatientand
family—and on the nursing rofession. I hope my testimony will increase the com
mittee members- understan dﬁbg of what is involved in trea Alzheimer's patients
and, along with all the other testimony, stimulate idess legislative proposals
that will result in better care.

Facts and statistics alone can never tell the whole about Alzheimer’s. And

obo%ir knows this better than nurses who are there with the patient 24 hours a
obody sees more clearly the impact on the patients themselves, who n:e tem-
ﬁedby the prospect of losing their memories, being unable to recognize those

to them, being unable to care for themselves, to he mstxmﬁonaliud—hel
less and incompatent—for the rest of their lives, nobody seea more clearly the
toll taken by Alzhelmer's on the patiente’ families, the mental as well as physical
toll, the burdens they must assume, all the while forced to watch, much too often,
the mental deterioration of their loved ones.

Asdirectorofn atCentralHouseoftheJthomeandHoepltalfor

¥ am responsible for the patient care and educational programs invo 120
nurses and 240 nursing assistants who ser\re our 514 patients, almoot of
whom—zso—hm Alzheimer's disease. | am also for suparvising intern-

of nursing studente.

ry patient admitted is evaluated with a vww to rettonnfm“’
their maximum level of function and ] patients can be
clapaified as minimum to moderately mpmre-i and modemtely to severely impaired.
The first classification, tmmmum to moderately impaired, is for that patient who

can function somewhat inde , such as the patient who has loet control of
hmbladder.mf N el cutting food or completing a meal. This
ﬁ.r:on m butluaambu tion is aimless and f?equen

tly dangerous.
clamﬁmhon, moderately to severly impaired, deacnhes the patsent who
ia totally helpless and unableto express need or discomfort. This patient might re-
quire feeding thro nmtmtube,atubethatmufmmthemintothe
atOmach The nutri nany uatefeedmgswhic areadmmuteredevery4hours
Bo‘:,ﬁ this tube can only be done by a licenscd nurse,
determining and in provi the activities of living or ADL, we are
also involved in a social interchange between the nurse and the patient. This dialog
is structured to include sentences of reality orientation. We attempt to stimulate
questions from the patient that help him react to and be aware of his surroundmgs.
We do not use catheters to control incontinence or keep the bed dry; we try to
restore bladder and bowel control or tegularity and, failing that. we rigo pro-
vide personal hygiene care. The Alzhelmer's patr.ent who still has the ability to walk
will be walked from place to place urslglgl mt,wemllnotplaeethis
tient in a wheelchair for the rest o h:slife Alzgl): patient who is immo-
ile or rigid will receive ve exercise several times my 80 that his limba will
not become contracted. We do not warehouse our Athe patienta!
The moderately impaired Aizheimer's patient req !y ]
direct nursing care in an 8-hour day. & nt is nommbulatory hag a ra-
sogastric tube, which 17 of our cumne patmntmlahon have, he will require 281
s e DI dring by two et S o0t mrdiog o e Ao of
n and provi W0 rn s pa-
tientrequ:repsstol!hoursofmre,atleast,ina%hour iod. pe
The problem with all of this is that long-term care institutions are only author-
gd and reimrl?urseg tot'pm\nde 4 hours of nursing care during a 24-hour pariod for
e Alzheimer's patien
In other words, the long-term care Alzhe:mer’a patients require moyre care than is
recoﬁnmed by the State or Federal Government, The government wants, and the
want, and the nurses want, what cannot be done with current reimburse-
Eroup vasiables f""‘“m o Bhe range of weid and saratets for the Achonsnonto telated
capture n services for the 's patien
Sred that the sr;:g:ntwﬂ! sadly and unfortunately, get ewn%
than before in the acute care hoepitals,
Just that there is no misunderstanding, the functional semoes which long-
tem ursing provides are not simple or only custodial. The hands-on direct
care and luperviswn do not include the time spent in weekly multidisciplinary team
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conferences, the at lenst daily meeting with the primary physiclan, the mon
meeting with the dietitian to review weight and appetite, the monthly meeting wi
the peychiatrist to review medication, the at least twice weelly meeting with the
social worker, the at least once weekly meeting or conversation with the ) BRY-
eral daily meetings with supervisor, the once or twice weekly meeting with the r-
habilitation specialist, the hunt for loat clothing not to mention dent weekly
inservice education, and last, but by no means least, the time to document the nuars-
ing assessment of the effect of the medications, treatments, nursing modalitiez, and
care.

Quality assurance is not simply a game of paper compliance. The nursing profes-
sion haa long held & commitment to standards and process; we do not need it im-
posed from without. The educated, trained, and supervised nurse in long-tarm care
18 not a mythological figure. .

Nursing care in a long-term care institution is extremely demanding work, The
nurse who thinks that work in a nursing home is not as hard as hoepital nursing is
Simp!ﬁ fooling hersell. The new graduate nurse does not seek us out; this is not nec-

y the nurse I want, in any event. We do not have the or the time to
teach the skilla necessary to he a long-term care nurse. Nurses do not batter down
the doors to work in nursing homes, know of our high exp “stations and stand.
ards. We will not tolerate errors of lazy thinking and , Dor accept shortcuts
and irremedial shortcomings. The nurse who could hide her inadequacies in the hos.
pital will not be able to do that here. We expect the nurse to know the desired effect
of the medication administered and to assess the effect of their ministrations and
those of the other disciplines. We want Sally Ride nurses but pay them Florence
Nightingale wages. I expect, in truth, to get more than I am paying for,

e nurge assistant employed in a longterm care inatitution works for the same
reasons that people seek employment anywhere: economics, interest, and job secu-
rity. The nurse assistant in long-term care, however, is the hands, eyes, and ears of
the nursing home. We should not expect him or her to be a more urman
being, more loving, more gentie than the rest of us. And yet, the miracle of the
nursing home is that we have nursing assistants who are gentle, loving, and caring,
g1l the while confronted with daily crises and the most t_:amtr?g:tc effects of aging.
Growing older and dying are more easily dealt with in the . and
eoEing with death, old age, and sickness calls for the most fundarmental strengths in
:nd uman {:emg. We give our nursing assistance strength by giving them support—

Inservice education and supervision are at the heart of the outstanding nursing
home. Information, education, performance evaluation, and audit are ongoing, as
they must be. In line with our commitment and our needs, our inservice education
Erogram is intensive and around the clock. Within the past 12 months, cur nurses

ave been trained or updated in physical assessment skills, psychotropic medication,
nasogastric tube insertion, depression, and CPR. The nurall:syc asaistants have been
educated in regard to the major diseases and disabilities of the aging; this included
anataouﬂ and plwaiolf:g‘);:3 medication, signs and symptoms, and nursing interven-
tiona, They have also been trained in obetructed airway emergencies, taking blood
pressures, accident prevemion, depression, and sensitivity. Next month, an anthro-
pologist will n a 10-sessfon seminar in the cross-cultural aspects of aging; this
program is for the nurses and nursing assistants,

e not only educate our own staff, but also serve as a clinical campus for nursi
students from the three levels of nursing education. The time spent here by
respective group is unconscionably brief. Given the current status of government
support for nurse education—and thig is another serious problem which must be ad-
dressed—we must be thankfui that the student has at least this contact. Both medi-
cal and nursing education have been remiss in educating the practitioners ibﬁeron-
t.olo?r. Five years from now we may not have a nursing shortage, but we will cer-
tainly have a shortage of nurses interested or equipped to work in longterm care let
alone with Alzheimer’s patients. ] ) ]

Still another issue that requires attertion and appropriate action, particularly re-
lating to Aizheimer’s patients, is legislation to protect the patient from abuse, mis.
treatment, or neﬁlect. The long-term care nursing scctor has repeatedly asked that
the legislation which applies to the nursing home be applied to the acute care hospi-
tal. The debilitated state in which the hospitalized elderly patient returns to hia
nursing home is outrageous: skin breakdown, no longer mnbulatory, confused, incon-
tinent. This is patient u:glect. The moderately confused Alzheimer's paticnt hag
::pen severely compromised, those severely impaired are frequentiy Layond restora-
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Research in the medical, nursing, and social scieuces clearly demonstrates certain
programa that are effective for the Alzheimer’a patient. Care,ot_the,AMeimer":gi }
tient, I mean really care and caring, cannot be solely mthe?mainoftlsﬁn
gymnast. It is no more difficult to demonstrate the outcome of remotivation
or seneory stimulation than it is to demonstrate the effect of bladder retraining.
former is seon in behaviors, the latter in the number of diapers us~d. Both modal.
ities cost money. We are forced to choose all too often between the diaper—and the
dressing retraining exercise. We need reeources for both,

We have restored significant function, mental and physical, for many of our Alz-
heimer’s patients. In somy cases, the confusion we saw was actually depression. It is
not just nurses who get burnt out; older people get burnt out, too. Alzheimer's pa-
tionts get burnt out.

At gutset of my presentation, I mentioned the impact of Alzheimer's on the
family. When we admit an Alzheimer's patient to the nursing home, the family is
admitted also, We minister to the total needs of the identified patient and of the
family. The hospitalized Alzhoimer's patient with a fractured hip is "‘the 79-year-old
demented patient with a fractured hip."* Here, at the Jewish Home, the patient is
kagwn in his totality.

We do not ﬁlyphysicel reetraints because we are lazy; we appgeﬁwm because
oty e LSy e Bk o s ek 1 e it Sk
unassis ) a o i P . You can
chase this judgment, )t’usongz and planning, but at the mnt time we havem
resources and capability to treat only & limited number of eimer’s patients.

Nursing homes have been castigated for many things. Of late, for refusing to
admit the demented patient, the imer’'s patient. It is the irresponsible nursing
home which admiui an Alzheimer’s patient but lacks the resources to care for him—
and his family. If I refused to admit an Alzheimer's patient it would be because |
could not safeiy and competently provide the plan of care and restoration needed.

1 have attempted, in this brief testimony, to touch on a number of issues—some
legislative, some profegzional, some emotional—effecting treatment of the Alz-
heimer’s patient from the nursing perspective. It all comes down to commitment,
resources, and recognition. .

We now have the commitment, but lack the resources and the recognition. Nurs-
ing, in ¢concert with other members of the health team, has the skills and account-
ability to care for the Alzheimet's patient. As legisiotors responsible to the public,
you will never get the kind, level, and quality of care required and which you have
every right to ex unless you provide the reacurces, the needed protocols, and
the qualified people to oversee this care.

Our society must improve its capability to treat the Alzheimer's petient. We

cannot afford to undervalue the role of nurses in lo:g-term care institrtions. The
¥

conssquences are oo painful and too costly for all involved. Nursing is nat ignorant
of gtandards. Long-term care nursing has long atruﬁl::bwith standards of igno-
ranoe.ThepAlgcta for nursing are, | helieve, inextricably bound with the pros-
pects for the eimer’s patient.
Thank you,
STATEMENT OF LESLIE 8 LIBOW, MDD, CHIEF OF MEDICAL
SERVICES, JEWISH HOME AND HOSPITAL FOR AGED, NEW
YORK, N.Y.

Dr. Lipow. Thank you very much. Ladies and gentlemen, I
admire the decision of this committee to focus the hearing on Alz
heimer’s disease and to hold the hearing at a nursigﬁ home, the
place of residence of tl.ree-quarters of a million Alzheimer’s pa-
tients on any given day.

As a geriatrician who has spent his career finding alternatives to
nursing care, I underline the danger of the false promise of alter-
natives to nursing home care. It is my view that very few Alz
heimer’s patients have an alternative. )

I urge the committee to think seriously about directing money to
improve the nursing home rather than have us continue, ag we do
in this country, to look away from the home in the false promise
that there is an alternative,
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You_have selected probably the most educationally committed

nursing homeé in the United States.” This strong commitment is ~ - -

based on our belief at the Jewish Home and Hospital that educa-
tion is the onily mechanism by which to achieve quality assurance.

We have developed a wide variety of educational programs for
patient, family, and professional . For example, within several
weeks of these hearings, all 132 senior medical students at Mount
Sinai School of Medicine will experience a first in this country, an
obligatory 2-week rotation into a nursing home, guided by our geri-
atric medical facility, in collaboration with the geriatric team of
nurses, social workers, rehabilitation specialists, and others.

The rotation of these students will help them learn about the
strengths and limitations of the frail elderly, their families, and, in
particular, those with Alzheimer’s disease. This is a far cry from
the education of most physicians.

Indeed, Alzheimer's disease is without doubt, as pointed out so
eloquently by the previous speakers, the single major illness of our
era, affecting 4 to 8 percent of those over 63, but 20 percent of ail
those over the age of 80.

Alzheimer’s is a disease, not a natural accompaniment of aging.
Alzheimer’s ranks, in m{ view, with the leukemias and the cancers
as a great debilitating illness for patient and family. However, Alz-
heimer’s differs from these malignant illnesses in four ways: First,
the patient continues to live for many !ears; second, the cost of the
illness is unmanageable by patient and f; ; third, the patient is
threatened with loss of individual rights and liberties; and fourth,
the patient seems to be a total stranger at times to family and
friends, A case history may be helpful.

An Sﬁ;{ear-old former seamstress, widowed, mother of three
adult children, a_proud, self-sufficient individual, develops Alz
heimer’s disease. She lives alone in an apartment, unable to deal
with financial and social obligations. She wanders the streets and
has bhecome very su:}:icious and paranoid about neighbors and
family. She sleeps during the day, is incontinent of urine, cries fre-
tﬂenﬁ . Two of her adult children urge nursing home placement, a
third disagrees and says her mother would never want that.

We do not know what mother would have wanted if she had been
able to express her feelings at a time of mental clarity. A struggle
occurs within the family. It is unclear as to what the right action
is, The family physician prescribes medications which diminish
sleeplessness, diminish paranoia, and diminish incontinence.

After a lperiad of time, the patient is placed in a nursing home.
Fez:tunt:te y, that nursing home has a special unit for Alzheimer’s
patients. .

Medical investigation revealg that the patient has a treatable
thyroid disorder independent of the Alzheimer’s. After 3 months of
treatment the patient returns to her a5parl:ment, and is now at the
apartment with a likelihood of living 5 to 10 more years, and prob-
ably being inhumanely placed permanently in a nursing home.

t are the lessons from such a story? ) .

First, Alzheimer's is somewhat treatable. A hopeless attitude is
inappropriate.

Second, improved education of physicians, nurses, social workers,
and the public is necessary.
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Third, a “penultimate will” is esgential in order for all of us to
- —- “maintain some control of our lives; even in the face of Alzheimer's =~ —
disease. Everyone, while still healthy and mentally clear, should
express in a legal document, our wishes, phil.ophies, and choice of
surrogate in the painful eventuality that we should develop Alz-
heimer’s disease. I have called this document in previous publica-
tions, a penultimate will. It is a legal instrument in New York and
California, and is now about to become a legal instrument in Flor.
ida and Michigan.

Fourth, teams of clinicians are necessary at each community to
assist the family, patient, and physician in dealing with the Alz-
heimer’s patient. In fact, such teams do exist in certain communi-
ties now, but all too few in this country. .

Fifth, excellent nursing homes must be highlighted in each com-
munity so that proper placement without guilt and excessive pain

occur. .
m?ixth, we will ultimately prevent and/or cure Alzheimer's. I am
confident of that. In the meantime, we must focus not only on cost
effectiveness, but alse on human effectiveness, for these patients
and families.

Thank you.
[The prepared statement of Dr. Libow follows:]

PREPARED STATEMEINT 0F Dr. Lestie S. Lisow

thghearmgs aﬁﬂwimebremdimand m‘m tI.he hearingx e t"ll
on s at a nureing homs,
and am pleasedtoha\rethisopportunitytotesufy. Indeed, you have selected what is
probably the most educationally committed nursi »g home in the United States. We,
at the Jewish Home and Hoepital for Aged believ: that education of professional
staff, families, and patients is the only mechanism to gzality assurance. For exam-
le, within weeks of these hearings, all 132 senior medical students at the Mount
inai Medical School (MSMS) will experience a first in this country. These students
will 8 nd2oonsecutiveweeksattheJewishHomeandHolpitalforAg%JH}m1
ided by a select group of faculty and fellows in geriatrics, where they will learn
rom firsthand experience about the frail elderly, about the clinical and ethical deci-
sions which are unique to this population, about the differences between hospitals
and nursing homes, and most importantiy, about Alzheimer’s disease, the major die-
ease leading to placement of patients in nursing homes. For every Alzheimer's dis-
ease patient in a nursing home, there is at least one or two still residing in the com-
munity, To this extent, our joint JHHA and MSMS effort is developing outpatient
services for the community residing elderly with Alzheimer's disesse and for their
families, in an effort to reduce cost to society and fo improve the quality of life. But
for those who cannot remain at home (33 to 50 percent of ali Alzheimer's patients),
it is fortunate that excellent nursing homes do exist.

Alzheimer's disease is, without doubt, the single major illness of our era and cer-
tainly of the forthcoming century. It affects about 4 to 8 percent of those over 65,
and about 20 percent of those over 8). It is a disease, not a natural accompaniment
of aging as, for example, graying of the hair. It ranks, in my view, with the leuke-
mias and the cancers ag a great debilitating illness for patient and family. It differs
from those malignanahillmesth in thm(z) t]‘-;m uLthhlf m continues to llvl: fgry
many, many years after the onset; cost ei is unmanageab
most individuals; and (3) the ﬁtiem is threatened with a loss of the individual
rights and liberties which are his due, Thus, the families of Alzheimer's patients are
faced with an unusual and sad situation. They are challenged to assist a patient
whoee illness is difficult to treat, whose social and financial burdens involve in
a variety of ways, whose life will extend for years, and who often is no longer the
same person that they have known during their Yifetime—at times, a total stranger.
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CASE HIETORY

A brief case history will highlight the problemy in care. A 78-year-old-engineer —————
residing in New York City, father of three adult childred:‘,'grandfather of seven, de-
ope Alzheimer's disease.

voted and lovinﬁ.husband, effective community leader,
Over a 10 month period, he is unable to function socially, making serious

and hill-paying errors, failing, at times, to ize family and friends, and becom-
ing intermittently incontinent of urine, Hia children live at some distance from his
home; in New York State, Washington, D.C,, and California. His wife now has the
responsibility of running their househol , arranging for his health care, and dealing
with their increasing isolation. She states that their friends continued to

their home fo play bridge, and for other events, for a brief period, but soon did not
know how to talk with her husband or her. The patient recognizes and talks coher-
ently and approﬁnnately with his wife on only rare occasions. Most of the time he
doesn’t seem {0 know her. He is sexually demanding and, at times, believes that his
wife is unfaithful to him. His reasoning, orientation to tine and place, memory for
recent and distant events is impaired, his intellect and judgment have badly deterio-
rated and he is, in addition, ephreesed and cries frequently. He sleeps dﬂ the
dayandhaMemutﬁthenMWdemmtumMsmmh le to
find his way home. Two of his chi stronglymtheir other to place him in a
nursing home. A third child strongly disagrees auch ;fnmment. She says that
he would never want this, and she “couldn’t do this to him” afler 55 years of mar-
riage. She, herself, is now becoming ill, unable to sleep, and suffering from we‘gl;t
loI:s, lol:‘:elineag anger, and depression, It is the memory of the 55 happy years that
“keep her going.”

At times he is ‘glgysically threatening to-her, with bursts of violence that never
occurred during their 55 years together. His physician has ibed medications
for sleep and for his excessive suspiciousness, wandering: and depression. He began
the treatment for the global mental dysfunction with the newest of un

. though hopeful remedies which contain cholene, s chemical component of vital
brain neurotranamitters. The wife and children engage in a painful family struggle
about nursing home placement. The patient's wandering sleepleseness and aseaul-
tive behaviors dimimgh somewhat with the new medications. It is likely that the
R:tient will endure another 5 to 10 years, ultimately being placed in a nursing

me for continued care.

PATIENT CARE HIGHLIOHTS FROM THE CASE HISTORY

Five additional “care” c{:iv;\ts are highlighted by this touching and very real case;
(1) When an older man lops Alzheimer’s disease he is likely to have a spouse
who can assist him. Tho hAﬁeﬁmer’sdheasealfeclsbothmaslt is much more
prevalent among women. elderly women usually outlive their husbands, they
are very likely to be alone when imer’s disease strikes and, thus, frequently
turn to nursing homes for surrogate suppert. We need to create less expensive, com-
munity-based surrogate aupport. This 18 not & likel{o achievernent without prior
planning. In the meantime, perhape for the next 10 to 20 we must come o
see the nursing home as a neceamxﬁ' part of the life cycle for many, reflecting the
natural social changes of a graying Nation; the physician should, where appropriaie,
suspon the concept of nursing home placement through diminishing family guilt
and tengion. (2) Friends and, at f{imes, family dise with both patient and
spouse, partly because of not knowin f how to approach or talk to the patient, and
partly because of the fear that this lllness induces. Wo must quickly and clearly
educate both public and professionals to the approaches to Alzheimer’s disease, This
education effort should be lead by medical centers and, moet particularly, by nurs-
ing homes. (3) Patiente with Alzheimer’s disease have more residual mental compe-
tence than meets the awareness of laymen or professionals, It is likely that many
can decide about some key life decisicns remaining; for example, decisiona about in-
het.tance, placement in nurting home, ste.

‘THE PENULTIMATE WILL—A MECHANISM TO INSURE SOME CONTROL OVER ONE'S LIFE

I recommend the penultimnte will as a legal instrument which will allow e\reﬁ
person critical control over their remaining years, should Alzheimey’s disease bef:
them. In this will, written at any age, hut at & tirne of mental competence, we ad-
dress the possibility of ensuing mental impairment and remaining ears of life,
select our surrogate, and state our desires and phileeophies. Such an instrument
greatly aids the clinician, the coutt, and most of all, the patient as is clear in the
case described today. Clinical care of the Aizheimer's patient is not a one clinician/
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onz.patient determination. lt involves several clinicians {physician; social worker,
nurse, etc., patient and family). As at the JHHA, teams of ya are molded into
an instrument of care available to clinician, patient, and family. Every community
must quickly develop a geriatrician leader who. in turn, will mold the team. Treat-
ments are available. Aa seen in our case, there are treatments and maneuvers for
the sleeplessness, the paranois and painful ideas of suspicion, and the de jon. In
addition, there are team supports and approaches for the newly a e “time
without direction,” and for the finencial, legal, and ethical issues.

To improve the care of Alzheimer’s pauents. we need to:

(1) Increasingly educate ali laymen and health providers about the illness.

{2) Develop teams in each community; in particular, train
called gtﬁntgtmmns, to lead thasi;edueauonal efforts. Tlns, in effect, is well under-
way wi e JHHA/MSSM newly egtablished program in geriatrica,

(3) Have the physician take an active, therapeutic role with patient and family,
including guidance as to prognoses, placement, ete.

(4) Have the entire populace complete a one page penultimate will to provide safe
protection and safe direction in the event of Alzheimer's disease; and

(5) Support increased into this disease, a matter which Dr. Butler has
played a mmor role, and which he will addrees today.

that in the near future we can conquer and prevent Alzheimer's
gfswe Wecancertmnlynowdomuchmorethanmbemsdmto:mpmtbem
patlent and to assiet the family.

Senator PressiLer. I think you both have presented excellent tes-
timony. May I ask, how many beds does this home have

Ms, Mrrry. It has 514. There is a Bronx division as well.

Senator PRESSLER. S0 you would consider this, your total about
1,100 beds?

Ms, Mrrrv. Yes,

Senator PressLer. How many arve Alzheimer’s patients?

Ms. Mirry. I would think 50 percent are.

Senator PRESSLER. Fifty percent. How many of those are under,
rogfs}ﬂy, 70 years of age? Do you have any way of

Mrrry. Did you say 657

Senator PrEssLER. How many are under 707

Ms. Mirry. Very few

Senator PresstER. If a link could be found to treat or cure Alz-
heimer’s, then this institution, 50 percent of its 55>at1ents, depending
on what may occur later in some other form, 50 percent of the pa-
tients m this institution would be affected; correct?

Ms. Mrrry. Yes.

Senator PressiER. I think that is a very significant number. As I
mentioned earlier, the nursing homes that I deal with on a regular
basis are much smaller. Costs in some cases are higher because of
that lower volume. We have many of the same problems that you

have.

So, I think that, alth h we are from States that are far apart,

I am here to learn some mgs, but I am fin some of the same
type of testimony I heard in the South Dakota hearing a couple of
weeks ago.

You mentioned that you have a difficult time in ecglettmg nurses to
work in this specialty. At least they are not trained in this area, or
gerltl;g: there are other more attractive things. What is the reason
or

Ms. Mrrryv. I would say, in part, it is a psycholog:cal reason for
not wanting to work in a nursing home; it is not as exciting as hos-
pitals, or so it would appear to the persons there.
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T'think that a nurse’s education and training have not been-in- —— —-
stilled enough for them to be thinking about the long-term care
sector. There is not even that germ of interest.

I think for anyone to work in long-term care, any professional,
the rewards are to see. The goals are hard to achieve, Se that
the nice feeling that you would get from being a helping person are
sometimes hard to grasp.

Self-esteem rewards that we need at work are sometimes difficult
to capture in a long-term care getting. .

Senator PresstER. I think you mentioned something that is a
: great problem. I have heard that the 4-H Clubs of America have a

project of young people visiting nursing homes with the approval of
the homes, of course, but we do not lpok upon work in a nursing
home as exciting as work in a hospital, .

It is a difficult place to work, although it is rewarding. There is a
problem of attracting personnel needed with the increasing aging
population coming. I have been one who has urged that gerontolog-
ical studies and learning centers make us more aware of the aging

* process. It is important, that this not be an unattractive thing,

Indeed, I think that businesses, commercial institutions, and tele-
vision ads have a responsibility in this area. .

The aging process is not considered an aftractive process in our
society, the perception of that, perhaps, has led to spinoff problems,
in terms of getting the best or most dedicated people. We need to
reeducate ourselves abort the work that is done in the nursing
homes. I think yotﬁmve made a good point this morning.

I shall yield to my colleague. ) .

Chairman HzeiNz [resuming chair]. Mr. Acting Chairman, you are
doing a superb job. You may continue.

Senator Pressier. That is about all of my questions,

Chairman Hemnz. I want to apologize to Ms. Mitty and Dr. Libow
for missing your testimony. I had to be out of the room for a
moment. I managed to read your testimony. I have yet to get to
yours, Dr. Libow. .

On reading your testimony, though, there were two things that
struck me. The statement that, your concern about the debilitating
state in which the hospitalized elderly patient returns to his nurs-
ing home is outrageous. What is the problem? Is this something
that should be best left to the medical profession to come to grips
with? We like to think, when we turn a patient over to a nurse or
doctor, it is not going to be hazardous to their health. )

I do not want to create a terrible rift between you and the medi-
cal gtaff in asking the question.

Ms. Mrrry. Dr, Libow and I go back a long way. I think the prob-
lem with elderly people, Alzheimer's patients in a hospital, is
realclly two-thirds a nursing issue and one-third a medical one.

1 do not think the nurses we are turning out from our education-
al m know how to give fundamental nursing care. I think that
isus owing up, not just back in the nursing home, but showing up
all over,

I think we have a problem with the accountability system, or the
way we see our patients. No one is minding the store. There are
problems we are seeing with the elderly.
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. Chau'man _Heinz. Can I interrupt_you to ask what_is missing _
Trom nursing education?

Ms. MitrY. Patient contact. One of m fr recommendations in the
testimony is that I supported, and that need, an empty school-of- -
nursing building to house my nursing staff.

We are not trammg nurses with hands-on skills and inteHectual
skills really to do the )

Chairman HeNz. V}hat you are sa; is that when you get your
leié stg?mehow you manage to get it without really working with
patien

Ms. Mrrry. Yes; you can an R.N. without barely touching a
patient. You can sit for the licensing exam, It is a different 2 of
té:inilz’gthan it was 15 or 20 years ago. I think we are all guffering

m i

Chairman Hemz. What should we be doing about it?

Ms. Mirry. Well, I think that you should take a look at nursing
education and put demands on the profession for performance or
an putcome——

Chairman HgziNz. There have been from time to time some
health manpower programs that do support nursing trmmn%h];g:

they have never gotten into the curriculum kinds of issues.
wsues have been left to individual States to determine.
m“mg we should go into that?

I think you are entitled to know what your money
purchases, and to look at test scores, numbers of incidents of infec-
tion, of falls, of complications, secon: to the hoepltalimtmn.
There are ways to look attheeﬁ‘ectof tyouarepurchasmg
think that that can be within your domain a8 well.

Chairman Henz. We have tradltlonally looked at purchasing in
terms of the ability of a student to attend an accredited school as
opposed to the product, the product of that education. It has been
more of an avenue to provide opportunity for the individual as op-
goeedtoameanstoasaurethequahtyofwhatmtaughtorpro—

I hear what you are saying.

Let me ask you this question, then: Of all of the things that you
think mﬁg tat th.idFﬁerh level shouty do, and I ask this of both of
you, w wou the one or two most important things you
would like us, upon returning to Washington, later today, to do?

Dr. Libow, why not take a crack at that?

Nurse Mitty i8 composing a long list and slowly scratching them
out.

Dr. Lisow. The key to improving quality of care for thoee at all
ages, particularly the elderly, is improved education of health care
profession and emphasizing a different set of . Too little em-
phasis and t0o few dollars have been spent on that.

You cannot attract nurses, physicians, or social workers fo a
nursmg home or to work in community agencies, with the elderly
ill, unless we educate everyone toward new goals.

The of dramatic cure are not appronriate goals in dealing
with 8 ear-olds, with some exception. Relief from pneumonia is
welcome at any age, but with the elderly, it is often a matter of a
little less depression, a few less falls, a little iess incontinence, and

1
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perhaps a little more time out of the nursing home. Those are the
goals we need to imbue in students and health care professionals. ™

Chairman HEINZ, I commend you for that statement. I would like
to enlarge on its implications based on a hearing we held some 2
months ago.

We held a joint ing with the House Aging Committee on
drug misuse and the elderly. The hearing was replete with testimo-
ny, through informed witnesses, some of them doctors. Many of
tg'em spoke of doctors prescribing and then overprescribing, pre-
scribing more medication to take care of symptoms created by the
incorrect use of another drug. Persons who might have gotten by
Jjust fine with aspirin or a small dose of heart medication ended up
on some 15 drugs.

Each drug tried tc combat the apparent symptoms of another
dx%g without the physician knowing about it.

ou seem to be saying that our medical profession, like the
American society, is often accused of beinﬁriented toward a quick
fix. They are trained to do quick fixes, They are trained to deal
with acute care issues.

In a sense, it is also part and parcel of our need for instant grati-
fication.

So you are saying to medical schools, they do not fully under-
stand the orientation that they are imbuing their graduates with.
Is that a fair statement?

Dr. L:ow. There is 2 mismatch between the educational system
and the demography. That is it. We, at Mount Sinai, and we, in the
Jewish Home and Hoepital for Aged, we have changed that mis.
matcherd emphasis. Similar changes are happening in other places

in the country, but there are %g medical schools and a large
number of nursing schools where little change has occurred.
You asked for other key changes to emagl;asme when you go back

to Washington, D.C. There is something about the medical and hos-
p;&l payment system which does not recognize the demography
eilner.

The physician and hospital get paid for technology. Put in a
scope and get well reimbursed for the great skill.

In contrast, you do not lg*et paid for time and other skills that are
reflected in obtaining a long history from a patient, ir. holding a
patient’s hand, or in making a house call.

If you change the payment system, Senator, you change the
entire approach to the elderly in this country.

Chairman HEeINzZ. I am almost tempted to ask if we should go to
a time and materials basis rather than a turnkey basis. How would
you change it? ) )

Dr. LiBow. The changes are fairly straightforward, and I would
be pleased to discuss them with you and the committee. The es-
sence of the change, Senator, would be to come up with a formula
that reflects dollara for time and dotlars for critical nontechnologi-
cal remedies and approvals, . ) .

Chairman HEINZ. What you necessarily are suggesting, then, is,
and I wasn't being facetious, time and materials.

Dr. Lisow. My answer is very simple. It is the heart of tho issue;
if you want to change the health system quickly and produce
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——— health care for the elderly, change the emphasis of reimbursement oo mm
from technology to clinical care. )
Chairman HEINZ. An interesting and provocative thought.
Any other comments?
Ms. Mrrry. No; I would second what Dr. Libow said. Before you
f;};ange the reimbursement system, please take a look at what you

Chairman HeiNz. Which change are you referring to? The rea-
]a)olxz%bleysctgst?system that we think we more or less have now, or

system

Ms. Mirry. Referring to DRG, Federal health surveys, titles 18,
19, referring to systems that are in place and chewing up profes-
sional staff that could be doi other things. Before you implant
something else, I think we need to look at what we have in-house.

Chairman Heinz. Are you saying, so that I understand you, now
at least say, in moving to DRG, let it have time to work itself out?
Do not change it tomorrow?

~ _ Ms. Mrrry. I am not convinced we should erase the DRG. We
have not tested that yet. I know the Federal survey, as it currently
operates, does not look at outcomes at all. It does not really look at
hzalth care delivery.

We are not really in a quality assurance mode. We really do not
know if we are getting our dollar’s worth.

I recommend before we go and 8 clpend dollars, either more or dif-
ferently, you have to clean out or clean up what you have now.

Chairman Hzinz. Thank you. Do you have a shorl, §00-page
Eper on how to do that? We will contact you later for your

‘i"ughtaonmtilat,lamsure 4 ted to clean ¢

n your testimony, you said you wan c }:resen
system. Let me discuse that issue with you later & llttf:! bit

Thank you both very much.

Our third and last panel inciudes Janet Sainer, commissioner of
aging, New York City; it includes a dear friend of mine, former di-
rector of the National Institute of ., and now the chairman of
the Dy ent of Geriatrics and Adult Development, Mount Sinai
Medical Center, Dr. Robert Butler; and the deputy director of
Brookdale Center on Agmﬁ uel éadm

me Warn Strause and I conversed in the corri-
dor and we will have an addltlonal task for you at the conclusion of
your testimony.

STATEMENT OF JANET 8. SAINER, COMMISSIONER, NEW YORK,
N.Y., DEPARTMENT FOR THE AGING

Ms. Samer. I want to e greas my appreciation, and that of
Mayor Koch, for holdmg this hearing l\?ew York City and giving
me an ee‘}q:u:n'tum to testify on a subject of such deep concern.

Indeed, because we are aware of the increasing incidence of Alz-
helmer's disease and its increasing significance, we are holding a
mayoral conference on November 3, to give recognition to the seri-
ous nn?act of t}ns disease. We hope that you, or members of your
committee, can be with us on that day as we review some of the
ways in wluch we in New York City can more effectively deliver
services to Alzheimer’s victims and their families. can sensitize
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health and human services providets to the complexity and enor-
mity of this disease, as well as highlight key legislative and pg)l_icy
issues. The hearings you are conducting around the coun ring
Alzheimer’s to the fore. For this, you are to be commen We
w:t‘iﬂd hope that a8 a result there will be more progress and more
action taken.

1 would like to focus today on some of the community-based
issues. We have heard from a number of institutional peo&e, and
that is a very important dimensjon of the whole problem. We have
a great concern for community-based care and the increased need
to take care of an estimated 50,000 noninstitutional persons living
il:-d New York City who are afflicted with Alzheimer’s or similer dis-
orders,

New York, like other urban areas th hout the country, has
seen significant changes in its elderly population over the past 10
years. 75- to 84-year-old cohort has risen 15 percent since 1970,
while those 85 and over increased by 37 percent. In addition, the
number of elderly living alone has increased in the past decade by
over 13% percent. Clearly, more and more of our aged are kinless
?nd ain;ateleas, and they are the very old, very poor, and usually
emale.

Moreover, the lives of our urban elderly are different from those
of their counterparts elsewhere. You know we have a large number
of apartment dwellers, and many live in communities which have
undergone enormous change in the ﬁﬂt 10 years. They no longer
have the doctors they used to have. There is nobody there to recog-
nize some of the subtle behavior changes which signify the onset of

eimer’s.

We know that we get calls at our office f-om the police, or neigh-
bors, when they hear of somebody letting the tub flow over, or of
fo%?ttiniito turn off the gas. .

ese kinds of calls are familiar ones. Not only social services
providers and health professionals, but the police and landlords
and those in housi.lzﬁ projects, are beginning to wonder how to cope
with the problems that victims of Alzheimer’s disease present.

1 want to underscore what Peter Strauss said about the issue of
couples. The spousal isgue is indeed a critical one. He made such
an important point of it, I do not think 1 have to reemphasize it to

u.

1 also want t0 underscore Seaator ID’'Amato’s and your concerns
in connection with increasing funds for research in eimer’s dis-
ease. | hope that that can be a very concrete result of the hearings
that you are conducting. What 1 am particularly concerned about,
however, is the little assistance that is available in the community
when families are wuling to care for their elders who are able to
remain in that community. . ) .

Most of the gervices that do exist require an income eligibility.
Chronically ill patienis who require long-ferm care must spend
down to medicaid eligibility levels. In New York City, we have one
of the largest and most effective home attendant programs for med-
icaid eligible clients anywhere in the country. However the patient
must be able to direct those who give the care, and the progressive
deterioration of the patient prevents them from assuming such re-
sponsibility, unless there is family to provide this supervision.
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Medicaid eligibitity is currently $6,400 for a couple in New York
State; assets cannot exceed $4,200, and $1,500 per person can be
maintained for burial expenses,

At this time, only 17 percent of New York City’s elderly are med-
icaid eligible. Therefore, when we try o address the problem of
long-term care, putting sole emphasis on income eligibility, rather
than level of disability is something that must be changed.

Having income above the medicaid eligibility level does not auto-
matically insure one’s ability to pay for needed care and services.
Some of the people who testified earlier, Mrs. French particularly,
highlighted that. Most recent data indicates that half of those 65
and over in New York City had incomes under $10,000.

I do not have to tell you about the high costs cited before for pri-
vately purchased assistance. What is important is that our current
system pauperizes spouses, and overburdens adult children who
assume responsibility for their disabled relatives.

We urge action. Our primary recommendation is that a contin-
uum of social and medical care, including community-based in-
home services, adult day care, ite, and quality institutions with
trained staff, needs to be part of medicare system. Unfortupte-
l¥, medicere continues to be an insurance program to cover t. .
costs of acute illness. We musc acknowledge and act on the fact
that the elderly who suffer from chronic illnesses need long-term
care services.

Senator Heinz, we are pleased with the legislation you have in-
troduced. But I say to you, frankly, that we have to look boyond
the medicaid-income-eligible population, if what you are proposing
is to be effective for the large number of elderly and their families
in this city and across the Nation. . .

I urge you to consider the total cost this society pays through
local, State, and Federal resources to provide medicaid and medi-
care funded services. If we look at what is currently paid through
these systems, I think you will find that what we are proposing is
not that much more costly. . )

In addition to Federal financing of the services required by Alz-
heimer’s patients and families, there is no question that we want
to increase support for research. We also support assistance
through the income tax credit, which You had earlier mentioned
was one of three bills being proposed.

Another issue we would like tc underscore is that the Federal
Government, while increasing incentives for community-based
home car?, must assure that there are an adequate number of
nursing home beds to care for those who must be institutionalized.

Furthermore, the Federal Government should insure that nurs-

ing homes accept patients with Alzheimer's and related digorders.
Too often, even if medicaid o1 private funds are available, the Alz-
heimer’s patient is shunned by institutions because they feel
ungble to manage such patients. .
' The area that Ms. Mitty spoko of before, of being sure that the
institutions can give quality care and yet having adequate beds and
space in mgalace for such patients, is something to which more atten-
tion must be given.
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I would underscore the-need for increased training of nursing

home staff and home care aides who can care for people with Alz-
heimer’s disease.

Az the director of the area agency on aging here in New York
City, I would like to touch on one other issue.

I would like you to include in the reauthonzation of the Older
Americans Act new program directions, as well as increased fund-
ing for programs that address the needs of those suffering from
Alzheimer’s disease and related disorders, and those who are
chronically disabled. Area agencies could become the repository for
information on all diagnostic and service programs for families and
patienta of Alzheimer’s in their ﬁema hic areas.

The area agencies on. agmﬁ sho and could be, a first stop
for those who need help and guidance. Perhaps this couid be ac-
comlg‘ljlshgd in collaboration with the local associations of ADRDA.
ADRDA 18 to be commended for the efforts they are making in pro-
viding information, making referrals, and creating support groups.
They need help and funding.

I think the area agencies would be more than willing to work col-
laboratively with these :e&r::mzations. As we consider some of the
critical informational n that families have on reimbursement
issues, legal services, and support groups, I think we have the ca-
pacity, with very few dollars, to be ablge'to add that dimension of
assistance through the Older Americans Act.

. In conclusion, I would like to reemphasize that we need substan-
tially more Federal funding to suppert ressarch on the causes,
treatment, and cures of Alzheimer's and related diseases. We need
medicare to help finance long-term care, including home care for
the chronically disabled. We need a coordinated long-ferm care
system that insures a continuum of care, including in-home and
community-based services. ) .

We need an income tax credit or an allowance to assist families.
We need to be asgured that there are sufficient nursing home beds
in each State adequate to care for tke Alzheimer's patients, and
ready to accept them. Finally, we need to strengthen the capacity
of area agencies to assist patients and families of Alzheimer's and
related disorders, to serve a8 a central resource center, fo be a
source of counseling and gwidance, and to work collaboratively
with those most closely.affected.

It may be quite awhile before science finds answers that will lead
to the cure or prevention of Alzheimer’s. Meanwhile, by providing
the vital day-to-day support needed, we can lessen the tragic
impact of this most dreaded disease. ) .

Then, &erhaps, the title of today’s hearing being “Endless Night,
Endless Mourning: Living with Alzheimer’s,” can be translated to
“Living With eimer’s More Eﬁectiveljlrl.”

Chairman Hemvz. Thank you very much.
and extremely thoughtful statement.

[The prepared statement of Ms. Sainer follows:]

PREPARRD STATEMENT OF JANET S. SaINER

I sm Janet Sainer, commisaioner of the New York City Department for the Aging,
the area a&ency on aging which acts as an advocate on behalf of our more than 1.3
million elderly 60 years of age and oﬁer. Mayor Xoch has asked me to thank you

A most comprehensive
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on & subject which is of deepest concern. Indeed, because we are awate that the inci-
dence of Alzheimer's disease is increasing significantly, we in Mew York are taking
a step to give recognition to its serious impact on the elderly and their families.
Lunst spring. the ma¥yor personally asked the department for the aging to convene a
task force of city officials, major medical and social service leaders, and family. care--
givers, to plan a citywide Mayoral Conference on Alzheimer’s Disease, slated for No- |
vember 3, the beginning of National Alzheimer's Month. The goal of this conference
will be to address the most effective ways to reorganize and deliver services to Alz-
heimer's victims and their families, to sensitize health and social service providers
to the complexity and enormity of this disease, as well as highlight key legislative
and policy issues. Moreover. to augment the efforts of this conference, a rescurce
directory is being prepared which we hope will serve as a guide to what services are
available and how best to gain access to them.

In holding our conference, we are reepondinito an increasing need among older
pecple and those who care for them. Although there are no exact figures on the
numbers of persons who suffer from Alzheimer’'s disease and aimilar disorders,
recent reports in “Sci~nce” estimate that from 5 to 10 percent of those over 65, or as
many as 2 million Americans are affiicted. Worse, as we conquer or ameliorate
other illnesses which extend the lives of individuals and increase the number of el
derly, the incidence of A" ' ‘mer’s disease rises. It is projected that the prevalence
of these illnesses will more than triple in the next 50 years. .

Up to now, those who were affected by Alzheimer’s disease and those who care for
them have tended to close themselves off to cope silently and with little help, except
for institutions. Until very recently Alzheimer’s disease has been viewed as an insti-
tutional rsther than a community-based problem. Indeed, an estimated 50 to 60 per-
cent of nursing home patients have some form of dementis.

Some simple arithmetic, however, would indicate that, by the most conservative
estimates, at least a million Alzheimer‘s victime are maintained at hotre. In New
York City alone there are probably upward of 50,000 persons over 65 living in the
community who are affticted with Alzheimer’s or similar disorders.

I should like to add an urban perspective to these figures. New York City, like
other urban areas throughout the country, has seen significant changes in its elder-
1y population over the past 10 years: It has grown older and it has become inCreas-
ingly live alone. The 75 to 84 year cohort rose 15 percent from 1970, while those 85
and over increased by 37 percent. In addition, the number of elderly living alone
increased by 134 percent in the past decade. Clearly, more and more of our aged
are kinless and mateless—they are the very old, the very poor, and usually female.
Moreover, the lives of urban elderly are different from those of their counte:
elsewhere. They are apartment dwellers, and manme fn communities which have
urdergone enormous change in the past 10 years. ir private doctors are growing
older and are not being replaced by new physicians. Thus, there is often no doctor
who knows them personally and who can recognize the subtle behavior changes that
herald the onset of a deteriorating condition. The neighbors of elderly who live
alone are often casual acquaintances, and younger who aiso may not be aware of
changes in the older person until some overt act, such as turning on and forgetting
the gas, or letting a tub overflow, occurs, which threatens not only the older person
but his or her neighbors. Qur department is only too familiar with calls from the
landlords, neighbors, and the police, asking for help for such elderly. .

As for elderly couples, the physical and emotional strain placed on the care-giving
spouse is almost beyond belief. As difficult as it is for children to watch the changes
tn an older parent, how much more tragic it is for a spouse to see such deteriora-
tion.

Further, although families are available to most of our elderly, they, too, are
npgriment dwellers and usually do not have room to care for an older deteriorating
parent.

We are well aware that a diagnosis of Alzheimer’s disease changes the life of the
entire family for as long as the patient lives. And recent etudies indicate that most
fomilice maintain their relatives at home for 4 to 8 years after the diagnosis. Fami-
lies are caufht in the dilemma of increasing demands and decreasing resources. Pro-
gressive deterioration and unpredictability of symptoms force the patient and the
family to adjust continually to new problems and higher levals of impairment.

Until we achieve a major breakthrough in research to prevent the onset of Al
heimer’s disease and other related disorders, an urgent need exists to develop pro-
grantr nnd sersices to assist families who can care for their stricken members and
humnne services for those who hnve no families.

for holding this _he_nrii;llg_ i New York City, and giving us an opportunity to testify _ . . ___
d
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At present, all too little nssistance is available in the community. Moreover, moet
of the services that do exist, require income eligibility. Qur currénit system forces
our chronically ill aged who require long-terra care onto medicaid. For example, in
New York City, we do provide in-home services under medicaid. But to be eligible
for home-tare services, the patient must be able to direct and supervise the home
attendant. The progressive deterioration of these patients prevents them from as-
suming such responsibilities. On the other hand, when there is family to provide
this supervision, the family must generally “spend down” to medicaid eligibility
which is $6,400 for a couple in New York State. The family must also spend all their
assets down to $4,200, plus $1,600 per person for burial expenses. o

At this time only about 17 percent of New York City's elderly are medicaid eligi-
ble. The large majority are not. However, lack of medicaid eligibility does not auto-
matically insure one's ability to pay for needed services and care. Most recent
income data for the city’s elderly indicate that half of those 65 and over had in-
comes falling between $4,009 and $10,000. To l?rivately Purchase aesistance costs a

roximately $5 an hour on a part-time basis. Families and individusls requiring fuil-
me, around-the-clock help, get a bargain rate from $250 to $400 weekly. How many
elderly or their famllies can support such costs?

Our current system pauperizes .he caring spouse and overburdens adult children
who assume responsibllity for their disabl rggﬁveq.

We, therefore, urge as our |1:rimary recommendation, that a continuum of social
and medical care—which includes community-based in-home services, adult day
care and respite, and architecturally designed institutions with trained staff to take
into account fumily and patient needs—be financed under medicare,

Medicare continues to be an insurance program to cover the costs of acute illness.
We must acknowledge that the elderly suffer from chropic ilinesses and need cov-
ered long-term care services, I recognize that this may be an inopportune time to
suggest that medicare must cover more services when Congress is faced with short-
falls in the medicare trust funds. But [ would urge you to consider the total cost this
society pays through local, State, and Federal taxes to provide medicaid and medi-
care gervices. When you do not provide long-term care under medicare, you pay for
increased Jengths of stay in hospitals, or you send patients to more costly nursing
homes who could be cared for at home, I suspect, and I admit I have no documenta-
tion, that the families caring for Alzheimer’s patients experience higher incidence of
physical and emohonal illness. This too, adds to our national health care bill.

n addition to Federal financing of the services required by Alzheimer's patients
and families, the Federal Government. must increase its support both for basic re-
search into the causes and cures of Alzheimer's and related disorders, and for dem-
onetration programs directed to alternative living and service arrangements for pa-
tients who require custodial care and supervision of their person and property in
order to be maintained at home as long as possible. For such persons, particular{y if
they can be boused in close proximity to each other, a grant to a single agency to
care for a number of Alzheiraer’s victime, including su ision and trainin; of
home attendanis, group shopping, and meal preparation for all clients might prove
bath cost-effective and humane. New York State’s enriched housing program pro-
vides some of these services for the frail elderly. Might we not look at tﬁe applicabil-
ity of the same convept to illnesses like Alzheimer's? In addition, Federal funds
should be made available to renovate existing nursing homes to permit them to care
for Alzhein:er's patients. )

n, however, families can and do assume the burden of care for elderly dis.
abled relatives either by takimil them into_their homes or by pPaying their bills, we
stronfly support assistance to them through the mechanisms of income tax credit or
an allowance in the case of lower income families who do not pay much in taxes and
for whom the fiacal burden is greater.

The Federal Government, while increasing the incentives for community-based
home care, must simultaneously insure that there are an adequate number of nurs-
ing home beds to care for those who must be institutionalized. Further, the Federal
Government must insure that nursing homes accept patients with Alzheimer's and
related disorders. Too often, even if medicaid or even private funds gre available,
the Alzheimer’s and dementia patient is shunned by institutions who feel unable to
manage such patients. In this regard, we would also like to see increased training of
nursing home and home care stafls who care for Alzheimer's patients, An informal
survey conducted by the department for the aging of ~ome 60 nursing homes in
York City found only eight had epecific training programs on Alzheimer's disease
for staff and special care regimens for Alzheimer'? victims. The majority of nursing
homes are not adequately prepared for the complex task of providing quality care
for an Alzheimer's victim.

o4
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As the director of an area agency on aging, 1 would alse urge you to include in the
reauthorization of the Older Americans Act new program directions, as well aa in.
creased ing for these programs. The area agencies should become the repository
for information on all diagnostic and service programs for families and patients of
Alzheimer’s and related disorders for their geographic areas. It should be the “first
stop” 1o direct people for help. The area agencies should also be funded to aseist
existing support groups, or provide sesd moneys where no such groupe exist. Fami-
lies cannot cope alone with caring for these patients. They need strength and under-
starding from persons who are sharing the pame burdens. The Older Americans Act
legal services programs should be expanded to provide sssistance with the legal
fiembt}:em and agencies face with managing the affairs of Alzheimer’s pa-

117

In conclusion, I would reemphasize that:

We need substantially more Federal l‘undi:t:.%tq support research into the causes,

treatment, and cures of Alzheimer’s and related diseases.

We néed medicare to finance long-term care, including home care for the chron-
fcally disabled.

We need a coordinated long-term car that will insure a continuum of care
which inclides in-home and eommumty% services. And these community serv-
m :h‘;uld include alternate living and service arrangements, as well as respite and

Y care,
tiwenelfd income tax credit or an allowance to assist familice who care for rela.
ves at home.

We need a Federal requir-ment that federally supported nureing homes accept de-
mentia patients, and we need to irsure that there are sufficient nursing home beds
in each State in architecturally appropriate and adequately staffed institutions for
patients with dementia and related diserses,

We need to increase the training of nursing and home-care staff who care for Alz-
heimer’s disease patients. .

Finally, we need to etrengthen the role of area agencies to serve patients and fam.
iliee with Alzheimer’s related disorders when the Qlder Americans Act is
reauthorized by funding area agencies-to eatabhshruguur of -information-on
diagnoetic and social services in their geographical areas for imer’s patients, to
?treﬁgthom and establish self-help groupe, and increase services to patients and

amilies,

1t may be quite awhile before science finds answers that will lead to cure orm
vention of Alrheimer's discase and related disorders. Meanwhile, it in urgent
we address the very real, very immediate needs of both the Alzheimer’s patients
and those who care for them—all victims of these diseasca. Perhaps by providing
the ntalofdayho-day support needed we can lessen the tragic impact of this moat

Chairman Heinz. It is now my pleasure to turn to Dr. Butier,
who, at the young age that he did, retired from Washington, D.C.,
to greener pastures.

Dr. ButLeR. I would like to submit my testimony for the record,

if I might. I would like to focus upon research.

Ci.airman HeiNz. Without objection. !

STATEMENT OF DR. ROEERT N. BUTLER, BRCOKDALE PROFES-
SOR OF GERIATRICS AND ADULT DEVELOPMENT, MOUNT SINAI
MEDICAL CENTER, NEW YORK, N.Y.

Dr. ButLeR. I will argue that the ultimate cost containment and
ultimate service will be to bring to an end this affliction of Alz-
heimer’s disease.

Further, while we certainly cannot say that a solution is around
the corner, there are enough exciting l2ads to maka it reasonable,
sensible, and prudent for us to expand the suppc 1 of research. I
could not help but reminisce, cularly Senator, "ince you re-
ferred to my coming from the National In::itute on Aging, to tne

¥ See page 54,
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beginnings of the Institute. I did a hand count of the number of
grants involved in Aizheimer’s, This is 1975. It is extraordinary there °
were only 12, totaling about $600,000,

So, although we have a way to B0, We now have $22 million
in support of research on heimer’s disease. At that tlme, we
identified senile dementia of the Alzheimer’s type as a major na-
tional priority. I commend your thought of reinvigoration of a task
force within the National Institutes of Health. NIA did develop an
initiative and won an internal competition for the establishment of
a specific effort to identify Alzheimer’s disease as a major priority
of the NIA, Neurology and Mental Health Institutes. That initia-
tive should continue.

‘The reaction of the public to the identification of Alzheimer’s dis-
ease ag a n;:ilor priority was absolutely astounding. The number of
telephone-calls, messages;-contacts, from-the-media-and-the-public
were unbelievable and expresses profoundly the extent of concern
among Americans in regard to this disease.

Several times this morning, there has heen uncertainty about
how many individuals suffer from Alzheimer’s. That is because we
have not had an adequate research base upon which to Nf:’end
The National Institute on Aging, and Neurological and Mental
Health Institutes are supporting a series of population-baged gtud-
ies that will help us to know better the incidence and prevalence of
that affliction.

We have had to extrapolate from data derived from Sweden, the
United Kingdom, and from very old studies conducted in Syracuse,
N.Y., and elsewhere.

My estimate is that about 15 percent of people over 65, about 4
million people, suffer from some degree of this disease,

Senator PRESSLER. Your estimation?

Dr. Burier. Fifteen percent. About half, as we learned this
morning, ‘n nursing nomes suffer fiom this disease. Given the fact
there are now more patients in nursing homes than there are in
hospitals, we are talking about an extraordinary national problem
with great personal and social cost.

In focusing upon research, I will be very brief and discuss five
major areas of study.

One relates to neurotransmltters. Those are chemical messengers
that convey information from one nerve cell to another, for exam-
ple, memory. A brain definition, acetylcholine, a very important
chemical, is the basis of one of the most attractive and interesting
hypotheses available to us. Work at Einstein, Hopkins, Mount
Sinai, and elsewhere, has been directad to trying to identify the
nature of the deficit.

In my Washmgton days, I tried to make contact with our mili-
tary chemical warfare, because they do work in neurotransm:ssmn
I have wondered, an t}{oerhaps you could help in this regard, how
we might find out if is unclassifiable information related to
neurotransmigsion in this affliction.

An interesting fim:llng of Dr. Kenneth Davis concerns a medica-
tion known since 1895. r{).rsoslzlgmme can provide a brief re- e
from the condition, very brief, but it is an important lead.
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How might we be able to find a similar chemical which does not
have tine adverse side effects of physostigmine, but has a longer
positive effect? That demonstrates a little bit the importance of fur-
ther investigations into central nervous system neurotransmission.

The second lead is the topic of aluminum. I do not think any re-
sponsible person in the study of Alzheimer’s diseage is prepared to
tell people to give up antacids, or antiperspirant, or put away alu-
minum pots and pans. We know that examination of bauxite work-
ers, and others, involved in the extraction and production of alumi-
num do not have a higher incidence of Alzheimer’s.

Once the primary lesion of Alzheimer’s 15 established, however,
———it-appears-that-aluminum—concentrations-do-increase-Could-it-be
that the removal of aluminum might have & beneficial effect?
Could_it_be_that nature_is telling us something about. the_underly-
ing condition by virtue of the superimposed effect of aluminum?

Third, genetics. We have known for a long time that there are
’ familial forms of Alzheimer's. Therefore, we also want to under-
gtand the late-in-life penetrance of this genetic disorder.

We know from the examination of people by Heston, of the Uni-
versity of Minnesota, that there is a higher than expected associ-
ation between Alzheimer's and Down’s syndrome. Also, of individ-
uals who are suffering from various types of blood cancer.

That, in turn, suggests the possibility of a chromosomal abnor-
mality, which may not be genetic but congenital. It also suggests a
~———possible role-of-the immune-system;-for-example;-the-broad-catego-- -

ry of autoimmune diseases based upon the curious fact we may
become allergic to our own body proteins. This is a major lead we
must investigate.

Finally, the remarkable topic of glow viruses. Some years back,
one of our Nation’s most distinguished acientists, a Nobel Prize
winner from the National Institutes of Health, found that a degen-
erative disease affecting the cerebellum was due to a slow virus.

I would bring to your attention a paper that summarizes this and
brings it to your attention. !

While we may not have the cure, it does not mean the disease is
not treatable. Some of the earlier speakers, not meaning to say this
implied that there is no treatment possibility. There is much that

can be done to maintain the appropriate stimulation level within
the environment, to not overstress the individual, to make sure nu-
tritional status is roper, and to continually maintain orientation
and motivation of the person.

In terms of reimbursement, and the necessary reimbursement
revolution that has been proposed here earlier, I think we have to
recognize the possibilities of treatment. There is 850 much we can
do. If we assume otherwise, we are failing to point out that there
are many, many diseases which are not curable, including diabetes
and yet reimbursement is provided.

Did Moses bring down frcm the mountain a special set of reim-
bursement to remain on the tablet forever? We must reexamine
and renegotiate the reimbursement system as it bears on a variety
of diseases particularly, as Dr. Libow points out, to bring it into
conformity with the demographic resolution.
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It was my pleasure recently, upon the request of a congressional
committee,ytg cail for a doub ing of the amount of funds available
for Alzheimer’s disease. )

I wag pleased, Senator Pressler, to hear that you, Senator Heinz,
and Senator D’Amato appear to agree. | regard the call for a dou-
bling of research funding as a conservative suggestion, an appropri-
ately conservative suggestion. .

I think it would be foolish and countemroductwe to the develop-
ment of the ficld, to throw money at the problem. We do have
properly trained neuroscientists, There are people who can use the
money wiseiy. We do have exciting jdeas as I have endeavored to

We would not be purchasing a will-o’-the-wisp activity by dou-

bling research resources. )
The: must be néw fiiiids, not coming-out-of the ‘already-existinﬁ

efforts of the National Institutes of Health. Funds should be
for the development of a network of centers for Alzheimer’s disease
throughout the country. . )

You have to have stable funding. The example of glow virus,
makes clear the problem of the usual 3-year funding cycle. You
have to provide stable funding that will attract outstanding scien-
tists.

There are efforts at developing teaching nursing homes; there
are grants available for teaching nursinlg mes that would help
provide educational opportunities for RN.’s, M,D.’s, and research-
ers. We must pursue hew forms of diagnoses. There are reversible -—--
conditions. We must recognize them directly, and properly diagnose
and treat them, or we sentence people to an apparent irreversible
senility that might be reversible. .

We need to seek & simple clinical test. That is one of the szveral
priorities we have, e o ) .

Between 1946 and 1964, the United States developed the most
wondrous and largest generation in American history, the baby
boom. We cannot wait until the first baby boomer turns gray in the
year 2011, to declare war on senility, or to produce an adequately
trained cadre of geriatricians and geriatric nurse practitioners.

We have to make decisions well in advance. You cannot solve the
problem of senility overnight.

In 1935, a March of Dimes wasg started, In 1961, less than 30
years later, the last polio epidemic occurred, the last thump-thump
of iron lungs each spring. oo )

I submit that senility could fall the way polio did, if we invest
now; and I would submit that research would be the ultimate cost
containment and the ultimate service. We do not have polio any-
more. Thank you,

[The prepared statement of Dr. Butler follows:]

: PREPARED STATEMENT OF DR, Roperr N. BuTLER

I am pleased to participate in the hearing “Endless Night. Endless Mourning:
Living With Alzheimer's.”

As you may know, at the occasion of my being called upon to be the first and
founding Director of the National Institute on Aging, I personally cataloged and ex-
amined the research grants directed to the un erstandingH treatment of Alz-
heimer's disease then supported by any of the Institutes of Health, [NIH] and Alco-
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hal, Drug Abuse, and Mentai Health Administration [ADAI\H*IAJ;NTOhere were only
12 research projects operative in 1975, This was extraordinarily disconcerting to me
personally and professionally. The problemiof Alzheimer’s disease is massive and ac-
counts for extraordinary fear and turmoil in many older persons and families, as
well as costs an enormous amount of money for care in hospitals, and particularly
nunrlauf homes. | highlighted Alzheimer's disease and related disorders as one of the
several premier priorities of the evolving National Institute on Aging. I also collab-
orated actively with the other Institutes, The National Institute on was the
key sponsor in creating the Health and Human Services Dej en initiative
in Alzheimer's disease. With the Director of the National Institute of Neurological
Communicative Disorders and Stroke, we helped support the beginnings of the Alz-
e that m”umlﬁdbe;n considerab} ml;:meun' research directed

ce e in i at un-
raveling the mystery surrounding the cause and treatment of Alzheimer's disease.
However, remains limited and the investments in dollars from _both_the
private and public sectors s m: in given extraorditiary economic and
personal! impact of this disease.

I have heen asked te focus particularl t@gx%gntl_mmteofmrch Yess.
1 should like to @ my wri in ﬁmﬁilmﬂﬂﬁﬁe
make available to a oom ] t research which was
published in the TWA Aw or magazine, ﬁmmber 1982.1 | offer it because it
was written in nontecbnical language jor public un ing. It was written with
Marian Emr of the National Institute ms information office.

There are several important sets of which yield insight into the cause or
causes of Alzheimer's tmasa: First and foremost, there are the data that relate to
hats by ‘the cholincras poviryess e ening & th prmmi' Epielllfhemggln ‘1’5.‘“’“12&‘3.‘.‘;

¥ the cholinergic . Acel oline is the ¢ .
or more accurately, the depletion of involved in the creation anddzulrm-
tion of acetylcholine has been established. Further, there are data showing destruc-
tion of the nucleus basalis of Meynert which is an important component of the cho-
linergic smn Drs. Peter Davies of Albert Einstein, Coyle, Price and Whitehouse
_of the Johns Hopkins, and Kenneth Davis of Mount Sinai, are among outstanding . .. .

investigators who have contributed to the increasingly impressive of evidence

ing that a deficit in the cholinergic system is critical in Alzheimer’s disease.
So far, however, there have not been therapeutic breakthroughs although the Ken-
neth Davis worksuqens that physostigmine (which is known to reduce the destruc-
tion of acetylcholine) dees have relatively brief therapeutic effects. | have wondered
if there might not be information available through our military chemical warfare
that would # t other chemicals that would have gimilar effects to
but would last longer and cause fewer side effects. I do not mean to be fanciful in
thisw?gestionbutitcouldbethatoontactmadeatﬂwhishestlmlseould ter-
mine if there might be some appropriately unclassified information that would
upon neurotransmission in this disorder.

It is certainly likely that neurochemical, functional, and structural elements in
the central nervous system other than the cholinergic aystem participate in the
"’%“h;"ii- 0%11121"9?“"8&0 to justify major attention being directed to

is enough information to justify major attention U,
research andreaeamhtraininghjthenaumscienoesdincudtomtﬂﬁﬁns“ to
exploit these important leads.

me members of the public have become uneasy over reporis of the role of alu.
minum in Alzheimer's . There is no reason at thia time to stop using alumi-
num utensils, antacids, or antiperspiranta. Aluminum is the third most common ele-
ment in the universe, following oxygen and ailicon. There is no evidence to auggest
}tal};l': lmiiusté;al m{lﬁﬁl invoyed with a%'uminum le;';trthactim or preduction have a

er incidence o eimer's disease. Nonethe ere i gome suggestl
secondary role in Alzheimer’s disease. Putting it simply, there nu{ i
drgsoagtlon of aluminum in lesions created by the disease process. It is unclear that

ucing the opportunig for such deposition or efforts at removal of aluminum de-

pogits would have any ﬁgl;tic benefit, but it is important work that muat pro-
ceed. Drs, Donald Crapper-MacLachlan and Daniel Perl are among thoee whose
work has contributed to our understanding of aluminum concentrations and effects
in the central nervous system.

It has been known for many years that a familial form of Alzheimer's disease
occurs; thet is, some families unijortunately have a genetically determined oc-
currence of the condition. It has been cstimated that the presence of a family histo-
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ry of Alzheimer’s doubles one’s chance of developing the condition if one lives long
enough. The gene is expressed with greater aﬁ There are epidemiological studies
{for exam ,%y Heston of the University of Minnesota) that show a er than
would be expected association of Alzheimer’s disease with Downs syndrome and

with a variety of blood cancers. Such findings encodrage us to chromosomal abnor-
malities and immunological phenomena. There had been reports of antibrain anti.
bodies in Alzheimer’s studies.

Other prominent theories that have received attention relate to slow acting or un-
conventional viruses which have been shown to play & role in other central nervous
system disenses,

There has been a recent suggestion that an antagonist of opium called naloxone
may im memory function in patients suffering from imer's disease. It is
known that opiate drugs can create forgetfulness in studies of animals,
and further that opiate antagonists, can reduce the adverse effects in animals.

So.far 1 have.discussed biomedical research in Alzheimer's. [ weradd Jike Sur
turn now to hehavioral research, helpful to both the individual and to the Tamily.
We know that behavioral techniques, orientation procedures, and motivation incen-

- intellectual capaciti ti ing
y gey cannot reverse the under]
an extraordmaniy important point because although Alzheimer’s dincase remains
incurable, it is not untreatable, This was true even before sophisticated behavioral
research was introduced, The phenomenological, descriptive cbeervation of i

trists, neurologists, psychologists, and others have made clear that much can be

done 4o help patients suffering from this and other serious brain

This has implications for th policy, specifically reitnbursement. There are
many diseases that are not curable but are treatable and thud-ogarty includ-
ing medicare do reimburse for such treatment. The victima of families with Al:-

heimet’s disease have not enjoyed such an advantage. Thus, it is important to recon.
sider this distinction between curability and treatability. Much can be done to help
Alzheimer’s victims, which emphasizea the importance of behavioral as well as bio-

research.
~~1t-is-also-essential-to-direct-attention-to-health-services research,-specifically-the .
developlgaent of comprehensive isticated meg:rnyds og wnt as well as anﬁ
ronment. supporis. e nursing homes, proprie an erwise, are beginning
develop special units for Alzheimer’s disease which obviously can be of great help to
families, With the introduction of major interventions of this type {(which will ulti.
nmltjeélg cost a_great deal of money through reimbursement). it is critical that con-
trolled clinical trials of effectiveness be undertaken.

We all hope, of course, that a specific and simple chemical indicator of this dis- .-
ease or set of diseases will be discovered soon. Up to now diagnosis is made by exclu-
sion, a necessary exclusion because there are conditions which are reversible and
effectively treatable. It is essential that we develop a simple diagnosis, because un-
ey ey tte?reu’ e et atrophy oo e ot compts 5 oo
ample, by misin ng atropby as a t of compu og-
mp%y and thereby Irightening the patgenl: and family unnecessarily. Research in as-
sesement is of great importance. .

American families remain the No. 1 earetaker of their older family members in-
cluding those that are im s for example, by Alzheimer’s disease. European ex-
perience suggests that when respite for the I'amilﬁ'his available, it is possible to
maintain the impaired persen at home even longer, Thus another important part of
health serl:lqes re:learch would includt;&; el:raluaﬁon oi;_ reaplg actiwti:s. ha

Research is a slow process. Commonly, however, information gained may have
mat_ ciinical effectiveness even though we may not fully understand the cause of

disease in question. One need only list some of the most commonly used medica-
tions, from aspirin to penicitlin, to realize that they may have useful effects upon
diseases we do not fully understand. Moreover, we do not Tully understand the mode
of action of many pharmacological agenta,

Were we able to enhance memory by even 10 percent in cases of Alzheimer’s dis-
ease we would save Society an enormous amount of money. It is memory and other
intellectual functions that make it posaible for us to remain in our own home, Qur
mind i8 our most critical means of personal adaptation. That is how we remember
to take medications, eat p::rerly. not leave the stove on, amonf other thingn.

1 arn personally and profesgionally grateful for hearings of this type because it
helps to identify in a forthright manner the importance of a disease has such
devastating consequencea, .

Alzheimer’s disease is the most common form of senility and it helfe create a neg-
ative imagery about old age and frightens atl of us who would grow older.
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Clearly we must move rapidly to better understand treat Alzheimer's disease.
The post World War 11 "baby boomers'’ constitute the ﬂ:lgmt generation in U.S, his-
tory. If we do not understand and are not better able to treat senility by the time
Bl gt el el et A B T
hl TA

than ia thegaetoday It would give further force to the statement of the diatin-
fu:;i}gd scientist Lewis Thomas that Alzheimer's discase ia "the disease of the cen.
ury.

Chairman HEINz. I do not know how Sam feels about following
that, but we turn the floor over to him.

Mr. SapiN. We at the Brookdale Center on Aging at Hunter Col-
lege have worked with Dr. Butler. I can only say it is good to know
that he is here to make the kind of presentation which he has

-made. The-note of optimisirthat he has-sounded-is-one-with-which
Dr. Dobrof and I would like to associate ourselves.

_In eyery._presentation_which we_made_on_the_subject_of _health
care, we are aware of the importance of the question: “How will it
be paid for?” We are not unmindful of costs. We do not suggest
that Government take sole ree%msibility for the provision of
health care for older Americans. We believe that a partnership be-
tween family, community, government, voluntary agencies, and the
private sector is necessary. .

We are eager to icipate with you in designing methods and
services which result in efficient, economical health care systems;
keeping in mind however, that services cost money and in
services will be reguired in the future.

Chairman Hringz. If anrho,t_lxgnn the audience finds ont a way to_
OW. .

provide services for free, let us

Mr. SapIN. That promise is ofien made, that costs will be cut and
that services will be increased and improved. It is difficult to see
how this can be done.

Mr. Chairman, with your isgion, I would like to read all of
my prepared statement. It will only take a few minutes. -

Chairman HEINZ. Please p , Mr. Sadin.

STATEMENT OF SAMUEL SADIN, DIRECTOR, INSTITUTE QN LAW
AND RIGHTS OF QLDER ADULTS, BROOKDALE CENTER ON
AGING, HUNTER COLLEGE, NEW YORK, N.Y.

Mr. SapIN. My name is Sam Sadin and I am testifying on behalf
of Rose Dobrof, director of the Brookdale Center on Aging of
Hunter College and myself. I am director of the Center's Institute
on Law and Rights of Older Adults.

As a preface to our testimony, we want to congratulate you, Sen-
ator Heinz, and your colleagues on the committee, for the leader-
ship you are taking in bringing the tragedy of Alzheimer’s disease
to public attention. We co tulate you also on yonr selection of
Jewish Home and Hosgxo as the site for these hearings. This
home is one of Hunter College’s most valued clinical training cen-
ters for our social work, nursing, and other health professions stu.
dents and we are proud to call Mitch Waife and Leslie Libow both
colleagues and friends.

We want to make one other prefatory comment: In both the
Senate and the House there have heen occasions when questions
were raised about the appropriateness and efficiency of having
committees on aging. We remember several years ago receiving a
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letter from then Senator Adlai Stevenson, explaining why he be-
lieved that the committee that you now chair Senator Heinz, was
not necessary. We, in concert with others, protested against the
plan which would have abolished this committee. We argued that
such a committee was an essential vehicle for bringing to the at-
tention of the Congress, the executive branch of Government, and
the general public, the situation of older people and the problems
they face. I would suggest that today’s hearing is a precise illustra-
g{gw our point, and represents the Senate committee 8ystem at
i .
Now to the subject of Alzheimer’s disease. We do not have the
_expertise nor_does_the_committee_have the time for us to make a
comprchensive statemeat. We have, therefore, selected a few as-
pects of the problem for discussion. First, we believe that Alz
heimer’s disease is an unmitigated tragedy which is a blight on the
life of the victim and equally on relatives and friends who must
bear witness to the inexorable progress of the disease and who
must care for and care about the person tneir loved one has
become. The tragedy is inescapable and Government policies and
programs cannot change that fact. But we have today a situaiion in
which public policy not only dees not help, but in , its conse-
quences are to add to the pain and sorrow families and old people
experience. Daily we see spouses, children, and other relatives
trying to do what is right and what is best, but unable to find their
way to the services they need or if the path is clear, the service
may not be there or it may not bé available, because of eligibility  —
requirements and other regulations.

t simﬁly is the case that medicare, designed as a program to so-

cialize the cost of short term, acute episodes of iliness, does not
cover chronic, irreversible, progressive conditions like Alzheimer’s.
Long-term custodial care is not covered either by medicare or by
private insurance plans; only medicaid covers this kind of care. As
a consequence, we are seeing the tragedy of aged couples or widows
being pauperized by this illness. We are seeing pauperization as the
g;itce of medicaid eligibility; the term “spend-down” may sound

ter, but make no mistake—what we are falking about is pauper-
ization in old age, of hard-working American citizens.

And even if the Alzheimer’s patient achieves medicaid eligibility,
that eligibility is no guarantee of service delivery. Placement in a
long-term care facility sometimes becomes necessary, but nursing
homes are often reluctant to accept Alzheimer’s patients. Such pa-
tients are frequently “heavy-duty” cases, requiring substantial
hours of nursing care. Most homes for quite understandable rea-
sons, want a mix of patients, a balance between the intact and the
impaired, between heavy-duty and minimal-care patients. The Alz
heimer’s patient for whom placement is the appropriate decision
may languish in an expensive acute treatment hospital bed. Or, she
may be at home with fam ihy members trying desperately to provide
the care that is necded and still carry their other family and work
responsibilities. And many families are faced with the painful ne-
cessity to accept placement in & home not of the quality they want
for their beloved relative, or in a location which makes frequent
and regular visits difficult, at best.
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We are not suggesting that the Government should take over all
the responsibility, either for the provision of care or for its financ-
ing. We believe that a partnership between the family, voluntary
agencies and neighborhood organizations, and government is neces-
sary. Nor are we unmindful of fiscal constraints. We believe, how-
ever, that the increasing numbers of Americans who are living to
be very old means that the number of Alzheimer’s sufferers is
likely o0 increase in the coming decades and, 1erefore, costs are
likely fo increase also. But we believe that .he systems of care
could be rationalized, that the separation between medicare and
medicaid bridged in some way, 8o that eligibility for long term and
custodial care no longer be income tested. Moreover, we believe
that_even_a-modestincrease—in—funding—for—preventive-services——
could reduce both the human suffering and budget expendi-
tures which result from undiagnosed and untreated health proh-
léeme.

You entitled this hearing “Endless Night, Endless Mourning:
Living with Alzheimer's.”” We have said that we believe that the
darkness and the grief are inevitaole, but they should not be made
deeper by the absence of a coherent and humane policy, or by sys-
tems that cannot respond to the calls for help from iiner's pa-
tients and their families. .
tethlof";h Professor Dobrof and I thank you for this opportunity to

Y.

With your permission, I would like to comment on two matters

which have been mentioned in earlier testimony today.

g We urge the commitiée to examine thé home-care J)
under title XVIII, parts A and B for the purpose of including custo-

dial care at home or in an institution without the need for skilled
care as & precondition and that home care be defined to inciude
personal care aides and home atfendants.

. Long-term custodial care should be included as a benefit t0 be re-
imbursed under medicare without the skilled care and homebound
provisions.

The principle of long-term custodial care ought to be included as
an essential part of the medical program.

Chairman Heinz. You have touched on the subject which you are
gom%dto become more involved in after this hearing. That is, you
and Mr. Strauss. . ) .

Mr. SapiN. Our experience has shown us that there is8 a wide-
spread need for long-term care under medicare. L.
i Chairman Hemnz. You are really on *he hook and are getting in

eeper.

Mr. Sapin. However, the Health Care Financing Administration,
though, durin% the course of the last year, reduced the number of
hours available for the average medicare home-care Patient, as
little a8 that was. We believe that this was done without the statu-
tory authority.

e believe that the current interpretations of reimbursement for
home care is more restrictive than i8 provided for in the statute
and the regulations and does not necessarily result in cost savings,

I would suggest that the lﬁislatlon which Trish Neuman sent to
us, S. 1301 and S. 1614, should be more widely known. It does not
appear that these hills are being given adequate consideratiou.
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Finally, the matter of spousal impoverishment is ¢crucial for
many families.
Chairman Heinz. I think that was a point powerfully made earli-

er.

Mr. SapiN. Between inflation and long-term illness, many fami-
lies are egomg to be impoverished after having worked a lifetime
and saved a modest amount of money for their old age.

It would not seem to be in the national interest for us to impov-
erish such families. Perhape a method can be found by which the
spouse remaining at home does not become impoverished or that

rate of impoverishment be slowed.

The reimbursement revolution which Dr. Butler referred to is on
the way. T think the question -is-how-will-it-occur—It-is-going-to
come. It will either result in sharp reductions, denial of care, great-
er costs, or it will be guided by_a_rational system where_it_can be
possible for a committee like yours to introduce a sembolence of
order into what is now a disordered, fragmented, and anarchistic

system.

Medical technology is developing at a rapid rate. We pay for it in
our health care bill one way or another.

This will result in more people living longer, and { hat will result,
unless we reach a8 medical cure, in more Alzheimer patients and
more chronic illness, and more need for ¢ ial care.

We have to look at that realistically and say that a civilized
nation cannot afford, either in terms of its conscience or dollars, to
deny the. last years of health care which are undoubtedly going to

be required as we get older.

Many of us here are eager to help you with our time and our
organizations.

Thank you very much for the opportunity to testify.

Chairman Hevz. I will yield t0 Senator Pressler who is pressed
for time. I want to take 30 seconds to summarize what I think you
have said, or one thing many of you touched on.

What we have learned so far is that it is literally better, if you
are predestined to become an Alzheimer’s patient, it is better to be
very rich or very poor, but do not be a member of the group in be-

ween. . o
Mr. Sapin. Even if gg: are poor, it is very tough.

Chairman Heinz. Second, we have learned that it is better to
have cancer than Alzheimer’s, because we take care of you if you
have cancer. That is an acute iliness.

Third, for heaven’s sake, either do not ever get married or, I
mean this with obviously a total jronic sense, have the good for-
tune of having your spouse die before you, because if you do not,
she will end up being impoverished.

Those are not exactly three of the best glgcces of news to be faced
with if you are faced with the reality of becoming an Alzheimer's
patient and being afflicted with that disease.

I think it should summarize for our colleagues exactly how con-
fustgé our present healthﬂlcare system is. It reflects a confused par-
entage, growing up over the years.

It also, I tllllgnk, lends great credence to what Dr. Butler was
sal{in a few minutes ago. I have more questions about that, but I
will yield to Larry. :
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Senator PrEssLER. I apologize for having to leave. This panel has
given a stunning performance, in my opinion. .

I think what you have said we can use before the Appropriations
Commiittee, the Finance Committee, and the Aging Committee, I do
have a question. The point is, in the Senate we have always hesi-
i:all:-o:;lst to eamiark funtc};l for the Nani:mal Institute on Aging.t’f funds

ﬁ'w, suggested we earmark an increasing amount
forSo eimef’a tha n handcuffs if do tha
me people say t you put on us if you do that.

Where should we leave tﬂ: decision? With the Federal budget
being the size it i3, we have to categorize things that we have to

work on. Do we increase the overall funding for the National Insti-
ute-and-let-themrmake-their-profession ts?
0 ‘essio ts if we do not

at

Will they make the correct j
earmark. %.g whole b king funds.for research fas-
cinates me. I had a debate on this on the issue of earmarking with
the Senator from New Mexico. He oppoged and I supported.

How do we resolve that?

Dr. BurLen. 1t is difficult. I have been associated with NIH gince
1955, off and on. NIH is the creation of Con%reea and is interested
in the directives of Congress, Part of the lem is that when you
say that x amount of money should be atlocated for disease x, it is

often the case that the year before Co suag;ated allocations
g::h%tg’er diseases. Other groups that suffer greatly, say, from Lou

8 disease may have pushed for a previous congressionul ap-
- Pro
3

riation $o “earmark the money.”

. It becomes extraordinarily difficult. I wanted to have our scien-
tists know more about how drugs work in the aging body. While
NIA Director I almost made the of earmarking a ce!
amoulnt of money under a request for projects for studies in phar-
macology.

I ama-glad thatI did not. The proposals that came in were so
that had I been obl.ifated to spend x amount of money, I would not
have been responsibly using taxdpayers’ money.

We need an intermediate ground, with that expresses
clearly, how you wish money to be spent, that you urge so i
b?t do not require it, because it may turn out to be a wasteful use
of money.

I have left to last the most important asmm need to add
money. We have now identified Alzheimer’s di as the No. 4 or
5 cause of death. We have seen that it has enormous economic re-
percussions on our society. We see that the amounts of money de-
voted to its understending are infinitesimal compared to many
other diseages that are far less common.

Senator . Thank you.

Chairman HEiNz. May I ask that you all express your gratitude,
as I have, to Senator Pressler.

Bob, you have u.rgéeg that the Con, add rﬁﬁhly $22 million
more or more than million. Add that to the budget.

Dr. BuTLzR. Yes, .

Chairman HEINZ. For Alzheimer’s. As I think you heard me say
at the press conference, it seems to me that there also needs to be
more tgan just money added to the Alzheimer’s research effort. I
wazs fortunate, at about the same time you started at NIH, to be
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involved in Paul Rogere’ House Subcommittee on Health and the
Environment, to be involved with the awakening effort on diabetes.
Would you feel that the composition, the creation of a task force
along the lines of that diabetes task force would be a{oapropmte? If
80, who should lead it? What should be done to stimulate the orga-
nization through money as wel} as leadership?
Dr. Butier. I think your concept of a tasi force is a good one. I
do not think I am self-serving to S“ﬁf”t that the present Director
gf the National Institute on Aging be the key leader in the task
orce.
Chairman Heinz. Not gelf-serving any more.
_ Dr. Burrer. Exactly. I feel that it is a disease of aggg& It is the
responsibility of the National Institute on Aging to be concerned—- —
with the manﬁ debilities that afflict older persons. )
~—It-did-take-historic-leadership-for-the-identification.of the.disease ___
as a national g:ionty. It was my contention—that I preseuted some
months ago before the House committee—that the NIA alone
should not receive funding, but the Mental Health and Neurology
Institutes and Allergy and Infectious Disease Institute, because of
the slow virus theory.

Alzheimer’s disease is potentially a multicausal illness.

Chairman Heinz. I would agree. That i8 why I asked as between
NIA and NIRH.

Dr. ButLer. As you know, the National Institute of Mental
Health is part of the Alcohol, Drug Abuse, and Mental Health Ad-

- ministration. I think work on Alzheimer’s_should be_a_collective
effort. I think there should be a chairpersonship. I think we should
keep watching the literature and research, and that while there
should be some healthy competition among the institutes, they
should collaborate as well.

Chairman HEINZ. Are you too young to remember the heart,
cancer, ?nd stroke program, which became the RMP program, for
reasons 1 do not understand. Is that a good model?

Dr. ButLER. If 1 do remember correctly, that concerned communi-
ty and other services, and it was not only research.

Chairman Heinz. It was parily, as I understand it, and 1 was not
in public service at the time, to try and mobilize the medical pro-
fession to use the findings and advances with respect to those dis-
eases.

Dr. ButLer. Yes. There maibe other models. Perhaps, there are
more ugeful modeis in researc
_1f you were thinking of broadening an Alzheimer’s disease initia-

tive to include services and education, you mi%};t want to move

along an NIH direction. If you are talking only about research con-
tributions, the model might more appropriately be the Institute of

Environmental Health Sciences and the impact of environment

health hazards.

The diubetes tasgk force, the trans-NIH nutrition and genetics ef-
forts have worked reasonably we]l,

There are pretty effective policy approaches used at NIH and

NIA that have led to results that have been effective.

Chatrman Heinz I thank you for your comments, Commissioner

Sainer. Thank you for pointing out very clearly some of the diffi-

culties we have with our syatem.
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Mr. Sadin, I will thank you now for things that you will do in
the future as well as what you have done.

I thank you all very much.

I commend all of our witnesses,

I think it has been an excellent session,

[Whereupon, at 1:30 p.m. the hearing was adjourned.]
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