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ALZHEIMER'’S DISEASE AND RELATED
DEMENTIAS

TUESDAY, JULY 22, 1986

U.S. SENATE,
SUBCOMMITTEE ON AGING,
CoMMITTEE ON LABOR AND HUMAN RESOURCES,
Washington, DC.

The subcommittee convened, pursuant to notice, at 9:40 a.m., in
room SD-430, Dirksen Senate Office Building, Senators Pressler
and Charles E. Grassley (chairman of the suhcommittee) presiding.

Present: Senators Grassley, Metzenbaum, and Hawkins.

Also pr_sent: Senators Pressler and Gore.

OPENING STATEMENT OF SENATOR GRASSLEY

Senator GrassLev. I will call this meeting of the Subcommittee
on A§ing of the Senate Committee on Labor and Human Resources
to orer.

I want to explain my 10-minute delay. I was just involved in the
opening of the Subcommittee or Trade, and I may call a recess of
this hearing about 10:30, so I can go back an? ask about 10 minutes
of questions. I just make that aanouncement so anybody in the au-
dience who is not used to the schedule of the Congress will under-
stand that.

I am going to in.ert my statement in the record and ask Senator
Metzenbaum if he has an opening statement, and then I will call
on iny col’eagues, wko have been very faithful in waiting.

[Senztor Grassley’s statement follows:].
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STATEMENT OF SENATOR CHUCK GRASSLEY BEFORE THE SUBCOMMITTEE ON

AGIN ¥ _THE SENATE COMMITTEE ON _LABOR AND HUMAR RESOURCES FOR A

HEARING ENTITLED "THE CARE OF PEOPLE WITH ALZHEIMER'S DISEASE™,
JULY 22, 1986,

GOOD MORNING. PLEASE COME TO ORDER. I AM CHUCK GRASSLEY,
CHAIRMAN OF THE SUBCOMMITTEE ON AGING. WELCOME TO THIS HEARING
ON THE SUBJECT O' CARING POR PEOPLE WITH ALZHEIMER'S DISEASE AND
RELATED DEMENTIAS.

THIS HEARING IS ONE OF \ SERIES OF 4EET/NGS THIS SUBCOMMITTEE HAS
HAD ON ALZHEIMER'S DISEASE DURING THIS AND THE LAST CONGRESS.

OUR PIRST HEARING ON THIS SUBJECT, ONE OF THE PIRST IN THE
CONGRESS, IN JUNE OF 1983, PEATURED TESTIMONY BY MARGARET
HECKLER, THEN SECRETARY OF THE DEPARTMENT OF HEALTH AND 4JHAN
SERVICES. IN 4HAT WAS HER FIRST APPEARANCE BEFORE CONGRESS SHE
DISCUSSED PROGRESS IN'BIOMEDICAL RESEARCH INTO THE CAUSES OF
ALZHEIMER'S DISEASE AND ANNOUNCED THAT SHE WAS MAKING WORK ON
ALZHEIMER'S DISEASE ONE OF THE DEPARTMENT'S HIGHEST PRIORITIES.

IT IS CERTAINLY APPROPRIATE THAT A HIGH PRIORITY BE PLACED ON
MAKING PROGRESS AGAINST ALZHEIMER'S BECAUSE THIS DISEASE MUST
BE CNE OF THE MOST DEVASTATING KNOWN TO MAN. ALTHOUGH
INDIVIDUALS APPLICTED WITH IT MAY REMAIN IN RELATIVELY GOOD
PHYSICAL HEALTH FOR A RELATIVELY LONG PERIOD OF TIME, THEY
IEVITABLY EXPERIENCE PROGRESSIVE AND VERY DESTRUCTIVE MENTAL
DETERIORATION. T4E BEHAVIOR ASSOCIATED WITH T4IS MEiiAL
DETERIORATICN MAKES CARING FPOR ALZHEIMER'S VICTIMS
EXTRAORDINARILY DIFPPICULT.

PURTHERMORE, ALTHOUGH PRIMARY RESPONTIBILITY rYOR THE CARE OF
ALZHEIMER'S VICTIMS HAS PALLEN ON PAAMILIES, THIS DISEASE IS ALSO
AN ENORMOUS NATIONAL AND PUBLIC BURDEN. BEST ESTIMATES INDICATE
THAT BETWEEN TWO AND THREE MILLION AMERICANS PRESENTLY HAVE
ALZHEIMER'S DISEASE OR A RELATED DEMENTIA. STUDIES HAVE
ESTIMATED THAT HALP TO TWO-THIRDS OF NURSING HOME PATIENTS

HAVE DEMENTIA. THE TOTAL DIRECT COSTS OF CARING POR THOSE WITH
ALZHEIMER®S DISEASE AND RELATEC DEMENTIAS IS ENORMOUS;
CONSERVATIVE ESTIMATES RANGE 3E,WEEN $38 BILLION AND $42 BILLION
PER YEAR FOR DIRECT COSTS ALONE.

SINCE MRS. HECKLER'S APPEARANCE BEFORE THIS SUBCOMMITTEE, A
BIOMEDICAL, RESEARCH EPPORT HAS BEEN COMMENCED AT THE NATIONAL
INSTITUTE ON AGING AND, ACCORDING TO ALL REPORTS, HAS BROUGHT A
NEW LEVEL. OF EXCITEMENT AND ENERGY TO BIOMEDICAL WORK IN THIS
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FIELD. CERTAINLY, EMPHASIS ON THE BIOMEDICAL RESEARCH PROGRAM
MUST CONTINJE. MOST OF US PROBABLY FEEL THAT IT IS IN THIS AREA
THAT AN EVENTUAL SOLUTION TO THIS PROBLEM RESTS.

UNFORTUNATELY, HOWEVER, ThERE IS LITTLE LIKLIHOOD OF AN IMMEDIATE
BIOMEDICAL BREAKTHROUGH WHICH WOULD ELIMINATE OR EVEN
SUBSTANTIALLY REDUCE THE NUMBER OF DEMENTIA VICTIMS OR THE
DI(FFICULTIES OF CARING FOR THEM.

THEREFORE, WE WILL CONTINUE TO BE FACED WITH THE ENORMOUS BURDEN
OF CARE WHICH WILL BE REQUIRED BY THIS LARGE GROUP OF PEOPLE.

JNFORTUNATLLY ALSO, OUR ADVANCE IN THIS REALM HAS BEEN IMPEDED BY
THE FACT THAT THE PROGRESS REFLECTED IN THE BIOMEDICAL RESEARCH
AREA HAS NOT BEEN REFLECTED IN RESEARCH DEVOTED TO UNDERSTANDING
THIS PCPULAT:ON OR HOW BEST TO CARE FOR THEM.

AS A FIRST STEP TOWARD BETTER UNDERSTANDING OUR NEED IN THIS
AREA, THIS SUBCOMMITTEE HELD A WORKSHOP ON SERVICES-RELEVANT
RESEARCH ON ALZHTIMER'S DISEASE. THIS WORKSHOP WAS JOINTLY
SPONSORED BY THIS SUBCOMMITTEE, THE SUBCOMMITTEE ON HUMAN
SERVICES OF T'IE HOUSE SELECT COMMITTEE ON AGING THROUGH THE
EFFORTS COF OLYMPIA SNOWE, THE RANKING MINORITY MEMBER, THE OFFICE
OF TECHNOLOGY ASSESSMENT, AND THE ALZHEIMER'S DISEASE AND RELATED
DISORDERS ASSOCIATION. SEVERAL OTHER MEMBERS OF [HE SENATE AND
THE HOUSE OF REPRESENTATIVES ALSO SPONSORED THE WORKSHOP.

WHAT EMERGED CLEARLY FROM THAT WORKSHOP IS THAT MORE ATTENTION
NEEDS TO BE GIVEN TO SERVICES-RELEVANT RESEARCH ON THIS
POPULATION, TO EDYCATION AND TRAINING OF ALL THOSE WHO MUST WORK
WITH ALZHEIMER'S DISEASE AND OTHER DEMENTIA VICTIMS, AND TO
IMPROVING THE CIRCULATION OF ACCURATE INFORMATION ON AVAILABLE
PROGRAMS FOR VICTIMS AND THEIR FAMILIES.

TODAY, WE WILL HEAR FROM SEVERAL KNOWLEDGEABLE WITNESSES ABOUT A
NUMBER OF BILLS WHICH HAVE BEEN REFERRED TO THIS SUBCOMMITTEE AND
WHICH, IN THEIR DIFFERENT WAYS, ADDRESS SOME OF THE NEEDS TO
WHICH I JUST REFERRED.

WE ASKED OUR WITNESSES TO DO TWO THINGS: FIRST, TO PROVIDE SOME
BACKCROUND FROM THEIR RESPECTIVE VANTAGEPOINTS ABOUT SERVICES AND
SFRVICSS-RELEVANT RESEARCH AND TRAINING, AND, SECOND, TO COMMENT
ON THE VARIOUS BILLS WHICH HAVE BEEN REFERRED TO THE
SUBCOMMITTEE. GIVEN THAT EACH WITNESS HAS A LIMITED AMOUNT OF
TIME, WE ANTICIPATE THAT COMMENTARY ON THE BILLS WILL BE
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SELECTIVE AND WILL FOCUS ON THE BASIC IDEAS EMBODIED IN THE
BILLS. .

I THINK THAT OUR PERSPECTIVE ON THESE BILLS WILL BE GREATLY
ENHANCED BY THE TESTIMONY WE RECEIVE TODAY AND THAT THE

SUBCOMMITTEE WILL BE IN A BETTER POSITION TO MOVE FORVARD WITH

LEGISLATION IN THIS AREA. ¥

WITH THAT, LET US TURN TO THE FIRST PANEL.
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Senator GRASSLEY. Senator Metzenbaum.

Senator MeTzENBAUM. Thank you, Mr. Chairman.

I want to thank you for holding this hearing on Alzheimer’s dis-
ease and related disorders. I have no doubt that many millions of
Americans thank you as well.

The Alzheimer epidemic is a real and present threat to the
health of our citizens. It is a devastating illness and ggz 25 years
a%g, probably even 10 years ago, nobody would have been talking
about .Alzheimer’s disease. And all of a sudden, it pervades the
entire ccmmunity and all aging perrons thinks about whether or
not they may or may not have become victims of Alzbeimer’s.

Unless we act soon, the graying of America could prove devastat-
ing to our resources, our health care providers and institutions,
and most of all, to our families. By the year 2030, the number of
older citizens wiil almost double to 21 percent of the total popula-
tion. That means one out of every five people in the community
will be an older person. .

Half of these will be over 75, the seniors most vulnerable toAlz-
heimer’s disease. The over-65 giears are sup(;)osed to be the golden
years, but more and more elderly will find that those years are
grim, hopeless struggles for survival.

nless we commit adequate resources now to prevent the trage-
dy of dementia, Alzheimer’s disease could well bankrupt the
Nation physically, emotionally, and financially.

I have personally known many competent, productive people who
have been victims of this dread disease. I had one friend who
giayed tennis; he could play tennis well, but he could not remem-
r how to get to the tennis court.

I have two friends whose husbands, contemporaries of mine, both
succumbed to the drcad illness, Alzheimer’s.

The first employee that I had in my compancair, his wife has had
Alzheimer’s for many years. And I cannot call the home of my
good friend and talk to him without hearing his wife in the back-
ground, crying out with her pleas and cries of anguish.

A good friend, Jerome Stone, whose lovely wife was a victim for
many years, is here today as a witness. Jerry is the founding presi-
dent of the Alzheimer’s Disease and Related Disorders Association.
He is here to testify to the dedication, the burdens, and the needs
of hundreds of thousands of families who are now caring for their
demented loved ones.

Sadly, one of the afflicted families is that of mly; friend and col-
league, the distinguished Senator from South Dakota Larry Pres-
sler, who is here today as a witness.

Wherever you turn, rich or poor, black or white, rural or city
dweller, Alzhzimer’s has no limit. This is a cruel disease that robs
victims of memory, of personhood, of dignity and of lifetime sav-
ings, too. Not only 2.5 million victims, but the families who care
and watch also suffer immeasurably.

I introduced legislation several years ago to expand research, to
provide some financial relief to family caregivers, to urge the Vet-
erans’ Administration to develop a consistent ({Jolicy regarding Alz-
heimer’s victims. In this Congress, I introduced S. 1835 and S. 2183,
which would provide a comprehensive approach to the problem of
Alzheimer’s disease and related disorders.

]

10




6

S. 2183, a bill before the panel today, is similar to the more com-
prehensive S. 1835, which was refetred to the Committee on' Fi-
nance: The original S. 1885 included additional provisions dealing
with tax policy, Medicdre, small business loans for nonprofit adult
daycare, Veterans' Administration programs, and a National Coun-
cil cn Alzheimer’s Disease. - )

While I continue to believe that the original bill, S. 1835 should
be enacted to assure a comprehensive Federal program on Alzhei-
mer’s disease, it appeared that the modified version, S. 2183, would
%mprove the prospects for early Senate action on Alzheimer’s logis-

ation.

We can no longer delay. We must act now before the social and
economic consequences burden families, health care professionals,
and instituticns far beyond their limits.

There. appears to be increased awareness now and increased con-
sensus that it is absolutely essential to expand biomedical and
hea]th services research, home- end community-based care and
fe.mily respite, and education and training of all involved.

Since the magnitude and severity. of the problem is so enormous,
oaly a coordinated national effort can address it. Therefore, I be-
lieve some strategy such as a National Council on Alzheimer’s Dis-
ease, should be established to coordinate, facilitate, and integrate
the effort, and it should be representative of the Federal agencies
involved, the scientists and researchers, the private institutions,
the organizations, and family caregivers.

. The incidence of Alzheimer’s dis ase grows dramatically, and
time grows shorter. If we do not want the baby boom tc turn into
an Alzheimer’s boom, we must act now.

My hope is that this hearing will speed the needed legislation. I
think it is particularly significant that two of our colleagues in the
Senate, Senator Pressler and Senator Gore, ‘both of whom have in-
dicated in the past their iaterest and concern ebout numerous
health issues, are both with us today to testify, and 1 thank you,
Mr. Chairman, for your leadership and assistance on this subject.

Thank you.

[The prepared statement of Senator Metzenbaum follows:]
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STATEMENT BY SENATOR HOWARD METZENBAUM BEFORE THE SUBCOMMITTEE ON

T

AGING Ok JULY 22, 1986 AT A HEARING REGARDING ALZHEIMER'S DISEASE

MR. CHAIRMAN, I THANK YOU POR HOLDING THIS HEARING ON ALZHEIMER'S
DISEASE AND RELATED DISORDERS, AND I HAVE NO DOUBT THAT MANY
MILLIONS OF AMERICANS ALSO THANK YOU. THE ALZHEIMER EPIDEMIC IS
A REAL AND PRESENT THREAT TO THE HEALTH OF OUR CITIZENS, UMLESS
WE ACT SOON, THE GRAYING OF AMERICA COULD PROVE DEVASTATING TO
OUR RESOURCES, OUR HEALTH CARE PROVIDERS AND INSYITUTIONS, AND
MOST OF ALL, TO OUR PAMILIES,

BY THE YEAR 2030, THE NUMBER OF OLDER CITIZENS WILL ALMOST DOUBLE
TO 21% OF THE TOTAL POPULATION ~ 1 IN 5. HALF OF THESE WILL BE
OVER 75, - THE SENIORS M7ST VULNERABLE TO ALZHEIMER'S DISEASE.
THE OVER 65 YEARS ARE SUPPQSED T0 BE THE "GOLDEN YEARS". BUT
MCRE AND MORE ELDERLY MAY FIND THAT THOSE YEARS ARE GRIM,
HOPELESS STRUGGLES FOR SURVIVAL.

UNLESS WE COMMIT ADEQUATE RESOURCES NOW TO PREVENT THE TRAGEDY OF
DEMENTIA, ALZHEIMER'U DISFASE COULD WELL BANKRUPT THE NATION
PHYSICALLY, EMOTIONALLY AND PINANCIALLY.

I HAVE PERSONALLY XNOWN MANY COMPETENT, PRODUCTIVE PEOPLE WHO
HAVE BEEN VICTIMS OF THKIS DREAD DISEASE. MY GOOD FRTEND, JEROME
STONE, WHOSE LOVELY WIFE WAS A VICTIM POR MANY YEARS,. IS HERE
TODAY AS A WI'YNESS., JERRY IS THE POUNDING PRESIDENT OF THE
ALZHEIMER'S DISEANSE AND RELATED DISORDERS ASSQCIATION, HE IS
HERE, TO TESTIFY TO THE DEDICATION, THE BURDENS, THE NEEDS OF
HUNDREDS OF THOUSANDS OF PAMILIES WHO ARE NOW CARING FOR THEIR
DEMENTED LOVED ONES.

SADLY, OKE OF THE AFFLICTED ..MILIES IS THAT OF MY FRIEND AND
COLLEAGUE, THE DISTINGUISHED £7NATOR FROM SOUTH DAKOTA, SENATOR
LARRY PRESSLER, WHO 1S HERE AS A WITNESS TODAY.

MAKE NO MISTAKE ABOUT IT. THIS IS A CRUEL DISEASE THAT ROBS ITS
VICTIMS OF MEMORY, OR PERSONHOOD, OF DIGNITY AND OF LIFEYTIME
SAVINGS, TOO. NOT ONLY THE 2.5 TO 3 MILLION VICTIMS, BUT THE
PAMILIES WHO CARE AND WATCH ALSO SUPFER IMMEASURABLY .

I INTRODUCED LEGISLATION SEVERAL YEARS AGO TO EXPAND KESEARCH, TO
PROVIDE SOME FPINANCIAL RELIEF TO PAMILY CAREGIVERE, TO URGE THE
VETERANS ADMINISTRATION TO DEVELOP A CONSISTENT POLICY REGARDING
ALZHEIMEP'S VICTIMS.

12
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IN THIS CCNGRESS, I INTRODUUED S. 1835 AND S. 2183 WHICH WOLD
PROVIDE A COMPREHENSIVE APPROACH TO THE PROBLEM OF ALZHEIMER'S'
DISSEASE AND RELATED DISORDERS.

S. 2183, A BILL BEPORE THIS PANEL TODAY, .S SIMILAR TO THE
COMPREMPBNSIVE S. 1°7° WHICH WAS REFEZRRED TC THE COMMITTEE ON
FINANCE« “THE OR A S. 1835, INCLUDED ADDITIONAL PROVISIONS
cBALING WITH TAY . ¢ 7 f, MEDICARE, SMALL BUSINESS LOANS FOR KON~
PROFIT ADULT D” - *# , VETERANS ADMINISTRATION PROGRAMS, AND A
NATIONAL COUMCl. - ALZHEIMER'S DISRAS®,

WHILE I CONTINUE TO BELIEVE THAT ALL OF THE ORIGINAL BILL, S.
1835, SHOULD BE ENACTED TO ASSURE A COMPREHENSIVE PEDERAL PROGRAM
ON ALZHBIMER'S DISEASE, IT APPEARED THAT THE MODIFIED VERSION, S.
2183, - WOULD IMPROVE THE PROSPRCTS FOR EARLY SENATE ACTION ON
ALZHEIMER'S LEGISLATION. AND WE CAN NO LONGER DELAY! WE MUST
ACT NOW BEFORE THE SOCIAL AND ECONOMIC CONSEQUENCES BURDEN
FAMILIES, HEALTH CARE PROFESSIONALS AND INSTITUTIONS FAR BEYOND
THEIR LIMITS.

THERE APPEARS TO BE INCREASED AWARENESS NOW, AND INCREASED
CONSENSUS THAT IT IS ABSOLUTELY ESSENTIAL TO EXPAMND BIOMEDICAL
AND HEALTH SERVICES RESEARCH, HOME AND COMMUNITY-BASED CARE AND
FAMILY RESPITE, AND EDUCATION AND TRAINING OF ALL INVOLVED.
SINCE THE MAGNITUDE AND SEVERITY OF THE PRCBLEM IS SO ENORMOUS,
ONLY A COORDINATED NATIONAL EFFORT CAN ADDPESS IT. THEREFORE, I
BELIEVE, SOME STRATEGY SUCH AS A NATIONAL COUNCIL ON ALZHEIMER'S
DISEASE SHOULD BE ESTABLITYED TO COORDINATE, FACIL._(ATE, AND
INTEGRATE THE EFFORT. AND I SHOULD BE REPRESENTATIVE OF THE
FEDERAL AGENCIES INVOLVED, THE SCIENTISTS AND RESEARCHERS, THE
PRIVATE AND PUBLIC INSTITUTIONS, THE ORGANIZATIONS AND FPAMILY
CAREGIVERS.

THE INCIDENCE OF ALZHEIMER'S DISEASE GROWS DRAMATICALLY, AND TIME
GROWS SHORTER. IF WE DO NOT WANT THE "BABY BOOM" 70O TURN INTO AN
ALZHEIMER'S BOOM, WE MUST ACT NOW. MY HOPE IS THAT THIS HEARING

WILL SPEEv THE NEEDED LEGISLATION.

13
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Senator GrassLEY. I will now turn to Senator Pressler and Sena-
tor Gore, in that ordrr, and ask for your summaries of your state-
< ments, and to compliment you along the same lines and associate
myself with the remarks of Senator Metzenbaum as he applauded
each of ycu for your leadership in this area.
Senator METzENBAUM. Mr. Chairman, on behalf of Senator
¢ Simon, I would like to iniroduce a statement. He would have been
here, but he is attending the funeral of George O’Brien. So I will
just ask you to do that, please.
Senator GrassLEy. Yes, without objection, that will be entered.
[The prepared statement of Senator Simon follows:]

14
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STATEMENT OF SENATOR PAUL SIMON
SUBCOMMITTEE ON AGING-COMMITTEE ON LABOR AND HUMAN RESOURCES
OVERSIGHT HEARING ON rHE CARE OF PEOPLE WITh ALZHEIMER'S
DISEASE AND RELATED DEMENTIAS

JuLy 22, 1986

MR. CHAIRMAN, LET ME THANK YOU FOR SCHEDULING THIS HEARING
TODAY. 1 PPPRECIATE YOU RESPONDING TO THE REQUEST OF SEVERAL
OF MY COLLEAGUES AND MYSELF TO HOLD THIS VEIL! IMPORTANT
HEARING. THIS NATIONAL HEALTH PROBLEM IS OF GREAT CONCERN TO

ME.

SINCE THERE 1§ NO "FFECTIVE TREATMENT OR CURE FOR ALZHEIMEK'S,
MANY VICTIMS ARE CARED FOR IN NURSING HOMES IN THE LATER STAGES
OF THE DISEASE. THE ESTIMATED COST OF CARE NOW APPROACHES $30
BILLION ANNUALLY. THIS COST ESTIMATE IS PARTICULARLY
STAGGERING WHEN ONE RECOGNIZES THAT THE ELDERLY ARE THE FASTEST

GROWING SEGMENT OF OUR POPULATION.

DURING A RECENT SENATE DEBATE ON A 1987 BUDGET PROPOSAL, I
SUPPORTED A MEASURE TO APPROPRIATE FUNDS FOR A NATIONAL DATA
COLLECTION CENTER ON ALZHEIMER'S. I WAS PLEASED WITH THE

SUCCESS OF THIS MEASURE AND I AM HOPEFUL THAT THROUGH

Aruitoxt provided by Eic:
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INFORMATION GATHERING AND KESEARCH, WE WILL BE ABLE TO BRING TO
AN END THE SUFFERING GF V1CTIMS OF ALZHEIMER'S AND THIIR

FLMILIES.

I AM PARTICULARLY VLEASED TO SEE MR. JEROME STONE OF CHICAGO,

PRESIT'ENT OF THE ALZHEIMER'S DISEASE AND RELATED DIGORDERS
ASSOCIATION (ADRDA), AS ONL OF OUR WITNESSES TODAY. I WOULD
LIKE TO COMMEND MR. STONE, WHO HAS BEEMN NATIONALLY RECOGNIZED,
FOk HIS VOLUNTEER CONTRIBUTIONS ON BEHALF OF ALZHEIMER'S
VICTIMS AND THEIR FAMILIES. THE WORK OF ADRDA IN NOT ONLY
EDUCATING THE PUBLIC ABOUT THIS DISEASE AND ADVOCATING FOR
RESEARCH TO FIND A CURE, BUT ALSO IN PROMOTING SUPPORT TO
FAMILIES HAS BEEN PATAMOUNT TOWARD ANY MOVEMENT WE HAVE
OBSERVED ON THIS HEALTH MATTER. I LOOK FORWARD TO HEARING THE

TESTIMONY OF MR. STONE AND OUR OTHER WITNESSES.

I HOPE THAT THE LABOR AND HUMAN RESOURCES COMMITTEE WILL

CONTINUE TO ADDRESS THE LEGISLATIVE PROPOSALS INTRODUCED BY

SENATOR METZENBAUM AND OTHERS. I LOOK FORWARD TO WORKING ON
LEGISLATION WHICH HAS AS ITS GOAL RELIEF FROM THE SUFFERING

ENDURED AS A RESULT OF ALZHEIMER'S.

' )
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Senator GRASSLEY. Senator Pressler.

STATEMENT OF HON. LARRY PRESSLER, A US. SENATOR FROM
THE STATE OF SOUTH DAKOTA

Senator PressLer. Mr. Chairman, I shall summarize my remarks
and place them in the record.

I want to first of all thank you, Senator Grassley and Senator
Metzenbaum, for holding this hearing and for your leader-hip, and
also my colleague, Senator Gore.

As Senator Metzenbaum has mentioned, I have a father who suf-
fers from Alzheimer’s disease, and I have learned firsthand the dif-
ficulties and the pain family members experience, but also I have
learned the wonderful relationship that ex.sts in the support
groups. And you will be hearing later this morning from paaels of
witnesses who have done so much in the leadership of organizing
those support groups, from Mr. Stone, to many others on this list
who have experienced Alzheimer’s, and their families who have or-
ganized support groups. And I might say that the warmth and com-
raderie in those groups is something I had never known existed.
They are really an inspiration to the people who carry them out.

Also, I see you will be hearing from other experts, and I want to
compliment the witnesses, because the list of witnesses is truly the
finest people in this field.

Also, Mr. Chairman, let me say that in your opening statement
you have summarized many of the facts about Alzheimer’s. I shall
skip over that part of my testimony for purposes of brevity. But let
me point out that experts are estimating that it costs between $24
and $48 billion each year to care for patients with dementia in the
United States.

These figures alone illustrate the enormity of this problem. And
if we could find a key to this disease, we could actnaily save a lot of
money by people taking care of themselves in their own homes
longer. I think aside from all the human issues and the family
issues, that is something in this day and age that we have to think
about very seriously.

I also want to compliment the group of Congressmen and Sena-
tors who have been active on Alzheimer’s disease. This core group
of Members of Congress who have joined together in support of ef-
forts to combat Alzheimer’s disease has been very important. This
group can be counted on for support of virtually all reasonable Alz-
heimer’s initiatives here in Congress.

As we continue to battle Alzheimer’s disease, I feel certain con-
gressional support and awareness will continue.

Mr. Chairman, we have held many hearings on Alzheimer’s dis-
ease in the past few years. As a member of the Special Committee
on Aging, I have helg two such hearings myself and participated in
many more. The Office of Technology Assessment has done a tre-
mendous job in putting together workshops on health services re-
search and financing for patients with dementia.

OTA is also working on a comprehensive assessment of disorders
causing dementia, which I understand will be completed this fall.

As one of the original requesters for each of these projects, I
want to commend the OTA staff for their fine work in this area.

17 .
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Recently I authored a letter to Health and Human Services Sec-
retary Otis Bowen regarding Alzheimer’s disease. Nine of my
Senate colleagues joined me in signing this letter, which requested
that Secretary Bowen maintain efforts on behalf of Alzheimer’s dis-
ease as a top priority with the Department of Health and Human
Services. I would like to submit this letter and Secretary Bowen'’s
resmse for the record.

ile all these hearings, reports, and workshops have helped to
educate Congress and th:og:b ic on the effects and implications of
Alzheimer’s disease on y’s society, we still-have a lorg road
ahead of us. A certain cure or cause for Alzheimer’s disease has
not been discovered. A quick computer search will turn up some 30
bills specifically dealing with Alzheimer’s disease that have been
introduced in the 99th Congress. Personally, I would like to see
each of these bills enacted. But ohviously, in these times of record
budget deficits, we do not have the ac ss to funding this would re-
quire.

Therefore, it is more important than ever that we join together
in our fight against Alzheimer’s.

I would like to briefly explain the Alzheimer’s legislation I intro-
duced which is now pending before this subcommittee, the CARE
bill, the ConTlgfsehensive Alzheimer’s Assistance, Research and Edu-
cation Act. This bill and its companion, H.R. 2280 introduced in the
House by Representative Roybal, has three major sections.

First, creation of a national Alzheimer’s education program. It
emphasizes a national program that would foster and coordinate
research, training and education programs relating to the cause,
treatment and diagnosis of Alzheimer's disease and related disor-
ders. It establishes an information clearinghouse to collect informa-
tion from research and treatment programs and make this infor-
mation available to health care professionals, professional organi-
zations and the general public.

Second, establishment of State Alzheimer’s programs. It provides
for grants to States to encourage development and coordination of
resources to assist victims of Alzheimer’s disease and their fami-
lies. Up to 25 percent of a State’s grant may be used for respite
care.

Third, expansion of research. It provides for expansion of the
current Alzheimer’s research centers. It provides grants for re-
search on family stress management, development of health care
and slocial systems, and continuing education of health care profes-
sionals.

I should note, Mr. Chairman, that Representative Roybal’'s CARE
bill in the House now has 90 cosponsors. I urge our Senate col-
leagues to join me and the cosponsors of the Senate bill, Senators
Heinz and Sarbanes, in supporting S.1736.

Enactment of this legislation as well as any of the other bills
before this Committee would be a major step toward helping the
victims, families, and caregivers to better understand and cope
with Alzheimer’s disease.

With the limited funding and time left in this session of Cen-
gress, we need to develop a set of priorities 50 we may work togeth-
er to pass comprehensive legislation. Each of the bills before this
committee addresses certain areas of the problem: Research, educa-
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tion, respite care, tax relief, training, and coordination of jnforma-
tion and resources. Each is important; however, we need to find the
proper balance between our ultimate goals and the budgetary reali-
ties currently faciug Congress. I stand ready to help reach these
goals in any way.

I thank the committee for providing me with the opportunity to
testify today. I would be happy to answer any questions.

I shall submit the remainder of my testimony and the attached
documents for the record, and I thank the committee very much.

Senator GRASSLEY. Thank you, Senator Pressler.

[The prepared statement of Senator Pressler and response to
question submitted by Senator Grassley follow:]

e
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STATEMENT OF
UNITED STATES SENATOR LARRY PRESSLER
BEFORE THE SUBCOMMITTEE ON AGING
A\ SENATE LABOR AND HUMAN RESOURCES COMMITTEE
FOR A HEARING ON
“THE CARE OF PEOPLE WITH ALZHEIMER’S DISEASE”
JULY 22, 1986

[ wouLD LIKE TO BEGIN BY COMMENDING YOU, CHAIRMAN GRASSLEY,
FOR HOLDING THIS HEARING ON "THE CARE OF PEOPLE WITH ALZHEIMER'S
Disease+” SERVING TOGETHEk ON THE SENATE SPECIAL COMMITTEE ON
AGING, YOU AND | HAVE WORKED TOGETHER ON MANY AGING ISSUES. |
SALUTE YOU FOR YOUR GENUINE CONCERN AND INTEREST IN ASSISTING THE
SENIOR CITIZENS OF THIS NATION. YOUR LEADERSHIP IN THIS AREA IS
INVALUABLE»

[ AL50 APPRECIATE THE OPPORTUNITY TO TESTIFY BEFORE THIS

COMMITTEE TODAY. | COME BEFORE YOU AS A COLLEAGU™ WHO HAS

SPONSORED COMPREHFNSIVE LEGISLATION AIMED AT ASSiISTING THE
ViCTIMS OF ALZHMEIMER'S DISEASE AND THEIR FAMILIES; AND ALSO AS A
FAMILY MEMBER WHO HAS BEEN DIRECTLY AFFECTED BY THE DEVASTATING

EFFECTS OF THIS INSIDIOUS DISEASE. AS MANY OF YOU KNOW, SOME

YEARS AGO, MY FATHER WAS DIAGNOSED AS HAVING ALZHEIMER'S DISEASE.
[ KNOW FIRST-HAND THE DIFFICULTIES AND THE PAIN FAMILY MEMBEQRS

EXPERIENCE IN CARING FOR A LOVED ONE WITH ALZHEIMER'S DISEASE.

. 20
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PAGE 2

As vou KNOW MR. CHAIRMAN, ALZHEIMER'S DISEASE AFFLICTS AT

LS

LEAST 1.5 M1..L1ON AMERICANS. WITH OUR ELDERLY PNPULATION GROWING
AT AN AMAZING RATE, THE NUMBER OF ALZHEIMER'S VICTIMS WILL
CONTINUE TO INCREASE. IN MY HOME STATE OF SoutH DAKOTA, OVER
13.5 PERCENT OF OUR TITAL POPULATION ARE ELDERLY, PLACING SOUTH
DAKOTA 6TH IN THE NATIOM FOR ITS PERCENTAGE OF SENIOR CITIZENS-.
IT IS ESTIMATED THAT OVER HALF OF ALL NURSING HOME ADMISSIONS MAY
BE DUE TO ALZHEIMER'S DISEASE. EXPERTS ARE ALSO ESTIMATING THAT
1T COSTS BETWEEN $24 AND +48 BILLION EACH YEAR TO CARE FOR
PATIENTS WITH DEMENTIA IN THE UNITED STATES. THESE FEW FIGURES
ALONE, ILLUSTRATE THE ENORMITY OF THIS PROBLEM. | HAVE
FREQUENTLY SAID IF WE DO NOT FIND A WAY TO STOP THIS DISEASE NOW,
1T WILL QUICKLY BECOME THE BIGGEST HEALTH PROBLEM OF THE NEXT
CENTURY -

IN RECENT YEARS WE HAVE ACCOMPLISHED A GREAT DEAL IN RAISING
PUBLIC AND CONGRESSIONAL AWARENESS OF ALZHEIMER'S DISEASE. WE
NOW HAVE A "CORE GROUP” OF MEMBERS OF CONGRESS WHO HAVE JOINED
TOGETHER IN SUPPORT OF EFFORTS TO COMBAT ALZHEIMER'S DISEASE-
THIS GROUP CAN BE COUNTED ON FOR SUPPORT OF VIRTUALLY ALL
REASONABLE ALZHEIMER'S INITIATIVES #ERE IN CONGRESS. A5 WE
CONTINUE TO BATTLE ALZHEIMER'S DISEASE, | FEEL CERTAIN

CONGRESS IONAL SUPPORT AND AWARENESS WILL INCREASE-

2
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PaGe 3

WE HAVE HELD MANY HEARINGS ON ALZHEIMER'S DISEASE IN THE PAST
FEW YEARS. AS A MEMBER OF THE SPECIAL COMMITTEE ON AGING, ! HAVE
HELD TWO SUCH HEARINGS MYSELF, AND PARTICIPATED IN MANY MORE-

THE OFFICE OF TECHNOLOGY ASSESSMENT (OTA) HAS DONE A TREMENDOUS
JOB IN PUTTING TOGETHER WORKSHOPS ON HEALTH SERVICES RESEARCH AND
FINANCING FOR PATIENTS WITH DEMENTIA. OTA IS ALSO WORKING ON A
COMPREHENSIVE ASSESSMENT OF DISORDERS CAUSING DEMENTIA, WHICH |
UNDERSTAND ¥ILL BE COMPLETED THIS FALL. AS ONE OF THE ORIGINAL
REQUESTERS FOR EACH OF THESE PROJECTS, | WAHT TO COMMEND THE OTA
STAFF FOR THEIR FINE WORK IN THIS AREA-.

RECENTLY, | AUTHORED A LETTER TO HEALTH AND HUMAN SERVICES
SECRETARY OT1s BOWEN, REGARDING ALZHEIMER'S DISEASE. NINE OF MY
SENSATE COLLEAGUES JOINED ME IN SIGNING THIS LETTER WHICH
REQUESTED THAT SECRETARY BOWEN MAINTAIN EFFORTS ON BEHALF OF
ALZHEIMER'S DISEASE AS A TOP PRIORITY WiTHIN THE DEPARTMENT OF
AEALTH AND HuMAN SERVICES. | WOULD LIKE To SUBMIT THIS LETTER
AND SECRETARY BOWEN'S RESPONSE FOR THE RECORD-

WHILE ALL OF THESE HEARINGS, REPORTS AND WORKSHOPS HAVE
HELPED TO EDUCATE CONGRESS AND THE PUBLIC ON THE EFFECTS AND
IMPLICATIONS OF ALZHEIMER'S DISEASE ON TODAY'S SOCIETY, WE STILL
HAVE A LONG ROAD AHEAD OF US. A CERTAIN CURE OR CAUSE FOR
ALZHEIMER'S DISEASE HAS NOT BEEN DISCOVERED. A QUICK COMPUTER

SEARCH WILL TURN UP SOME THIRTY BILLS SPECIFICALLY DEALING WITH




ALZHEIMER'S DISEASE THAT HAVE BEEN INTRODYCED IN THE 997H

L

CoNGRESS- | WOULD LIKE TO SEE EACH OF THESE BILLS ENACTED. But
OBVIOUSLY, IN THESE TIMES OF RECORD BUDGET DEFICITS, WE DO NOT
HAYE THE ACCESS TO FUNDING THIS WOULD REQUIRE- THEREFORE, IT IS
MORE IMPORTANT THAN EVER THAT WE JOIN TUGETHER IN OUR FIGHT
AGAINST ALZHEIMER'S.

[ wouLD LIKE 7O BRIEFLY EXPLAIN THE ALZHEIMER'S LEGISLATION |
INTRODUCED WHICH IS NOW PENDING BEFORE THIS SUBCOMMITTEE -~ THE
“CARE” Bitt (THE COMPREHENSIVE ALZHEIMER'S ASSISTANCE, RESEARCH,
AND EDUCATION AcT-) THIS BILL AND ITS cOMPANION, H.R. 2280
INTRODUCED IN THE HOUSE BY REPRESENTATIVE ROYBAL, HAS THREE MAJOR
SECTIONS:

1) CREATION OF A NATIONAL AtZHEIMER'S EDUCATION PROGRAM:

ESTABLISHES A NATIONAL PROGRAM THAT WOULD FOSTER AND

COORDINATE RESEARCH, TRAINING, AND EDUCATION PROGRAMS

RCLATING TO THE CAUSE, TREATMENT AND DIAGNOSIS OF ALZHEIMER'S

DISEASE AND RELATED DISORDERS. [T ESTABLISHES AN

INFORMATICN CLEARINGHOUSE TO COLLECT INFORMATION FROM

RESEARCH AND TREATMENT PROGRAMS AND MAKES THIS INFORMATION
AVAILABLE TO HEALTH CARE PROFESSIONALS, PROFESSIONAL

ORGANIZATIONS AND THE GENERAL PUBLIC-

2) ESTABLISHMENT OF STATE ALZHFEIMER'S PROGRAMS: ProvIDES

FOR GRANTS TO STATES TO ENCOURAGE DEVELOPMENT AND
COORDINATION OF RESOURCES TO ASSIST VICTIMS OF ALZHEIMER'S
DISEASE AND THEIR FAMILIES. Up 7o 25 PERCENT OF A STATE'S

CGRANT MAY BE USED FOR RESPITE CARE-




¢ 3) EXPANSION OF RESFARCH: PROVIDES FOR EXPANSION OF THE

CURRENT ALZHEIMERIS,RESEARCH CENTERS. PROVIDES GRANTS FOR

RESEARCH ON FAMILY STRESS MANAGEMENT, DEVELOPMENT OF HEALTH

CARE AND SOCIAL SYSTEMS, AND CONTINUING EDUCATION OF HEALTH

CARE PROFESSIONALS.

I sHouLD NOTE, MR. CHAIRMAN, THAT REPRESENTATIVE ROYBAL'S

CARE BILL IN THE House Now HAS 90 cospONSORS. | URGE OUR SENATE

COLLEAGUES TO JOIN ME AND THE COSPONSORS OF THE SENATE BILL,

SENATORS HEINZ ANT SARBANES, IN SUPPORTING S. 1736. ENACTMENT OF

THIS LEGISLATION, AS WELL AS ANY OF THE OTHER BILLS BEFORE THIS

COMMITTEE, WOULD BE A MAJOR STEP TOWARD HELPING THE VICTIMS,

FAMILIES AND CARE GIVERS TO BETTER UNDERSTAND AND COPE WITH

ALZHEIMER'S DISEASE.

WITH LIMITED FUNDING AND TIME LEFT IN THIS SESSION OF

CONGRESS, WE NEED TO DEVELOP A SET OF PRIORITIES SO WE MAY WORK

TOGETHFL TO PASS COMPREHENSIVE LEGISLATION. EACH OF THE BILLS

BEFORE THIS COMMITTEE ADDRESSES CERTAIN AREAS OF THE PROBLEM:

RESEARCH, EDUCATION, RESPITE CARE, TAX RELIEF, TRAINEING, AND

COORDINATION OF INFORNATION AND RESOURCES. FEACH IS IMPORTANT.

HOWEVER, WE NEED TO FIND THE PROPER BALANCE BETWEEN OUR ULTIMATE

GOALS AND THE BUDGETARY REALITIES CURRENTLY FACING CONGRESS. [

STAND READY TO HELP REACH THESE GOALS IN ANY WAY.

I THANK THE COMMITTEE FOR PROVIDING ME WITH THE OPPORTUNITY

TO TESTIFY TODAY. [ wOULD BE HAPPY TO ANSWER ANY QUESTIONS.
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QUESTION FOR SENATOR PRESSLER

1 XNOW YOU HAVE EXPERIENCED AT FIRST HAND THE DIFFICULTIES
OF :CARING FOR A PERSON WITH ALZHEIMER'S DISEASE. GIVEN THAT
YOU ARE A UNITED STATES SENATOR, MANY PEOPLE WOULD ASSUME
THAT YOU WOULD HAVE THE RESOURCES TO HANDLE THE PROBLEMS
PRESENTED BY THIS AND THAT SUCH CARE WOULD NOT PRESENT SUCH
A PROBLEM TO YOU. IS THAT THE CASE?

25
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SENATOR PRESSLER'S RESPONSE TO SENATOP GRASSLEY'S QUESTION:

wWhile the financial resources may not be a problem for some
< families, this is only one small aspect of caring for a family
member with Alzheimer's Disease. As a United State Senator, I am
confronted with additional problems, the most important being
that to fulfill my duties as a Senator, I must spend a great deal
of time in Washington. Therefore, I cannot spend as much time
with my family member as I would like.

Secondly, one must realize that the tramatic emotional burden
of watching a loved one suffer indefinitely does not lessen
simply because one has adequate financial resources. I am sure
other family members feel the same way. The pain of watching a
loved one with Alzheimer's disease is very real, and money does
not lessen the pain, or make it go away.

I commend the Chairman for asking :his important question.
Indeed, the financing of (‘are for alzheimer's patients is an
important topic. And, as a United States Senator, I intend to
work for adequate and fair policies which enable all families

access to the best care possible.

Q 96
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Senator GrassLzy. Senato.- Gore.

STATEMENT OF HON. ALBERT GORE, A U.S. 3ENATOR FROM
THE STATE OF TENNESSEE

Senator GORE. Thank you very much, Mr. Chairman and Senator
Metzenbaum.

I, too, want to thank ycu for holding today’s hearing and for
gving me the opportunis, to testify, and I too will summarize my
statement. ]

As Senator Metzenbaum said in his opening remarks, Al _ei-
mer’s disease is extremely pervasive and misunderstood, and it has
only recently become the kind of disease that strikes fear in the
hearts of so many. And I think it is obvious it has beea with us for
a long time, bhut for so long it was simply confused with senility.
We now know that senility always has some kind of organic cause.
And Alzheimer's disease and related diseases constitute the largest
cause of senility.

We have taken some steps in the Congress to approach this prob-
lem, but we owe it to the American peo~'e to do everything we pos-
sibly can to address this enormous tragedy.

In 1984, I chaired a series of congressional hearings on the House
side into this disease, both in Washington and in Tennessee. I do
not know that I have ever participated in hearings that had a
greater emotional impact on me personally, and in getting to know
the families of the victims of Alzheimer’s disease, I and other mem-
bers of that subcommittee formed a very strong commitment to do
whatever we possibly could from then on tv see if there might be
some way to move cloger to a solu’ion for this problem. And of
course, the problem is growing because the population is aging, and
if current trends continue, by the year 2030, between 4 and 8 mil-
lion Americans may suffer from the disease.

As my colleague, Senator Pressler, indicated, ;here are a number

of bills that have been propored, and each of these bills has much
to offer, and I could commend all of them to your atten‘:un.
. I am pleased to have Senator Pressler as a cosponsc: on the leg-
islation I introduced; I am pleased to join him a cosponsor of the
bill that he introduc-d. And as I say, I commend all of them to
your attention.

Let me briefly describe S.174, which is thi» bill I introduced. It
was the first bill I introduced as a member of the Senate. About 5
minutes after I was sworn in, I took it up to the clerk. And Con-
gressman Claude Pepper is the leading sponsor of this bill over on
the House side. It is designated H.R. 524 on the House side.

It was developed with the help of the Alzheimer's disease and
Related Disord-=s Association and is designed to compliment the
congressionally mandated Alzheime 7 Research Program being
run by NIH. It would establish 20 regional centers for the treat-
ment of Alzheimer’s disease and would have seven principal aims:
(1) t» -iagnose patients and counsel victims and families; (2) to
assis. 1n home care; (3) to train professionals and others in diagno-
sis, treatment and management; (4) to develop cost-effective meth-
ods for delivering services to patients; (5) to develop a program of
both acute and long-term care for patients including care for which
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medi al benefits are available under Medicare and Medicaid; (6) to
work with local and State public health and social service agencies
and nursing homes and (7) to allow Medicare or Medicaid patients
to elect to receive care at one of these designated treatment centers
in lieu of traditional services.

Diagnosis and treatment are very important. In my home State,
for example, the Aging Center at East Tennesee State University
has made tremendous strides forward in recent years, and the
work East Tennessee State is doing pre-nises to bring some break-
throughs.

At the same time, we must do more to care for the millions of
Americans who need care now. And one goal of today’s hearing as I
understand it is to bogin assembling legislation that can start tack-
ling more of the Alzheimer’s problem right away. Along those
lines, I hope that the subcommittee will consider demonstration
projects to explore ways to care for those already afflicted. Impor-
tant questions need answers, such as: What kind of care is avail-
able? What types of care work best? How much does it cost? An
applied study of questions like these would provide caregivers with
a better idea of how to help patients.

For example, one approach that has been proven to work is in-
home respite care. It has become increasingly apparent that respite
care in the home may be more effective and less expensive than
daycare. We need to conduct more of this type of practical research
to explore other approaches.

So Mr. irman, as we build a national consensus to confront
this disease, we also have to find ways to pay for it, of course. Alz-
heimer’s health care ccsts have been estimated to already be as
much as $40 billion a year, as Senator Pressler mentioned in his
statement. How to bear this expense could be one of the most
vexing questions of our time. But we should not delude ourselves
into thir’ lag that a decision by the Congress to do nothing else
with respect to this disease would be & decision not to incur a great
deal of cost. We are paying an awful lot of money now. We are just
not spending it effectively, as effectively as we could. We are not
organizing our national effort as well as we could.

So when looking at the cost figures, let us compare what pro-
posed remedies would cost with what we are already spending in a
fashion that is not as well-organized as it should be.

Well, in conclusion, Mr. Chairman, Alzheimer’s disease is a grow-
ing problem in American society. We can hope our commitment to
treating and curing the disease will grow as quickly .rough the
efforts of this subcommittee, we can make a difference in the fight
against Alzheimer’s. Life is too short for us to stand by and watch
such a tragic disease take our loved ones away.

Thank you.

[The prepared statement of Senator Gore follows:]
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REMARKS OF THE HONORABLE ALBERT GORE JR.
SENATE SUBCOMMITTEE ON AGING
JuLy 22, 1986

Mr. CHAIRMAN, THANK YOU FOR HOLDING TODAY'S HEARING, AND
FOR OFFERING ME THE OPPORTUNITY TO TESTIFY. ALZHEIMER’S DISEASE
1S ONE OF THE MOST PERVASIVE, MISUNDERSTOOD, AND UNRECOGNIZED
HEALTH PROBLEMS IN THIS COUNTRY. WE HAVE TAKEN A NUMBER OF
IMPORTANT STEPS. BuT, We 1N CONGRESS OWE 1T TO THE AMERICAN
PEOPLE TO DO EVERYTHING WE POSSIBLY CAN TO ADDRESS THE TRAGEDY OF

ALZHEIMER'S .

IN 1984, I cHAIRED A SERIES OF CONGRESSIONAL HEARINGS ON
THE DISEASE IN WASHINGTON AND TENNESSEE. AT ONE HEARING, A_WOMAN
WHOSE HUSBAND SUFFERS FROM ALZHEIMER'S SPOKE UP IN WORDS | wiLL
NEVER FORGET. "My LIFE CAN BE DESCRIBED AS A FUNE AL THAT NEVER

ENDS,” SHE SAID. "] WANT MY HUSBAND BACK."

"ONCE, A FEW MONTHS AGO,” SHE WENT ON, "HE ASKED ME TO GO
INTO THE BEDROOM -~ WE NEEDED TO TALK PRIVATELY, HE SAID. | WENT
TO THE ROOM AND CLOSED THE DOOR. HE TURNED TO ME WITH TEARS iN
HIS EYES AND ASKED, ‘AM [ LOSING MY MIND, HONEY? Au [ GolING

crazY?'”
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THAT BRAVE WOMAN IS NOT ALONE. ONE CF EVERY TEN AMERICANS
OVER THE AGE OF 65 HAS ALZHEIMER'S =- THAT'S IVER TWO MILLION
"NEVER-ENDING FUNERALS” GOING ON DAY IN AND DAY OUT. AND AS
AMERICANS LIVE LONGER, QUR CHANCES OF GETTING ALZHEIMZR'S
INCREASE. [F CURRENT TRENDS CONTINUE, RY THE YEAR 2030 BETWEEN 4
AND 8 MILLION AMERICANS MAY SUFF~R FROM THE DISEASE-

WE ARE HERE TMIS MORNING BECAUSE YE RECOGNIZE THAT
SOMETHING MUST BE DONE =~ AND SOON. CLEARLY, WE NEED A NATIONAL
EFFORT TO RESEARCH, DIAGNOSE, AND TREAT ALZHEIMER'S. AS PART OF
THE NATIONAL EFFORT, WE MUST PROVIDE SUPPORT AND ENCOURAGEMENT
FOR FAMILIES TO CARE IN THE HOME, FOR THEIR LOVED ONES AFFLICTED
WITH ALZHEIMER'S DISEASE.

AT LAST WE ARE BEGINNING TO RECOGNIZE JUST HOW INSIDIOUS
THE DISEASE CAN BE. AT THE HEARINGS 1N WASHINGTON AND TENNE;SEE,
THE FAMILIES OF VICTIMS CONVINCED ME THAT ALZHEIMER'S 1S T0O
SERIOUS AND TOO PAINFUL TO IGNORE- MORE THAN TWENTY SUBSTANTIVE
LEGISLATIVE PRGruSALS HAVE BEEN INTRODUCED IN THE 99TH CONGRESS,
DIRECTLY RESPONDING TO WHAT HAS BEEN CALLED THE "CRUELEST OF
I NCURABLE DISEASES.”

CongRrESSMAN (LAUDE PEPPER AND | HAVE 1NTRODUCED LEGISLATION

(S. 174 & H.R. 524) To ESTABLISH 20 REGIONAL CENTERS FOR THE

TREATMENT OF ALZHEIMER'S DISEASE- THE LEGISLATION WAS DEVELOPED

30




WITH THE HELP OF THE ALZHEIMER'S Disease AND RELATED DiSORDERS

ASSOCIATION, AND 1S DESIGNED TO COMPLIMENT THE CONGRESSIONALLY

MANDATED ALZHEIMER'S RESEARCH PROGRAM BEING RUN By NIH.

QuR BILL HAS SEVEN PRINCIPAL AIMS:

1.
2.
3.
TREATMENT,
4.

SERVICES TO PATIENTS,

To DIAGNOSE PATIENTS AND COUNSEL VICTIMS AND FAMILIES

To ASSIST IN HOME CARE

To TRAIN PROFESSIONALS AND OTHERS IN DIAGNOSIS,

AND MANAGEMENT

To DEVELOP COST-EFFECTIVE METHODS FOR DELIVERING

5. To DEVELOP A PROGRAM OF BOTH ACUTE AND LONG-TERM CARE
FOR PATIENTS, INCLUDING CARE FOR WHICH MEDICAL BENEFITS ARE
AVAILABLE UNDER MEDICARE AND MEDICAID,

6. To WORK WITH LOCAL AND STATE PUBLIC HEALTH AND SOCIAL
SERVICE AGENCIES, AND NURSING HOMES, AND

7. FinaLLy, 1T aLLows HEDICARE OR MERICAID PATIENTS TO
ELECT TO RECEIVE CARE AT ONE OF THESE DESIGNATED TREATMENT

CENTERS IN LIEYU OF TRADITIONAL SERVICES-

DIACNOSIS AND TREATMENT ARE VERY IMPORTANT. I[N MY HOME
STATE, FOR EXAMPLE, THE AGING CENTER AT EAST TeENNESSEE STATE

UNIVERSITY HAS MADE TREMEMDOUS> STRIDES FORWARD IN RECENT YEARS.

ERIC
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THE wORK EAST TENNESSEE STATE 1S DOING PROMISES TO BRING GREAT
BREAKTHROUGHS «

AT THE SAME TIME, WE MUST DO MORE TO CARE FOR THE MILLIONS
OF AMERICANS WHO NEED CARE NOW. ONE GOAL OF TODAY'S HEARING 1S
TO BEGIN ASSEMBLING LEGISLATION THAT CAN START TACKLING MORE OF
THE ALZHEIMER'S PROBLEM RIGHT AWAY. ALONG THOSE LINES, | HOPE
THE SUBCOMMITTEF WILL CONSIDER DEMONSTRATION PROJECTS TO EXPLORE
WAYS TO CARE FOR THOSE ALREADY AFFLICTED. IMPORTANT QUESTIONS
NEED ANSWERS:  WHAT KIND OF CARE 1S AVAILABLE? WHAT TYPES OF
CARE wORK? HOW MUZH DOES IT cosT? AN APPLIED STUDY OF THOSE
QUESTIONS WOULD PROVIDE CAREG!VERS WITH A BETTER IDEA OF HOW TO

HELP PATIENTS -

FOR EXAMPLE, ONE APPROACH THAT HAS BEEN PROVEN TO WORK IS
INTHOME RESPITE CARE. IT HAS BECOME INCREASINGLY APPARENT THAT
RESPITE CARE IN THE HOME 1S MORE EFFECTIVE AND LESS EXPENSIVE
THAN DAY CARE- WE NEED TO comMDUCT MORE OF THIS TYPE OF PRACTICAL

RESEARCH TO EXPLORE OTHER APPROACHES.

As WE BUILD A NATIONAL CONSENSUS TO CONFRONT THE DISEASE,
OF COURSE, WE MUST ALSO FIND WAYS TO PAY FOR IT. ALZHEIMER'S
CARE COSTS HAVE BEEN ESTIMATED TO BE AS MUCH AS 40 BILLION
DOLLARS A YEAR IN THIS COUNTRY. HOW TO BEAR THIS EXPENSE COULD

BE ONE OF THE MOST VEXING QUESTIONS OF OUR TIME.

o
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GOVERNMENT EFFORTS WILL NEED TO FOCUS MORE SHARPLY ON THE
VARIOUS FINANCING OPTIONS. WE DON'T WANT TO THROW MONEY AT THE
PROBLEM =~ BUT WE CANNOT IGNORE THE NEEDS OF OUR NEIGHBORS. IN
THIS CASE, WE NEED A PANEL OF FINANCIAL EXPERTS IN THE HEALTH
CARE FIELD TO MAKE RECOMMENDATIONS To 80TH CoNnGRress AND HHS. TuE
SOONER WE FACE THE PROBLEM, THE MORE QUICKLY WE CAN COME UP WITH

EFFECTIVE SOLUTIONS.

ALZHEIMER'S IS A GROWING PROBLEM IN AMERICAN SOCIETY -~ WE
CAN HOPE OUR COMMITMENT TO TREATING AND CURING THE DISEASE WILL
GROW AS QUICKLY. THROUGH THE EFFORTS OF THIS SUBCOMMITTEE, WE
CAN MAKE A DIFFERENCE IN THE FIGHT AGAINST ALZHEIMER'S DISEASE.
LIFE 1S TOO SHORT FOR US TO STAND BY AND WATCH SUCH A TRAGIC

DISEASE TAKE OUR LOVED ONES AWAY.

THANK YOU.

I3
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Senator GrassLEY. Thank you, Senator Gore.
I had a question of Senator Pressler. I did not have any of you.
But Senator Pressler had to go to a Foreign Relations Committee
hearing on South Africa, so I will submit-that in writing to him.

Do you have any questions, Senator Metzenbaum?

Senator-METZENBAUM. I do not.

Senator GrRassLEY. Thank you very much, and of course, to Sena-
tor Gore and also to Senator Pressler, please work closely with us
as we will with you as we consider this legislation.

I will call now our second panel, a very distinguished group of
witnesses, to be led off by the president of the Alzheimer’s Disease
and Related Disorders Association, Mr. Jerome Stone; following
Mr. Stone will be the director of the Alzheimer’s Family Support
Program of the Duke Aging Center, Ms. Lisa: Gwyther; and then

y, we are going to conclude with the commissioner of the New
York City Department for the Aging, Ms. Janet Sainer.

Please come up. I want to recognize Mr. Stone as the first wit-
ness and alsc say that he deserves congratulations for his recent
Presidential citation that was received for his tremendous work for
the Alzheimer’s Association.

I do not want you to feel intimidated in the sense of the 5-minute
limitation. I will notify you of the 5 minutes so you do not need to
stop right that minute, but I would like to have you go no more
than 60 seconds beyond it, and I hope this is in conformity with the
instructions of my staff, that you would summarize. And then, as a
matter of procedure not only for this panel but for every panel,
your entire statement will be printed in toto in the record, so you
do not have to ask permission to do that, and you do not have to
take a lot of time to thank us for holding these hearings and all
that; just use your 5§ minutes for your expertise, and get right into
it

‘Mr. Stone.

STATEMENTS OF JEROME H. STONE, PRESIDEN., ALZHEIMER’S
DISEASE AND RELATED DISORDERS ASSOCIATION, CHICAGO,
IJ: LISA GWYTHER, DIRECTOR, ALZHEIMER’S FAMILY SUP-
PORT PROGRAM, DUKE UNIVERSITY AGING CENTER, DURHAM,
NC; AND JANET SAINER, COMMISSIONER, NEW YORK CITY DE-
PARTMENT FOR THE AGING, NEW YORK, NY

Mr. SroNE. Thank you, Mr. Chairman. I will certainly try and
heed the warntierhg.

I am delighted to appear before you, Mr. Chairman, and the dis-
tinguished members of your subcommittee. My name is Jerome
Stone. I am president of the Alzheimer’s Disease and Related Dis-
orders Association.

After listening to the eloquent testimony already given, I do feel
that we have many friends in court, and although Shakespeare
once said, “They scoff at scars who never felt the wound,” I can see
that even those who are not directly affected by Alzheimer’s dis-
ease know the anguish and the pain of those who are, and I appre-
ciate that kind of confirmation of what we are doing.

Ours is the only national organization that is dedicated to com-
batting this dread disease. From the outset, the familes, caregivers,

\‘l
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health professionals, and scientists who make up our association
have held to five principal goals, which we summarize with the ac-
ronym, RECAP. I will state it very simply: Research; education;
chapter formation, which in turn form family support groups—and
we have some 150 chapters in 46 States and over 1,000 family sup-
port groups in every State of the Nation—advocacy of essentially-
needed Government assistance at all levels, and patient and family
services.

We do make a statement. Many of us have been in business all of
our lives, and we are used to balance sheets and profit and loss
statements. And we als> have a P&L statement, and o-* P&L is
“patience and love”, and you can spell “patience” any way you
want to.

With that as background, Mr. Chairman, let me begin by thank-
ing you and your colleagues for the support, understanding and
compassion you have lent to this effort.

Moet recently, we were pleased to join with you in cosponsoring
two workshops to examine the health service needs of eimer
victims and to explore means of financing those services.

Mr. Chairman, I think we can all agree that a great deai has
been accomplished in recent years. When I received your gracious
invitation, it brought me back fullsweep to some 6 years ago when
I gave testimony before this very same committee. Senator Eagle-
ton was the chairman at that time. I said then that Alzheimer’s
disease was a silent epidemic that was sweeping the country and
that it was of extreme urgency that we get this message across to
our citizens.

I pointed out then that there was a quotation from Houseman
which goes: ‘I, a stranger, alone and afraid in a world I never
made.” And that is true of not only the Alzheimer’s victim, but the
A’ heimer’s victim’s entire family.

Now this message, to a good extent, has been brought to this
country. The general public now has a far greater understanding of
the threat that Alzheimer’s disease poses for a rapidly growing seg-
ment of our population; because of what you and your colleagues
have done with the Federal research budget, we have seen a sub-
stantial increase in the amount of scientific interest in this field. It
is reported, in fact, that there has been a tenfold increase in the
number of scientists studying th’ . problem.

But I also think we must be mindful, as one Government publica-
tion describes it, that a diagnosis of Alzheimer’s disease still carries
with it a sentence of eventual mental emptiness. For, while new
scientific knowledge is helping to reduce the degree of impairment
resulting from Alzheimer’s disease, science is still unabl* to pre-
vent it, cure it, or stop its progression.

Although research funding has increased, the total spent on find-
ing a cause or cure still amounts to less than one-lenth of 1 percent
of the $40 billion spent annually to care for Alzheimer’s disease
victims.

To put it in a more graphic way, we are spending some $20 per
victim on research as against an average of $16,000 per victim “or
caregiving. As & man who has devoted himself to business all of his
life, there is something wrong in that risk-benefit relationship.
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This leads me to the topic of this hearing. How do we better
serve the needs of the 2.5 to 3 million persons who currently suffer
from Alzheimer’s disease.

he In terms of the issue at hand, I interpret that to mean that we
must not overlook desperate needs of patients and families who
each day struggle with the physical emotional and financial hard-
ships associated with Alzheimer’s disease. Unfortunately, Govern-

M ment at all levels has paid far too little attention to those people,
at least until recently.

In your invitation to me, you asked that I comment on legislative
proposals now pending in the Senate. I have taken the opportunity
to re-read the bills introduced a few months ago by Senators Metz-
enbaum and Pressler. Also, within the last few days, I have had a
chance to look over a preliminary draft of the chairman’s bill. In a
nutshell, my response is: Yes, a thousand times yes.

The fact is, Mr. Chairman, each of these bills in its own way ad-
dresses issues that are of vital concern not just to ADRDA and its
members, but to all of society, as well.

As I see it, the common thread running through each of the bills
is the recognition, finally, that society has an obligation to help al-
leviate at least some of the burden now borne almost entirely by
individuals and families. As the authors of these bills state in no
uncertain terms, discrimination by nursing homes against Alzhei-
mer’s disease victir's cannot be tolerated; victims of this disease
have a rightful claim to Federal disability benefits.

Senator GrassLEY. Could you summarize in 1 minute?

Mr. StonE. Lastly, these bills recognize that the partnership be-
tween Government and the voluntary sector offers the best mecha-
nism for reaching those most in need of help.

To conclude, Mr. Chairman, it is obvious that our current health
care delivery system does little to lessen the burden of caring for
the Alzheimer's disease patient. The recurring theme in nearly
every case we see reveals the difficulty of finding both medical and
social resources for the diagnosis, management and care of the pa-
i;lien:;l. As you know, Medicare does not begin to handle the cases at

and.

I indicated, as was indicated Lefore by 'Senator Gore, I believe,
that in-home care is less costly than care in the nursing home and

- even respite care in-home is less costly than respite care outside.
We have to give attention to these provlems.

In my testimony there is a letter that describes the anguish and

pain, in very simple terms, of an Alzheimer’s caretake.". I submit
. that for the record as just one example of the thousands who write
N to us for help and support.

Mr. Chairman, if I may just conclude, we have made a start. We
have made a very good start in 8 years, and we have gone some
m. But this is just the first step. And as a poet says, we have

iles and miles to go before we sleep. I thank you for helping us in
this crusade.

- Senator GRASSLEY. Thank you, Mr. Stone.

[The prepared statement of Mr. Stone and the Alzheimer’s Dis-
ease and Related Disorder Association and responses to questions
Jubmitted by Senators Grassley and Metzenbaum follow:]
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Statement

of the
Alzheimers Disease and Related Disorders Association
to the

Subcommittee on Aging
Committee on Labor and Human Resources

Presented by
Jerome H. Stone, President

July 22, 1986
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Mr. Chairman and members of the Subcommittee:

My name is Jerome Stone and I am President of ADRDA, the

Alzheimer's Disease and Related Disorders Association.

Mr. Chairman, let me just say that ours is the only
national organization dedicated to combating this dreaded
disease called Alzheimer's. From the outset, the families,
care givers, health professionals, and scientists who make up
our Association have held to five principal goals and this

summary is a recapitulation that, by the usage of an acronym, I

have shortened to RECAP:

* Research aimed at finding the cause and cure for

Alzheimer's disease;

* Education of the general public, health professionals,

and care givers:

* Chapters; the formation of network that has grown to 150

chapters in 46 states and over 1,000 family support groups;

* -Advocacy of essentially-needed government assistance; and

* Promotion of patient and family services.
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With that as background, Mr. Chairman, let me begin by
thanking you and your colleagues for the support, under~
standing, and compassion you have lent to this effort in the
past. Most recently, we were pleased to join with you in
co~-sponsoring two workshops to examine the health service needs
of Alzheimer's victims and to explore means of financing those

services.

Research: Hope for the Future

Mr. Chairman, I think we can all agree that a great deal
has been accomplished in recent years. When I received your
gracious invitation it brought me back full sweep to 6 years
ago when I gave testimony before this very subcommittee. I
said at that time that Alzheimer's disease was a "silent
epidemic® that was sweeping the country, and that it was of
extreme urgency that we get this message across to our
citizens. With all that has been said and written about it--
and with the input given by ADRDA~~the general public ncw has a
far greater understanding of the threat Alzheimer's disease
poses for a rapidly growing segment of our pcrulation. And
because of what ycu and your colleagues have done with the
federal research budget, ‘we have seen a substantial increase in
the amount of scientific interest in this field. It is
reported, in fact, that the number of scientists devoting

themselves to this effort has increased ten-fold just in the

last decade.
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But I also think we must be mindful that, as one government
publication describes it, a diagnosis of Alzheimer's disease
still carries with it a sentence of eventual mental emptiness.

v For while new scientific knowledge is helping to reduce the

degree of impairment resulting from Alzheimer's disease,

science is still unable to prevent 1it, cure it, or stop its

progression.

And although research funding has increased, the total
spent on f£finding a cause or cure still amounts to less than
one~tenth of one percent of the $40 billion spent annually to
care for victims. To put it another way, we are spending $20
ver victim on research, as against an average of $16,000 per

victim for care giving.

Meeting the Needs of Patients and Families

Which leads me to the topic of this hearing--how do we
better serve the needs of the 2.5 to 3 million persons who

currently suffer from Alzheimer's disease?

Mr. Chairman, the historian Toynbee once wrote that "a
society's quzlity and durability can best be measured by the
- respect and care given its elderly citizens." In terms of the
issue at hand, I interpret that to mean that we must not
overlook the desperate needs of patients and families who, each
day, struggle with the physical, emotional, and financial
hardships associated with Alzheimer's disease.

-3-
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Unfortunately, government at all levels has paid far %oo

s little attention to these people-~-at least until recently.

Review of Pending Legislation

v |

In your letter of invitation to me you asked that I comment

on legislative proposals now pending in the Senate.

I have since taken the opportunity to re-read the bills
introduced a few months ago by Senators Metzenbaum and
Pressler. Also, wi.hin the last few days I have had . chance
to look over a preliminary draft of the Chairman's bill. 1In a

nutshell, my response is: yes, yes, and yes.

The fact is, Mr. Chairman, each of these bills in its own %
way aduresses issues that are of vital .o.. ern, not just to

ADRDA and its members, but to all of society, as well.

As I see it, tne common thread running through each of the
3 bills is the recognition, finally, that society has an
‘obliéhtion to help alleviate at le¢ st some of Zhe burden now
borne almost entirely by individuals and families. A3 the
authors of these bills state--in ne uncertain texrms--
discrimination by nursing homes against Alzheimer's victims
cannot hbe tolerated; vi ims of this d. ‘ease have a rightful
claim to federal dicability benefits; and a partnership between

government and the voluntary sector offers the best mechanism >

for reaching those most in need of help.

-4 -




Service-Related Research

I also want to voice our strong support for those efforts
aimed at stimulating the development of alternative delivery
systems, as well as mechanisms for financing long-term care for

victims of Alzheimer's disease.

Mr. Chairman, our current health care delivery system does
little to lessen the burden of caring for the Alzheimer's
patient. In fact, a recurring theme in the history of each
family's problems is the difficulty experienced in finding both
medical and social resources for the diagnosis, management, and

care of the patient.

Medicare, for example, pays hospital, physician, and
laboratory services required for the diagnosis of patients, but
excludes the services that are required to provide or assist
with daily care. As a result, families are left to shoulder
the burden for respite services, attendant care, personal care,
and adult day care. Eveniually, the only options left to them
are to either become emotionally bankrupt by providing all
needed care directly or bsfome financially devastated by paying

others for that care.
Our experience has been that the vast majority of families

opt for home care over nursing home placement. It is also more

economical in scope as home care costs are approximately

-5-
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$12,000 annually, as against nursing home average costs of
$24,000 annually. To help overcome those problems requires
that systems be developed which families can turn to for direct
care and guidance.in the management of Alzheimer's patients.

We believe that the emphasis here should be on developing an
integrated continuum of care--including community-based and

in-home services.

To emphasize the point Mr. Chairman, let me read just one

communication that is an example of thousands that we receive.

“I may be out of line writing for advice, but I am at my

wits end. Perhaps you may find time to answer my question.

"I'1l1 start from the beginning. My husband went to the
hospital on 2/22/85 for an examination. The psychiatrist made
him stay there a waek for tests. In the interim, he had a
stroke on the right side, double Lubar (I hope it's spelled
right\, pneumonia, was in a semi-coma for three weeks, and lost
his awallow. He had to have an operation so that he can be fed
through his stomach. Doctors also diagnosed Parkinson's.
Results--although he walked irto the hospital, he has not been
on his feet since. He is a complete vegetable. Cannot even
hold a tissue in his han¢. He has become completely rigid. nn
November 29, 1985, I was fortunate to enter him into a nursing
hore. The nursing home diagnosed Alzheimer's and said he did

not have Parkinson's. He still carnot swallow and is being fed

by the stomach tube.

RIC
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"It's seven months now that he is in this home. Since that
time he has now become radical and quite agitated. Curses all
the time and strikes out at evervone. The psychiatrist has
given him Ativan in the morning, supposedly to calm his nerves.
In the evening, Sincquan, results, without fail, at twelve noon
he becomes agitated and starts to curse and dates back to a
past I nrever knew about. By 2:30 p.m. he is unbearable and
strikes out at me with hig hands. I have all to do to avoid
being hurt. When we put him to bed he continually chatters as

if he were talking to his old woxking buddies.

"I have spoken to the head nurse, the doctors, and the
psychiatrist and they say it's the disease. I wonde.s, could it
be possible that the two medications are working against one

anovher."

Agaia, Mr. Chairman, this is just a sample of the anguish
that confronts the families and loved ones of Alzbeimer s
victimas. But I think this letter underscores the desperate
reed in this ccuntry for a system of health and social care

that can help ease some of the burden.

Bezlth service~ researc =zan provide ug witch the knowledge
require! to constris.t responsive, high-quality, and
st-effective systems to meet the needs of Alzbeimer's
itients and families. We, therefore, supyort efforts to

‘arget federal resouces on developing new and innovative

delivery systems.
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Clearinghouse activity

Pinally, Mr. Chairman, I want to emphasize the need for a
resource that scientists, health professionals, and family

members, alike, can readily access for information and help.

~ e
»

4
For example, there is presently no single source for providing

a rural physician with the latest advances in the diagnosis and
treatment of an Alzheimer's patient. And while our Association
strives to reach as many families as possible, we know that

many others are lost, confused, or discouraged from seeking the

help of others.

We therefore support the proposal that a national
* clearinghouse be established to compile, archive, and
disseminate information on Alzheimer's disease. Furthermore,
our Association stands ready to assist in this effort in

whatever way we can.

Thank you Mr. Chairman. I will be glad to answer any

questions you may have.

-8
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National Program to Congquer Alzheimer's Disease

Submitted by the
Alzheimer's Disease and Related Disorders Associaticn

April 1986




T

’ u,:;

8
B

ERI

42

INTRODUCTION

Based on his study of the wor d's great civilizations, the
historian Toynbee concluded .hat a society's quality and dura-
bility can best be measured "by the respect and care given its
elderly citizens." That being the case, never before has the
measure of this country's commitment to the elderly been so
critically important.

The challenges ahead

The rapid increase-in the elderly population has given rise
to a host of medical, economic, and sucial challenges which, if
left unanswered, threaten a hemorrhaging in our society. And
nowhere are those challsnges more evident or more threatening
than for the families and loved cnes of the more than 2.5
million persons now suffering from a deadly neurological
disorder known as Alzheimer's disease.

A national association responds

From th2 time the Alzhei’ er's Disease and Related Disorders
Association (ADRDA) was first created in late 1979, the fami-
lies, care givers, health professionals, and scientists who
make up the organization have strived to mount a national
effort to combat this dread disease. That effort includes:

* RESEARCH aimed at finding the cause and cure for
Alzheimer's disease

* EDUCATION of the general public, health
professionals, and care givers

* CHAPTER formation of a nationwide family suppocrt
network

* ADVOCACY of essentially-needed government assistance
* and PATIENT and FAMILY SERVICES
In furtherance of these goals, the ADRDA submits the fol-
lowing National Program intended to serve as a guide in helping

to meet some of the challenges brought on by Alzheimer's
disease.

47
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The growing threat of Alzheimer's disease

Medical researchers have established that Alzheimer's dis-
ease, the most widespread form of dementia disorders, is not
simply a part of the aging Tess -~ as evidenced by the fact
that many of its victims a « their forties and fifties. vet
for some reason the vast majority of Alzheimer's sufferers are
elderly persons.

According to the U.S. Public Health Service, Alzheimer's
disease affects at least one person in twenty between the ages
of 65 and 75, and every fifth person over 80 years of age. It
follows, therefore, that as the number of elderly persons grows
Boclety can expect, to encounter a substantial increase in the
incidence of Alzheimer's disease and related disorders.* Apart
from causing widespread human suffer ng, the disease will then
carry particularly gevere social and economic implications, yg

families, health professionals, and institutions are strainhed
far beyond their limits. .

Of courge, from a public health perspective there can be no
. doubt that Alzheimer's disease has already reached epidemic
" proportions.

*Today, the elderly const’tute about 11 percent of the total
U.S. population. By the year 2030, the Bureau of the Census
v projects that 21 percent of the population, 6€4.5 million
persons, will be age 65 and older. Nearly half of that total
will be over age 75.
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BEXPANDING SUPPORT FOR MEDICAL RESEARCH

"The tacit assumption in our society that
everyone will eventually become “senile® must be
put 2side. The expected norm should be that of
a vigorous, intellectually active aging process."

--Dr. Robert Katzman

Professor and Chair, Department
of Neurosciences, University of
California at San Diego

Bighty years have elapsed since a German neurologist named
Alois Alzheimer first described the effects of a progressive
fatal dementia on a 5i-year old patient. But it is only in the
past decade that the disease which bears his name has received
major research attention. Since 1976, research funding pro-
vide” through the National Institutes of Health has increased
from $4 million to nearly $50 million annually. Over the same
period, the number of scientists studying the disease in the
U.S. has jumped at least tenfold.

With grenter federal involvement and increased scientific
interest have come promising new research findings. One of the
major advances over the past decade was the discovery that
Alzheimer's patients often suffer from certain biochemical
abnormalities in the brain. Most strikingly, they lack an
enzyme that helps produce an important chemical messenger, or
neurotransmitter, involved in learning and memory. In other
studies, scientists have discovered similarities in protein
fragments found in the damaged areas of the brain and in the
brain's blood vessels, suggesting that perhaps science is
moving closer to finding the underlying cause of Alzheimer's
disease.

More recently, scientists hav2 begun to suspect that the
symptoms of Alzheimer's disease can be associited with loss of
specific populations of brain cells. This finding could sug-
gest that relatively normal brain function might be restored if
the  function of the damaged@ brain areas could be compensated
for or replaced.

But in spite of this remarkable progress, as one government
publication describes it, a diagnosis of Alzheimer's discase
vcarries with it a sentence of eventual mental emptiness.”
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In other words, there is still much to be dcie. Por while
new knowledge is helping to reduce the degree of impairment of
Alzheimer's victims, science is still unable to prevent the
disease, cure it, or stop its progression. Aand although
research funding has increased in recent years, the total spent
on finding a cause or cure still amounts to less than one-tenth
of one percent of the $32 billion spent annually to care for
victims of Alzheimer's Jdisease.

Recommendations:

* That federal support for research on Alzheimer's disease
be assigned a high priority at the National Institute on
Aging, the National Institute of Reurological and Communi-
cative Disorders and Stroke, and the National Institute of
Allergy and Infectious Diseases.

* That funding for research on Alzheimer's dii. ase be
increased to at least $75 million in fiscal year 1947.
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STRENGTHENING ALZHEIMER'S DISEASE CENTERS

*FPull support of the Alzheimer's disease centers
program is a crucial element in this war. 1In
good conscience, we cannot recruit a cadre of
scientific soldiers and send thew« into battle
withoit the ammunition they need to keep fighting.*

==-Dr. Dzvid Drachman, Professor
and Chair of Neurology at

the University of Massachusetts
Med{cal School.

From a gscientific standpoint, there are a nunber of issues
surrounding Alzlreimer's disease that must to be addressed, not
the least of which is finding a clinical diagnostic procedure
for identifying Alzheimer's -atients. Recognizing that a
mechanism was needed that would address several of these
problems simultaneously, two years ago Congress and the
President launched a new and innovative effort designed to
complement the work being conducted by independent researchers.

Since 1984, ten Alzheimer's research centers have been
established -- each having clinical demonstration units
together with a staff of investigators drawn from various
scientific disciplines. As required by Congress, the ten
centers are administered by the National Institute on Aging,
working in cooperation with the National Institute of Neurolog-
ical and Communicative Disorders and Stroke, the National
Institute of Mental Health, and the National Institute of
Allergy and Infectious Diseases.

The ten existing centers have already begun to have a
dramatic impact on the status of research into Alzheimer's
disease. As a result of the centers program, for example, a
network of over 100 scientists throughout the country have
begun to work together, sharing ideas, knowledge, and
resources. Among other things, the participating scientists
have already begun to standardize the diagnostic instruments
used in identifying Alzheimer's disease.
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a time when promising research leads point to the need for a
stronger commitment to this effort. Additional funding in the
amount of $2 million is required simply to maintain tae basic

5 oe centers program. Beyond tlrat, an additional $5 million would

' permit the ten centers to expand clinical data gathering
activities and support work on new and emerging research leads.

Recommendations:

* That an additional $2 million be prcvided in fiscal year
1987 to more adequately support the activities of the te.
existing research centers.

* That an additional $5 million be provided to expand both
basic research- projects-and clinical-activities.

* That an additional $2.2 million be appropriated to
support the establishment of two new research centers.
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PROVIDING FAMILY SUPPORT SERVICES

According to the National Center for Health Statistics,
over eighty percent of all home care is provided to the
chronically ill elderly by family members. For the families of
Alzheimer's victims, this usually entails mobility assistance,
personal care, and household assistance.

Apart from placing an enormous financial burden on fami-
lies, meeting the extensive needs of an Alzheimer's victim
often results in severe stress and family dysfunction, mani-
fested as physical illness, anxiety, depression, and family
conflict. This is due, in large part, to the fact that Alz-
heimer's disease usually runs an agonizingly slow course,
lasting anywhere from five to twenty years. Recognition of
this fact has led to the develcpment of programs designed to
help ease the burden on caregivers; foremost among these has
been the development of an extensive family support network by
the Alzheimer's Disease and@ Related Disorders Association.

But peer support is clearly not enough. Family caregivers
are in desperate nced of a wide range of services, including
respite care, adult day care, transportation, administrative
and legal assistance, and in-home personal and medical services.

Recommendations:

* hat the federal government forge a partnership with
state and local agencies to launch a nationwide effort to
help meet the needs of families caring for Alzheimer's
victims. In so doing, government agencies at all levels
chould draw upon the knowledge and expertise of the
Alzheimer's Disease and Related Disorders Association.

* fThat the Administration on Aging be directed to support
exemplary projects to serve as models for rendering family
support services. To the extent feasible, this effort
should be carried out through a partnership arrangement
with national voluntary organizations, such as the
Alzheimer's Disease and Related Disorders Association.
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* That the federal government offer subsidized loans to
public and private nonprofit institutions to finance the
development of respite care programs and adult day care
centers for Alzheimer's victims and their families.

* That the National Institute of Mental Health continue
its research on the family stress problems related to the
care of Alzheimer's victims.
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} .ETING THE COSTS OF LONG-TERM CARE

N Long~term czre is, of course, a growing national concern.
In his most recent State of the Union Address to Congress,
President Reagan focused attent ‘on on the fact that "devas-
tating illness can destroy the tl~anc.a' :ecurity of a family."

Nowhere is that more evident than with families struggling
to cope with Alzh_imer's disease, for the nature of this
illness is such that the long-term care needs of its victims
most often arise at a time when the family's economic and
social resources —- including savings, pensions, and other
assets -- are dwindling. Furthermore, the care and treatment
of Alzheimer's patients is devmed "custodial® and specifically
excluded from coverage under Medicare and practically all
r~rivate health insurance plans. Consequently, the caggstrophic

osts o caring for an Rlzheimer's victim are borne almost
entirely by theiy families. And while Medicaid offers some
help, this prograi.. most often favors institutionalization --
and is available only after a family has exhausted nearly all
of its resources. (Of course, all of these problems are more

pronounced when victims have no family or loved ones to turn to
for help and sunport.)

To further compound the problem, families of Alzheimer's
victims frequently encounter difficulties in obtaining access
to nursing home care, since many facilities prefer short-stay,
Medicare or privately-insured patients.

Recommendations:

* Federal policies should be developed which stimulate a
broader range of alterna’ .ve programs and services. To
this end, Medicare coverage should be extended to victims
of Alzheimer's disease; the Secretary of HHS should be
directed to authorize ledicare waivers and home health care
for these individuals.

* Far more emphasis (and resources) should be devoted to
health services research on alternative delivery systems.
A major portion of this research ought to be focused on
developing an intergrated ccntinuum of care, including
cost-effective strategies for expanding community-based
care and in-home services.
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* Federal statutes should expressly -prohibit nursing homes
from discriminating in the acceptance or refusal of indi-
viduals as patients on the grounds that those individuals
are on Medicaid or are victims of Alzheimer's disease.

* ramilies and care givers should be allowed a tax deduc-
tion or refundable tax credit to help defray the added
costs associated with caring for an Alzheimer's victim at
home. R

* BAny federal and/or private initiative to address the
need for catastrophic or chronic illness insurance chould
include coverage for victims of Alzheimer's disease.
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ENSURI:'G EQUITABLE TREATMENT UNDER
FEDERAL DISABLILITY PROCRAMS

The Social Security Administration has national responsi-
bilty for the administration of both the Social Security
Disability program and the Supplemental Security Income (SSI)
program. The former provides cash benefits to those disabled
workers and their dependents who have contributed to the social
security trust fund; the latter provides for a minimum income
level for the needy aged, blind, and disabled who qualify
because of financial need. Under both programs, the definition
of disability is the same: "an inability to engage in any
substantial gainful activity by reason of a medically determin-
able physical ¢ mental impairment which can be expected to
result in death or has lasted or can be expected to last for a
continuous period of not less than 12 months." (The decision
as to whether an applicant is di=abled, as defined by law, is
made by a special disability determination unit in each state.)

Although federal statutes do not preclude benefit payments
to Alzheimer's victims, the guidelines used to determine
eligibility are rather vague when it comes to this disease.
™is, in turn, has led to wide variations from region to
region, resulting in an uneven policy toward individuals who
hold a rightful claim to benefits.

Recommendations:

* Pederal regulations and guidelines used in evaluating
disability claims should be amended to include specific
reference to Alzheimer's disease and related disorders.

* * mechanism should be established whereby the most
current scientific knowledge available to the National
Institutes of Health is communicated to those responsible
for overseeing and administering disability programs.

* Government agencies, working together with the medical
and scientific community and ADRDA, should devise specific
assessment tools for use by examining physicians.
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ESTABLISHING » CONSISTENT POLICY FOR VETERANS
» WITH ALZHEIMER'S DISEASE

The Veterans' Administration currently has no uniform

¢ nationwide policy regarding the care of veterans with Alz-
heimer's disease. As a consequence, some victims of the
disease are admitted for treatment at VA medical facilities,
while others are denied admission or referred elsewhere. In
other instances, patients are being forced to leave VA
facilities, thereby disrupting their care and placing even
greater strain on families.

Recommendations: .

* The VA should develop a fair and consistent policy with
respect to the care and treatment of Alzheimer's victims.

That policy, in the form of written guidelines, should be

distributed to VA installations throughoit the country.

* Local VA facilities should be instructed to develop and
implement screening, couseling, and treatment programs for
veterans and their families.

* The eligibility requirements for veterans diagnosed as
having Alzheimer's disease should be lowered *o age 50.

* A portion of VA intermediate-care hospital ‘-beds, perhaps
ten percent, should be set aside for the care of veterans
suffering from Alzheimer's disease and related organic
brair- disorders.

* The VA should institute a system of enrollment and
tracking to permit greater coordination of inpatient care
and community-based services.

* Pilot stud.es and/or model projects undertaken by the VA
should take intc account the special needs of veterans
suffering from Alzheimer's disease.
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MEETING TRAINING AND EDUCATION NEEDS

"To the extent that individuals can be
trained to help themselves and contribute
‘to society, they preserve their autonomy
and morale and they free formal and in-
formal providers for other productive
activities.”

~Dr. Robert N. Butler
Professor of Geriatrics,
Mount Sinai School of
Medicine

Despite a growing awareness of the extent znd burden €
dementias such as Alzheimer's disease, there still exist:s a
serious shortage of trained personnel, including research
investigators, hospital znd nursing home staff, safety and
transportation personnel, home health aides, and family members.

Recommendations:

* Greater emphasis should be placed on career development
of faculty and research investigators. As part of this
effort, HIBF should (1) expand the number of National
Research Se:'vice Awards in the field of neuroscience, with
particular emphasis on Alzheimer's disease and (2)
strengthen the training component of the specialized
Alzheimer's research centers.

Clinicalgtiaining‘needs must be re-evaluated in light of
new research findings. Specifically:

-~ New training curriculum must be developed which
targets on treating persons with Alzheimer's disease;
special attention shonld be paid to basic training (and
continuing education) for clinical care providers

- The Secretary of AHS should institute special training
programs aimed at nursing home personnel, home health
aides, pathologists, medical examiners, safety and
transportation personnel, and families.

* Special emphasis should also be placed on the needs of
special populations, such as minorities and the frail
elderly.
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PROMOTING COORDINATION AND PUBLIC AWARENES~™

The fundamental need exists for g-eater cooperation and
coordination among the several research institutions, health
care providers, and families now engaged in one facet or
another of this national problem. Purthermore, greater public
awareness is essential if society hopes to overcome the growing
challenge of Alzheimer's disease.

Recommendations:

* A national advisory council should be established to
help develop, encourage, and guide research sn Alzheimer's
disease, as well as to serve as a. mechanism for conveying
nev information and ideas to physicians, nurses, crre
givers, and.family members. The council, with the full
support of federal 2gencies, should promote collaborative
efforts among those agencies, university research centers,
pharmaceutical houses, and otkors throughout the medical
and scientific community. .

* The councii, as well as key federal, state, and local
agencies should utililize the knowledge and expertise of
the Alzheimer's Disease and Related Disorders Association.
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RESPONSES OF MR. STONE

I noted your support for the idea of a clearinghouse. Is it correct that your
Asaociation ia now est=blishing a clearinghouse? If so, why would we need to
establish one by leg. tion?

Hr. Chairman, we do not have a clearinghouae per se, but we do strive to
meet the information needa of famtlies and caregivera. As I indicated in my
testimony, we are the only national organization representing the families and
loved ones affected by this horrible diaease. In very practical terms, we
hsve aet a duel challenge for our .elves. ADRDA strives to ease the burden on
families through a nationwide network of chaptera and family support groups.
At the same time, we support resesrch aimed at finding a cure and treatment
for Alzheimer'a disease.

flevett':helees. we are & privately operated and funded organization and,
. therefore, are aomewhat limited in what we can’'do without additional
vdaourcea. That is why we aupport legislation aimed at estsblishing a
nationwide clearinghouse that would serve the inforastion needs not only of
familiea, but of scientists, physicians, and hezlth profeasionals as well.

(Follow-up) Now, presuming -that we should go ahead with auch a clearinghouse,
are you in s position to say what would be required, should such a
clearinghouae be lodged with a private, nonprofit organization, in the way of
ataff, computer aupport, space, postage, and so on?

> .
. Quite frankly, Mr. Chairman, ADRDA ia already fulfilling many of the
» critical information needs of familiea. In my estimation, if Congress agrees
that this 1s of vital importance the moat yrudent and resourceful course would
be to add to what is already being done--not start anew. In other words,
ADRDA would welcome the opportunity to work in partnership with the NIH on
establishing and operating a clearinghouse.

It i1s difficult to estimate what resources would be required to plan and
operate a national clearinghouse yithout & clearer sense of its full mission.
However, I would venture to say that between $500,000 to $1 million would be
sufficient to aupport such an effort.
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Mr. Stone, you noted in your testimony that nursing hores are discrisinating
agsingt Alzheimer's victims.

I presume that whore this does happen it is because of the hea care demands
that Alzheiwer's patients make on a nursing home's staff. Could you elaborate

a bit on the reasons vhy a nursing howe might discriminate against Algheimer's
victims?

And, as part of the same question,what kind of documentation do you have of
this? SInce it is usually aaid, as I did in my opening ststement, that half
to two-thirds of nursing home patients may be sufferipg from dementia, It
would appear that large numbers of dementia victins ate getting iato aursing
homes. :

As yui know, Alrheimer's disease is s progressive neurological disorder
that runs a prolonged course, lasting anywhere from 5 to more than 20 years.
Gi course, nursing homes may have a variety of reasons for turning away
Alzheimer's patients but, no doubt, the nverage length of stay and level of
care and supervision required are factors in the decision. Also, as has been
pointed out so often, Medicare does not cover the costs of caring for
aigheimer's victims. By the time they reach the nursing home stage, many
victims are dependent upon Medicaid for firancial sssistance. Oftentimes,
nursing homes would prefer .nstead to sdmi. private-pay or Medicare patients.

As is the case with so many aspects of this problem, there is no
definitive data on the extent of discrimination against Algheimer's patients.
I can say with certainty, however, that our Association hears horror stories
from families throughout the country. And I should add that some of the
problems relate back to Veteran's Administration hospitals.

Finally, I would add that while dementia patients do make up s large part
of the nursing home population, the question to ask is how many of those
admissions came only after one or more rejections by other institutions.
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: You referred also in your statement to federal disability bemefits. I
understand that your Association's national pProgram stateément recomsends that
federal disability regulations be amended to include Bpecific reference to -

Algheimer's disease and related disorders.

. Where do we stand with this macter? Is there sny effort underway at present
I in the federal establishment to do this?

%
2 At the moment, we are still working towards a policy that treats
i Alzheimer's patients in an informed, fair and equitable mapner.

As you noted, our Association has called for a change in the wu.y state
clains examiners handle cases involving Alzheimer's disease. We have asked
that the guidelines used by examiners be rewritten on the basis of the latest
scientific and medical .xnowledge sbout this disorder.

By

We do hold out som atrong hope that this aituation will be corrected
soon. Recently, the ¥ ,use passed its version of the Labor-HHS appropriations
bill, contsining a special directive to the Social Security Administration
regarding diasbility benefita. Under this provision, the $SA would be
required to develop new criteria for examining claims by Alzheimer's patients
and report back to Congress by the end of this year.

£

T Once these new guidelines are in place we expect that patients will be
. awarded their rightful beanefits.

R3 .

!

O

. ERIC

PR v provideaty enic

£ k2

¥

A
P




%

L xS -
w_%f%"
Ble 2

59

You noted that families experience difficulty in finding the medical and
aocial resources for disgnosis, management and csre of the paient.

Now, what exactly are you refcrring to here: the lack of those resources in

some or most localities, the diZficulty of paying for them, or the difficulty

of finding out sbout what exista?

Mr. Chairman, all are contributing factors to the problen. As we learned
from the recent workshops on Alzheimer's disease, this nation is in desperate
need of & co—ordinated haalth csre snd care servicea delivery system that can
vespond to this growing segment of the population.

ADRDA is concerned about its constituency's expressed need for 1e"as costly
forms of care, more knowledgable and understanding service providers. In
short, 2 high quality, affordable, consistently acceasible continuum of care
services.

The need for a continuum of care services csmnot be stressed strongly
enough. Because from that point in time when an individual is disgnosed as
having Alrheimer's disease, through to hia/her demise, there exista a time
continuum, from 5 to 20 years, during which the victims and the family membera
will always require one or more services. A sense of a syates of plsnned
services for throughout the continuum can be reassuring and supportive. The
current fragmented system of servicea, however, places incveased demands and
atreas on already overburdenzd csregivera.

Alzheir 'r's disesse impacta not just its victims, pct the family as well,
Most particularly, the patient's immediste caregiver shares the crushiig
burden of the disease as it unrelentingly pursues its dehumanizing dowaward
courae, At this time, there is .5 medical treatment available for the patient
for extended periods during the long courae of the disease. And, not
infrequently, the caregiver is weakened by or succumbs to & streas-related
disorder as a result of the debilitating caregiving proceas.

When family caregivers spesk of affordable care, most often they speak of
respite care to provide relief for the caregiver. Reapite care comea in
several options tc serve the needs of the patient and the family., It may be
provided through Adult day care, In-home care, Short-term Institutional care.
There are other emerging options. Respite care can benefit the patient.
Fowever, equally important, it provides the caregiver blessed relief from the
burden and constraints of the 36 hour day of caregiving. It allowa time for
peraonal business, rest snd relaxation, and even time for re-creation, so that
the caregiver may return refreshed to again resume the caregiving role.

Here's another peraepctive op Adult Day Care and In-Home Care: As it is
now, many spousea and adult children try to provide for their patient at home
while atteatping to continue in their full time employment. Without these
services it is almost impoasible to do ao. Often they must take early
retirement.

Current financing programs, be they federal or privace, do nothing to
relieve the enormoua emotional and financial burdens on families. Beyond
that, even those families that have adequate regources are hard-presaed to
locate the gervicea, auch as reapite care and adult day care, that they so

desperately need.
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Sen. Metzenbaum
Mr. Stone, who should participate in developing recommendations for systems of
financing long term Alrheimer patient care?
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To develcp the 'most cost-effective, responsive policies 1a a task that
requirea a solid partnersbip of effort. Government agenciea such ss the
National Center for Health Services Research, as well as the Health Care
Financing Administration 'must be involved. So too, must private health
insurers, medical sociologists, and those health specialista akilled in
functional sssessment and patient sanagement. MNost importantly, I would urge
government leaders not to overlook the practical experience of organizations
such as ADRDA,

Quite frankly, the National Advisory Council you propose in S. 2183 would
be an appropriate way’of attacking this probleam.

o In order to extend gervices to the largest number poasible, do you believe
v that fees could be charged for such services as home health care, home
mapagement asaistance, adult day care, etc, perbaps on a rliding scale?

I believe this approach would work so long as the fee schedule tazes into
sccount all of the other financial demsnds on caregivers.

v In the long run, this approach is not only good social poliey, but good

. economic policy, aa well. The vast majority of care givers, as you knovw,
prefer to care for their loved ones at home. If they have aome help in their
struggle, perhaps we nsn avoid the risk that society ends ur with two victims
on its hands--the ‘patient and care giver.

There is also another important point I Feel should be mude here. Health
planners indicated that family member caregivers can be regarded as an
important component in the health service provider syatem. They fulfill an
importsnt role that provides relief for the system. ADRDA has long felt that
support of the caregiver in his role by some form of compensation, tax credits
or shared cost of respite care would be appropriate.

Would a registry of professionala, including neurologista, occupational and
phyaical therapists, geriatricians, and social workers be helpful to families?

Most certainly. That ia why we would encourage the establishment of a
national clearinghouse to make available this type of information.

To what extent are state ard local governments involved in the effort to
assist with supportive gervices?

In some respecta, Senator, state and local agencies are far ahesd of the
federal government. At last count, 17 states had established their own task
forces to examine the problems facing Alrheimer's familier and to come up with
support systems. Some--like California, Massachusetts, and Ohio, Illinois,
Maryland-~
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further along than others. 3Still, it is iwportant that the federal government
rocognize that this is a national problem, not one confined to certain gtates
or regions. Unless there is some overall leadership and coordination, we run
the risk of some unproductive duplication by groups working in different
locations.

Apart from health services research, what do you see as the most critical p~ed
in patient and family services?

Patients and families fsce so man; difficult problems, but far and away
the pressing need is fo> adult day care and In-home care gervices. They can
in many instances help caregivers stay in the worktorce therby supporting the
family economy.’ As you know, both are designed to permit care givers respite
and an opportunity for relief from the "36~hour day” you referred to in your
statement. These services allow care givers to get away, whether it is for a
few hours or a few daya, to attend peraonll needs or to simply get out from
under the constant' pressure.

We often speak of the high cost of caring-to families. Existing Day Care
programs range from modest volunteers run opérations to costly day hospital
programs. We need to know if the less costly activity-oriented programs aight
not become the programs of choice to help aupport families through their long
course of caring.

Are there local agencies already in existence that would assist with
supportive services?

Again, a number of states have begun to organize gome support services.
For the moat part, however, this i{sg still a community-based effori. Of
course, the Administration on Aging has & network of gtate and locai units
that would provide support services. Unfortunately, their coverage ox .
Alzheimer’s patients has been somewhat uneven. For the moct part this has
been in the development of support groups. AURDA would hope that this
activity would be given over to the volunteers of ADRDA and efforts be
re-directed to the development of rcspitc care services for AD patients.

Your national agenda recommends a National Council on Alzheimer's Disease.
¥What would such a Council do and why is it such an important part of an attack
on Alzheimer's disease?

Senator, there are several reasons why an advisory council is important.
To begin with, this is a national problem that requires a national effort.
That means that some of the best talents and gome of the brightest minds must
be called in to help devise and carry out an attack on this problem.

Today, research scientists across the country are devoting their lives to
finding the ansver to this puzzle. But if we want to avoid unnecessary
duplication and overlap, i1f we want t- target rescarch on the moat promising
areas of study, we need to have an overall plan of action. That means there
has to be some degree of coordination--such as that provided by the Nationmal
Cancer Advisory Board.

Beyond that, a Natiomal Council, such as you have proposed in S.21b,,
M would draw together the top policy makers necessary
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to forge an efficient, responsive, and cost-effective long term care policy on
Alzheimer's disease. .

A v
In_your testlmony you reterred to the icsue of federal disability benmefits.
Do you believe it would be advisable to update and disseminate information on
Alzheimer's disease to disability examiners, and to *rain them adequately to
underatand the nature of th illness?

N >
I certainly do. In fact, this is one of the high priority goals outlined
in ADRDA's national program. B
:{ Although we don't have all of the answers, it is gsafe to say that science

knowa ao much more about Alzheimer's than it did a decade ago. Why. then,
should the rightful claims.of patients be denied simply because state
exasminera do not have access to the lateat information?

We have recommended that the Social Security Administration, working with
the National Institutes of Health, develop a new get of criteria on the basis
of Alzheimer's diasease. At the same time, we suggest that claims examiners be
given instruction on the nature of Algheimer's disease.
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Senator GRAsSLEY. Ms. Gwyther.

Ms. GWYTHER. As a social worker, Mr. Chairman, I thank you for
the opportunity to summarize what is known about innovative pro-
grams, methods, effectiveness, and cost.

Families providing care express strong feelings of responsibility,
love and commitment. But watching a beloved parent succumb to a
rrogressive deterioration of adult capacity, while providing greater
evels of personal care, creates for even the most generous, heroic

ivers feelings of (rustration, high levels of stress sud fatigue
and insufficient time for personal needs.

Thus, it appears that one of the serious consequences of Alzhei-
mer’s is its devastating effect on the health and well-being of the
family caregiver. ’

Responsible policy must strengthen and supﬁlement family ef-
forts to provide care. We have ample evidence that formal services
do strengthen and supplement willing family efforts to remain the
major long-term care provider. However, families use many fewer
services than are indicated or prescribed for them, and it should be
clear that all innovative programs reach very few current demen-
tia victims.

“Alzheimer’s disease is a unique illness because the patient’s loss
of adult judgment and reasoning makes him unable to be involved
in decisions- about his care. The decisions can become a point of
major family conflict and increasing burden when family members
have unequal access to information.

The care of Alzheimer’s patients is uniquely difficult because
they need more help with J)ersonal cary, they are more likely to
regist attempts to help, and they have unpredictable losses of im-
pulse control. In spite of this, families respond valiantly.

Health services research has gone through several stages. First,
we identified who the caregivers were—spouses, daughters and
daughters-in-law.

Next, we looked at the effects on families of providing care for
dementia victims. Most significant was the extreme variability
among caregivers and pat:.ats and the lack of cor.zlation between
perceive ! buraens and the severity of the iliness. Of equal signifi-
gax;i::hwere the pervasive effects on family emotional and mental

ealth.

C 'r studies at Duke demons.rate family caregivers to be at risk
of severe decrements in well-being, mental health, quality, and
quantity of time available to meet petsonal needs. With an average
of 5 years devoted to the care of one relative, there are significant
effects on all members of a family.

The role of research on care is to learn how best to mitigate
these potentially negative effects. The best way to strengthen
family care may be to acknowledge the fa.nily caregiver as a egiti-
mate recipient of services.

The bills currently before this subcommittee are most salient in
their emphasis on care research—how best to provide timely, effec-
tively dosed service options at a bearable cost. This is our hope for
today and for all families on the front line. .

Patients and families differ, and we need a range of service dem-
onstrations, all of which are rigorously evaluated. This requires
creativity and resources of all providers, who must be trained to
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recognize and treat behavior changes as a symptom < illness and
not, a character fla w.

Excellent training materials do exist, but more are needed, and
they need to bs shared. Training of the provider offers the greatest
security to tamilies using existing services.

Specialized respive care programs are a demonstratior of health
services rusearch. Respite is short-term substitute care for the
victim on behalf and in the absence of the primary caregiver. The
rationale is based on our understanding that as dementia pro-
greses, supervision :..d personai safety needs preclude the pa-
“ent’s ability to remain af:xe. Respif » is time off and relief to the

rimary family provider. It can be provided in the patient’s own

ome, a day center, or an institutional setting. The direct recipient
is the patient, but the primary beneficiary is the family. The proba-
ble benefits are, first, proeﬁ.ng relief, which potentially reduces
negative effects of caregiving upon well~—being, and second, im-
proving curegiver effectiveness by enabling the respite workers to
share useful strategies with the families.

Although & strong intuitive case can be made for the value of
resp’’ 3, there has been no rigorous evaluat*~z of the impact of this
ser” .e. No one knows the most effective models for targeting and
delivering respite, or the extent to which such programs reduce
caregivar burden or enhanct caregiver - Tectiveness.

Our current AARP-funded research is one attempt to answer this
question. Prelimi..ay findings indicate that the biggest initial bar-
riers to use of in-home respite are the cost and the difficulty in
reaching the family caregiver at the time of greatest need. Many
families do not trust strangers, and many are too isolated, or
guiltr, to leave their relatives. By the time they re(llluest £rrvice,
they nee3 a combination of services more intensive than they can
afford or voluntary services can provide.

Can we demonstrate ;hat a sgecific rogram like in-home respite
reduces the leve! of burden an extengs family capacity to _-ovic :
this invaluable personal care? This is a ques..on that must be an-
swered vefore pnblic and private sector can make accurate est:-
mates of potential demand and cost. Other service options dest.rve
similar close scrutiny.

I would like to close with the response of consumers to our ef-
forts. The following excerpt is from a letter written by a 67-year-old
woman who he=” 2en caring for her demented husband 4 years and
is now receiving 5 hours a week of respite care.

She says:

Many of us believe no one can avlp, and that is not true. Now I do more things
like I used to. I knov Clark is in good hands, and Annie alwzys takes him for a
walk or does something else good w.t:1 him. I only wish I could have more of tais. I
think I could be a bettar person an' take betier care of Clark that way. W~ just
could not save enough to afford that \ind of help. We raised three children and did
not have much schooling, but we alway's paid plenty of taxes.

I do not mean to zomplain. Your caring is vionderful. Please do not stop.

T can ouly add myplea te *hat of this caregiver: Thank you for
caring, and piease do 1ot stop.

Senator GRASSLEY. ‘(hank ¥ou.

‘[The grepared statement of Ms. Gwyther-and responses to ques-
tions submitted by Senators Grassley snd Metzenbaum follow:]

I

IToxt Provided by ERI

ERIC R3




.

ERIC

Aruitoxt provided by Eic:

L.

65

LISA GWYTHER, MSW
DIRECTOR
ALZHEIMER'S FAMTLY SUPPORT PROGRAM
DUKE UNIVERSITY AGING -
DURHAM NC 27710
(919) 684-2328
HEARING TESTIMONY
July 22, 1986

U.S. SENATE SUBCOMMITTEE ON AGING
CARE OF PZOPLE WITH ALZHEIMFR'S DISEASE AND RELATED DEMENTIAS

IN (OVATIV' PROGRAMS: WHAT DO WE KNOW ABOUT METHODS,
EFFECTIVENESS AND COST?

Families have provided and »ill continue to provide the majority
of long-term care services to their relatives with Alzheimer's (AD) or
related disorders. Research indicates the effects of providing this
care on family capacity to meet multiple obligations threatens to
become a significant health care issue of its own. Families providing
care for confused older relutives express strong feerr s of
res:~nsibility, love and committment; however, watching a beloved
parent or spouse succumb to progressive deterioration of adult
capacities while uroviding greacer levels of personal care creates, for
even the most yznerous, capable ard heroic caregivers, feelings of
frustration, high levels of stress and fatigue, and insufficient time
for personal needs. Thus, it appears that one of the serious
consequences of AD and related disorders is its devastating effects
upon the health and well-being of the family caregiver. This has
become a m.'or social policy issue which is unfortunately clouded by
myths and significant gaps in informatao Respensibl2 policy, such as
that proposed in the bills before this Subcommit :, must strengthen

and supplement family efforts to provide care for relatives w.th
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dementing illness.

A shrinking number of available family careg vers are providing
more diffic:lt care for more dementia victims than in any previous time
in sur history.  Qlder people with any chronic illnesses value their
family's emotional support and dependabitity in time of need more than
any other long term care service. We have ample evidence that formal
services strengthen und supplement a willing family's efforts to remain
as the major provider of long term care. There are no known incentives
to encourage unwilling or incapabie families to provide care, just as
there are no known di. .r.centives which discourage willing families tror
their commitment and respousibility to beloved relatives.

Demographera remind us that most of us will be cailed upon to help
provide parent ~are. Half of current middle aged couples have more
than two surviving parents. Pamilies inveated long-term care as an
issue distinct from acute episodic care long before it came to the
atteution of government «r professionals.

A recent national survey documents that the mostseverely disabled
elders in obvious need of formal services are rarely helped by the
formal service system. It is the experience of my colleagues that
fanilies of dementia patients use many fewer serviccs than are
indicated or prescribed for them. Therefore, it should be clear that
all current innovative programs reach very few dementja victims. Most
dementia victims live in the commiity unknown to any providers.

Wen families do place a relative in a nursing iome, research
indicates they have exhausted all physical, emotional and often
financial resources trying to avoid what is acknc.ledged as the most

stressful decision a family caregiver must face. Duke's AARP-funded
2=
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Alzheimer's research indicates that most familiec use no formal
services until the year before placement, at which time, enormous
amounts of usually unavailable services are needed in crisis. The most
stressed group of caregivers of dementia victims are those immediately
preceeding and immediately post institutional placement of a relative.
Placement offers no relief from che emotionai responsibility of care,
and therefore facilities offering innovative care must be preparad to
care for the family as well as the AD patient.

AD is unique in that the patient can't be involved, because of
loss of adult judgement and reasoning, in decisions about his/her care.
These decisions c¢an become a point of major family conflict and
increasing burd~n when family members have unequal access tc reliable
information about the disease, their relative's functional capacity,
and prognosis. The care of AD patients in middle to later stages is
uniquely difficult because they need more help with personal care
assistance, they are more likely to resist well-meaning attempts to
help, and they have unpredictable losses of impulse control that may
subject their often-frail spovse/caregiver to verbal and/or physical
abuse. In spite of all this, families respond valiantly, and heroism
among survivirg family caregivers is much more common thsn defeat.

Health services research related to AD care has gone through
severzl stages. First, we identified who was providing care - spouses
first, daughters second, and daughter-in-laws, third. While most care
providers are women, Alzh imer's has forced researchers *o discover
some unique aspects of caregiver burden among husbands a3 a major cive
provider group. Next, researchers began to study the effects on
families of providing care for dementia victims. Most significant
were findings of extveme variability among both careyivers and

-3




R

GWYTHER

patients, and the lack of correlations between perceived burden and the
severity of the patient's illness. Of equal significance are the
perYasive affects of providing care on family emotional and mental
health. AARP- funded studies at Duke clearly demonstrated family
car’3ivers to be at risk of serious decrements in well-being, mental
health and quality and quantity of time available to meet personal
need- Caregivers are now commonly referred to as the secondary
victims of Alzheimer's Disease, a costly, unintended consequence of our
societal reliance on family care. We found Alzheimer's caregivers
using 4 1imes as much psychoactive drugs and alcohol to cope than age
matched community samples. Our average caregiver was 60 years old,
often with many competing career, family and personal responsibilities
and often chronic impairments of his/her own. With an average of 5
years cevoted to the care of one relative, there are significant
effects on all members of a family and on family lifestyle.

We now know that the well-being of all generations within a family
is interlocked. We can't encourage families to do any more than they
are currently doing. The innovative programs in respite, day centers
and income supports for caregivers could be important models or
prototypes for a societal policy indicating commitment to families of
all ages. Families will continue to be personally devastated by the
slow loss to a dementing illness of a competent relative, and they will
contiaque to do their best to enhance the quality of care for these
relatives. The role of cesearch on care is to learn how best to
mitigate the potentially irreversible effects on second and third
victims of dementia. The bect way to strengthen family care is to
strengthen formal services acknowledging family caregivers as

-4
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legitimate recipients of service in their own right.

The thrust of the bilis currently before this Subcommittee is to
develop effective partnerships in researc’. to enhance quality of life,
cost effect‘veness and financing of frograms for Alzheimer's and
related dis..aers patients. The most salient aspect of these bills is
the emphasis on care research - how best to provide timely,
effectively-dosed service options at a bearable cost. Biomedical and
laboratory rasearch is our hope for future prevention and cure. Health
ervices research is our hope for today and for all families currently
on the front lines in providing care. We know more today about the
special skills required to provide respite, day or institutional care
for dementia victims. We know families will continue to be reluctant
to pay for or use these services until they are assured that training
in state-of-the-art care is regularly available to all levels of direct
care providers. Currently, services arc unevenly available, of uneven
quality and in generally scant supply. Many potential wusers of
servicer don't know about them, and even with knowledge of available
services, many find barriers to their personal use - red tape, multiple
providers necessitated by an arbitrary division of health and social
support services and reirbursement policies, and inadequate training of
direcc care staff, whose high turnover rates require repeated efforts
at training.

Patients and families differ so much that we must develop a range
of service demonstrations, all of whiclk are rigorously evaluated. This
requires the creativity and resources of all providers but especially
those represented in S2183 - the Veterar's Administration, ADRDA, and
the nen-profit and public sectors, including cur state institutions.
Day center, respite, institutional and safety personnel must be trained
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in requisite skills to treat behavior changes of AD patients as a
symptom of illness, and not as a character flaw. Health services
résearch may point out how best to encourage families to use the formal
system in a more timely, appropriate manner or how to provide services
for such a potentially long-term iliness at a bearable cost to both
families and society. We need more rigorous documentation of
appropriate auspices, settings, staffing and costs of alternative
programs. The problem of dementia care, even at current levels, is too
costly to be assumed by any single group. The Institute of Medicine
Report on Quality of Care in Nursing Homes highlights the special
problems with equity, access and quality of care for dementia victims.
The proposed changes in survey mechanisms are attempts to assess
quaiity of care and quality of life issues that form the basis of
health services research. All levels of long-term care providers must
be taught the importance of thorough evaluation and frequent
reassessment of function, abilities and disabilities, along with
regular assessment of potential excess disabilities, more amenable co
treatuent.

Excellent training materials and curricula exist, but more are
needed. Most important, there must be mechanisms to share existing
training materials. Training of providers offers the graatest security
to families in using existing services. Family caregivers are often
willing to assume care responsibilities and eager to learn ways to care
wore effectively. But special outreach and training is necessary to
reach those most open to learaing at their point of greatest personal
need.

Health services research tries to answer this question: Can we

-6-
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deronstrate convincingly positive results from an intuitively good
service idea at a bearable cost? Increasingly, special care programs
offering in-home raspite, day center, or special care activities or
environments within nursing homes are springing up in response to
consumer demand and dissatisfaction with the capacity of current
services to meet the unique needs of AD patients and their families.
Specialized dementia respite care programs are just one such example.

Respite has been identified in many research studies of dementia
families as the most neceSsary and least available service. Respite is
short term, intermittent substitute care for the dementia victim on
behalf and in the absence of the primary care provider. The rationale
for this type of service is based on our understanding that as dementia
progresses, supervision and personal safety mneeds preclude the
patient's ability to remain alone. Respite offers scheduled time off
and a period of relief for the family care provider to meet personal
needs. Respi.e couid be provided in the patient's own home, a day
center or a residential/institutional setting offering overnight care.
The dire.t recipient of service is the dementia patient, but the
primary beneficiary is the family caregiver.

The probuble benefits of i2spite c'ie are first, providing relief
to caregivers, which potentially reduces the negative effects of
caregiving upon well-being; and second, improving caregiver
effectiveness, either by reducing burden or by enabling respite workers
to share useful strategies with the family, thus extending the
caregiver's ability to provide home based care.

However, although a strong intritive case can be made for the
value and benefits of respite care, theve has as yet been no rigorous
evaluation of the impact >f respite care. Although it's an attractive
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service option, no one knows the most effective models for targeting
and delivering respite, or tha extent to which such programs can reduce
caregiver burden or enhance caregiver effect.veness. Our current AARP-
funded Duke research demonstration is one such atterpt to answer these
questions.

Preliminary findings from our Duke Respite demonstration which
oifers ccmpanion/sitter services in the patient's own home, indicate
that the biggest initial barriers to use of formal respite service are
the cost and the difficulty in reaching the family caregiver at the
time of greatest need. Most families cannot afford the cost of a
supervised and trained in-home aid2, yet they are above financial
eligibility for Medicaid waiver programs. Subsidies of some sort are
essential, yet most families want to contribute something in order to
maintain control. Many families don't trust strangers to provide
personal care, «nd many are too isolated or guilty about ieaving their
relative to venture out in the community. By the time they request
service, they need a combination of ckilled nursing and companion
services, which is more intensive service than they or private sources
can afford.

We must also rigorously evaluate the impact of respite services on
caregiver burden. Can we demnnstrate that a specific program like
respite reduces the level of burden for a previously over-burdened
caregiver, and extends family capacity to cont.nue providing this
invaluable personalized care? This is a question which must be
answered by health services research before we can give the public and
private sectors accurate estimates of potential demand, cost and

mechanisms for sharing the cost of these services. Other service
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options deserve similar close scrutiny and e.aluation. The impact of
respite care cannot be properly assessed except within the larger
context of & range of community and institutionally based family
support services.

Special care units in nursing homes are another innovation, aid
families and state regulatory agencies are demanding guidelines to
evaluate these programs, or minimum standards upon which to insist
before offering reimbursement. None of this is possible given current
understauding of what works and how best to provide quality care at a
bearable cost. For this reason, '"special" and probably "superior care'
is available unevenly and caly to those with active family advocates
who can afford to pay privately. The bills before ycu 2°iress Medicaid
discrimination in nursing home access, but access to ali special and
enriched care programs are now equally discriminatory.

Program developers and researchers are keenly aware that we need
to try out more creative ideas before making decisions about reasonable
care options and poteatial funding, or before setting minimum standards
for any special program. Health services research will help us adapt
what works ..om these evaluated innovative approaches t¢ our current
resources. This will offer useful, immediately relevant answers for
the present and the forseeable future.

We probably can't go wrong in program innovations as long as we
acknowledge that no single setting or single helping strategy will
provide total relief for such a heterogenous population. '"Best care"
awaits knowing how much amelioration is possible, for which patients,
with which levels of family suppurt, at which points in this disabling
illness.

We do know that any inncvative, affordable and appropriate
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programs must combine medical and social support services with
simplified reimbursement mechanisms. Speciaiized care of any type, at
a minimum, negates current pessimism about what can be done for both
patients and families. Finally, specially designed programs and
settings could benefit patients with other disabilities, so inpovations
in AD care will never be helping one chronic illness at the expense of
another. All special care is at least an attemp: to redosign care to
fit the patient, rather than the reverse, and the demands for "special
anything" helps us re-frame problems into solvable challenges. With
increasing confidence in our rigorous’y controlled and evaluated
program demonstrations, families will be more secure in entrusting
thei: relatives to our care. Special care programs can then become
places where something is being done toward some mutually agreeable
end, rather than just programs with higher price tags.

In the meantime, it's helpful to focus on the response of
consumers to our efforts. The following excerpt is from a letter
written by a 67 year old woman who has been caring for her demented
husband for nearly four years. She now is receiving respite cave
services eight hours a week from our Duke ' .spite demonstration.

Many of us believe that no one can help at all and that is no* true.
Now I do more things like I used to. I know Clark is in good hands 2=nd
Annie always takes him for a walk on a pretty day or finds other good
things for him to do. I only wish I could have more of this. I think
I could be a better persoa and take better care of Clark that way. We
Just couldn't save eno ~h to afford that kind of help. We raised three
children and did not L. = much schooling. But we always paid plenty of
taxes. I do not mean to complain. Your caring is wonderful. Please
don't stop.

I can only add my plea to that of this caregiver. Thank you for caring

and please don't stop.
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IF YOU WERE TO LIST IN PRIORITY ORDER THE THREE OR FOUR THINGS MOST
NEEDED BY FAMILIES WHICH CARE FOR ALZHEIMER'S DISEASE VICTIMS, WHAT
WOULD THEY BE?

First, families rust have access to current reliable information on the
disease, 3ervices available and their relative's condition. This
information rmust be interpreted in understandable terms to il
responsible family memiers at a time and in doses which can be absorbed.
Second, families nead access to reliable primary medical care for the
duration of the illness. Third, families need a range of acceptatle,
affordable and high quality respite options whether they be residential,
day care or in-home respite care. The providers of any respite services
must be specially trained tco hanidle the behavioral and communication
problems of dementia victims. Finally, families need affordable
accessible, high quality long term care cotions iy facilities which
range from board-and-care through super skilied nursing {acilities and
hospitals.

WHICH WOULD BE THE MOST EXPENSIVE OF THOSE, AND DO YOU HAVE ANY WAY OF
ESTIMATING HOW MUCH EACH WOULD COST?

Obviously, long-term skilled institutional care 1is very costly, and
skilled help at home can be equally or more costly without the attendant
economies of scale available in long-teru care facilities. The problem
with estimating cost is that it is so difficult to predict demand. Wc
know people use very few formal services, and many families wait wuntil
the intensity of service needs is too great for the available resources.
We have estimates of current costs from several studies, but they are
limited to a specific time within the framework of a long-term illness.
Many service needs are not predicated -, che patient's condition or
symptoms, but rather by the avaiiability of informal or fumily
assistance. Any additional services covered by third party payers will
obviously add costs for the short teim, but timely low-cost services
could save more in delaying use of mo. .ipensive services for the long
term. It's difficult to predict costs of caring for an AD victim,
because i..ny AD victims are older and may have concurrent chronic
illnesses which will add costs to “heir care. Information is the least
expensive service. ADRDA as ar national voluntary health organization
offers public/community education to an extent impossible to achieve by
any single federal agency. However, provider education is critically
and equally important. It requires a greater share from federal
sources.
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QUESTIONS FOR :{SA GWYTHER FROM SENATOR METZENBAUM REGARDING ALZHEIMER'S
DISRASE

COORDINATION

DO YOU BELIEVE IT WOULD BE HRLPFUL TO HAVE A NATIONAL COORDINATED EFFORT
IN PLACE TO PROVIDE INFORMA1.ON, GUIDANCE AND TECHNICAL ASSISTANCE AND
TO FACILITATE THE DEVELOPMENT OF NEW STRATEGIES? WHO SHOULD PARTICIPATE
IN SUCH AN EFFORT?

Coordination of information dissemination and technical assistance is
imperative at all levels. I direct a state-funded information and
technical assistance facility which saves our state's ADRDA chapters
time and expense by providing immediate access to expert knowledge to
supplement and enhance voluntary effor... On the federal level,
participants should include ADRDA, all relevant institutes of NIH (NIA,
NINCDS), HHS, AoA, HCFA, NIMH, and NCHSR. 1In addition, the national
nursing home associations (AAHA, AHCA), and the national aging
associations (GSA, ASA, AGS, NCOA) sholld be represented. Because
provider education is so important, some representation is needed from
all major national organizations of health and social service
professionals as well.

REGISTRY

WOULD A REGISTRY FOR REFERRALS TO HEALTH CARE PROFESSIONALS BE HELPFUL
TO FAMILIES?

It is probably wiser to have families go through 1local consumer
organizations such as ADRDA for referrals to professionals. The NIA
ADRC's could also assist with referrals. We must keep in mind that the
best health providers may be interested generalists in primary care.
While specialists may be necessary fo. diagnost'c evaluation, many
states are organizing to provide regional diagnostic services. Once
diagnosis and treatment recommendations are confirmed, 1local primary
care becomes essential for patient management and essistance to family
caregivers. ADRDA chapters and support groups are in the best position
to provide such information.

DAY CARR AND RESPITE CARE

ARE MORE FACILITIES FOR DAY CARE AND RESPITE CARE NEEDED?  HOW CAN THE
FEDERAL GOVERNMENT ASSIST NON-PROFIT AGENCIES WITH THE DEVELOPMENT OF
SUCH FACILITIES?

Day care and respite care options currently serve a minority of dementia
patients in need of suck services. These services are unevenly
distributed, and they are often regionally unavailable in rural areas.
The federal government could assist with start-up costs and financial
incentives for non-profits to take risks in developing such services.
This should be a coordinated effort with ADRDA to assure adequate,
rigorously evaluated demonstrations to determine yhjck service models

et

Aruitoxt provided by Eic:

Ter t




)l

oo
2o

O

ERIC

Aruitoxt provided by Eic:

.,
N ol T

11

-2~

QUESTIONS FOR LISA GWYIi{ER FROM SENATOR METZENBAUM REGARDING ALZHEIMER'S
DISEASE

DAY CARE AND RESPITE CARE (CONT'D)

are most acceptable and appropriate at a bearable cost. These
demonstrations are vital in projecting future demand and distribution.
An important federal role then becomes sharing these data with non-
profits interested in developing respite and day care options. Federal
support for training and dissemination of training materials for
providers further assures consumer trust in using these services.

EDUCATION

WHERE SHOULD EDUCATIONAL EFFORTS BE CONCENTRATED? CLINICAL CARE
PROVIDERS?  HOMB HEALTH AIDES? NURSING HOMF PERSONNEL? POLICE AND BUS
DRIVERS? CORONERS? R

The first priority in educational efforts has to be the education of
hands-on providers. This includes physicians, all allied Fkrealth
providers, but especially those hands-on providers known to have the
greatest impact on quality of care and quality of life - home health
aides and nursing home aides. Aides spend the greatest number of direct
contact hours with patients and families. These paraprofessionals have
the least access to professional training, collegial sharing, career
ladders, and they have the highest turnover rates. Therefore, education
of providers must be an on-going process. Families of dementia patients
also place high priority on education of pathologists. There are a
limited number of pathologists willing or traired to provide autopsv
confirmation of the diagnosis. As we learn more about the genetics of
dementing 1illness, it becomes more imperative to have specific
confirmation of diagnosis for genetic counseling purposes. Emergency
personnel on all levels also must be trained to handle inevitable crises
with dementia patients. This, however, can be a shared responsibility
of the public, private and voluntary sectors.

CONTINUUM OF CARE

CAN H: H SERVICES -RESEARCH POINT TO STRATEGIES FOR DEVELOPING A
CONTINUL« OF CARE FOR EACH PATIENT?

Yes. The variability amony, patients and families demands a

range of care options throughout the course of the illness. Health
sarvices research can lead to predictors for which service models must
be necessary for how long at specific projected costs. Kealth services
research may further help target services to encourage more timely

cost-effective use over the course of such a long-term illness. Bette:
estimates . of the risk of demenfting illness will also help us project
costs of care and potential demand for specific services or insurance.
Better designed and monitored care delivery systems could be de:clupew
to specifically address the prominent behavioral symptoms and the
labor-intensive personal care needs of all dementia patients.
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Senator GrassLEY. Commissioner Sainer.

Ms. Saryer. Thank you. I am Janet Sainer, commissioner ¢f the
New Yo.« City Department for the Aging, which is both an a.m of
municipal government and the largest area agency on aging in the
Nation.

I will skip the appreciative remarks us you suggested, Senetar,
and go on with the abbreviated statement of my text.

In 1984, the New York City Department for the Aging estab-
lished the New York ity Alzheimer’s Resource Center. It was the
first municipally spon-.-ed agency of its kind in the Nation and is
funded by the Brookdcle Foundation and the city of New York.

Today, with our 2% years of experience, we can reconfirm our
view that the care of people with Alzheimer’s disease must include
the care of people wh~se lives are affected by Alzheimer’s d_.ease—
namely, the families 0. the Alzheimer’s victims.

Families have taught us 0w desperately enmeshed they are in
the dilemma of increasing demands and decreasing resou. ces—fi-
nancial, emotional, and physical. Jerry Stone has spoken eloquently
on many occasions to this point.

Thus, the New York City Alzheimer’s Resourze Cente which
was established in collaboration with the New York City chapter
of ADRDA, began its task of providing guidance, and information
and services to Alzheimer’s fa- ilies and professionals.

Most recently the center was funded by t* Administ. ation on

ing as one of its 12 nationa. Alzheimer’s d :ase initiative dens-
“nstrat’on projects, .v implement legal and financial planning serv-
:ces, which we found to be a critical issue, particularly for those
who could not otherwis afford private counsel.

Without question, i believe that the agiug network—the area
agencies on aging anrd the Ste-e units on aging—are in a unique
position to respond, wogether with others, to the special needs of
this very special population. As a result of the implementation of
The Olaer A “ericans Act this network is administering a variety
of community-based scrvices, has exper'ise in entitlements for
which Alzhe.aser’s patients and families may qualify, and has the
capacity and ability to link those in need to other se: vice systems.
Most importantly, it has the administrative structure in place that
can be built upon in a most cost-effective fashion to meet the de-
mands of :he overburdened Alzheimer family population.

The New York City Alzheimer’s Resource Center, in a joint ven-
ture with the Brookdale Foundation, resently initiated a nation-
wide survey of Alzheimer's-related activ ies cunent}gmbeing con-
ducted by State units and area agencies on aging. 'This 164 page
book, listing the programs in eve?' State in which the area aging
network is involved, will be ready for distribution in August.

It is clear from what we have fourd that the aging netwurk is
mobilizing to mcet the challenge of Alzheimer’s disease and related
disorders. I will not attempt any indepth revie.s of what we found.
However, there are three significant trends.

First, 17 States have created Alzheimer’s task forces or study
cornmissions and convened statewide conferences to investigate the
impaut of Alzheimer’s disease and to make recommendations for
appropriate State action..Thirteen States have either passed specif-
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%c legislation or have appropriated funds for Alzheimer’s related ef-
orts.

Second, at {“~ area agency level, all AAA’s reported that they
include Alzheimer’s victims among the frail elderly population for
whom they provide basic services, but many are also targeting
services specifically fo- the specific needs of Alzheimer’s families.

Third, we found that the network has engaged extensively in col-
laborative programs and is working closely with a variety of groups
ranging from the Alzheimer’s Disease and Related Disorders Asso-
ciation to philanthropic found. tions, police departments, American
Red Cross, private industry, churches, universities, gerontology
centers, and mental health and social service agencies.

In addition, a number of area age..cies are conducting joint ac-
tivities with local ADRDA affiliates. Many area agencies on aging
are providing ADRDA groups with some limited financial support
to underwrite various administrative costs, to staff and enhance
family support groups and in some cases to help establish a new
local ADRDA chapter.

The aging networ.. has also sponscred, underwritten, led or de-
signed a number of innovative approaches to meet the needs of Alz-
heimer’s families.

In your own State of Iowa, Mr. Chairman, the University of
Foanses and the AOA regional office are promoting a cooperative
apyroach to information dissemination on Alzheimer’s and the de-
velopment of family support groups in rural area..

The State of Ohio has passed legislation that would aid victims of
Alzheimer’s disease in a host of very important ways.

What is clear, however, is that despite the measures underway to
meet these ever-mounting needs, many of these are time-limited,
demonstration projects. It is our hope that your legislation, and the
various bills, will make more of what is needed possibie.

I want to assure you that we endorse fully support for expanded
research in the whole area of Alzheimer’s disease. I am also par-
ticularly pleased to note that in a number of bills, tpecial coasider-
~*"an is given to enhanciug service to family caregivers. We strong-
y endorse the utilization of the aging network’s expertise and serv
ice capability. This was particularly noted in the bills proposed b,
Senator Metzenbhaum, ar.} we were very pleased to note the araend-
ments proposed to The Older Americans Act in that bill.

We were also pleased, as Mr. Stone mentioned, to see the recom-
mendation to update the disability guidelines of Social Security to
include Alzheimer’s disease as one of the designated illnesses for
disability allowance.

Senator Pressler’s bill we found had some very important corn-
prehensive programmatic concepts. However, we would hope that
the activities that are designated in that Lill would not be limited
solely to the Public Health Service, as important as that organiza-
tion is, but that there would be a defined linkage between the
Public Health Service and the Administration on Aging.

I have just read a draft copy of the committee’s bill, and I want
to compl'ment you for th~ emphasis on service-relevant research.
Howeve 1 a very quick reading, I was surprised to note the ab-
sence o. ..ny role for the Adminictration on Aging and its vast net-
work of State and local units on aging. May 1 be so bold as ‘o sug-
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gest a role, and tha. is to er )and the

bility of AOA—not necessarily the research capability—so that the
research worked on by the three o

rganizations proposed would
have an enhanced data base.

Senator GRASSLEY. : think I had better ask you to quit.
Ms. SaINER. OK.

[The prepared statement of Ms. Sainer follows:]

service demonstration capa-

RS
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I AM JANET SAINER, COMMISSIONER OF THE NEW YORK CITY DEPARTMENT FCR
THE AGING, WHICH IS BOTH AN ARM OF MUNICiPAL GOVERNMENT AND THE LARGEST
AREA AGENCY OM AGING IN THE NATION. OUR DEPARTMENT ACTS AS AN ADVOCATE FOR
MORE THAN 1.3 MILLION NEW YORKERS 60 YEARS OF AGE AND OLDER.

| GREATLY APPLETIATE THE OPPORTUNITY TO TESTIFY TODAY ON A MATTER
OF MOUNTING NATIONAL CONCERN AND CONSEQUENCE:''THE CARE OF PEOPLE WITH
ALZHEIMEK'S DISEASE AND RELATED DEMENTIAS...".

IN 1984, THE NEW YORK CITY DEPARTMENT FOR THE AGING ESTABLISHED
THE NEW YORK CITY ALZHEIMER'S RESOURCE CENTER. IT WAS THE FIRST MUNIC!PALLY-
SPONSORED AGENCY OF ITS KIND IN THE NATION AND IS FUNDED BY THE BROOKDALE
FOUNDATION AND THE CI1Y OF NEW YOR¥. TODAY, WITH OUR TWO AND HALF YEARS OF

EXPERIENCE, WE CAN RECONFIRM OUR VIEW THAT THE CARE OF PEOPLE WITH ALZHEIMER'S

MUST INCLUDE THE CARE OF PEOPLE WHOSE LIVES ARE AFFECTEY BY ALZHEIMER"S

DISEASE -- NAMELY, THE FAMILIES OF ALZHEIMER'S VICTINS.

FAMILIE, PAVE TAUGHT US HOW DESPERATELY ENMESHED THEY ARE IN THE
DILEMMA OF INCREASING DEMANDS AND DECREASING RESOURCES--FINANG AL, EMOTIONAL
AND PHYSILAL. WE HAVE SEEN FIRST-HAND HOW THE PROGRESSIVE DETERIORAT!ION
AND UNPREDICTABILITY OF THE DISEASE FORCE THE PATIENT AND FAMILY TO ADJUST
CORTINUOUSLY TG NEW AND HIGHER LEVELS OF (MPATRMENT. WITE THESE EVER-CHANGING
LEVELS COME NEW AND DIVERSE NEEDS THAT MUST BE MET. ,HIS IS A COMPELLING
CHALLENGE FOR THE AGING NETWORK LONG ACCUSTOMED, AND ADEPT AT, R SPONDING
TO THE DEMANDS OF A CHANGING OLDER POPULATION.

THUS, THE NEw YORK CITY ALZHEIMER'S RESOURCE CENTER, WORKING (N COLLAB-
ORATION WITH THE NEW YORK CITY CHAPTER OF THE ALZHEIMER'S DISEASE AND RELATED
DISORDERS ASSOC'AT!5w, BLGAN ITS TASK OF PROVIDING GUIDANCI AND INFORMAT ION
TO ALZHEIMER'S FAMILIES AND PROFESSIONALS ON AVAILABLE SEGVICES AND  OGRAMS,

APPRPRIATE MEDICAL DIAGNOSTIC CENTERS, BENEFITS AND ENTITLEMENTS, REIMBURSE-
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HENT ISSUES, LEGAL AND FINANCIAL Cubi*-NS, 'N-auk ST Vi(_,, ST HIGTIONAL
PLACEMENT... AND RESOURCES DESIGNATED 10 HELF -snIN-Aln Te Fr TIENT #H THE
COMMUNITY SUCH AS ADULT DAY CARE, RESPITE, HOME D' iV AcD “_AL coutd
SERVICES AND FRIENDLY VIS!TING,

THE CENTER’S GROWTH HAS BEEN EVOLUTIONARY IN MATUSE Wi Puy. 254p not
TO EMERGING NEEDS, IDENTIFIED SEk.{CE GAPS AND SQUGHT ADAPT EXISTING
SERVICES AND PROGRAMS TO MEET THE SPECIALIZED DEMANDS THAT HHIS D15F°SE
CREATES. THE CENTER PROVIDES FREE ONE-ON-ONE COUNSELING FOR FAMILY MEMBERS
WHO NEED SHORT-TERM CRIoIS INTERVENTION. WE HAVE CONVENED AND LED SEMINARS
AND WORKSHOPS FOR SPECIAL TARGET GROUPS SUCH AS HOUSING AUTHORITY PERSGUNEL,
PRECINCT POLICE, AND THE CLERGY. WE HAVE HELD ANNUA 4AYORAL CONFERENCES
BOTH TO RAISE THE AWARENESS LEVEL OF THE PUBLIC AT LARGE AND TO PROVIDE AN
ARENA IN WHICH FAMILY CAREGIVERS AND PROFESSIONALS CAN SHARE THEIR POINTS oF
Y1EW, THEIR KNOWLEDGE AND THEIR WISDOM ON HOW ALZBZ#MER'S-RELATED NEEDS
MAY BE ADDRESSED.

RECENTLY, THE CENTER WAS FUNDED 8Y THE ADMINISTRAT'ON CN AGING AS CNE
OF 1TS TWELVE NATIONAL ALZHZ!MER'S DISEASE INITIATIVE DEMONSTRATION PRUJELTS
TO IMPLEMENT LEGAL AND FINANCIAL PLANNING SERVICES FOR ALZHEIMER'S FAMILIES
WHO CANNOT OTHERWISE ATFORD PRIVATE COUNSEL. THE CENTER NOW HAS A
PROFESSIOMALLY TRAINED AND SUPERVISED CORE OF LAW INTERNS WHO PROVIDE
ASSISTANCE IN AREAS OF POWER OF ATTORNEY, ESTATE PLANMNING, FAIR HEARINGS,
PUBLIC BENEFITS, AND MATTERS RELEVANT TO LONG-T<"M CARE OF ALZHEIMER'S
PATIENTS.

RESEARCH INDICATES T /(AT MOST FAM:LITS KEEP THEIR RELATIVES AT HOME FOR
- TO 7 YEARS OR MORE AFTER THE DIACGNOSIS HAS BTEN MADE. THESE CAREG!IVE®S
NEED INCREASING HELP 1%t MANAGING THE CARE OF THE PATIENT AT nOME Ahe N
COPING WITH THE RIGOR> OF WHAT HAS BEEN SO APTLY CALLED ''THE 36-H0YR DY

A SADLY DISTINGUISHING FEATURE OF ALZHEIMER'S DISEASE IS THAT IT NORMALL Y
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FOLLOYS A LENGTHY COURSE OF DECLINE AND THAT ITS CONTINUUM IS STAGGERING
BOTH IN THE INTENSITY OF CARE NEEDS AND THE TOLL IT TAKFS ON THE FAMILY
CAREGI VER.

WITHOUT QUESTION, THE AGING NETWCRK IS i+ A UNIQUE POSITION TO
RESPOKD TO THE SPECIAL NEEDS OF THIS VERY SPECIAL POPULATION. WITH “HE
IMPLEMENTATION OF THE OLDER AMERICANS ACT AND THE DEVELOPMENT OF STATE
OFFICES ON AGING AND THE €72 AREA AGENCIES ON AGING, THIS NETWORK I°€
ADMINISTERING A VARIETY OF COMMUNITY BASED SERVICES, HAS EXPERTISE IN
ENTITLEMENTS AND HAS THE CAPACITY AND ABILITY TO LINK THOSE IN NEED 10 OTHER
SERVICE SYSTEMS. MOST IMPORTANTLY, IT HAS THE ADMINYSTRATIVE STR ICTURC IN
PLACE 1HAT CAN BE BUILT UPON IN A MOST €0ST EFFECTIVE FASHION TO MEET THE
DEMANDS OF THE OVERBURDENED ALZHEIMER'S FAMILY POPULATION.

THE NEW YORK CIT/ ALZHEIMER'S RESOURCE CENTER, IN A JOINT VENTURE WITH
THE BROOKDALE FOUNDATION, RECENTLY INiTIATED A NATIONwivt SURVEY OF ALZHEIMER'S-
RELATED ACTIVITIES CURRENTLY BEING CONDUCTED BY STATE UNI1S AND AREA AGENC'ES
ON AGING. OUR CENTER SOUGHT TO GAIN INSIGHT AND KNOWLEDGE FROM OTHER NETWORK
AGENCIES WORKI*S ON BEHALF OF ALZHEIMER'S VICTIMS, AND TO SHARE THIS COLLECTED
INFORMATION AND WI3DOM WITH ALL THOSE MONCERNED W!TH THE PROBLEM. THE
RESULT OF THE SURVEY IS A 200-PAL® REFERENCE BOOK CALLED, AGENDAS FOR

ACTION: T#v AGING N' T'YORK RESPONDS Tu ALZHEIMER'S DISEASE. IT HIGHLIGHTS

THE ACTIV!(1ES OF THE AGING NETWORK AND ITS COLLABORATIVE EFFORTS ON BEHALF
OF ALZHEIMER'S PATIENTS. '"AZENDAS FOR ACTION' WiLL BE READY FOR DISTRIBUT uN
NEXT MONTH.

THE RESULTS OF THIS STIIDY ARE ENLIGHTEnING AND ENCOURAGING. IT IS
CLEAR THAT THE AGING HETWORK IS MOBILIZING TO MEET THE CHALLENGE OF

ALZHEIMER'S DISEASE AND RELATED DISORDERS. AND IT IS DOING SO I COOPERATION

WITH OTHER COJMUNITY ORGANIZATIONS IN A TRUE SENSE OF DEDICATION AND COMMITMENT




85

PAGE 4
AND WITH REMARKABLE INGENUITY AND RESOURCEFULNESS.
WHILE | WILL NOT NOW ATTEMFT AN IN-PEPTH REVIEW OF THE
8 FINDINGS OF THIS SURVEY, 10ULD LIKE TO POINT TO THREE OF 1TS MOST

SIGNIFICANT TRENDS.

1...17 STATES HAVE SREATED ALZHEIMER'S TASK FORCES OR
STUUY COMMISSIONS AND CONVENED STATEWIDE CONFERENCES
TO INVESTIGATE THE IMPACT 0. ALZHEIMER'S AND TO MAKE
RECOMHENDATIONS FOR APPROPRIATE STATE ACTION..13 STATES
HAVE EITHER PASSED SPECIFIC LEGISLATION AND/OR APPROPRIATED
FUNDS FOR ALZHEIMER'S-RELATED EFFORTS.

2...AT THE AREA AGENCY ON AGING LEVEL, ALL AAAs REPORTED 7HAT
THEY INCLUDE ALZHEIMER'S VICTIMS AMONG THE FRAI. ELOERLY
POPULATION FOR WHOM THEY PROVIDE BASIC SERVICES;
HANY ARE ALSP TARGETING SERVICES TO THE SPECIFIC NEEDS
OF ALZHEIMER'S FAMILIES. THESE SERVICES INCLUDE: SPECIAL
IN-HOKE SE"VICES AND OTHER RESPITE CAPE PIOGRANS; THE
DEVELOPHENT OF FAMILY JPPORT GROUPS !NDFPENDENTLY OR . LETHER
WITE ADRDA OR OTHER COMMUNITY ORGANIZAT.ONS; AND THE
INITIATION OF ADULT DAY CARE FOR ALZHEIMER'S
PATIENTS.

3.+ IN ITS ROLE AS A COORDINATING AGFNCY, IT IS SIGNIFICAHT THAT
THE NETYORK 425 ENGAGED EXTENSIVEL) IN COLLABORAT IVE PROGRAMS .
IT IS WORKING CLOSELY WITH A VARIETY OF GROUPS, XANGING FROM
THE ALZHEIMER' DISEASE AND RELATED QISORDERS ASSOCIATION TO

PHILANTHROPIC FOUNDATIONS, POLICE DEPARTHENTS, AMERICAN RED CROSS

2 PRIVAYE INDUSTRY, CHURCHES, UNIVERSITIES, GERONTC® OGY CENTERS

AND MENTAL HEALTH AND SOC'At SERVICE AGENCIES.
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IN ADDITION,A NUMBER OF AREA AGENCIES ON AGING ARE CONDUCTING JOINT
ACTIVITIES WITH LOCAL ADRDA AFFILIATES. MANY AREA AGENCIES ON AGING ARE
PROVIDING ADRDA GROUPS WITH F JANCIAL SUPPORT TO UNDERWRITE VARIOUS
ADMINISTRATIVE COST, TO STAFF AND ENHANCE FAMILY SUPPORT GROUPS,AND IN
SOME CASES TO HELP ESTABLISH A NEW LOCAL ADRDA CHAPTER.

THE AGING NETWORK HAS ALSO SPONSORED, UNDERWRITTEN, LED OR DESIGNED A
NUHBER OF INNOVATIVE APPROACHES TO MEET THE NEEDS OF ALZHMEIMER'S FAMILIES.
FOR EXAMPLE:

.. IN THE STATE OF HAINE, THE BUREAU OF MAINE'S ELDERLY IS
BUILDING A SPECIALLY DESIGNED BOARD ING HOME TO HOUSE UP
TO 30 ALZHEIMER'S PATIENTS FOR SHORT-TERM RESPITE CARE.

. .THROUGH THE CONNECTICUT STATE DEPARTMENT FOR THE AGING,

THREE VOLUNTARY AGENCIES ARE RECRUITING AND TRAINING 100
VOLUNTEERS AS SPECIAL AIDES TO ALZHEIMwr. 5 PATIENTS IN
THEIR HOMES.

-.TWO AREA AGENCIES IN PENNSYLVANIA ARE DEVELOPING A TRAINING
PROGRAM WiT't THE PRiVATE INDUSTRY COUNCIL UTILIZING Y E V
OLDER WORKERS TO TAKE CARE OF ALZHEIMER'Z PATIENTS.

-.A MICHIGAN AREA AGENCY ON AGING HAS ESTABLISHED AN ELDER
CARE SHARE COOPERATIVE PROC®\M IN WHICH RESPITE IN THE HOME
IS EXCHANGED FOr EQUILAVENT HOURS OF CARE, WITH NO FINANCIAL
COST INVOLVED.

«.IN YOUR STATE OF IUWA, MR. CHAIRMAN, T4E UNIVERSI./ OF KANSAS
AND THE AOA RéGIONAL OFF:CE ARE PROMOTING A COOPERATIVE
APPRCACH TO [NFORMATION CISSEMINATION AND THE DEVELOPMENT OF
FAMILY SUPPORT GROUPS 1IN RURAL AREAS.

<IN NEW YORK CITY, WE HAVE A VERY COST EFFECTIVE PROGRAM 1ICH
INVOLVES VOLUNTEERS WHO PROVIDE, UNDER PROFESSIONAL SUPERVISION

4 HOURS OF SERVICE EACH WEEK AT THEIR LOCAL CHURCH OR SYNAGOGUE ,
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THUS ENABLING FAMILY CAREGIVERS SOME *'TIME OFF"
FOR THEMSELVES .
..AS YOU WELL KNOW, SENATOR METZENBAUM, THE STATE OF

OHIO HAS PASSED LEGISLATION THAT WOULD AID VIZTIMS OF
ALZNEIMER'S DISEASE BY OFFERING TRAIN!NG FOR CAREG!VERS
AND BY PROVIDING FOR RESPITE AND HOMEMAKER PILOT PROGRAMS,
AMONG ITS MANY FEATURES. [N ADDITION, A NUMBER OF AAAs
ARE ADMINISTERING COMMUNITY-BASED LONG TERM CARE SERVICES
FOR ALZHEIMER'S PATIENTS AND SOME MAVE MEDICAID WAIVER
PROGRAMS FOR IN-HOME CARE, ADULT DAY CARE AND A RANGE OF
OTHER SUPPORTIVE SERVICES THAT HELP MAINTAIN ALZHEIMER'S
PATIENTS IN THEIR OWN HOMES.

+.-IN THE STATE OF FLORIDA, A BROAD RANGE OF ALZHEIMER'S DISEASE -
RELATED INITIATIVES HAV SEEN UNDERTAKEN. 1IN ADDITION TO
A STRONG CCMMITMENT BY THE STATE, MANY AAAs ARE FUIDING THEIR
PROVIDER AGENCIES TO CARRY OUT SERVICES SPECIFICALLY TARGETED
TO ALZHEIMER's PATIENTS AND THEIR FAMILIES. THESE INCLUDE
FAMILY S: 2PORT GROUPS, A WEEKEND DAY CARE PROGRAM, IN=HUME
RESPITE CARE, HOME DELIVERED MEALS AMJ HOMEMAKER SERVICES,
AMONG MANY OThe.RS.

WHAT IS CLEAR, HOWEVER, 1S THAT DESPITE THE MEASURES UNDERWAY TO MEET THESE
EVER-MOUNT nG NEEDS, MUCH MORE MUST BE DONE. 1T IS OUR Hurf THAT THE BILLS
UNDER DISCUSSION TODAY WILL MAKE SOME OF THAT POSSIBLE.

| WANT TO ASSURE YOU OF OUR FULL SUPPORT FOR EXPANDED RESEARCH INTO THE
CAUSE, CURE AND PREVENTION C. ALZHEIMER'S DISEASE HIGHLIGHTED IN ALL OF ThE
ciLLS. MOREOVER, I AM PARTICULARLY PLEASED TO NOTE THAT IN A NMGER OF 1HE BILLS
THERE IS SPECIFIC CONSIDERATION GIVEN TO EMHANCING SERVICES TO FAMILY CAREG!VERS.

SENATOR METZENBAUM HAS INTRODUCED TWO YERY FINE BILLS, S.1835 AND §.2183. WE
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ARE ESPECIALLY GRATIFIED TO SEE THE INCLUSION OF SUGGESTED AMENDMENTS TO
THE OLDER AMERICANS ACT WHICH WOULD DESIGNATE SPECIFIC SERVICES AND NEW
AREAS OF RESPONSIBILITY RELATED YO BOTH ALZHEIMER'S VICTIMS aND THEIR
FAMILIES. WE ..TRONGLY ENDDRSE THE UTILIZATION OF THE AGING NETWORK'S
EXPERTISE AND SERVICE CAPABILITY AS WELL AS THE EXPANGED ROLE OF THE AOA,
AND THE STATE UNITS AND AREA AGENCIES ON AGING.

ONE FURTHER NOTE: WE WERE PARTICULARLY PLEASED TO SEE THE RECO:MENDATION
IN THE METZ BAUM BILL TO UPDATE THE DISABILITY GUIDELINES OF THE SOCIAL
SECURITY ACT TO INCLUDE ALZHEIMER'S DISEASE AS ONE ThE DESIGNATED |LLNESSE~
2R DISABILITY ALLOWANCE.

IN CONSIDERING SENATOR PRESSLER'S PILL, S.1736, WE FIND THAT THE
PROGRAMMATIC CONCEPTS ARE NOTEWORTHY AND IMPORTANT OF PARTICULAR INTEREST IS
THE STCTION THAT ENABLES STATES TO COORDINATE THE DEVELOPMENT AND OPERATION OF
A WIDE RANGE OF NEEDED SERVICES: DIAGNOSTIC TREATMENT, CARE MANAGEMENT, RESPITE
LEGAL  CUUNSELING AND EDUCATIONAL SERVICES. OUR CXPFRIENCE HAS BEEN THAT
THESE ARE MOST NEEDED. WE WOULD WF°E, HOWEVER, THAT THESE ACTIVITIES WOULD NOT
BE LIMJTED TO THE PUBLIC HEALTH SERVICE BUT THAT HERE WOULD BE A DEFINE®
LIKKAGE BETWEEN THE.PUBLIC HEALTH SERVICE AND TH. ADMINISTRATION IN AGING.

| HAVE ‘UST READ A DRAFT COPY OF THE 1986 ALZHEIMER'S DISEASE AND PSLATED
DEMENTIAS SER'ICFS rESERACH ACT. | WANT TO COMPLIMENT THE COMMITTEE FOR THEIR
EMPHAS1S ON ''SERVICES RELEVANT RESEARCH". THE SUGGESTED AGENDAS FOR THE
NATIONAL INSTITUTE ON AGING, THE NATIONAL INSTITUTE OF MENTAL . ALTH AND THE
NATIONAL CENTER FOR HEALTH SERVICES 4RE TRULY IMPORTANT AND THE RESULTS OF
THE PROPOSED RESEARCH WC' LD PROVIDE US WItH A SIGNIFICANT AND TIMELY BODY OF
KNOWLEDGE. HOWEVER, IN A VERY QUICK READING, 1 WAS SURPRISED TG NOTE THE
ABSENCE OF ANY ROLE FOR THE ADMINISTRATION ON AGING AND 1TS VAST NETWORK OF
STATE AND LOCAL UNITS ON AGING. MANY OF THE SERVICES MENTIONED ARE CURRENTLY

BEING PROVIDED THROUGH THIS NETWORK AND, 1 3ELIEVE, WE HAVE A VAST DATA BASE
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WHICH IS ACCESSIBLE AND AN EXTENSIVE SERVICE NETWORK WHICH COULD BE
UTILIZED IN ADDRESSING THE GOALS PROPOSED BY THE 1986 ALZHEIHER'S D1StASE
AND TELATED OEHENTIAS SERVICES RESEARCH ACT. HOREOVER, THE INFORHATION
IN OUR NEW BOOK, 'AGENDAS FOR ACTION',WILL CONFIRH THE ALREADY EXTENSIVE
INVOLVEHENT OF THE AGING NETWORK IN ALZHEIHER'S-RELATED PROGRAHS.

IN REVIEWING OISSEHINATION PROCEDURES AND ORGANIZATIONS INVOLVED
IN THIS ARENA, | WOULD HOPE THAT THE NATIONWIDE AGING NE TWORK W ICH IS
IN PLACE YOUL.D BE A DESIGNATED ANL INTEGRAL PART OF THIS EFFORT.

| TRUST THAT YOU WOULD WANT TO BUILD UPON THE SKILLS, EXPERTISE,
KNOWLEOGE BASE ANO SERVICE SYSTEH NETWORK WITH ITS 56 STATE UNITS N AGING,
672 AREA AGENC.c” ON AGING, 15,000 SERVICE PROVIDERS, AND HiLLIONS CF
FLD.RLY C NSTITUENTS.

| WOULD WECOHE THE OPPORTUNITY TO DISCUSS WITH YOUR STAFF OR COHHITTEE
HEHBERS THE DETAILS THE VARIOUS LEGISIATIVE PROPOSALS AND SOHE OF OUR
SPECIFIC RECOMMENDATIONS.

ONE FINAL CAVEAT: WE URGE THAT ANY BILL THAT IS PROHULGATED, WILL INCLUDE
THE NECESSARY FUNDING AUTHORIZATION IN ORDER TO ENABLE JHPLEHENTATION GF
THE RECOHHENDAT IONS.

IN CLOSING, SE'ATOR GRASSLEY, | WANT TO COHHEND YOU FOR MAVING CONVENED
THIS IHPORTANT HEARING AND FOR THE INTEREST AND COHHITHENT OF YOU AND YOUR

COLLEAGUE™ IN THE CRITICALLY [HPORTANT ISSUES RELATED T0O ALZHEIHER'S DISEASE,
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Senator GrassLEy. Would you impose on me 5 minutes for ques-
tioning so I do not go over my time limit, and then I will give Sena-
tor Metzenbaum time to ask questions as well.

First of all, Mr. Stons, { think that one or more of the bills -
before this subcommittee would authorize activities designed to im-
prove diagnostic techniques for Alzheimer’s disease and related de-
mentias. And I understand again that the association’s national
program statement mentions the need for such assessment tools. -
Wouid you give me just a short estimation of how high on the pri-
ority the development of such a tool would be, considering all the
needs in this area?

Mr. Strone. Well, right now, Alzheimer’s disease diagnosis is one
of exclusion of other dementias. But we do find that education is
needed even in the medical community because many patients are
diagnosed in nursing homes or even by their own family physi-
cians. Actually, an Alzheimer’s diagnosis should come after a thor
ough workup by a neurologist or a neurological department.

We think we need a lot of education and public awareness in
that area, Mr. Chairman.

Senator GrassLEY. So a very high priority?

Mr. StonE. Yes, because some 30 percent of dementias are re-
versible.

Senator GrassLEY. I would ask all three of the panelists to com-
ment on an observation that I hope I have interpreted right from
Mr. Stone, in which he noted the association’s suppotts efforts at
stimulating the development of alternative delivery systems as well
as mechanisms for financing long-term care for Al};heimer’s vic-
tims.

On this point, I would like to raise the poir.t that it could be ob-
jected—I am not saying it has been objected—but it could be object-
ed that from the point of view of designing and paying for long-
verm care systems, dementia victims should not be singled out for
special treatment from other people who also need long-term cae
services.

s I would ask each of you to comment on that, inciuding you, Mr.
tone.

Mr. StonE. As someone who is interested in the humen welfare
of all citizens, I cannot take exception to the fact that we must
treat everybody in this Nation equally.

On the other hand, Mr. Chairman, you know we are the only v
Western demccracy that has no ilans for long-term medical care.
And I think it is high time that the N~*ion address itself to this
problem. I know that President Reagan addressed to the new
Health and Human Services Secretary, Dr. Bowen, the fact that he "
should come up with a statement on catastrophic illness, and I
thirk that statement is due perhaps the end of tﬁis year.

Certainly, Alzheimer’s disease is in that realm of catastrophic ill-
ness, except that it is the worst of all diseases because it runs such
a prolonged course, causing tremendous suffering and hardship for
both the victim and the family.

So if we truly are a humane nation, ana if we have human con-
siderations for the family, we certainly must address this issue of
long-term care.

Senator GrassLEy. Ms. Gwyther?
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Mr. GwyrHer. I think the unpredictable length and course of
Alzheimer’s disease makes it particularly troublesome. I also think
the increasing personal care assistance needs of Alzheimer’s pa-
tients mean that we need to develop models which could be proto-
types. for other chronic long-terme zare illnesses. So that I think
what we-develop for Alzheimer’s uisease wil! turn cut to be very
heéy:ﬁxl, for any chronic disabling illness of older people.
aator GRassLEY. Commissioner Sainer?

. Ms. SAmNer. Yes, I would encorse the siatement that was just
made—bath statements. One is that we would want it for the
broader po‘fmiatiqn of frail elderly and family caregivers. On the
other hand, there are some specia! distinctive needs for Alzhei-
mer’s families; both the length of the illness, as well as the chronic
care component, as distinct from acute care component. I think the
need for in-home services for a chronic care-disabled population, es-
acially the kind and duration that can pauperize famj' ;'es, is criti-

Senator GrassLEy. On another Koint, Commissioner {:ziner, how
might the existing services of the aging network be effectively
meshed with the research activities envisioned by some of these
bills that we are considering?

Ms. SAINER. There is a service network ¢ ‘here of close to 700
area agencies and 15,000 service providers i are linked to this
sarvice network. What we would like to see .., the data and the in-
formation of how the services provided throngt. Older Amer:can
Act funding is supportive of the frail elderly and particularly of
eax;ﬂr-stage Alzheimer’s victims. That is one piece. The second
would be whether special demoistration projects, such as the re-
cently funded AOA Alzheimers initiatives, could also be added to
the bill of your committee. We have some very fine research orga-
nizations that you have highlighted in that bill—but perhaps there
might be the service demonstration funds vailahle so that the
service network could build on what it already has in place, and
direct it and target it to Alzheimer’s patients and particularly to
Alzheimer’s famifiees.

These are a few of the ways in which the linkage might be made.
Te try to develop a new system ur to forget there is a an agi g net-
work out there that already addresses the needs of the frai elderl,y
and certainly is increasingly addressing the needs of Alzheimer's
families is something that we ought to take into account.

Senator GRASSLEY. Senator Metzenbaum?

Senator METzENBAUM. First of all I would like to commend the
Ezla.?elists, and I would like to particularly commend Jerry Stone for

is work with ADRDA. The chapters in Ohio with whom I have
.~orked I know are very grateful that they have someone to turn to
for help and supggrt. And I think it is rather interesting today that
we are talking about various bills, and this one has that good point,
and that one another good point.

What wonderful progress we have made to the point where mem-
bers of the U.S. Senate ar the House of Representatives are com-
g:ting with ideas as to wi. to do about this dreaded illness. We

ve come a long way in that respect, and that to me is healthy
competition, and I am not at all concerned that it will in any way
turn intc a negative.
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Mr. Stone, how would you characterize the change in public
awareness since ADRDA—how do you pronounce it—well, it dces
not matter——

Mr. StoNE. ADRDA. It is a toughie, but we are stuck with it.

Well, I think you said it very well, Senator, in your opening re-
marks. There is far greater public awareness. Many more are now
cognizant of this diseasc particularly the older population. I keep
recalling the time I {irst appeared before this committee asked
whether we could get $100,000 for a program on public awareness.
Today, I note, Senator, that your home State of Ohio is spending
$1,850,000 fo. research and education. So I think the figures speak
for themselves.

A recent survey conducted by the University of California re-
veals that, some 80 percent of the population now know that Alz-
heimer’s is a disease. We could not say that 6 years ago.

So we have come a long way, in at least exhibiting the fact, as
someone said, that there is no such thing as senility.

Senator MErzENBAUM. Do you have any suggestions as to what
the Federal Government could do over and above that which they
are doing with respect to the matter of awareness?

Mr. StoNE. No, I have no suggestions, except each one of the e
bills that come through really is just like throwing a pebble into
the water. Ripples come out of that into each community. So that
the awareness is enhanced, really, by the Federal Government’s
action, and I think that is what we need right now. We have the
awareness. Now we need more action.

Senator METZENBAUM. Ten years ago, the National Institutes of
Health was spending less than $5 million on research into Alzhei-
mer’s disease. That amount has since grown to about $53 million.
And I am proud to say that I thinlk I played some role in that being
brought about.

My question is what have we bought with this increcse in terms
of knowledge about the cause and treatment of the disease—and if
any one of you would care to answer, please feel free to do so.

Mr. StoNE. I will defer to the other panelists, and I will conclude,
if you wish, Senatus.

Ms. GwyTHER. I think the NIA research centers have drawn at-
tention to the biomedical research needs of Alzheimer’s patients.
And I think what we have done is we have learned a lot more
about the potential causes ane what happens in the process of Alz-
heimer’s disease. What ‘we peed to do is Jearn more about what
may be causing it more definitively and what can be done to treat
it or potentially prevent it.

Senator MerZENBAUM. How would you go about doing that?

Ms. GwyTHER. I am not a hiomedical researcher, so I do not feel
qualified to answer that.

Senator MeTzZENBAUM. Commissioner, do you have any ideas on
how to target the available funds to go and get the most bang for
the buck?

Ms. SAINER. Yes. I think that there is no question that home care
and respite care is the most undermet need: that there is. For the
population that is Medicaid-eligible in various States and communi-
ties, there are some services available.
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Unfortuuately, for those who are not able to meet those super-
low income eligibility requirements, we have a large population
who are carrying financial burdens as well as caregiving burdens,
which are very, very difficult. I know that in our city, for instance,
18 percent of our 1 million people are Medicaid-eligible. There are
an additional 52 percent of those 1 million, who have incomes be-
tween $5,000 and $10,000; thus, almost 70 percent of our New York
City older population have incomes under $10,009.

When you take that 52 percent who are not eligible for any
public entitlements at the present time, and recognize that Medi-
care does not cover any of the costs of in-home service for this pop-
ulation, then this is the issue that really has to be addressed. If we
are not to bring more people into poverty, let more people become
burdens to the public system, or force more people into nursing
homes, then is is necessary to have more in-home support services
available.

So if you are asking me for one issue which is critical, I think
that would be the one.

Senator METZENBAUM. Mr. Stone, if we had a limited amount of
money, and we wanted to place that money in the most useful
arena or area, how would you suggest we spend it? And I am going
to ask you, Ms. Gwyther, and you, commissioner, the same ques-
tion.

Mr. StonE. If you are talking about research, I think as Commis-
sioner Sainer indicated, you have got two problems. One, of course,
is the continuing problem of basic research, and that is to find the
cause and cure for Alzheimer’s d _ase. The fact that we are spend-
ing $53 million is heartening, but basically, you are spending about
$20 per victim when you get right down to it.

And, although I uo not like to measure it against research on
otl;er diseases, I think that we are on the very low end of the totem
pole.

Basic research really is comprised of bits and pieces that make
up a jigsaw puzzle. Eventually, scientists from different vantage
points, whether they are in the 10 Alzheimer’s centers or in other
research institutions—they write their papers, they do their basic
research, and there is a kind of piggybacking arrangement where
you learn from each other.

It is not like the old days, perhaps, when Archimedes went into
the bathtub and said, “Eureka, I have found it.” I think that re-
search in as complex and complicated a disease as Alzheimer’s
must be on those terms. But it takes money, time and energy.

So I would say that part of that money, or perhaps a greater por-
tion of that money, should be spent on bas.c research.

Applied research is wnat Ms. Gwyther and Commu.ssioner Sainer
were tlking about. We have gof to find better ways of treatment,
of handling the victims, as well as assisting with the fe.mily prob-
lems, emotional, legal, social, all the consequences *.at a family
has with an AD victim. And so far it has been trial and error, but I
think the proposal that there be one basic clearinghouse for infor-
mation goes a long way toward solving the¢ problem. I believe that
that would be progress.
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I could not begin to tell you what the amount should be, but I
can tell you it should be a lot more than what we are presently
spending.

Senator METZENBAUM. Ms. Gwyther?

Ms. GwYTHER. I think families on the front line want something
active done now that may be of heip to their relatives. At a mini-
mum it will reduce or combat the negative feeling that notaing can
be done for Alzheimer’s patients. -

I think we have limited evidence that enriched prog -~ws, en-
riched or specially-designed environments, caregiver programs, can
have some positive impact. And I think if we do not invest in those
programs and in the rigorous evaluation of those programs, then
the long-term costs for the secondary or third victims of Alzhei-
mer’s disease are going to be even greater.

Senator METZENBAUM. Thank you.

Commissioner Sainer?

Ms. Sainer. I want to stongly support—even though. obviously.
I am speaking for ¢he service world—more research effc ts and the
need for expanded resea.ch, which ran through all the bills tnat
were presented trday. That is basic.

But you mentioned in your bill, Senator, tax credits which night
be given, inceatives which would enable families to sustain their
family members in their homes.

I was particularly interested in the comprehensive nature of
our earlier bill, and recognize that the later bill was a little more
imited. But I think it is also important, in a cost-effective fashion,

to build on what already exists and not to set vp completely new
systems. Thus, if one adds to the service capacity of those who are
providing services, this would be very important. The nature of
those services, we would certainly be glad to discuss further with
you.

Senator ME1ZENBAUM. Thank ycu. I might say that the differ-
ence in my first bill and the second bill is that the first bill is
really the better bill, but that bill, I cannot get a hearing on. The
second bill, I can get a hearing on because I am on the committee.

Ms. SaINer. Well, we endorse that second one and are ready to
move with it, too.

Senator METZENBAUM. I think that is the difference in the modus
operandi.

Mr. StoNE. May I add Just a word, Senator? We ar: trying cre-
ative approaches. I am going to be here next month with the AOA,
and with a large private foundation, in the hopes of trying to work
out a tripartite arrangement with ADRDA, the private foundation,
and the Government to fund some demonstration respite care cen-
ters. This could be the first time that that kind of a tripe-tite ar-
rangement has been tried. I am hoping it v | be guccessful. And it
is in line with the fact that we are just ro. asking Government to
do all this, that the private sector is going to be involved. And I
think that should be heartenini.

Senator METZENBAUM. Thank you very much, a~.d in behalf of
the Chairman, myself and all others who are interested, thanks for
your participation and continued concern

Our next panel consists of Dr. Robert Cook-Deegan, senior ana-
lyst and project director of the OTA; Dr. Peter Whitehouse, Divi-
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sion of Behavioral Neurology, Case Western Reserve Unriversity;

and Dr. Kathleen Buckwalter, University of Iowa, Iowa City, IA.
Dr. Cook-Deegan, we are happy to have ou with us. I think you

heard the rules of the Chairman with regard to the 5-minute rule;

you get 1 minute after that, and then the guillotine comes down.
Please proceed.

STATEMENTS OF DR. ROBERT COOK-DEEGAN, SENIOR ANALYST
AND PROJECT DIRECTOR, OFFICE OF TECHNOLOGY ASSESS-
MENT, U.S. CONGRESS; DR. PETER J. WHITEHOUSE, DIRECTOR,
DIVISION OF BEHAVIORAL NEUROLOGY, CASE WESTERN RE-
SERVE UNIVERSITY; AND DR. KATHLEEN C. BUCKWALTER, AS-
SOCIATE PROFESSOR, COLLEGE OF NURSING, UNIVERSITY OF
IOWA, 10WA CITY, 1A

Dr. Coor-DEEGAN. Being an employee of the U.S. Congress, I
cannot dispense with expressing my gratitude to the Chairman and
you, Senator Metzenbaum, for letting me appear here.

My name is Dr. Robert Cook-Deegan, and I am a physician acting
as project director at the Congressional Office of Technology As-
sessment, directing a nroject on dementia and related issues since
November 1984.

This subcommittee has expressed considerable interest in the
project and has contributed greatly to its preparation. The subcom-
mittee, along with the Subcommittee on Human Services of the
House Select Committee on Aging, requested, for example, that
OTA hold two workshops of national experts. This was also cospon-
sored by ADRDA. Workshops were held in February and May. The
first was on health services research, and the second was on finaac-
ing long-term care for patients with dementia.

A lot of what I am going to say today is based on what we have
been doing since 1984 on the OTA project, and the results of those
two workshops.

{ will focus on Federal policy issues, because you are going to
hear the view from the trenches from the next two witnesses.

Specifically, Federal problems posed by dementing illness can be
roughly grouped into two cat. gories: research and provision of serv-
ices. Research can be further divided into basic biological research,
clinical research, and research on services delivery, the latter often
called health services research. Basic lnolog. 'al research is central
to understanding that cause of various disor: ers causing deraentia
and includes genetics, neuroscience, biochemistry and pathulogy,
and is directed at benefiting future patients through discoveries
that suggest new drugs, diagnostic methods, or means of preven-
tion.

Clinical research builds on basic knowledge and emphasizes ap-
plication to medical practice. Health services research in contrast,
focuses on the needs of current victims, costs of care, quality and
access to current services in medical and social service practice.

Health services research wcrlks by evaluating current practices
and developing innovative techniques. It aims to improve the care
?f those who now have the dementia or will develop it in the

uture.
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Basic and clinical research are thus central to red-sing the
future magnitude of the public health consequences, while health
services research can both reduce the problem in the future and
improve the care of those who have the disease now. It is also a
backup strategy i~ case biomedical and clinical research do not
come up with an alternate solution. ‘

In contrast to those three kinds of research, provision of services
includes both acute medical care and long-term care in aumerous
settings—in homes, nursing homes, board and care facilities, adult
daycare centers, hospitals, mental health centers, senior centers
and clinics, and I am sure some others that I have not thought of.
It also includes coordination of the various services available to a
person needing them.

While patients with dementia need acute medical care, the bulk
of service needs caused by diminished mental capacity fall into
what is called the long-term care system. That system is currently
a patchwork of diverse services that are not well-coordinated, manyv
of which are unavailable in most regions. This contrasts strongly
;vithhthe ideal of a continuum of services from initial diagnosis to

eath.

Long-term care is a system, but a complex one, that often does
not work very well, particularly for those with severe disabilities,
including those with dementia.

Difficulties in long-term care can be traced to lack of funding for
the services most needed, including personal care, cavegiver res-
pite, and assistance with chores, to fragmentation of services
among different administrative umbrellas—that is, aging services,
mental health services, medical services, and long-term care serv-
ices—and I would add social services—and also to lack of informa-
tion about what services are needed for which problems, and which
ones work, or how much they cost.

Those with dementia constitute a large fraction of those needing
long-term care and social support. Those with dementia account for
40 to 70 grcent of those in nursing homes, for example, yet there
is remarkably little known about what services they need, which
ones they use, how much they spend for them, and how gdifferent
services can complement one another to meet the needs of those
with dementia. This was a strong point of consensus at both of the
two recent workshops.

Construction of prudent public policies, including Federal poli-
cies, will thus require substantially more information about qual-
ity, access, and costs of services.

Each of the bills before the committee would encourage the gath-
ering, analysis and dissemination of information about patients
with dementia.

A few goals of the legislation can be discerned. Each bill recog-
nizes the need for a balanced attak on the problems arising from
dementia. Some bills emphasize diagnosis and trestment, while
others focus on biomedical research. Stili others have a service de-
livery component.

I will focus the last minute of my talk here un »ealth services
research, because I think it is the one area that needs the most
support. .
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In contrast to the $50 million being spent for basic biomedical re-
search in this country-—incidentally, that $50 million is a revised
figure based on new numbers; the $£6 and $54 million figures that
I had before are incorcect, those are too high—in health services
research in contrast, we have only been able to find $1.3 to $2 mii-
lion being spent on hLealth services research focused on those with
dementia. That compares to $50 million in basic research, about
$4.4 billion being spent for long-term care alone of those with de-
mentia from the Federal Government, and the $40 billion spent
overall in the care of dementia in the United States.

With that, I will leave it to the other panelists to provide more
details.

Thank you.

[The prepared statement of Dr. Cook-Deegan and responses to
questions submitted by Senators Grassley and Metzenbaum follow:]
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Mr, Chairman,

Thank you for the opportunity to testify before your subcommittee. My name is
Dr. Robert Cook-Deegan. 1am a physician working as a senior analyst at the

congressional Office of Technology Assessment (OTA), and have been responsibie for
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Services ol the House Selecct Coramittee on Aging) requested, for example that OTA hold
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of national experts. These workshops were cosponsored by both

requesting committees and the Alzheimer's Disease and Related Disorders Assoc: tion

(ADRDA). (The names of the OTA advisory panel and the participants at eack: of the

workshops are

included with my written statement.) Tke first workshop, on health

services research, was held in February; the second, o1 financing care for patients with

dementia, was

held in May. Those workshops and other information gathered for the

OTA report provide the background for my statement today.
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Federal issues related to dementis have become much more prominent in recent
years, due to the staggering numbe> of people affectcd (1.5 million Americans are
estimated to have severe dementia today), the intense strains imposed on families in
caring for them, the costs of providing care, and rising awareness of dementia in health
professions and the general public. Thi- interest Is reflected in the number of bills
speciflcally noting Alzheimer's disease In recent Congresses. The number of such bills
has risen from none in the 9€th Congress, to 3 in the 97th Congress, to 27 in the 98th
Congress; there are orrrently 32 bills pending in the 99th Congress, with several others
being prepared. Many of these are unde: consideration today. [ am not in a position, as
an OTA analyst, to make recommendations about any one bul. 1 can, however, comment
on some of the conceg.val foundations that underlie the current bills and highligit some
of the Federal functions that might be productively addressed in new legislation. A more
detailed discussion of Federal responsibilities, and options for meeting them, will be
ayailable when our report is released later this yerr.

Federal problems posed by dementing iliness can be roughly grouped into two
categories: research and provision of services. Research can be further divided into
basic biologicai research, clinical research, and research on service delivery -- often
called health services research. Basic biological research is central to understanding the
cause ¢ * the various disorders causing dementia. It includes genetics, neuroscience,
biochemistry, and pathology, and is directed at benefitting future patients through
discoveries that suggest new drugs, diagnostic methods, or preventive measures. Clinical
research builds on basic knowledge and emphasizes application to medical practice.
Health services research foc''ses cn ne .s, costs, quality, and access by evaluating
current practice and designing innovative methods. It aims to improve the care of those
who now have dementia or will develop it in the future. Basic and clinical research are
thus central to reducing the future magnitude of the public health consequences of

dementia, white health services research can improve the lot of those whose disability
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cannot be prevented or reversed. Health services research is thus essential not only to
current patients, but as a "backup” strategy to minimize the social consequences of
dementia if sciantists do not discover an effective treatment or means of prevention
soon.

Provision of services includes both acute medical care and long-term care in
numerous settings: homes, nursing homes, board and care facilities, adult day care
centers, hospitals, mental health centers, senior centers, and clinies. It also includes
coordination of the various services available to a person needing them.

While patients with dementia need acute medical care, the bulk of service needs
(caused by diminished mental capacities) fall into what is called the tong-term care
system. The long-term care systam is currently a patchwork of diverse services that are
not well coordinated, many of which are unavailable in most regions. This contrasts
strongly with the ideal of & continuum of services from initial diagnosis to death. Long-
term care is a system, but a complex one that often does not work very well, particularly
for those with severe disabilities that last for years — including the vast majority of
those with dementia. Difficultites can be traced to lack of funding for the services most
needed (personal care, caregiver respite, and assistancc with chores), fragmentation of
services among different administrative umbrellas (aging, mental health, medical, and
long-term care), and lack of information about what services are needed for which
problems.

Those with dementia constitute a large fraction of those needing long-term care
and social support. They account for 40 to 70 percent of those in nursing homes, for
example, yr * there is remarkably little know * about what servie s they need, which ones
they use, now much they spend for them, and how different services can complement one
another to meet the needs of people with dementia. This was a strong point of consensus
at each of the recent workshops. Construction of prudent publie policies will thus

require substantially more information about quality, access, and costs of services.
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Each of the bills before the committee would encourage the gathering, analysis,
and dissem:nation of information about patients with dementia. A few goals of such
legislation can be discerned: each recognizes the need for a balanced attack on the
problems arising from dementia. Some bilis empha.ize diagnosis and treatment, some
focus on biomedical research, and others concentrate on service delivery. A few
generalizations can be made about current policies. First, support for basic research has
risen dramatically, from approximately $4 million in 1976 to $56 miliion in 1985. This
increase is undoubtedly related to progress in research, reflected in an increase of
medical publications on "Alzheimer's disease” and "dementia™ amd "senility" from 30 in
1972 to 87 in 1976 to 548 in 1985. These publications are primarily about basic and
clinical research. The Federal Government has taken a clear lead in supporting
biomedical research on dementia, with supplementation from nongovernmental
organizations such a. the ADRDA, the Howard Hughes Medical Institute, the John
Douglas French Foundation, and the American Federation for Aging Research.

Continued support would likely sustain tie growth of knowledge, and biomedical research
is tha only hope “or eventually conquering the problem of dementia. Several of the bills
before the committee would intensify the scientific investigation of disorders causing
dementia.

In health services research, the history of support is not as strong. The d:arth of
quantitative data on services used, services needed, and cost: specific to dementia
patients is striki.g. Several fundamental questions cansot be answered at present, as
evidenced by the list of questions discussed at the February workshop. (A list of similar
questions is included in the written supplement to this testimony.) There are same
articles on medical services (although many fewer than about drug treatment or the
cause of Alzheimer s discase), a few about nursing home care, and only a handful about
respite care, home care, and day care. Vet respite care, day care, and home care are the

services most sought by those caring for people with dementia, as revealed in » poll
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commissioned by OTA (and performed by Yankelovich, Skelly and White). The highest
priorities in that poll were: more information about services, wider availability of home
services, and relief of caregiver burden (respite care). Pilot projects are spriz.zin~ up
across the nation to deal with these needs. Most of the projects are supported by State
governments, ADRDA chapters and other family support groups, nursing home
organizations, and medical corporations. in general. states and nongovernment
organizations are far ahead of the Federal Government ii creating innovative services
for dementia pat!ents.. Yet there is nc reliable coordination of such experiments, and
little opportunity for comparative analysis and evaluation. A federal role in gathering
dita, analyzing them, and disseminating results might reduce the amout of "wheel

spinning" and unproductive duplication of effort by groups working in different locations

*  The National Institute on Aging (NIA), the Administration on Aging (A0A),
the National Institute of Mental Health (NIMH) and the Health Care
Yinancing Administration (HCFA) each support a few projects on dementia,
most of which are small parts of iacger projects on long-term care. In
1984, the Federal Gover.iment spent $200 million on health se.vices
resesrch overall, os 1/20 of 1 percent of its total budget for health
care /$387 billion), and 3.2 percent of the budget for bioriedical
resesrch ($6.154 billion).
A survey of Federal health services research specitically focused on
dementia patien's conducted in April, 1986, by the Congressional Research
Service, found that three agencies — AoA, NIMH, and HCFA have recently
issued grant solicitations requesting projects to address the needs of
adults with dementia. At that time, AoA was funding 12 projects, with
tne following spending history: FY84: $163,817 for 2 projects; FY85
$1,127,618 Jor 12 projects; FY86 $431,400 in continuing and $500,000
estimated new funding for projects. NIA estimated that it would fund
$426,000 for research on care of dementia patients in FY86. NIMH funded
3 projects either fully or partially focused on assistance to dementia
patients and their families in 1983, 4 in 1984, 7 in 1985, and 7 in 1985
(budgets not availalbie). HCFA had not previously funded perjects
specifically on dementia, but planned to add an assessment of mental
function 10 demonstration projects in at least one state in 1986. The v
Naticnal Center for Health Services Research and Office of Health
Technology Ascessment (NCHSR/OHTA) had not funded specific projects on
dementia and had not issued solicitatinns for them.
Estimated total Federal spending on healih services research related
to dementia is thus in the range of $1.3 to 2 million, corresponding .
roughly to 3 percent of biomedical research ($54 million), and 1/200 of 1
percen. of estimated national costs of dementing illness ($24 to 48
billion).
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without overall coordination. This role is likely to be relatively inexpensive compared to
either basic biomedical resear :h or, especially, direct provision or funding of services.

Cpinions differ radleally about the role of the Federal Government in providing
services, particularly long-term care. Currantly, Medicare covers less than 2 percent of
long-term care costs, and those covered are naf really lcng-term care so much 8s short-
term medical care following hospital discharge. Dementia patients, in contrast, neea
primarily nonmedical services for protracted periods, and thesa needs are not covered by
Medicare at all. Medicald is a health program jointly funded by the State and Federal
Governments, and administered by the States. It pays for 43 percent of the national
costs of nursing home care, and covers ut least 70 percen of .ursing home residents
nationwide, It does ccver some of the services used by thase with dementis, and
dementia patients are talieved to rely heavily on this public 31bsidy program to finance
their care. Even here, howaver, the extent to which those with dementia use Medicaid is
not known, and long-term care o.her than nursing home care is only sparsely covered in a
few geographic regions. Legislation touching on Medicaid policies would ha' * a dramatic
impact on those with dementia, but givcn the amount and quality of current in’ormation,
the type of impact is unpredictable. The bills under discussion do not primarily address
Medicaid policies (although several of the bills would affect some services available
under Medicaid), and extended discussion of the options for doing so is thus not
appropriate. 1 mention the importance of Medicaid because wise policy decisions made
about changes in it may well depend on information generated as a consequence of
successful implementation of one of the bills currently before the committee.

I thaiuk you for the opportunity to testify before you today, and welcome the
oppurtunity to respond to any questions that you or other members of the subcommittee

may have.
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WRIT"_N SUPPLZ1LIENT TO TESTIMONY

QUESTIONS ABOUT SERVICE NEEDS OF DEMTN. - - _£NTS

This is a list of quastions that are relevant to public policy affecting th: care of
patients with dementia. A similar set of questions was used to guide ctiscussion at a
workshop of experts in February. Those who participated i th2i oiasiop are also listed
below. Major questions are underlinzd, with relevant infurmation and related questions

following.

EPIDEMIOLOGY

How many peovls have dementia? Current estimates are 1.5 to § million
Amerieans suffering { om dementing conditions (or Alzheimer's Disease, depending on
the source). This exp: :sses a certainty that is belied by the epidamiological literature.
Many epidemiological surveys have bsen started, but do they agree, and can they be
compared to one another? If so, what do they say? If not, what can be done to get more
accurate projections? What does currvent eplaemiclogy tell us about subtypes, .  and
what relevance do surrent results have to heaith and long-term care goiicy? tn
particular, what do we know about the incidence and prevalence of dementia among the
very old? How important are genetic factors? What is the raliability of future
projections? What can he done to reduce uncertainty?

Do 40 to 70 percent of patients in nursing homes have demeniiz® What are current
estimates bascd on, and how reliable are they? What ~an be said about the prevalence of
dementia ius institutions and in the community?

Are there one to three times as many patients with mild dementia as severe?
Are there subtypes of many of the dementias, including Alzheimes's disear

What is the course o? {liness for most of the dementias, and how does it vc.ate to
service needs?

Can existing epidemiological studies that use different assessment questionnaires
be comparea:

ASSESSMENT

Is it possible to distinguish patients with dementia from those with other
problems? If so, how reli~“le, valid, and auditable are the mcasures? If not, how can
better measures be developed?

Are there data on diagnosis, severity of illness, degree and type of functionai
impairment, and availability of informal supports? These are necessary for planning
services,
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SERVICE NZEDS

Is {t true that those with miid dementia do no\ need &3 many servicas as those with
severe symptomns? Does severity relate to current ser/'ice use patterns? Whast are the
care neeCs of Lhose with mild dementia? Are there ways to buttress the informai care
network?

Arv patients with dementia residing in nursing homes beexuse the disease causing
their dementis renders them incapable of personal care? It is presumed that all patients
in institutions who have dementia are institutionalized due to the deientia. Yet many
patients with Jementia might have other disabilities that either contribute *0 oy more
directly cause thelr institutionai placement? Do we know?

Is the birden of csring for patients with dementia more severe than for other
disorders? There is ample evidence of caregiver stress, but arguments for speciai
services restri.cted to dsmentia patients would also presume that the situaticn ir worse
for dementia than for other zanditions. Is there :uch comparative evidence? Is stress
different in different settings? Zor families? Fur professionals?

Are long-term care’ needs of patients with dementia primarily personai care and
caregiver support vather than medical treatmest?

AVAILAHILITY OF AND A.CCESS TO SERVICES

Do publie programs cover fewer services needed by patients with dementis and
thelr families thin for other disorders?

Ars patierts with demeniia excluded from some service programs because their
needs are not "medical?"

Are potinnts with dementia excluded from some faculities because demented
patients are #ficult and | expensive to care for (or at least perceived as such)?

Does speeial care for patients with demnentia reduce disability? Current long-term
care methods encourage 2xcess 4'32bllity +nd learned dependence. Special care units and
programs for patients with Alzheimer's disease or for demented patients are rapidly
proliferating. What can be said about their success? What can be said about their
replicability? Which kinds of patients can benefit from special care? What are the
essential components of special care progi-.ms? How can we encourage innovative
progrums? If such programs become widespread. what will the standards for care be?
How can quality be assured, if rsimbursed sepavately, at what rate and contingent on
what stalfing, program, or archi’ecturai factors? For :vhat stages of the illness are
special ::ave units useful?

Is most Jong-term care ncw given through 'informal’ services by family or
volunteers (current estimates range from 70 to 90 percent)? Is the iraction the same for
patients with dementia as for other disorders? What does the ‘percent’ services mean?
What services can appropriutely be provided by family, friends, and voluntecrs? Which
cannot?

Would many families and patients, not currently receiving long-term care sexvices
under Medicaid and Medicuare, use them if they tecame more widely uvailable or less
costly?

Would availability of home care, respite care, day care, and other services prevent
or delay nursing home admission, thus saving government funds? Current analysis
sugyests that community-based service:t may not prevent nursing home placement, but
rather supplement it. This portends increased costs for new programs (e.g., home care,
day care, and personal services) with liitle direct substitution for current nursing home

=
J
-
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use. is this true in states that have ampie nursing home beds? Is it true in states that
have supported e :imental approaches to community-based and personal care services?

What is the availabliity of services in different geographic regions? in rural -

areas? Among the indigent? Among minority groups?
Are those with dementia with onset in middle age being granted eligibiiity for
disability programs? Does this differ :mong the States?

COST OF CARE

Wha. is the cost of dementia? To the nation? To the Federal Government? To
state and iocal governments? Cost estimates of $24 to 48 biilion have been ascribed to
care of patients with dementia in the United States each year (a figure of $30 or 36
bil".on for Alzheimer's disease alone). How reiiabie are such cost projections? What
costs are being included? Exciuded? What can justifiably be said about costs?

Do families transfer assets — to 'artificially' impoverish the person with dementia
or themseives — in order to qualify for Medicaid services? The longevity of the iilnesses,
the duration from dingnosis to need for services (often longer than the 2 year iimit on
transfer of assets), the high cost of care, and protracted need for nursing home care for
many patients make this especially reievant for patients with dementia and their
families.

Would improving the care of residents with dementia cost more than current
methods? This is widely believed, although a few piiot programs do not cost more than
the national cost of nursing home beds; other programs are significantly more
expensive. Resolving this question will bear on incentives to provide specialized care for
dementia residents.

Are those with dementia difficult, and therefore expensive, to care for?

Are those with dementia more iikeiy to receive Medicaid benefits than other types
of patients? it is argued that patients with dementia tend to enter facilities either for
fong periods or permanently. This may make them more likely to "spend down" while in a
nursing home, and become eligibie for Medicaid. Are there data n Medicaid coverage
rates for patients with dementia compared to other groups? if so, are there any data on
reiative costs?

QUALITY ASSURANCE

Must quality assurance methods in settings other than nursing homes (e.g. aduit day
care, respite care, home-health care) be structured differc,tiy? The size and nature of
these faciiities may make a formal reguiatory system impractica! o undesirabie in that
such regulations may create disincentives to individuals seeking tu estabiish these
programs. How can alternatives to nursing homes be encourage’ whiie ensuring that
quality care will be provided? ,

Are outcome-oriented measures more eifective mechanisms through which to
ensure the deiivery of quality care than faciiity-oriented inspection and procedurai -
requirements. What are these outcome measures? incontinence? Wandering?
Frequency of catastrophic emotionai reactions? Sieepiessness? Faiis? Use of
medication? Type or intensity of behavioral symptoms? Repc-ted satisfaction of
patients or family surrogates? How couid client-centered data be cheapiy, accurateiy,
and effectiveiy gathered and analyzed to assure quality care?

Are there quantifiabie patient-outcome characteristics that are reliabie, valid, and
auditabie measures, of quality care? If o, can those that pertain to dementia patients be
identified? Patieats with dementin cannot cieariy articuiate their needs nor protect
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themselves from poor care. Does this put them at special risk of abuse cr neglect? Is
there any evidence of this?

- Is quality of care more difficult to assure in board and care {acilities and home
care than in nursing homes?

O [
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BOB COOK-DEEGAN

ONE OF THE THINGS THAT CAME OUT IN THE WORKSHOP ON SERVICES-
RELEVANT KESEARCH ON ALZHEIMER'S OISEASE WAS THAT THERE IS A
CONSIDERABLE AMOUNT OF INNOVATIVE ACTIVITY GOING ON AROUND THE
COUNTRY DESIGNED TO IMPROVE THE CARE CF ALZHEIMER'S VICTIMS AMD
PROVIOE SUPPORT ANO ASSISTANCE TO THEIR PAMILIES.

IN YOUR CAPACITY AS DIRECTOR OF THE O.T.A. PROJECT OR DEMENTIA
YOU HAVE HAD A CHANCE TO SEE A LOT OF THIS ACTIVITY. CAN YOU
GIVE US AN IDEA OF THE VARIETY OF ACTIVITY WHICH IS UNDERWAY, OF
WHAT WE XNOW ABOUGT IT, AND WHETHER WE KNOW MUCH ABOUT IT OR NOT
MAKES ANY OIFFERENCE?

@ BOB_COOK~DEEGAN

YOU MENTIONED THE REPORT OF YOUR PROJECT ON ALZHEIMER'S DISEASE.
WHEN DO YOU EXPECT THI ° TO BE PINISHED AND WILL IT CONTAIN ANY
RECOMMENDATIONS WITH RESPECT TO SERVICES~RELEVANT RESEARCH ON
ALZHEIMER'S DISEASE? -

@ BOB_COOK-DEEGAN

YOU NOTED THAT A CONCLUSION OF THE WORKSHOP ON SERVICES~RELEVANT
RESEARCH ON ALZHEIMER'S DISEASE WAS THAT CONSTRUCTION OF PRUOENT
PUBLIC POLICIES WILL REQUIRE SUBSTANTIALLY MORE INFORMATION ABOUT
QUALITY, ACCESS ANO COSTS OF SERVICES FOR THIS POPULATION.

LET ME PLAY OEVIL'S AOVOCATE POR A MOMENT. OVER THE LAST DECADE
THERE HAS BEEN A GREAT OEAL WRITTEN ON LONG TERM CARE SERVICES
ANO SYSTEMS, WHICH IS WHAT WE ARE TALKING ABOUT HERE POR THIS
POPULATINN., WHY DO WE NEED MORE- RESEARCH ON THIS TOPIC?
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QUESTIONS FOR PANZL THREE (DR. ROBZRT COOK-DEEGAN, OZFICE OF
TECHNOLOGY ASSESSMUNT; CR. PETER WHITEHOUSE, JOHNS HOPKINS' DR.

KITTY BUCKWALTER, UMIVERSITY OF IOWA)

BOB_COOK-DEEGAN .

DO YOU KNOW HOW MUCH I3 PRESENTLY BEING SPENT BY THE FEDERAL
GOVERNMENT ON SERVICES FELEVANT RESEARCH ON ALZHEIMER'S DISEASE?
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QUESIIONS FOR DR. ROBERY COOK-DEEGAN PROM SENATOR METZIENBAUM |
REGARDING ALZHEIMER'S DISEASE |
|

PRIORITIES

GIVEN OUR CURRINT RUDGET RESTRICTIONS, HOW WOULD YOU ALLOCATE
PUNDS POR ALZHEIMER'S DISEASE? WHAT PROPORTION FOR £ASIC
BYOMENICAL- RESEARCH? POR HEALTH SERVICES RESEARCH? FOR
EDUCATIONAL EPPORTS? POR PAMILY SUPPORT SEi.VICES? WHAT PACTORS
DO WE NEED TO CONSIDER IN MAKING SUCH DECISIONS?

PINANCIAL SUPPORT

WERE THERE RECOMMENDATIONS CONCERNING PINANCIAL SUPPORT FOR THE

LONG TERM CARE REQUIRED BY ALZHEIMER'S VICTIMS? SHOULD WE BE

GETTING INPUT PROM PAMILIES, AS WELL AS PRIVATE INSURERS,

VOLUNTARY ORGANIZATIONS, AS WELL AS FEDERAL AND STATE AGEKCIES?

COORDIMATION

WAS THERE ANY CONSENSUS AT THE WORKSHOPS AS TO LEADERSHIP OF A
COORDINATED EFFORT? WHO NEEDS TO BE INVOLVED? THE NATIONAL
AGENDA OR ADRDA INCLUDES A RECOMMENDATION FOR A NATIONAL COUNCIL
ON ALZHEIMER'S DISEASE. WOULD YOU COMMENT ON THE POTENTIAL ¢ A
NATIONAL COUNCIL TO LEAD THE EFFORT.

VETERANS ADMINISTRATION

IS THE VA IN A POSITICN TO O LONGITUDINAL STUDIES OF ALZHEIMER'S
VICTIMS?

CAN THE VA, AT THE VERY LEAST, PLAY A ROLE IN DIAGNOSIS,
ASSESSMENT, MONITORING AND POLLOW-UP?

CAN THE VA PROVIDE TECHNICAL ASSISTANCE TO OTHER PROGRAMS AND
AGENCIES?

TRAINING
HOW DO WE DEVELOP THE NEEDED TRAINING MATERIALS AND TRAINING

STANDARDS, AND HOW DO WE DELIVER THE TRAINING NEEOED TO ALL THE
GROUPS INVOLVED?
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Reply to questions: Robert Cook-Deegan 1

Answers to written quc *ions from July 22 hearing

on health services research for those with dementia

There are many experiments on special care for those with dementia across
the country. We estimate that 150 to 200 such programs exist in nursing
homes, duy care centers, home care service agencies, and ADRDA
chapters. The centers have tended to crop up independently of one
another (with a few exceptions such as the Hillhaven corporation special
units at nursing homes). None of the units or programs has been
specifically funded by the Federal‘Covernment, although some Federal
funds have been channelled to pay for care througi. block grants and
Medicaid cost sharing with State and local governments.

I believe it is too early to give the final verdict on efficacy of
the special units. There 1s a tremendous range in quality and efficacy
of the special programs. Some are mere marketing ploys to attract
private pay patients to facilities that serve as warehouses. Most units,
however, are legitimate attempts = improve the care of those with
dementia. Some units = such as those in Pennsylvania, at the University
of Michigan, the Hillhaven units, and Hebrew Ho.es — are setting a new,
higher standard of care. 1 think that it is also premature to set
guidelines for delivery of care or criteria for which patients do best in
special units. It is my own judgment that these special dementia care
units will require evaluation over the next several years, and we are now
in the early stages of fermentation, with mary innovative ideas yet to be
discovered. Special attention to the problems of those with dementia
will improve care, and in doing so will improve the lot of the majority
of those using long-term care. I believe the new burst of interest is

-

long overdue and welcome.

1o

-
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2. The OTA report on dementia w1ll not contain any recommendations about
health services research. This 1s because OTA reports by statute cannot
make recommendations, but rather provide background, analysis, and a list
of options. Some of the most important options in our report will bear
on health services research. Health services research is among the areas
that could be quickly and inexpen;ively addressed by the Federal
Covernment. Filling the gap in k;culedge about health service use and
delivery would not only help the Federal Gcvernment in wisely using its
health care dollars, but would also assist states and private companies

in discerning opportunities for improvement.

3. I agree that a great deal has been written about long~term care in the
last several decades. I would only observe that much of what has been
written is based on very few sources of original data. There is, in my
opinion, very little really known about long-term care. Much of what has
been written is an explanation of how badly the system works.

At the February workshop on heal.h services research, we had some of
the most knowledgeable people in the country sitting around one table.
There was consensus among them that we do not know the answers to such
questions as: How many patients with dementia are thcre? How many are
in nursing homes? Of *hose in nursing homes, how many are there because
they have dementia (as opposed to some other cause)? How can we predict
which people will need nursing home care? Which patients can best use
day care or home care? Are there measures of quality care for those with

dementia?
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Reply to questions: Robert Cook-Deegan 3

When I say we do not know the answers, this does not mean that there
is general agreement but no quantitative estimate to the last decimal
place. I mean we do r.ot have any idea at all. We cannot even piece
various studies together to give a coherent set of hypotheses to test.

If you will permit me the luxury of an analogy, our state of
knowledge about long-term care now is at about the level of knowledge of
genetics before Mendel and Morgan, or acute medical care before the age
of antibiorics. It is not even clear exactly which questions are most
important to ask. Analysis has centered on aggregate data that cannot
reliably differentiate patients with dementia from those with transient
confusion, mental retardation, or psychiatric illness. Yet the needs of
these individuals are markedly different. This is like trying to find
out how to take care of patients in a hospital with no knowledge of what
diseases the patients have, or giving patients with different cancers the
same treatment. This analogy may seem extreme, but I would argue that it
seems extreme only because we wow know $o much about cancer. If nvrsing
homes and other long-term care services have been carefully studied, in
t 'n years we will be treating those with dementia very differently from

others who now share their rooms in nursing homes.

We do not really know precisely how much the Federal Government is
spending on health services research for those with dementia. Carol
0'Shaughnessy at the Congressional Research Service recently did a
telephone survey of executive agencies supporting such research. She
found the National Institute on Mental Health, the National Institute on
Aging, and the Admnistration on Aging each were supporting several

projects. The Health Care Financing Administration is going to include a
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Reply to questions: Robert Cook-Deegan

new measure of mental status in one of its long~term care case-mix

reimbursement demonstration projects (and may start another next year).

The figures are not exact, but we estimate that 1.3 to 2 million dollacs

will be spent on these projects in fiscal year 1986. This compares to

4.4 billion dollars paid by the Federal Government (and 4.1 billion

dollars paid by States) for nursing home care alone (estimates for

individuals with dementia nationwide). Total costs of the illnesses were

estimated at 24 to 48 billion dollars for 1985, including direct payments

from patients and their families and projections of informal care costs.

How to spend dollars depends on who is spending them. I was asked a

similar question by the State of California, and my advice was to

concentrate on education {through school and higher education systems);

certification of hospitals, clinics, and long~term care facilities; and

licensing of health professionals. These are functions that are most

heavily influenced by State governnment policies.

The Federal Cucvernment can best do those things that States and

nongovernment groups cannot do. This includes biomedical research, and

much of health services research. These research functions could build

upon experiments carried out by private firms (nursing homes, hospitals,

etc.) but the entire nation benefits from Federal involvement becauce

there is a higher probability of nationwide d sseminaticn of the results

and a basis for coordinatiou (to reduce duplication of effort and

encourage studies that build one upon the other rather than independently

generating incompatible data sets).

Federal health programs, particularly Medicare and Medicaid,

constitute another area t’ at can only be addressed at the Federal
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level. Some believe that iu the next few years, the emphasis will bz on
how to -nend the same Federal dollars for better care or for morc people,
rather than expansion of the dollars available. If this is the case, I
believe it 1s time to exper r “i with new care methods, to evaluate what
works, and plan to incorporate that . .to future health program

planning. Others disagree, and urge expansion of current health programs
Lo cover long-term care despite tpe increased costs. They argue that
overall costs would drop because ;he health system as a whole would be
more efficient. If you agree with this, then the cmphasis would be on
finding ways to carefully expand existing programs to cover long-term
care, perhaps along the lines of the suggestions made by the Harvard
group, by Karen Davis and Diane Rowland in their new book on Medicare, or
by the American Public Health Association. Reports soon to be released
by the Brookings Institution (on long-term care financing) and the
Secretary of Health and Human Services (on catastrophic health care
financing) may also set the stage for such political choices.

Family support services should be studied, but direct funding of
famly support is not a natural "fit" for federal intervention (with a
few exceptions I will mention below). ADRDA and numerous other family
support groups have sprung up across the country with lirtle assistance
from government, and I suspect that adding Federal funds would not
necessarily improve the process. Special attention to two types of
groups is, however, appropriate. First, those who have no families need
help from local, State, and Federal Governments. Second, those who are
in minority groups or have reduced access to existing support groups
because of low economic status could use help in transportation and other

services that could allow them to set up their own groups or participate
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in existing ones. An important point relevant to minority groups and
those living alone is that there are generally informal care networks at
work even here, and any government programs should supplement rather than
supplant them. Finally, some parts of family support do fit well with
existing Federal programs. Availability of personal care, home care, day
care, and counseling are each ir part dependent on Federal monies,
generally either through HediCAid_or Federal block grants to Staies.

Both Medicaid and block grant pro;;ams are administered by States, but
subject to Federal guidelines.

Regarding education, the Federal Government is central to training
those who will train others. It is also logical to coordinate the
dissemination of information derived from nationwide research (on basic
and clinical research as well as public health and service delivery) at
the Federal level. This is relatively inexpensive, pariicularly if the

mechanisms take advantage of existing national organizations such as

ADRDA

6. The options in paying for patient care are especially important as they
affect financing long~term care. Options range from pure private funding
to use of Federal influence to encourage activitiec of individuals and
corporations to direct public subsidy under expanded health and social
service programs. Without detailing the options here, I will refer you
to our forthcoming report (which has a chapter on this) and another paper
that will soon be available that was prepared for our workshop on
financing by Karen Davis and Patricia Neuman of Johns Hopkins
University. Eacihi of these explains the full range of options and some

advantages and disadvantages of each.
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Reply to questions: Robert Cook-Deegan 7

It is clear that no one knows vhich options are likely to work in
practice. I strongly encourage consulting with families, nongovernment
organizations, private insurers, and State governments before engaging on
a major reform of long~term care financing. Each of these groups can
identify weaknesses of different approaches.

The main point of consensus at our May workshop was that long~term
care finaucing is an important growing problem for public policy. The
other point of agreement was that ;here is no agreement about what to do
about it. Much of the disgreement is possible because so little is known
about projected costs, and current cost estimates are not trusted. The
other main source of disagreement is about the role of government. The
ideological debate is unlikely to be resolved, but it 1s my own judgment
that much of the disagreement would evaporate if we knew what to do and
how much it would cost. That is, I perceive the ideological barriers to
solving the problem as less important than the factual uncertainty and
lack of agreement about how to reduce it.

A final point about financing long-term care. There are many who
worry that Alzheimer's disease will receive special attention in any
attempts to reform long~term care. They worry that those with one
disease (or one set of symptoms) will receive special treatment. I want
to make clear that there is no reason that long-term care reform should

be done only for a special group, but reform that does not take the

special problems of individuals with dementia into account i3 bound to

fail. It will fail because those with dementia constitute the majority
of those needing long~term carc for months to years. There has been a
reluctance to study those with dementia specifically, and the stated

reason for this avoidance has been that long-term care should be reformed
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for everyone. I agree with the conclusion, but not the togic or the

antecedent. Failure to address the specific needs of those with dementia

w~
e

is one of the fundamentul flaws of the current long-term care system.

7. There was no consencus at either of the workshops about coordination of
efforts. In fact, there was a notable lack of consensus, and this is ore
of the problems. I believe there.is general agreement about a few
points, however. First, no one aé;nny can do all the work required. The
key agencies for basic research are the NIA, NIMH, and NINCDS; those for
health services resears . are NCHSR, NIA, NIMH, AOA, HCFA, and the VA.

The DHHS Task Force on Alzheimer's disease already exists to coordinate
efforts among these agencies. If that Task Force has a w2akness, it is
not in a failure to coordinate efforts (vhich many agree it nas greatly
improved). The Task Force is composed of the heads of the Federal
agencies supporting work in the relevant areas, and is ideally situated
to allocate tasks and foster agreement and data sharing. It is not,
however, by its nature or mandate well constituted to identify future N
priorities or emerging issues. These functions would best be sericd bv
outside experts who are closer to the realities of dzily practice in
science and service delivery.
An outside panel such as that included in one of the bills under
consideration could conceivably identify future priorities and anticipate
- policy needs. I have several observations ragarding such a board.
First, the quality of what is done depends on who is appointed. This, in
turn, depends in part on the appointment process. The suggested
appointment procedure involves both the legislative and executive

branches, and wnight well work, but what is to ensure overall balance of
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an advisory group so appointed if there is no one line of authority for
making the appointments. This may already have been anticipated, and
there are overall guidelines for (lie characteristics of those appointed,
but I wonder about the details of the appointment process not covered
explicitly in the proposed legislation. I believe it would help to be
more explicit.

I also wonder 1f one panel can realistically be expected to give
advice on priorities in biomedica{ research, health services delivery,
and issues related to financing of long~term care. Could there be two
panels = one to advise agencies or the Task Force on how to best direct
biomedical research, and another to set goals for health services
research and deliverv of care (that would report to the Secretary of HHS
or the President)? re are also questions about where such an advisory
panel should repor%: to one agency, the Task Force, the Secretary of
HHS, the President, or Congress? I believe it is rea;onable that any
such council should write its reports free of influence from any agency
or committee, and should submit its independent reports to the Congress
and to the executive branch.

Reporting to the President or the HHS Secretary would likely make
the recommendations more visible and robust, but reporting at this high
level may have less immediate and dircct impact on research agendas and
daily practices in health and service programs. Reporting to NIA,

NINCDS, or HIMH, on the other hand, makes the recommendations more likely -

to be immediately felt locally (assuming 'he directors of the agencies
remain sympathetic), but agencies not directly involved wovid be less

likely to follow recommendations. Perhaps a scientific council ould
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advise NINCDS, NIA, and NIHH, and a separate health services research and
health services delivery council could report to che HHS 5ecretary or the
President (with recorendations to be coordinated by the existing Task
Force).

Outside experis would likely improve the ability to anticipate
1ssues and articulate goals and objectives, but decisions must be made
about whether there should be one or several such bodies, and apout who

L PO
to inform most directly. If an advisory structure/és set up, it should
be staffed. If the advisory covacil ir scientific, then it could be
funded through NIH like other advisory councils;;"""u '“tm “pe W’#

For health services research and service delivery, however, I
believe it would be essential ro have a minimal permanent staff. This is
because there is so much going on across the country. Several States
have reports on Alzheimer's disease, and many more have legislative
programs or executive actions already taking place. ADRDA, the Family
Survival Project, the French Foundation, and disease groups “or
Parkinson's disease, Multiple Sclerosis, Huntington’s disease, head
injury, and other disorders are all :nvolved. Nongovernment
organizations have a stake and are supporting activities through
chapters, lobbying agents, and in State Governmunts. Professional
organizstions like the American Health Care Association, National Council
on the Aging, National Association of Insurance Commissioners, National
Association on Home Care, American Association of Homes for the Aging,
Averican Association of Retired Persons, Health Insurance Association of
America, Nxtional Conference of State Legislatures, National Governor's
Association, American Public Welfare Assccration, Employee Benefit

Research Institute, and many other groups have direct interest and
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Reply to questions: Robert Cook~Deegan 11

expertise. Keeping track of this ferment of activity has been a
challenge for the OTA project, and would not be possible at all without a
permanent staff with responsibility to survey the national scene.

Keeping track of developments is somewhat simpler in basic research,
where the vast majority of support comes from the Federal Government,
supplemented by the ADRDA, French Foundation, American Federation for
Aging Research, and Howard Hughes_Hedical Institute (with other smaller
private charities). Scientific research »s also ersier to track because
the scientists supported and the national centers of excellence are
fewer, and most of the important work is published in widely available

journals.

8. The Veterans Administration is capable of doing longitudinal studies at
several of i1ts facilities, but not most of them. The VA has pioneered in
studying nursing home care and in setting up geriatric evaluation
units. It also has key efforts in training nurses, physicians, and
researchers. Some VA facilities — notably several associated with
medical schools in the Northwest, California, the mid-Atlantic region.

and the Northeast — have a wide array of acute care, long-term care,

family support, noninstitutional care and other services linked to a

mezhod of assessing patient needs. These fccilities can make a unique

contribution to the care of those with dementia, and can lead the way for

other VA facilities and indeed are already beginning to provide a model

of care for those outside the VA system.

In other areas (the majority of VA hospitals and other facilities),

the VA can assist in diagnosis and medical treatment of eligible

veterans. The VA 1s not a uniform system of care. There are dramatic
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differences from facility to facility and region to region in the range
and availability of services, particularly for non-service-related

illnesses and long~term care.

Training must be divided into different sectors. Training of health

professionals - physicians, nurses, social workers, physical therapists,
speech therapists, occupational tperapists, psychologists, an others - is
key to the delivery of future car;. The Federal Government 1s ideally
situated to take information from the large Federal efforts in biomedical
research and translate it into a form useful for teaching such
professionals. The Federal Government also has a direct, but diminishing
role in paying for medical and nursing education.

Equally important is education of nursing aides, family caregivers,
and the general public. Materials for these groups much be tailored for
a lay audience. ADRDA and the American Health Care Association have
cooperated to develop a manual to be used by nursing home aids. There

are many books available about daily care. One is a best-seller already,
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Senator METZENBAUM [presiding]. Thank you, Dr. Cook-Deegan.
Do I get by your last comment the implication that you think that
that is a disproportionate distributior.?

Dr. Cook-DeeGAN. Of course, from OTA, I cannot make a judg-
ment, but I think the figures speak for themselves.

Senator MErZENBAUM. I am particularly pleased to welcome our
next witness. He is a new Ohio constituent, and that is important,
but he is also very dedicated and knowledgeable in this field. He
has been until recently on the faculty of Johns FHopkins University
School of Medicine, as assistant professor of neurology and neuro-
sciences. He was involved witn basic research on Alzheimer’s dis-
ease and with clinical care at Johns Hopkins Hospital.

Dr. Whitehouse was recruited by the University Hospital’s board
of trustees, and is in the process of moving to Cleveland now,
which is a very brilliant decision on his part. He will be developing
a model program for health care delivery for Alzheimer’s disease
victims and their families. He will be heading the Alzheimer’s
center with responsibility for research, for teaching, for the devel-
opment of new specialized long-term care initiatives,

I am pleased that Dr. Whitehouse has adopted Ohio, and I am
pleased that he is joining us here this morning.

Dr. Whitehouse.

Dr. Warrenousk. Thank you, Senator. My family and I are look-
ing forward very much to become citizens of Ohio.

As you have mentioned, I have been a biomedical researcher at
Jdohns Hopkins Univers‘ty, focusing my research on understandin;
the neurobioclogy of this particular disorder. I will be moving to
Cleveland, where my horizons will be broadened to developing in-
novative health care programs for victims of this disease in Ohio,
but also to develop national modeis.

I will address my comme.. is to the interface between basic and
behavioral or social research, both very important areas that I
think are included in maay of the bills that are before you.

My message is twofold. It is cne of ignorance, but it is also one of
hope. Ignorance, in that we really at a very fundamental and bio-
logical level, do not understand what Alzheimer’s disease is, and
moreover, do not know how to care as a nation for the victims of
this disorder—and hope, because in the areas of science and biology
that will help us answer these questions, there is a tre..endous
spirit of inquiry which is developing.

Let me discuss basic research first, and then behavioral research.

First, basic research in Alzheimer’s disease is underfunded, any
way you want to compare it. That is a message other people have
been giving you. And it is also relatively inexpensive with regard
to some of the other items that are being considered in this bill.

I urge the support of additional centers for the study of Alzhei-
mer’s disease. I urge you not to lose track of the fact, though, that
the traditional program project grant, as developed by the NIH,
will still be a najor vehicle for supporting research in this area.

My special point, besides the fact that basic research is under-
funded, is that the time is now. Neuroscience is in a iremendous
period of intellectual growth. There are departments of neurosci-
ence cropping up at major institutions. We have the techniques, we
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have the tools to apply to Alzheimer’s disease, if we have the re-
sources to do it.

And finally, Alzheimer’s disease would only be one of the benefi-
ciaries of those kinds of research programs. If we understood n.ore
about Alzheimer’s disease, we would understand more about Par-
kinson’s disease, amyoltrophic lateral sclerosis, and other diseases
that affect the brain in the elderly. There is no question that basic
research targeted at Alzheimer's disease would increase our under-
standing of that disease, as well as many, many others of impor-
tance to this Nation.

Turning our attention to behavioral research, something that is
relatively new to me, but it is clear, as you have heard from other
people, that we have a fragmented, inequitable health care system
that everybody recognizes needs change, not to discount the pio-
neering efforts of some of the individuals here who have participat-
ed in that system.

I think we need short-term changes in the Medicaid and Medi-
care legislation along the lines in Senator Metzenbaum’s bill, and
suggested by ADRDA. I think special focus on respite care is appro-
priate because that is consistently mentioned as a priority for vic-
tims families; and yet my theme would be we do not know how to
deliver adequate respite care yet. Programs of developing respite
care have to be started in a spirit of inquiry, where we are con-
cerned about measuring whether respite care really serves the pur-
pose for which it is intended.

But I think it is also important to recognize, as we approach be-
havioral research in this area, that there are major long-term prob-
lems with our health care system—and it is true for Alzheimer’s
victims as well as other elderly individuals with different diseases.
We have a long-term care system which is primarily based on an
acute medical model, physician dominated. We need to develop a
health care delivery system which recognizes the chronic and pro-
gressive natures of Alzheimer’s disease and that encompasses a
broader psychosocial perspective.

I would urge the relaxing of the funding and relaxing of regula-
tions so that model programs can develop, model programs of all
different kinds, t! * focus on continuum of care, that focus on the
fact that victims o1 this disorder require different programs at dif-
ferent stages of illness, that need to be integra(:eéJ in a way th-t
they are not currentlﬁ; In fact, the long-term institution that a
victim may require if he or she gets that far in the illness may be
an institutional hybrid of nursing home and boarding care facili-
ties. They may be institutions that we as yet do not have as part of
our system. Major changes, are I think, in the works.

So in conclusion, my message is one that we have a lot to learn,
both about the biological and the behavioral effects of Alzheimer’s
disease. But there are resources, and there is hope that the Federal
Government will now focus more effort. It is difficult for all human
beings, perhaps politicians most of all, to take a long future view,
but we really need to take that view in this area.

The Federal dollar is important not only because of its size, but
:vlﬁ? tpcii:ause of its symbolism. Where you put money, other money

ollow.
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The leaders of this Federal enterprise are here, and in fact, per-
haps you are the wrong audience for my comments Senator Metz-
enbaum. I commend you for your efforts, I hope that you will con-
tinue in that cooperative spirit. I certainly wish you luck in your
efforts to convince your colleagues and the administration.

Thank you.

[The prepared statement of Dr. Whitehouse and responses to
questions submitted by Senator Metzenbaum follow:]
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TESTIMONY OF
PETER JOHN WHITENOUSE, M.D. Ph.D.
BEFORE THE SENATS COKMITZER ON AGING

Thank you for the invitation to address your committee concerning
Alzheimer's disease (AD) and related disorders, a subject of vital
importance to the heaith and well eing of our nation. My nanme is
Peter John Whitehouse, M.D., Ph.D. I am a neurologist and
neuropsychologist with additional training in psychiatry, neuropathology,
and neuroscience. Until recently, at Tne Johns Hopkins University
School of Medicine, I focused on care of individual patients and basic
research into the biology of this devastating illness. I have also been
involved in research involving positron emission tomography and clinical
trials of drugs that may more effectively treat the psychiatric and
cognitive symptoms of this disorder. At John Hopkins, I have been
affiliated with the Alzheimer's Disease Research Center, funded by the
National Institute on Aging. I am currently in the process of moving to
University Hospitals of Cleveland to assume directorship of a major
initiative in developing innovative health care programs for victims of
these disorders and their families. In addition to being birector of the
Alzheimer Neuroscience Center, I am Director of the bivision of
Behavioral Neurology at Case Western Reserve University. I am a member

of the Office of Technology Assessment Panel on Alzheimer's Disease, and
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I have had the opportunity to testify for Senator Grassley here in
| Washington. I have also been involved in the state legislative
responses to the problem of LD in Ohio, Maryland, and Kansas. I have
recently been a reviewer for the Centers for Excellence in Alzheimer's
Disease progran funded by the National Institute on Aging.
My talk will be based on two premises: first, that we do not know
| at a fundamental level what AD is; and, second, that, as individual care

providers but particularly as members of a health care system, we do

Because of my emphasis on the lack of knowledge that we have
concerning this condition, I will focus my comments on research, both
biological (into the basic nature of this disorder) and behavioral (into
the design of health care for victims of this disorder). I will not
specifically discuss the major problem of adequately educating both lay

not know how to adequately care for patients with this disorder.
and profeesional individuals concerning the prcblem of AD. ;
|
|

Biological Research

Although AD was described n 1907, it is only recently that we have
become to understar 1 the heterogeneity of the behavioral and biological
changes that occur in AD and related disorders. It is even possible, in
fact perhaps likely, that different diseases are currently masquerading
under the single term, "Alzheimer's disease”. Given the number of
individuals affected by tnis condition, basic research is dramatically
underfunded. This statement is particularly evident when per capita

spending for research in AD is compared with that for cancer and ’
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vascular disease. Yet, basic research is not underfunded for laék of
new sgcientific approaches and methods. Neuroscience has grown
tremendously in the last several years and offers a variety of new
techniques that can dramatically increase our understanding of the
divease and bring us closer to finding its cause and prevention.
Although I strongly svpport the establishment of more Alzheimer's
Disease Research Centers, certain qualifications to my suppolrt exist,
Theré is a danger that a small number of centers will channel too much
research funding to themselves, ‘\mderserving wide parts of the country.
I would propose more, perhaps smaller, grants to pernit the designation
of Centers for Excellence for appropriate imtimuons around the
country. It is evident from my participation in the review process of
center grants that there are many institutions that are currently not
funded as centers that do provide excellence in research, teaching, and
health care. These center grants would allow the institution to develop
a core facility and to attract additional funding from private and state
sources. The ROl grant mechanism should be preserved as the major
vehicle for funding research on AD, althrugh certain collaborative
projects will require funding at the Program Project level as well.

It 1s important to emphasize that any gains in basic understanding
of the biological mechanisms of AD will undoubtedly lead to najor
advances in our understanding of other related disorders. FPor example,
close relationships exist between AD and Parkinson's disease — another
common disease affecting the elderly that can be ausociated with

-
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o antia. Ressarch on AD will contribute to our understanding of the
fundasental neurobiological mechanisms of aging. Moreover, such
research will lead to better understanding of relationships between
brain dysfunction and behavioral disturbances in other neurological and
psychiatric disorders.

Behavioral-Social Research

The victim of AD and his fanlly are presented wi*h a confusing
health care system that does not adequately meet their needs. At times,
our health care systel contributes to, rather than alleviates, the
suffering of families. Rather than the ideal integrated health system
tn.. provides cars for vintims appropriate to their needs and stage of
iliness, we have a health care system ¢ uracterized by fragmeatation.
Short-tern fixes to our current system for AD victims are needed as
wel. as a careful appraisal of long-term heaith needs, not only of
victiss of this disorder, but of the elderly in general. Such changes
need 0 occur in an envivonment thav recognizes that optimal health
care models by no means are obvious. The development and evaluation

of experimental programs should be encouraged.

Shorc-Term Considerations

"n the short term, procedural changes in legis.ation involving
Medicaid und Medicare sliould be made alcng the lines inc' .4 in
Sen.tor Metzentcam's bill and as recommended by the 2Alzheimer's Disease

and Related Disorders Association. These changes would, for exumple,
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slininate discrimination against victims of AD, particularly those under
- the age of 65, and permit financial assistance to families of AD victims

203 i Mo

who provide so much of the care of the affected individuals. Respite
care is considtently singled out by families as a nigh priority. It is

Imeyiy, T ¢

80 impettant to remember that, although what we can do for an
individual victim directly is limited, our ability to help the family can
be dramatic. Obviously, this process of helping the family indirectly
aids the victim.

Long-Term Considerations

The consequences of our aging population on cur medical system
will continue to be dramatic, Programs established by the Pederal
. : Government to asoist in financing health care of the elderly do much
more than determine patterns of reimbursement — they fundamentally
affect the development of health care institutions. The acute medical
model of health care has been arslied too long to the chronic bio-
psychosocial problems of the elderly. Health care ressarch needs to be
v supported 8o that innovative and more cost-effactive forms of long~terms
care can be developed (home care, day care, respite care, institutional
care). Medicare waiver programs and other model programs need to be
supported in “he setting of academic research, where the success or
failure of a program can be judged on objective criteria rather than on
~ subjective opinions. The ideal long-term care facility for AD victims
may be & hybrid of the boarding home concept and the traditional
nursing home. Quality assurance and regulations of these novel

138
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programs will eventually“need to be developed after model programs have

suggested appropriate new forms for institutional and home care.

Conclusions

I do not profess to know what you want for your country, nor how
you as individuals wish to spend L later stages of your lives. I
want to live in a country whose vitality and viability are measured by
our ability to save lives, not destroy lives. Soclety needs to recognize
the productive contributions of elderly citizens and to assist them in
their declining years. The magnitude of the problem of AD and related
disorders demande an active role by the Federal Government. In a time
of concern about health care costs, our job is to determine how to use

our health care dollar more effectively.
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P ANSWERS TO ALZI{EIMER’S QUESTIONS

- Peter J. Whitehouse, M.D., Ph.D.

. RESEARCH FUNDIHNG

-

% Targeting of Funds: | _gree witi: the development of turther Alzheimer’s
L Centers, but | believe that it is very important that regular program projects

and RO7Ts also be strongly supported. Regarding specific areas of research
o target, | believe characterizing the clinical and biological heterogeneity
of Alzheimer’s disease is important. Whether Alzheimer’s disease is one
or several diseases with difterence causes and .reatments needs to be
addressed vigorously. Further characterizing the nature of the neuronal
populations of nerve cells that die in the disease cortinues to be important
and to atte. t to relate the disease in the brain to the clinical symptoms
of the patient. Further molecular biological dissection of the composition
of the primary pathological features of Alzheimer’s disease; namely,
- neurofibrillary tangles and senile p'1ques, is alsc very important.

PROMISING BIO-MEDICAL RESEARCH LEADS

It is very i mportant that the genetic risk in Alzheimer’s disease be further
& defined. If we can study cases in which there appears to he a clear-cut
geneti: mechanism of tranemissio~ such as autosomal uomisance, we
can begin to apply tlie molecular bi. ngical approaches which have recently
led to the successful localization of the chromosome containing the
aonormal gene in Huntington's disease. | believe, however, that we are
still quite far from the development of a comprehensive enough
understanding of the disease to . o talking seriously abo .t the development
of cures.

BIO-MEDICAL RESEARCH

Successes of current research e*forts: The increase in research funding
has led to a tremendous explosion of knowledge cnncerning Alzheimer’s
disease and related disorders. We are still very far away fro:n understanding
the primary cause and devel.sing ef’ective treatments ror this disease,
however. The research has eicluded, to my satisfa_tion, some of the
more simplistic mode's of causatic> !y iny opinion. it is clear *« 1\t the

exploration of these ky:c* es hes led to further basic understanuing

about how metals and novs ~~ious narticles may cont ibute to pathology

in the nervous system. there are few -igns tiat there are any

- effective biological trec 1 the hori.on. Again, the developmen:
of these treatments wii on develooing a1 comprehensive model

, for how nerve cells die in ~isorder. | do believe that there are new

and irnovative idsae being asve'oped in terins of osycho-social treatment
of patients with these disorders, including special care units and home

alumininum and slow virus stories §izve boen exag; erated, tho.xh the.

. respite and day care units.
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ANSWERS TO ALZHEIMER’S QUESTIONS (Cont)

HEALTH SERVICES

Critical needs for pacient and family services: The families identify respite
care of several dif’ rent varieties as bemng a primary need for them,
although the nature of the inost effective raspite care system needs to
be studied carefully. | believe that a mnre comprehensive assessment
of patients and how their individual of de‘icits affect them in their home
environment is aiso critical.

COMMENTS ON OTHER. ISSUES

Special Priorities: 1) Molecular biology of Alzheimer’s disease, 2)
Establishing a genetic mechanism, 3) characterization of populations of
nerve cells at risk.

Special Gaps: Health services research.
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Senator MeTzENBAUM. Thank you, Dr. Whitehouse.

Dr. Buckwalter.

Dr. BuckwALTEP Good morning. I am Kathleen Buckwalter,
from the University of Iowa College of Nursing, and I am very
pleased tc testify this morning before the Subcommittee on Aging
on an issue as critical to American families as Alzheimer’s disease.

I have studied the four bills—S. 174, 1736, 1835, and 2183. Al-
though each of these reveals great concern for the problem of Alz-
heimer;s disease and contain a significant number of interventions
and important ideas, I believe that none of them adequately ad-
dress the need for a systematic approach to research and training
in the areas of Alzheimer’s disease patient care and management.

In my statement today, I hope to convey a sense of the needs and
opportunities which exist to assist Alzheimer's victims and their
fa—ailies. I will also highlight briefly what I believe to be the priori-
ty areas which need investigatior in order to make progress in
caring for individuals with dementia.

To date, there has been a real dichotomy in research on Alzhei-
mer’s disease. The bulk of the research has been I believe properly
directed on a long term, biomedical future-oriented approach de-
signed at uncovering the cause of the disorder and thereby identify-
ing strategies for cure and prevention. In the meantime, very little
studK has been directed toward improving the situation confronted
by the 2 to 3 million victims afflicted with Alzheimer’s disease as

well as their family members. .
What is needed is an applied services research focus on Alzhei-

mer’s disease which has ~ore of a here-and-now orientation and
which focuses on the development of research-validated clinical
and services approaches to deal with current pressing needs of this
population.

The development of aﬂ;rcpriate, effective and safe services for
the care and support of Alzheimer’s disease victims and their fami-
lies is a_particular challenge because of the complex nature of the
illness. In dAelsZilglning services and interventions, it has to be kept in
mind that einier’s disense is a progressive, inexorably deterio-
rating clinical course and that the anatomical and neurochemical
changes that occur in the brains of its victims are accompanied by
impairments in behavior such as wandering, agitation, verbal and
physical outbursts, cognitive impairments, most particularly
memory and orientation changes, emotional disturbances such as
depression, and impaired psychosocial functioning, such as stress
among family members and burnout among both formal and infor-

caregivers.

This means the nature of the services, the range of those serv-
ices, the amount and the types of providers needecf by patients and
their families during the full course of this unpredictable illness
can vary dramatically at various stages of the illness.

Second, an understanding of the problems of wandering, sleep-
lessness, agitation, suspicion, depression and sther behavioral and
emotional consequences of Alzheimer’s disease illuminate the
{gature of the chronic and difficult stressors with which caregivers
ive.

The nature of the clinical progression of this iilness and its con-
sequences to the patient and family is also the key to the way in
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which research and training issues should be addressed. That is, I
think we must focus on the development of interventions and serv-
ices which are designed to control the changing mental, psychologi-
cal and behavioral problems which are the fundamental character-
istics of Alzheimer’s disease. What can we do to handle the behav-
ioral and emotional consequences of this devastating disordcr? We
must design interventions and service delivery patterns which
assist caregivers to maximize patient functioning, and at the same
time, minimize emotional costs to themselves. We need .to help
these individuals to cope with the pervasive feelings of bereave-
ment, guilt, anger, frustration, and depression that they face in
their caregiving efforts.

* The current services research knowledge base is sparsc and
somewhat fragmented, and does not always represent the state of
the science.

For example, many of the current studies are not well grounded
theoretically. They lack control groups or comparison groups. They
are cross-sectional rather than longitudinal in their design, and
they employ a wide variety of imprecise instruments that make it
impossible to generalize findings across studies.

imilarly, even the so-called model programs are difficult to
evaluate in that they were not desigued to be true rese irch models,
and they are impossible to compare from program to program.

Also, these programs often have an inherent bias in their evalua-
tion component in that the prgfram providers themselves are
doing the evaluation, and naturally, they believe their own pro-
gram to be the best. ’

We must apply rigorous scientific methods to make effectiveness
determinations for both program and treatment approaches.

An additional problem for consumers, researchers, clinicians, and
“legislators is that services such as respite, home health care, famil
support, and outreach are assumed to mean something quite specif-
ic, when in actual practice, they vary a great deal in terms of the
expertise of the provider, the envirorment in which they are con-
ducted, and the therapeutic emphasis or lack thereof.

A fundamental concern that I have as a service provider and
consumer advocate is the lack of clearly defined research-validated
approaches and training that can lead to a situation where a con-
sumer of services unknowingly places himself or the family mem-
bers in a situation which, at i)est, they do not get what they expect,
and at worst, may in fact be harmful.

It is my belief, along with many of my colleafues in the service
provision area, that the highest priority should be given to long-

e applied services research and development strategies, cou-
pled with the identification of services research and developmeat
sites.

Legislation to establish this type of intensive approach should
ﬁrowde for both individual project grants as well as more compre-

ensive multiproject })rogram gravis for a truly integrated strategy
in contrast to some of the current piecemeal fragmented efforts.

I believe the Federal Government should make a serious, full-
fledged commitment to addressing these issues.

But I need to ccnclude my remarks on an optimistic note, be-
cause I also believe that with the proper national commitment, a
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great deal can be accomplished. We now recognize that major gaps
exist in our current knowledge base about specific, optimal inter-
ventions and services for dementia patients and their families.
However, we also have good evidence to believe that an aggressive
research program offers the promise of developing way which
to manage the behavioral, emotional and cognitive symnj...as char-
acteristic of this dread disease, to reduce excess disability, and to
alleviate many of the short- and long-term adverse consequences to
family members who assume the caregiving role.

Senator GrassLEy. Thank you, Dr. Buckwalter, and I am glad I
was able to hear most of your testimony, if not all of it. I am sorry
for the other two; ns I explained before, I was away, asking ques-
tions of the Ambassador for our international trade.

[The prepared statement of Dr. Buckwalter and responses te
questions submitted by Senators Grassley and Metzenbaum follow:]
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Good morning Mr, Chairman and meaders of the Comnmittee. I am Dr. Kathleen
Buckwalter of the College of Nursing at the University of Iowa. I an sery
pleaged to be here to testify before the Aging Subcommittee of the Committee on
Labor and Human Resources on an issue as important to American families as
Alzheimer's Disease.

I have studied the four bills S. 174, S, 1736, S. 1835, and S. 2183,
Although each reveals great concern for the problem and contains a significent
number of interventions and important ideas, I believe that none of them ——
either individuelly or collectively =~ addresses the serious absence of suoport
for a systematic approach to research and training in the areas of Alzheimer's
Disease patient care and management.

In oy statement today, Mr. Chairman, I am going to try and convey a sense of
the needs and opportunities which exist as you consider ways in which to assist
Alzheimer's victims aud their families. I will also highlight what I belisve to
be the priority areas which need investigation in order to make progress in
caring for individuals with dementia.

There has been a dichotomy in research on Alzheimer's Visease (A.D.). The
bulk ¢f .esearch has been directed, properly, on a long~term, bio-medical

future-oriented approach designed at uncovering the cause of the disorder and

thereby identifying strategies for cure and for prevention. In the meantime,
very little study 1is being directed toward improving the situation confronted by
the dpproximately 2 million older people now afflicted with the disease and
addressing the needs of these victims and their families. What is needed is an
applied services research focus on A.D. which would be present-day oriented and
whioh would focus on the development of research validated clinical and services
approaches to alleviate the immediate needs of these people. New legislation
should be developed to target the immediate need in this area.

The development of appropriate, effective and safe services for the care and

support of A.D. patients and their families is a real challenge to us all
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because of the ccmplex nature of the illness. In designing services and
int2rventions, it must be kept in mind that A,D. has a progressively downward
clinical anurse and that tie anatomical and neurochemical changes that occur in
the brains of its victims are accompanied by impairment< in behavior (e.g.,
wandering, agitation); cognition (e.g., memory, orientation); emotions
(depression); and psychosocial furctioning (such as family stress and burmout).
First, this means that the nature of zervices, the range of services, the
saounts and the providers of services needed by patients an? their families
during the full course of this illness can vary dramatically at different stages
of the illness. Sec.., an understanding of the problems of wandering,,
sleeplessness, agitation, suspicion, depression, etc. illuminate the nature of
the ohronic stressors that caregivers live with.

The nature of the clinical progression of this illness and 1ts consequences
to the patient and family is also the key to the way in which research and
training issues should ie addressed. That is, we must focus on the development
of interventions and services which are designed to control the changing
montal, psychologfzal and behavioral problems which are the fundamental
characteriatias of thouse with A.D. In addition, we must design interventions
and service delivery patterns which assist caregivers in maintaining their
patient at a maximum level of functioning, but which also help caregivers cope
with their own feelings of bereavement, guilt, anger and frustration.

The aurrent services research knowledge base is sparse. To date, little
services researah has been undertaken and what little has been conducted is
scattered, piecemeal and does not always represent the state~of-the-science.

From a research perspective, the majority of current gtudies can be critiqued on

the following basis:
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they are largely atheoretical;

R 2 AV RN

they have inadequately attended to matters of comparison;
they do not have adequate time for follow-up; and

-~ the instrumentation is arude and non-cumulative,

A major problem with many so-called "model” programs which makes them difficult
to evaluate is that they were not designed as true research models and they are
borh difficult to evaluate and impossible to compare with other programs in
terms of their effectiveness.

An addigional problea for consumers, researchers, clinicians and legislators
is that gervices such as respite, home health care, family support, and outreach
are assumed to mean something syecific, when in actual practice, they vary a
great deal in terms of the expertise of the provider, the enviromment and the
therapeutic emphasis or lack of any real intervention being applied. A
fundamental concern that I have is that the lack of clearly defined research
validated approaches and training can lead to a situation where consumers of
services unknowingly place themselves or their family member in a
situation which, at best, does not do what they expect and, at worst, is
harmful.

While tremendous gaps exist in the research knowledge base, there 's also a
fecling of excitement and opportunity in the field. This is so for a number of
rezsons. First, there are numerous annecdctal reports from caretakers and
clinicians of positive experiences with various behavioral management techniques
such as those described in the "The 36 Hour Day” (Mace and Rahirs, 1981).
Second, studies which focus on different aspects of caregiving, including the
nature of caregiving activities, stresses, and the coping mechanisms used by
caregivers, are providing important new information which can lead to the
develi.pment of new interventions. Finally, and in many ways the most exciting,
have been persistent reports from clinicians of successes in reversing what has
come to be called “excess disability” in Alzheimer's Discase patients. Excess
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disability is the circumstsnce in which the functional level of the individual

is substantislly below what would be expected strictly on the bssis of the d
severity of the dementia zlone.
It {8 my belief, along with msny of my collegues, that the highest priority
should be given to 8 long-range spplied services resesrch snd development °
strategy coupled with the identificstion of several services resesrch snd
development sites so that the following seven critical issues can be sddressed
through high-quslity resesrch:
1. The optimal range of community snd institutional services relevsat to
Alzheimer's disesse In terms of design, stsffing, timing of use during
the progression of the disorder, mix, and coordination with other
services.
2. The best methods of delivering services such 88, outreach, comprehensive
assessment, case (csre) management, out~pstient treatment, home health
csre, respite care, sdult dsy csre, psrtisl hospitslization, snd nursing
home care.
3. The wsys in which formal support services provided by heslth csre
professionals can be combined with inforusal support interventions
provided by family, friends 2ad neighbors through progression of
illness.
4, The efficacy of new services for Alzheimer pstients at different stages
of disease.
5, The wsys i~ which family csregivers csn be sustsined through
interventiors to reduce psychological, socisl snd stress—induced
physicsl problems. »
6. The efficscy of various mentsl heslth treatment modslities that heslth
care professionsls drsw upon to treat the mental yroblems (memory and
-

intellectual dysfunction), the behsviorsl difficulties (sgitstion,

4




145

vandering, outbursts), and psychological symptoms (depression,
delusions) that comprise the major disturbances of function in
Algheimer's disease.

7. The utility, configuration, and deploywent of prcfessionals applying
treatment modalities and care for the individuals with Alzheimer's
disease (e.g., the optimal rol: of psychiatrist, psychologist, social
worker, mental health nurse, etc.).

Legislation to establish this type of intensive approach should provide for
support of both 1nd1vianl project grants, as well as more comprehensive,
multi~project program grants for an integrated strategy, in contrast to the
current piecemeal, scattered efforts. Sites addressing these research igsues
vould have an added contribution through their ability to provide the most
sophisticated, state-of-the-science service delivery spproaches to A.D. victims
and their families.

The Federal governmeat should make a serious full-fledged commitment to

addressing these issues. This can only be accomplished through the allocation
of sufficient resources to conduct such resear.h.

I want to conclude on an optimistic note because with the proper national
commitment a great deal can be accomplished. It is widely recognized that major
gaps exist in our current knowledge base about specific, opE%gal interventions
and servicas for dementia patients. However, we have sufficient evidence to
believe that an aggressive research program offers the promise of developing
ways in which to mansge many of the behavioral, emotional and cognitive symptoms
characteristic of the disease; to reduce excess disability; and to alleviate
many of the short- and long-term adverse consequences to family members who
assume .he role of caregiving.

Mr. Chairman, I thank you for the opportunity for testifying on the
services research needs of A.D. patients and their families. 1 shall be pleased

to zaswer any questions that you and the members of the subcomuittee may have.
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QUESTIONS FOR DR. KATHLEEN BUCKWLLYTER PROM SENATOR METZENBAUM
REGARDIMNG ALZHEIMER'S DISEASE

HEALTH SERVICES RESEARCH

THE PROPOSED LEGISLATION IN AT LEAST ONE OF THE BILLS DOES
MANDAYE HEALTH SERVICES RESEARCH. I ASSUME YOU CONSIDER THAT TO
BE A HIGH PRIORITY ~~ AS HIGH A PRIORITY AS BIOMEDICAL RESEARCH?

ASSESSMENT

DO NURSING HOMES HAVE UPON ADHMISS™ "N, ADEQUATE ASSESSMENTS OF THE
PCNCTIONAL ABILITIES OF A PATIENT WITH ALZHEIMER'S, AND 1S THERE
A PLAN FOR MAINTAINING THESE ABILITIES AS LONG ..S POSSIBLE?

DO NURSING HOMES NEED A STANDARDIZED ASSESSMENT INSTRUMENT? AND
TRAINING ON HOW TO FANAGE PATIENTS WITH FUNCTIONAL LIMITATIONS?
HOW DO YOU RPCOMMEND IMPROVING THE SITUATION?

IDENTIFYING THE ISOLATEC VICTIM

WHAT MECHANISMS ARE THER." FOR IDENTIFYING THE ISOLATED OLDER
PERSON WHO MAY BE A VICT! f ALZHET!.ER'S, BUT HAS NO FAMILY TO
CARE FOR HIM OR HER? WHO .aN HELP GET THE CARE NEEDED?

PROTECTIVE SERVICES

IN THE TV SHOW, A.0S. KLNY OF THE NURSING HOME PATIENTS HAD THEIR
INTELLECTS INTACT BUT WERE FRAIL AND DEPENDENT, AND VULNERABLE TO
ABUSE. iLT PROTECTION IS THERE FOR DEMENTED VICTIMS, ESPECIALLY
IF THERE IS NO FAMILY NEARBY?

HOW DO YOU FEEL ABQOUT FEES FOR SERVICES SUCH AS DAY CARE AND
RESPITE CARE FOR FAMILIES WHO CAN AFFORD TO PaY?
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September 8, 1986

Response to questions from Senator Metzensbaum by topic
Health Services Research

As 1 stated in my testimony ] believe both blomedical research and health
services research are necessary and important, and difficult to compare.
Certainly we need continued support for future-oriented, long-term biomedical
research efforts to find a cause and cure for the devastating affliction of
Alzheimer's disease. But we also need equally vigorous support for health
services research efforts to deal with the here and now, very real psychosoclal,
economic, ana functional crises confronted by Alzheimers victims, their
families, and caregivers.

2. Assessment

The assessmen. ques* ons posed cannot be answered definitively at the
present time and clea: ty 11%strate the need for health services research to
address these important 1ssves 4n nursing home settiugs. A recent review of the
Titerature conducted by a colleague, Dr, Me=idean Maas, and me showed the clear
cut need for the development of data-basec functional assessment tools in
long-term care settings. To meet this reed for research purposes (in an
Investigation of functional abilities of SDAT patients in traditional integrated
settirgs compared to those 1n special care units) Dr. Maas and 1 developed the
attacked instrument. Such beginning tool developmient efforts clearly require
additional testing and refinement and p:vchometric development.

Certainly, we need to be able to accura.ely assess the functicnal capacity
of Alzheimer's patients so that we can develop appropriate treatment plans.

Nursing home personnel and other caregivers all need training to enable
them to manage patients with the functional 1imitations, behavioral
disturbancer, and emotional problems that avcompany Alzheimer's disease in the
best possible manner. Only through research can we establish the knowledge base
upon which such training materials can be developed and thus the delivery of

se* vices enhanced.

3. Identifying the Isolat 1 Victim

In lowa we have ongoing demonstration and research programs funded
collaboratively by the State Department of MH/MR/DD, the Administration on Aging
(AcA), and N.I.M.H. to uevelop and evaluate mechanisms for the identification
and referral of isolaied victims in need of mental health, medical, and social
services. A complete description of this program, "Mental Health of the Rural
£lderly Outreach Project” was sent to Senator Metzenbaum's legislative aide in
late July. Basically, the thrust of this program 1s to 1ink area agencies on
aging, commnity mental health centers, and a wide array of community based
service providers in a delibarate outreach effort. Three identification sources
(screening at outreach sites, case management network, and gatekeeps) help to
locate and refer isolated victims (especially a problem in rural areas) for
needed assessment and treatment efforts conducted by a multidisciplinary
outreach team composed of a psychiatrist, nurse, and social worker.
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Response to Questions from Serator Matzenbaum

Page Two
» g 6
< 4. Protective Services

My ¢lin1cal experience suggests that we currently have insufficient

protection for frail, vulnerable, dependent, and isolated elderly. As a newly A
o appointed member of a governor's task force on elder abuse I am involved in
i systematic efforts to: 1) assess the iIncidence, dynamics, and consequences of
. elder abuse; 2) identify the public and private efforts underway to prevent

elder abuse, ameliorate tuusive situations, and provide services to victims; and
. 3) to recommend policy and service delivery changes as needed. Thase
. recommendations mist be based on sound epidemivlogical data and services
s research.

5. Fees

We need to systematically evaluate the influence of offerirg different
services and payment mechanisms on use patterns. How various fee structures
impact on family stress levels must be determined. If fees for services (even
for those who can afford ;0 pay) contribute 10, rather than reduce, femily
stress levels, then I be!leve they are counterproductive. However, at the
present time fee-related {ssues have not been adequately studied.

The ahove responses are sutmitted by Kathleen C. Buckwalter, Ph.D., R.N.,
Associate Professor at the University of lowa £ollge of Nursing, lowa City,
Towa.
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e The University of fowa
. ) Coliege of Mursing
: Functional Ahilities Checkiist for
Institutionalized Alzheimer's Patieats
Directions:
. Name Unit Age Sex
Admission Date o Does the resident have Alzheimer's: No Yes,
If yes, is this diagnosis based on a: (check appropriate answer)

Comprehensive Evaiuat’ i Yes __ No ___

History/Physical: Yes  No
List all Psychotropic and sedaiive menications this client presently takes:

Circle one rating for each item: n°ver
seldom (less than 7 times per week)
frequentiy (daily)

all of the time (muitipie times per day)

1
2
3.
8
Please nota additional corments on the back page provided at the end of the
checklist.

NOTE: When you complete the checklist, please refer only to behaviors of the
patient that nave occurred during the gast week.

1 2 3 4 (1) Has difficulty in completing sinple tasks on own, e.g. dressing,
bathing.

1 2 3 4 (2) Requires supervision with eatisg.
1 2 3 4 (3) Uses utensils when eating.
1 2 3 4 (4) Eats food with fingers.
1 2 3 4 (5) Eats without assistance.
1 2 3 4 (6) von't ailow assistance with eating.
1 2 3 4 (7) Appearance is disorderly if left to own de;ices.
. 1 2 3 4 (8) CcControls bowel function.
1 2 3 4 (9) controls bladder function.
1 2 3 4 (10; urinates in places other than stool, commode or bedpan/urinal.
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4 (11)

4 (12)
4 (13)

4 (14)

4 (15)

4 (16)
4 (17)
4 (18)
4 (19)
4 (20)
4 (21)
4 (22)
4 (23)
4 (28)

4 (25)
4(2)
4 (27)
4 (28)
4 (29)
4 (30)
4 (31)
4 (32)
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‘las difficulty sleeping at night. (Check type of difficulty below.)
Trouble falling asleep ___
Wakeful during the night ___
Awakens prematurely

Level of agitatior {ncreases at night.

Needs to be watched so doesn't injure self, e.g., by careless
smoking, leaving the stove on, falling.

Destructive of materials around him, e.g., breaks furniture,
throws food trays, tears up magazines.

Accuses others of doing him bodily harm or stealing his
possessions--when you are sure the accusations are not true.

Threatens to harm others.

Injures others. (explain)

Invages privacy of others' possessions.
Invades privacy of others' personal space.
Exposes self in front of others.

Performs sexual behaviars in front of others.
Masturbates in public.

Removes clothing at inappropriate times.

Has sudden changes of me , e.g., gets upset, angered, or cries
easily.

Loses things.

Becomes confused and does not know where he/she 1s.

Has trouble remembering recent event. .

Has trouble remembering nonrecent events.

Spends time either sitting or in apparently purposeless activity.

Wanders at night. b
If left alone wanders aimlessly during the day.

Requires physical restraint. Type
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4 (33)
4 (39)
4 (35)
4 (36)
4 (37)
4 (38)
4 (39)
4 (40)
4 (81)
4 (42)
4 (43)
4 (48)
4 (45)
4 (46)
4 (47)
4 (48)
4 (49)
4 (50)
4 (51)
4 (52)
4 (53)

4 (54)

4 (55)

151

Requires chemical restraint. Type

K .ders off unit if not watched.

Leaves unit by self and returns.

Wanders off unit to explore.

Wanders off unit to elope.

Ruﬁs into obstacles.

Gazes ahead when walks.

Gazes at floor when walks.

Moans .

Shouts or yells.

Uses verbal communication appropriately to make needs
Follows verbal directions.

Uses nonverbal communication to make reeds known.
Nonverbal communication is appropriate to situational
Laughs appropriately.,

Irritable.

Withdrawn.

Flat affect.

Angers appropriately.

Holds eye contact when talking with others.

Participates in appropriate relationships with others:

Staff
Residents
Others

Interacts appropriately in groups.
(type,

frn medications are used for agitation, irritability.
type

-t
.

1’56
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KITTY BUCKWALTER

,
‘é) YOU MENTIONED THE CONCERN WITH SAFETY AND CONSUMER PROTECTION IN

THIS AREA OF ALZHEIMER'S DISEASE. WOULD YOU PLEASE ELABORATE ON
THIS?

He need research to determine the range of effective care options and to
communicate the best models to the consumer and to warn them of potentially
unsafe, harmful practices. Victims of Alzheimers disease and their families
are often desperate and therefore potentially vulnerable to treatment
''schemes'* or unfounded "innovations", not unlike the cancer patient.

At present, almost any facility can hang out a shingle advertising special
care for Alzheimers patients; others may use physical and chemical restraints
to 'warehouse'' patients under the guise of respite. With the proliferation
of daycare, respite 2 special care units to meet increasing care demands,
we need a systematic data base to guide their development and to assist
vulnerable families in choosing optimal service programs. -

KITTY BUCKWALTER

@ YOU'VE HAD EXPERIENCE WITH RESEARTH PROGRAMS IN VARIOUS AGENCIES
OF THE PEDERAL GOVERNMENT. WHAT WOULD YOU RECOMMEND WE COMSIDER
IN IMPLEMENTING THE TYPE OF LEGISLATION YOU'VE DESCRIBED?

I've « J a chance to review Senator Grassley's proposal .d feel the fiv. 'pre. »d
approach he has outlined, including continuation of the ask force and
establishing a cleuringhouse, is an excellent step toward implementing

the research issves ! addressed in my testimony. In particular, titles 2, 3,
and b present a reasonable research agenda. Together these titles allow
coverage for all of the important areas of research related to Alzhejmers
disease in a comprehensive and equitable way. Basec on my experience

working with various federal agencies, | believe this research act would
accelerate the ability of NIA to continue the fine job they're doing in
epidemiology, diagnostic and assessment procedures; allow NIMH to expand its
outstanding ccve of research looking at wavs to manage behavio and the emotional
aspects of Alzneimers disease and Increase services research on effective ways
to help family members; and finally will help NCHSR to develop much needed
comprehensive data sets and cost est!mates.
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Senator GrRAssLEY. We welcome Senator Hawkins.

1 Senator Hawkins, do you have an opening statement?

C 3 Senator Hawrkins. Thank you, Mr. Chairman.

: I am pleased that you called this hearing today. We have been

very pleased to work with you on developing the legislation. I share

3 the public’s concern and your concern and compassion for the vic-

Cep tims of Alzheimer’s disease and their families. We must do some-

S thing that can help ease the burden that is currently borne almost
entirely by individual families who have family members afflicted
with this’isease.

I believe the public’s understarding and awareness of Alzhei-
mer’s disease has increased tremendously over the last few years;
each time we have a hearing, I get many, many requests for tran-
scripts. In Florida, we have many active chapters of the Alzhei-
mer’s Disease and Related Disorders Association, and they have
played an important role in educating the public about the disease
gd thef effect it has on between 2 and 3 million Americans that we

ow of.

I would be very pleased to see us corae to some conclusion so that
the family is not placed in a situation where their only choices are
first, being emotionally drained by trying to provide all the care by
themselves, or second, financially drained by trying to pay for
others to provide for that care. It is a sad commentary that we
have cume to this, but we have seen many cases. The most cele-
brated case, I guess, would be in Florida, where Roswald Gilbert
ended the life of his wife, who had been suffering fiem Alzheimer’s
diseass I think a tragedy of this kind points up again the urgency
to keep some kind of sofution, some kind of relief for the victims
and the families.

As I was leaving another hearing just now, I mentioned to the
Senator next to me that I was going to rush to a hearing on Alzhei-
mer’s disease, and he asked, “Where is it? I have a .great interest
in it.” So I told him, and you wil’ be having another Senator join
you.

But every time you mention it, I think you s2e this urgency sud-
denly. And he said, “f have a personal interest.” Now, that means
even better than “interest.” So I was encouraged that it is catching

- on.

The one thing that bothers me is the lack of information, the
lack of research. We had a program this morning that someone
sent me on AIDS and how fast we are coming to the identification

. of the virus, the national urgency of this, but at the same time, we
need to be working, I think, just as fast on a solution to Alzhei-
mer’s disease.

I want to commend you, Senator, for the legislation you are
working on. The subcommittee and all our staffs are pulling hard
together to make sure that we can get the information and the re-
search so that we can proceed to the next step.

I commend you for continuing your interest and look forward to
some solution on this.

[The prepared statement of Senatcr Hawkins follows:]
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STATEMENT OF SENATOR PAULA HAWKINS
"THE CARE OF PEOPLE WITH ALZHEIMER'S DISEASE ¢
AND RELATED DEMENTIAS"

>

Mr. Chairman, I am pleased to join you at today's hearing. I know
of your interest in this subject, your concern and compassion for
the vietims of Alzheimer's disease and thetir families and your
effor’ to develop legislation that will ease the burden that is

current.y borne almost entirely by those fami .ies.

The public's understanding and awareness of Alzheimer's disease has
increased tremendously over the last few years. I know that in
Plorida we have several very active chapters of the Alzheimer
Disease and Related Disorders Association who have played a very
important role in educating the public about this disease which

affects'between two and three million Americans.

Through their effori3 we have developed a better understanding of
the effect that Alzheimer's disease has on not just the vletims but
also the families of the vietims. The family should not be placed
in a situation where their only choices are between being
emotionally drained by trying to provide all czre by themselves or
financially drained by trying to pay Tor others tc provide that

care.
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Last year in Florida, we had the celebrated case of Roswell Gilbert
who ended the 1life of his wife who was suffering from Alzheimer's
disease. An incident of this kind just points up once again the
urgency to seek some kind of solution, some kind of relief for the
v ctim and the family. Another tragedy is that a high proportion
of the victims of this disease are elderly women who have outlived

their husbands and have no family to care for them.

Congresa!' interest in this subject and their compassion for the
plight of the victims and their families is apparent in the number
of bills that have been introduced c¢a this subject and the

provisions that we have already enacted in an attempt to address

X3

this situation. I think that the bills that have been introduced by
various members of Congress on this subject all have a common
theme. They all reflect the concensus among us that society has an
" obligation to ease the burden b* the family of the victim of
Alzheimer disease. The lack of informativn and research in this
area has complicated our tusk. We want to help, but we aren't sure
how to best spend the limited financial funding. We need more
information on which formal support programs, whether they are in
nursing homes, hospitals, or daycare centers, show the most promise
- in meeting the needs of Alzheimer's disease victims and their

families. We need an evaiuation of these services.
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The legisletion that Senator Grassley is developing is a well

. thought~out metliod of providing Congress with the basic information ¢

Z and research that 14 needed so we can then proceed to the next

i steps which will provide Alzheimer Disease victims and their

- families with key services and supports so that the responsibility

) of care is shared.

. Mr. Chairsman, I look forward to working with you on this issue.
»
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Senator GrassrLEy. Well, thank you, Senator Hawkins. And
again, let me take 5 minutes, and then we will go to Senator Metz-
enbaum and.then back to Senator Hawkins for questions.

I would like-each of you to comment on something you have not
heard yet, but our next witness, Dr. Helms, the Assistant Secretary
for Planning and Evaluation, I think, is going to make the point
that assisting in the provision of medical and social services needed
by Alzheimer’s disease victims raises generic long-terr.a care issues.
In other words, it is best pursued in the broader context. he would
say, of how to provide care for people who are not able to care for
themselves.

I agked, a similar question of the first panel. Would you com-
ment?

Dr. Cook-DEEGAN. Sure. I think I, in general, agree with that po-
sition. I think that starting from that position, though, there are a
number of different directions to go. No. 1, when you talk about
long-term care, it is really hard to figure out what it is that people
are talking about specifically.

People with dementia constitute, as I said before, somewhere be-
tween 40 and 70 lpercent of those people who are in nursing homes.
Now, those people who are in nursing homes are divided into two
populations—those who are there for less than 3 months and those
who are there for longer than 3. months.

If {lou look at the people who are there for longer than 3 months,
which is where most of the catastrophic medical costs accrue—
rather than for the short stay—then we are probably talking about
somewhere between 60 and 70 percent of those people havin% de-
mentia. So I do not see that you can address the problem of long-
term care without directly addressing the needs of patients with
dementia. : .

So I would asree that I-do not think they are separable issues. I
think it would help to try to specifically figure out what do pa-
tients who have dementing isorders need, that is sumewhat differ-
ent from what other patients might need, and I think other things
would follow from that.

Senator GRassLEY. Dr. Whitehouse.

Dr. Wartenousk. I agree with Bob’s statement. I think, as I said
in my testimony, there is a need to look at short term solutions to
some of the immediate problems that the families and victims face,
but there is a need to reexamine at a strategic planning .evel our
iong-term care system in general, if we can call it a system. And it
would be a mistake to isolate the dementias in general from that
consideration.

Equally, though, it would be a mistake when one considers long-
term health care for the elderly to not recognize that different dis-
eases do have different characteristics and different needs. I think
that is exactly what Bob said, and I think this view expresses our
mutual background on the OTA panel as well as our personal opin-
ions.

Senator GrassLEy. Dr. Buckwalter.

Dr. BUCKWALTER. As I commented, I believe that the behavioral
and emotional manifestations of Alzheimer’s disease make it dis-
tinct from other chronic ilinesses, and therefore the service needs
are somewhat different from those for other long-term care popula-
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tions and programs. We are dealing not only with the chronic dete-
riorating condition, with compromised functional ability and cogni-
tive impairment in the patient, but the stressed family caregivers
and inpatient providers who are dealing with manifestations of the
illness, the wandering, the aggression, the agitation that I alluded
to in my testimony, that makes it a unique situation. And I believe
that it has uniqus demands, therefore.

Senator GrassLeEy. OK. A specific question to you, Dr. Buck-
walter, on another point, but it 1s in regard to your reference to the
concept of excess disability. You referred to it and defined it. My
question is whether or not it really makes a difference in the case
of Alzheimer’s patients, and I would like to have you give me a
case example from your own work of the difference that it makes.

Dr. BuckwALTER. OK. Excess disability is the circumstance in
which the functional level of the individual is substantially below
taat that would be expected simply on the basis of the brain
damage, the damage from dementia alone.

I believe that it certainly makes a Jifference in the care of Alz-
heimer’s patients. In my own practice, perhaps the most concomi-
tant emotional disturbance we see is depression. And certainly
with the judicious use of antidepressant medications and brief, 4- to
6-week limited psychotherapy in the early stages of the diseas=, we
can improve the Alzheimer’s victims’ affect, make their lives less
troubled, help them to enjoy life more. And this, of course impacts
upon not only the individual, but their family members. -

Senator GRASSLEY. One other point 1 woulg like to know if any of
your research .sheds light on is whether or not, after a person has
gone ‘8o far downbhill, they are affected by the environment very
much—first of all, whether that is true, but how much difference
to the individual do different care settings or care methods really
make; and then, as a result, should research on care settings and
methods be rursued, as would occur in provisions of some of the
bills we are - nsidering.

Dr. BUCKWALTER. Well, one of the things that we really do not
know is the impact, especially in the later stages of the disease. I
think it is an assumption that I would challenge that individuals in
the later stages of tﬁe disease are not amenabie to behavioral and
environmental strategies. We do not know the cegree of what we
call their behavioral plasticity—that is, how much we can compen-
sate using these various environmental and hehavioral manage-
ment strategies for the brain impairment.

My own practice and anecdotes in the literature, reports of other
commissions, suggest that environment certainly does make a dif-
ference. But we need research to determine in what way—what is
the effect on the functional ability; what is the effect on the cogni-
tive impairment and decline?

I would add that I think a caring environment that is architec-
turally sound, that is environmentally designed, keeping the limi-
tations of the illness in mind and its progressive course, leads to
less of a decrease in functional abilities. We cannot stop the disease

r se, but we can keep them functioning at a better level for a
onger period of time. It certainly enhances family satisfaction and
morale, and if you are in a caregiving environment where the care-
givers are educated in an inpatient setting, they are guing to use
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less chemical and physical restraints with the Alzheimer’s patients;
and perhaps most importantly, until their death, will accord them
respect and human dignity in that caregiving effort. And I do not
think we can put a pricetag on those kinds of efforts.

Senator GrAssLEY. Thank you.

Senator MerzEnsauM. Dr. Whitehouse, you have done consider-
gble work in the field of molecular biology with respect to Alzhei-
mer’s patients. Have you seen any area that you consider a possi-
ble breaé:ltl;}}rough, that you feel that there is any progress in that
ares &t all?

I guess I am really asking you this: Do those who are the scien-
tists involved in the area of research on the cause, have they made
any headway at all?

Dr. Warrenouse. That is an easy question to answer. Absolutely,
there has been headway. I think, though, it is a very difficult ques-
tion to answer in terms of, well, where is that leading any time in
the near future.

I think thet we have learned a tremendous amount about Alzhei-
mer’s disease. In fact, my perspective as a researcher on that is
that the situation is getting more complex and not simpler. That is
often the case when we devote our intellectual efforts. It's a prob-
lem we know more about it, but perhaps it is even more confusing
than it was before.

But I think that is the mode we have to deal in scientifically
now; we have to recognize our ignorance, not pursue unifocused
kinds of approaches that you read about in the national medie.
which are not going to work, but broaden ourselves to encompass
other disciplines.

But it is easy to iay yes, and I could sit here and detail many,
many scientific discoveries.

Senator METZENBAUM. Does Alzheimer’s affect the total brain or
just portions of it?

Dr. WHITEHOUSE. Just portions of the brain—although again, our
inveniory of those portions that are affected is incree<ing. I have a
little theory that may relate to what ¥atie was saying. I think
some of the parts of the brain that sre involved with loving and
caring and -having some sense of being still a part of the family go
later, and thst all the things ‘at we think of in terms of _ognition,
thinking, speaking go earlier.

So I think there are things that are affected at different rates,
and I think those things correlate with the behavioral problems
that the patients have at different stages.

Senator METzZENBAUM. In an autopsy, do you see pathological
changes in the brain?

Dr. WHITEHOUSE. You see pathological changes in many different
areas. We are still using his same silverstain that developed to ex-
amine brain tissue to make a diagnosis, even 80 years later. So we
certainly see pathology widespread, and thai just makes it more
complicated.

But again, as I said earlier, the tools and mechanisms that the
field of neuroscience now lias that it did not have 80 years ago, it
did not have 8 years ago—in some cases, did not have 8 months
ago—are really there to help us understand that complexity.

¥

1R4




vyl

IToxt Provided by ERI

160

Senator METZENBAUM. Does the Alzheimer’s patient’s brair show
up differently when you are doing a scan of the brain?

Dr. WurreHouse. There is no diagnostic test in life for this dis-
ease. As Mr. Stone and others have recognized, Alzheimer’s disease
is a diagnosis of exclusion, where we say we cannot find any evi-
dence of other tractible disease in lif>; therefore, it is likely to be
Alzheimer’s disease. About $) percent of the time we are correct
with that diagnosis of exclusion.

There are a lot of =ople working on diagnostic ‘sts, and I think
we are on the fringe of some discoveries there—und that is brain
imaging, cerebrnspinal fluid, blood tests, and the like—but nothing
yet that is diagnostic in life.

Senator METzZENBAUM. Dr. Buckwalter, I found your testimony
very interesting because you indicated that none of the bills really
do "*at which you think should be done, and I appreciated that
comment.

I guess I would ask you if you could just zero in exactly >n what
do you think Congress should be doing legislatively, and what do
you thirk others should be doing: and if ycu could tie it down very
neatly, I would appreciate it.

Dr. BuckwaLter. Well, if I c._d do that, I would probably be on
the other side of the bench.
teS]enat:or GrassLEY. Do not think about that for a while. [-aust

r.

Dr. BUCKWALTER. N no. I am very happy where I am.

I did have a chance v ry recently to review the Research Act
that Senator Grassley is proposing, and I thought that that five-
pronged approach which continues the task force and which pro-
vides for a clearinghouse and tiiles II, II, and IV, which provide
distinct challenges and charges to :71A, NIME, and the National
Center for Health Services Research, is a very effective way of im-
plementing some of the research services needs that I addressed in
my testimony, ard I applaud that effurt. I think it is an equitable
distribution of the research services needs and wili carry forward
those areas of expertise that have already been established by the
respective Federal agencies.

nator MeErzeneauM. Do you think we ought to target more of
our funding for treatment of the patient, or more in the area of
biomedical research?

Dr. BuckwALTER. Well, I cannot esca; ‘rom my own bias. I
think both are obvioutly important, and I think we have, as I said,
done a lot in the area of biomedical research with this future orien-
tation right now; I think the time is right to divert additional re-
sources to here and 1.~w gervices research n_eds that 1acus on the
patients and their families.

Senator METzENBAUM. Thank you, Mv. Chairman, an.! I thank
the panel.

Senator GRASSLEY. Senator Hawkins?

Senator HawkiNs. Commasnt on this, if you will. The Baptist
Medical Center in Jackeonvilie, FL, has an Alzheimer’s _:nter that
utilizes a multitisciplinary team of professionai. to serv: the Alz
heimer’s disease victims and their fomilies. When the center
opened, over 200 people signed up for the seminars and family sup-
port programs.
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Do you kave any comments on which professionals, in your opin-
ion, shouid be included in the multidisciplinary team of profession-
als;-social service professionals, religious counselo-s, grief counsel-
ors?

Do any of you have coryments on that?

Dr. Cook-DEeGaN. I think, just to pick up on that a bit, the mul-
tidisciplinary team is becoming the norm, for several reasons. No.
1, almost all of the dementing illnesses last a very long time, and
the needs of patients progresses the illness pregresses. It is not just
acute medical care, it is not just nursing home care. It is every-
thing, and we need a lot of expertise.

I think it includes physicians, it includes .urses, it includes
social workers, it includes nursing home aides, which often get ne-
glected in this loop, it means psychologists, speech patholcgists.
There is a list of probably 30 types c® training thiat would really
benefit at some stage in the disease for any given patient. And I
think they are all important. What is difficult is to come up with a
mechanism for coordinating all those people in a particular center.
But I think that is definitely the right approach.

Dr. BuCKWALTER. One of the things we do not know which needs
to be addressed in the health services research is what is the opti-
mzi role for these different professionals.

I ugain support wholeheartedly the multiprofessional focus, but
the utility, the configuration and 2eployment of these professionals
applying their various treatment modalities to the care of Alz" -
raer’s victims and famiiies in a variety of settings has not been well
defined or described, and we need more reseai7a in this area.

Dr. Warrenous® If I could just make a brirsf’ comment, I thirk it
deperds Jers upo.: the profession in this particalar environiaent
than the ; ‘sonal commitment that people make. I do not care if it
is the physician, the psychiatrist, the internist, the neurologist, or
what. There are some people who are attracted to this area, who
feel personally committed; there are others that do not. Those are
the people you have to find, regardless of their discipline.

Senator Haw.14s. Last we'k in the Senate, we passed the Do-
mestic Service Voluateer Act, and one of the amendments that was
offered was the Glenn-Hawkins amendmr=nt to require to an eval-
uation of the aspects of ACTION’s prograra so we could provide vol-
unteer support cr assistance to families who were caring for thei.
frail and disabled adult members.

Many of the ACTION programs, such as Senior Companions, Re-
tired Senior Volunteer Program, and the VISTA Program, include
a wide variety of volunteer services to family caregivers. But it is
cbvious we need more informetion about the role of the volunteer
in assisting the family caregiv.

Do any of the programs u‘iize volunteers to assist the family
caregivers that you know of?

Dr. Cook-DEEGAN. Specifically relating to ACTION, in fact, I
have got on my desk in my orfice a manual that is being prepared
by ACTION to train volunteer caregivers to provide in-home care,
the kind of in-home respite that we have been talking about re-
peatedly today. They are drafting a manual so that it ~an be used
nationwide, and it is based in fact on work that has been supported
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by the Aging Instirute, the Menta: Health Institute, and the Ad-
ministration on Aging.

So it is one of those things that seems to te 2 success story, and
they are already preparing something to take advantage of volu.,.-
teers.

Senator HaAwkiNns. Thank you.

Senator GrassLEY. Thank you, Senator Hewkins.

I had one more question for Dr. Cook-Deegan and two for Dr.
Buckwalter, but because of time, I will submit those to you in writ-
ing.

Thank you all very much for your participation.

I would call our final panel. It consists of two distinguished wit-
nesges. The first, I have already referred to—Dr. Robert Helms,
who is the Aseistant Secretary for Planning and Evaluation for the
Department of HHS, and he is accompanied by Dr. Gene Cohen,
who is Director of the Frogram on Aging at the National Instii ite
of Mental Health and the Executive Secretary of the Secrctary’s
Task Force on Alzheimer’s Disease.

Again, it is a pleasure for me to welcome boti. of you. I would
ask you to proceed in the order in which I introduced vou.

STATEMENT OF DR. ROBERT B. HELMS, ASSISTANT SECRETARY
FOR PLANNING AND EVALUATION, DEPARTMENT OF HEALTH
AND HUMAN SERVICES, ACCOMPANIED BY DR. GENE D.
COHEN, DIRECTOR, PRUGRAM ON AGING, NATIONAL INSTITUTE
‘ON MENTAL HEALTH, AND EXFCUTIVE: SECRETARY, TASK
FORCE ON ALZHEIMER’S DISEASEK, DEPARTMENT OF HEALTH
AND HUMAN SERVICES

D:e.eHELMS. Thank you, IAr. Chairman a“d members of the com-
mittee.

I have already been introduced, and with me is Dr. Gene Cohen,
as you said, who is the Executive Secretary of the Department’s
Task Force on Alzheimer’s Disease. Let me add that Dr. Cohen also
treats Alzheimer’s patients and is therefore very familiar with this
disease from a clinical perspective.

Secretary Bowen has asked me to provide you with an overview
of the activities of ou» Department regarding the serious matter of
:gre of people with 4lzheimer’s disease and other related demen-

ias.

As a physician, Dr. Bowen has cared for many persons with this
debilitating condition and understands the needs and concerns of
patients and their families. As head of the Department of Health
and Human Sevices, he has promised to give attention to the spe-
cial needs of victims of Alzheimer’s disease and the other health
care needs of the eld. -ly. )

In addition to speaking today in my position as Assistant "-ecre-
tary for Planningeand Evaluation, I am also here in my role as a
member of the Department’s Task Force on Alzheimer’s Disease.
This task force was established early in 1983 and and is chaired by
the Assistant Secretary of Heslth. Other members include the Sur-
geon G-neral, the Commissioner on Aging, the Directors of the Na-
tional Institute on Neurological and Communicative Disorders and
Stroke, the National Institute of Mental Health, the National Insti-
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tute on Aging, the National Institute of Allergy and Infectious Dis-
eases, and representatives of the Health Care Financing Adminis-
tration and the Veterans’ Administration.

The task force has a mandate to coordinate the intensive ongoing
research being done by the Federal Government on Alzheimer’s
disease, to create a mechanism for sharing information among the
members, identify the most promising research avenues to explore,
and translate that research into policy, programs, and practical
means for improving the auality of life for persons with Alzhei-
mer’s disease.

Through this task force and several other coordinating bedies
and functions, our Department believes that the mechanisms nec-

to mobilize the efforts of the executive branch regarding re-
searc{; and services to persons with dementia are already in place.
There have been a number of joint projects fostered between and
among s¢ eral mer bers of the task force on such significant mat-
ters as diagnostic assessment tools and family care-giving.

Research oa services for crsons with dementia, which I know is
of special interest to you, has ramifications far beyond health care.
The needs of Alzheimer’s victims, as well as persons with other
chronically disahling conditions, involve a widz spectrum of Gov-
ernment agencies concerned with income, housing, and social serv-
ice interests.

As a memiber of the Alzheimer’s Disease Task Force, my office
assisted in the preparation of two reports fo.' the House Appropria-
tions Committee in February 1985 and in May 1986, and I will be
pleased to make those available. These describe HHS research ac-
tivities regarding health and other services for the care of this pop-
ulation and the whole range of ongoing federally funded ) “nefits
which are available to many persons with this condition. These re-
ports also state the Department’s policy on care for “ersons with
Alzheimer’s disease. Essentially, this policy is threefold: First,
sponsoring scientific efforts to better understand, treat and eventu-
ally cure and prevent this disorder; second, supporting demonstra-
tion, training, and community assistance projects to educate the
Eublic about this disease amf' to promote innovative methods of

elring Alzheimer’s victims and their families; and, third, assisting
in tne provision of medical and supportive services needed by Alz-
heimer’s patients and their families in hospitals, nursing homes
and in the community.

The first of these three activities requires a specific targeted ap-
&ach to Alzheimer’s disease accompanied by related work on

ic biology, chemistry, and psychology of the aging brain.

The second also requires some targeting at %ﬁle specific disease,
althouih some of the training and demonstration activities spon-
sored by the Departmen. iaddress Alzheimer’s disease within a
broa<~r framework of assistance to persons with functional disabil-
ities, whether or not caused by Alzheimer’s disease.

Because of the nature of Alzheimer’s disease, the third area is
largely the long-erm care issue—how to provide continuing assist-
ance to persons who c.n no longer care for themselves. The loss of
the capacity for self-care not only affects Alzheimer’s patients;
there are also many other persons, most of whom are elderly, who
suffer from chronic disease and disability. W2 believe that solutions
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to the problems of long-term care must be sought within this
broader context.

Let me give you an example of gur approach to long term care

policy forn. lation. In cooperation with the Health Care Financing
Administration and the Administration on Aging, my office was re-
sponsible for conducting the national long term care channeling
demonstration.
. 'This study, which was conducted at 10 sites in 10 different States
was designed to test the extenc te which a community-based long-
term carz system that combines cace management, care planning,
and the delivery of health and s -ial services, is a cost-effective al-
ternative to a meaical-institutional model. Chanreling did not set
out to serve people with a parcicular medical diagnosis, but to meet
the needs of people with very lin-"_sd functional impairment levels
living in a situation which could not provide adequate support from
family and friends.

While we do not know with certainty how many of the more
than 6,300 people in the sample actually had Alzheimer’s, we esti-
mate that a little over 30 percent lLad serious cognitive impair-
ments.

We are beginning to do more research on this data. It is a very
large data set, and we hope to have more information from the
data as we go along. We also have some other data, things which
are outlined in my testimony.

For the sake of saving time, let me skip to a word about a more
recent activity which Secretary Bowen and the President have di-
rected, which relates to Alzheimer’s disease. That is the study of
catastrophic illness.

By year-end, the Department is to report on how the private
sector and Government can work together to address the problems
of affordable insurance for those whose life savings would ot™_er-
wise be threatened when a catastrophic illness strikes. The work
groups involved in this effort will specifically examine the cata-
strophic financial burdens associated with long-term care, as well
as private financing options which may help to alleviate some of
these burdens.

Among the various alternatives to be examined are individual re-
tirement account approaches, long-term care insurance, family care-
giving incentives, continuing care retirement communities, home
equity conversion, pension benefiis, and social health maintenance
organizations. The market potential for these options is being ex-
plored, including perceived barriers to their future development.

We are also carefully looking at the characteristics of persons
who require long-term care services, including those with cognitive
impairment caused by such conditions as Alzheimer’s disease.

We appreciate the opportunity to review our activities, and Dr.
Cohen and I would be pleased to respond to your questions.

[The prepared statement of Dr. Helms and responses to questions
submitted by Senators Metzenbaum and Grassley follow:]
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Mr. Chairman and Members of the committ.ee.

My narme is Robert Helms and I am the Assistant Secretary for
Planning and Evaluation of the Department of Health and Human

Se ‘ces. I am accompanied by Dr. Gene Cohen who is Director of
the Program on Aging at the National Institute of Mental Health
and Executive Secretary of the Department's Task Force on

Alzheimer's Disease.

Secretary Otis Bowen has asked me to provide you with an overview
of the activities of our Department reqarding the serious matter
of care of people with Alzheimer's disease and other related
dementiac. As a physician, Dr. Bowen has cared for many pe: ons
with this debilitating condition and understands the needs and
concerns of patients and their families. As h~zd of the
Department of Health and Human Services, he has promised to give
attention to the special needs of victims of Alzheimer's disease

and other health care needs of the elderly.

In addition to speaking as the Assistant Secretary for Planning
and Evaluation, I am also here in my role as a member of the
Department's Task Fc¢ ce on Alzheimer's Disease. This task force
was established early in 1983 and is chaired by the Assistant
Secretary of Health. Other members include the Surgeon General;
the commissioner on Aging:; the Directors of the National

Institute on Neurological and Communicative Disorders and Stroke,
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National Institute on Mental Health, National Institute on Aging,
National Institute of Allergy and Infectious Diseases; and
representatives of the Healtn Care Financing Administration and

the Veterans' Administration.

The Task Force has a mandate to -~
o Coordinate the intensive on-going research being done in the

Federal Goverament on Alzheimer's disease.

© Create a mechanism for sharing information among the nmembers

of the task force.

o Identify the most promising research avenues to explore.

o Translate that research into policy, programs, and practical
means for iamproving the quality of life for versons with

Alzheimer's disease.

Through this Task Force and several other coordinating bodies and
functions, our Department believes the mechanisms necessary to
mobilize the efforts of the Executive Branch regarding research
and texvices to persons with dementia are already in place.

There have been a rumber of joint projects fostered betwe~n and
among several members of the Task Force on such significant

matters as diagnostic assessment tools and family caregiving.

Research o1 services for persons with dementia, which I know is
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of special interest to you, has ramifications far beyond health
care. The needs of Alzheimer's victims, as well as persons
with other chronically disabling conditions, involve a wide
spectrum of government agencies conce. 1ed with income, housing

and social service interests.

As a member of this Task Force, my offjce has assisted in the
preparation of two reports for the House Appropriations Committee
in February 1985 and May 1986 (which we shall be pleased to make
available to the Subcommittee) which describe DHHS research
activities regarding health and other services for the care of
this population and the whole range of ongoing Federally-funded

benefits which are available to many persons with this condition.

These reports also state the Department's policy on care for
persons with Alzheimer's disease. Essentially, this policy is

threefold --

ﬁ? Sponsoring scientific efforts to better understand, treat

and eventually cure and prevent this disorder’

és Supporting demonstration, training and community assistance

projects to educate the public about this disease and to
promote innovative methods of helping Alzheimer's victims

and their families.
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o Asslsting in the provision of medical and supportive
services needed by Alzheimer's patients and their families

-- in nospitals, nursing homes and in the community.

The first of these three activities requires a specific targeted
approach to Alzheimer's disease, accompanied by related work on
basic biology, chemistry and physiology of the aging brain. The
second also requires some targeting on the specific disease,
although some of the training and demonstration activities
sponsored by the Department address Alzheimer's within a broader
framework of assistance to persons with functional disabilities,

whether ¢ - not caused by Alzheimer's disease.

Because of the nature of Alzheimer's disease, the third arza is
largely a long-term care issue: how to provide continuing
assistance to persons who can no longer care for themselves. The

loss of the c¢apacity for self-care not only affects Alzheimer's

patients. There are also many other persons, most of whom are
elderly, who guffer from chronic disease and disability. we
believe that solutions to the problems of long-term care must be

sought within this broader context.

Let me give you an example of our approach to long-term care
policy formulation. 1In cooperation with the Health Care
> Financing Administration and the Administration on Rging, my

office was responsible for conducting the National Long-Term Care
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Channeling Demonstration. This study, which was conducted in ten
sites in ten different States, was designed to test the extent to
which a community-based long-term care system that combines case
management, care planning and the delivery of health and social
services is a cost-effective alternative to a medical/
institutional model. Channeling did not set out to serve people
with any particular medical diagnosis but to meet the needs of
people with very limited functional impairment levels living in a
situation which could not provide adequate support from family

and friends.

While we do not know wiih absolute certainly how many of the mor~
than sixty-three hundred peop.e who comprised the sample for the
Channeling demonstration had a firm diajnosis of Alzheimer's
disease, we estimate that 30.4% had serious cognitive
impairments. With a research eftort as extensive as Channeling,
you can understand that we are only¥ beginning to mine the vast
wealth of data that have been collected and which can tell us a
great deal about how to improve care for subpopulations such as
those with patterns and types of impairment similar to those

found in dementia.

In addition to the Channelinc data, major new sources of
longitudinal long-term care data are the 1982 and 1984 National
Long-Term Care Surveys including the Survey of Iaformal

Caregivers. These surveys are detailed intervi studies of the
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65 and over population who are living in the community and
experience chronic impairments. To give you an idea of its
scope, approximately 6,400 impaired older persons were selected
for detailed interviews out of an initial screen of over 36,000
Medicare enrollees. A number of analyses have already been
carried out using these new data sources ins’ e and outside the

Federal Government,

I share the interest of the members of the committee on the
needs of caregivers of persons with dementia. The repu.ts on
Alzheimer's disease, which i described earlier, provide
descriptions of some of the major efforts being 1pr-sored by
different agencies within our Department. Some of these projects
are specitically for caregivers of persons with Alzheimer's
disease. oOthers assist ramilies with members having dementia as

well as many other impairing conditions.

Under the auspices of the Office of Human Development Services, a
Family Caregiving Project was recently established as a means of
coordinating research and demonstration projects of six DHHS
offices which provide funding for innovative approaches to
assisting family caregivers. BAs par% of this project, a
successful conference was recently held which brought toocether
grantees, Federal staff and various advocacy and professional

groups interested in assisting family caregivers.
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Finally, I would like to briefly describe an activity which
Secretary Bowen has undertaken at the direction of the President
which hzs significance for persons with Alzheimer's disease and
other catastrophic illnesses. By year-end, the Deparcaent is to
report on how the private sector and government can work together
to address the problems of affordable insurance for those whose
life savings would otherwise be threatened when a catastrophic

illness strikes.

The work groups involved in this effort will be specifically
examining the catastrophic financial burdens associated with
long-term care as well as private financing options which may
help to alleviate some of these burdens. Among the various
alternatives being examined are individual retirement account
approaches, long-term care insurance, family cacegiving
incentives, continuing care retirement communities, home equity
conversion, ﬁension benefits and social health maintenance
organizations. The market potential of these options is being
explored including perceived barrisrs to their future
development. We are also carefully looking at the
characteristics of persons who require long-term care services
including chose with cognitive impairment caused by such

conditions as Alzheimer's disease.
I appreciate the opportunity to present this overview of our

activities. Dr. Cohen and I would be pleased to respond to any

of your questions.

Q 1 '77” i
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FOLLOW-UP TO JULY 22, 1986 HEARING ON ALZHEIMER'S DISEASE
Senator Metzenbaum Quest’on:

Standardized Evaluation As I understand it, there are and have
been several demoncztration programs for home and community-based
caraz. Are there standardized ways for evaluating such programs.

Dr. Hslus Reply:

Evaluation must be tailored to the specific questions and
populations of individual research and demonstration projects.
Wherever possible, standard instruments are used so that
comparisons might be drawn between and among as well as within
areas of inquiry. Two recent major studies of home and
community-based care, the National Iong-Term care Channeling
Demonstrat.ion and the Evaluation of coordinated Comnunity-
oriented Long-Term Care Demonstration Projects conducted by
Berkeley Planning Associates, used similar study instruments.

Senator M .tzenbaum Question:

Disseminating Information How is the information you generate
disseminated?

Dr. Helms Reply:

Within my office is the Policy Information center (PIC) which
provides a centralized source of findings from evaluative
research relevant to the Department's programs and policies.
ongoing and completed HHS evaluations are tracked, compiled and
retrieved. PIC makes the following gervices available to HHS
employees as well as to any interested party: Library of
Evaluative Research Studies, Compendium of HHS Evaluations and
Other Relevant Studies, Quarterly Memorandum and an On-lLine
Database System. Study results are placed in the National
Technical Information Service (NTIS) as well as several other
widely used dissemination systems. certain studies are issued as
Department publications available through the Government Printing
Office. In addition, DHHS contractors, grantees and ASPE
employees frequently communicate findings through prcfessional
journals and conferences. In addi%ion, public use data tapes are
availabls on studies and surveys >h as the National Long-Term
Care Channeling Demonstration anc .he National Long-Term Care
Survey.
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Senator Metzenbaum Question:

Do nursing homes have, upon admission, adequate
agsessments of the functional abilities of a patient with
Alzheimer's, and is there : plan for maintaining these abilities
as long as possikie?

Do nursing homes need a standardized assesement instrument? A..d
trai-ing on how t» wmanage patients with functional - imitations?
How do you recomme :d iwproving the situation?

Dr. Helms Reply:

If a person's placement in a nursing home is being underwritten
by Medicare, a three-day hospital stay would have preceded tha
admission. It wouid be expected that the attendin, physician
would have arranged for any necessary diagnostic work-up while
the person was stil in the hospital and used the result: : data
in certifying the need for care under Medicare. Following
admisasion, the nursing home is required as part of the
"Conditions of Participation" for Medicare to develon and
maintain a written patient care plan consonant with the attending
physician's plan of medical care (405.1124(d)). The plan
indicates care tc be given and goals to be accomplished and which
professional service is resporsiole for each element of care.
Consegquently, nssensnent of fanctional abilities is normally
undertaken to properly complete the planned treatmen:. The
patient care plan is :eviewed, evaluated, and updated as
necessary by all nrofessional personnel involved.

As to offorts “o maintain °'-~tional abilities, .. licare requires
the facility to ;.ave un ac. v. program of reshabj ' itative nursing
care which is an integral part of nursing service and is directed
toward assisting each patient to achieve and maintai= an optimal
level of —=elf-care and independence (405.1124(e)). In addition,
the medically related socia®l an. _.aotional needs of the patinnt
are to be identified and services provided to meet these neeus
{(405.1130(a)).

The same conditicns regarding assess..ant z2+4 care planning also
apply to Medicaid patients in skilled nurs.-.g facilities. Beyond
these regquirements, States are free to devalop their own policies
regarding Medicaid. For instance, soms States such as Virginia
have initiated 2 pre-admission process for all persons who are or
might soon be 2iigible for Medicaid which inclvdes an assessment
ol functional abilities.

Tha Department hus underway a response to a nursing home study
conducted by the Inatitute of Medicine (IOM) which will be
addressing improvements I . present requir.ments dealing with
asse~sment and care planning. The Health cCare Financing
Administration contracted with the IOM in 1982 to study nursing

Q ,'7
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home regulatory and enforcement issues anc +~ provide
recommendations for improving the quality or life of residents.

There are a numper of Federally-sponsored rese:rch ani
demonstration projects which involve experimentati. with
instruments which asgess functional impairment. The Health care
Finaucing Administration recently added a component for assessing
mental status in several projects which are addressing quality
tssurance in nursing homes. Technical assistance with this
component has been provided by the staff of the dementia coject
at the Congressional Office of Technology Assessment.

Over the years, there nave been attempts to develop a national
standardized assessment instrumen®. However, because of the wide
range of conditions and circumstances to be found in patients and
nursing home facilities, it has not been possible to Zevelop
something thct was reliable, manageable and cost-effective.

A to instruments which can specifically determin. the existence
0. Alzheimer's disease or some other form of demantia, the state
of the art does not indicate that we are near a tima when a

standardized assessaent instrument can or should be promulgated.

The Department has promoted training on how to work with patients
with functional limitations through a number of different
projects. Some of the efforts which focus on persons with mental
impairments are described in ‘e reports which accompanied our
testimony. The projests inclu.e: the Mental Hea:®h in Nursing
Homes project, the Teaching Nursing Home program, Alzheimer's
Disease Research Centers and the New York State Mental Impairment
Training in Nursirg Eomes program. Department agencies which
incorporate training concerns for the care of the functionally
impaired in many of their ongoing programs include the
Administration on Aging, the National Institute of Mental Health,
the Health Resources and Services Administ— tion and the National
Institute on Aging.

The :;-eceding material summarizes Federal activities regarding
nursing lLome practices relevant to assessment and care plannina.
There fre many other practices, initiated by other levels of
government, the nursing home itself, trade associations,
scientific groups, proressir 1 memberuiilp organizations and
private foundations which Jj pact on the nature and quality of
care in these facilities.
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Senator Grassley Question:

Dr. Helms, you n~ted that research on services for versons with \
dementia has - *izatlio~ far beyond health care. I think I get

your point he would you also say it has ramifications

beyond care spe.. ly for people with Alzheiuer's disease or

gome other dement.ia:s

That is, are thaere long-term care needs of people with
Alzheimer's disease generically different than the long-te~sx care
needs of other people with chronic disabilities or funcuionel
limitations?

Dr. Helms Raply:

It is diff'cult to identify uniquely generic long-term care
differenceu batween Alzheimer's disease and the many other
diseases and conditions which can result in some of the sa™a
physiologirial, psychological and social manifestati-ns anu needs
as this form of dementia. It might be said that ¢ . of the
distinctive characteristics of Alzheimer's disease is its
worsening progression, oftan over a very long period of time.
But even tlat sitnation can result from several othuc diseases.

Senator Grassley (uestion:

Many of us in the Congress are very interested in the Seciztary's
Task Force on Catastrophic Health Care expenses. What is the
role of your office in that task force, and, to your knowledge,
will the task force include consideration of Alzheimer's disease
and other dementias?

Dr. Helms Reply:

There are three working groups within the Department looking at
three areas of concern: catastrophic health expenses in the
general popualation, among the olderly and the private financing
of long-term care. My office is taking the lead for the
examination of catastrophic health expenses in the general
population. We have substantial staff representation on the
other two task forces.

Because we must include consideration of all chronic illnesses,

we are focusing on generic aspects of conditions such as
Mzheiner's diseasa.
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Senator GrAssLEY. Dr. Cohen, do you have a statement?

Dr. CoHEN. No, Senator, I do not.

Senator GRAs3LEY. I do have some questions, then.

To start off with, Dr. Helms, when Secretary Heckler was the
Secretary, she made Alzheimer’s disease one of her highest prior-
ities and created a Secretary’s Task Force on Alzheimer’s Disease
as one indication of that interest.

Now I know that the Secretary’s task force is still existing and
working, and that Dr. Cohen is there to help keep it on track. So
let me ask this question. Are you able to place the Alzheimer’s
effort among Secretary Bowen’s top priorities, and if so, how high
of a priority is it within the Department now?

Dr. HeLms. Well, given the Secretary’s personal interest in this,
let me say that when he came in, he reviewed all of the existing
task forces, special committees, and efforts, and that kind of thing.
Knowing that he had to put emphasis on those that were among
his highest priority, he elected to keep the Alzheimer’s task force
in place at the Secretarial level—meaning, chaired by the Assist-
ant Secretary of Health and with participation by the major com-
ponents of the Office of the Secretary.

So I do know that his personal interest in this is very great, and
particularlv in this area of financing of catastrophic care, we are
trying & ~ at the broad - policy as it relates to Alzheimer’s dis-
ease. Dr. gowen is very interested in Alzheimer’s disease, and I
think it is a very high ccrumitment and priority of his.

Senator GrassLey. OK. You noted, Dr. Helms, that some 30 per-
cent of the channeling demonstration caselcad had serious cogni-
tive impairments. One of the pcints which was made very forceful-
ly in a workshop that this subcommittee sponsored on services-re-
lated research on Alzheimer’s disease was that there are numerous
data bases generated by given agencies that contain da‘a ~n de-
mentia victims which is yet to be utilized.

First, I presume that your remarks aboui the channeling demon-
stration mean that yoi: vill be continving to analyze the data spe-
ciﬁcal‘_é with respect to iementia victims—is that fair to assume?

Dr. Heums. Yes. As a matter of fact, this data is about to becrme
available on zzegublic use tape, and we plun to make efforts to
notify interes researchers about the availability of this very
large end, I think, interesting .'ata set.

Senator GrassLEY. It is going to be made available—would that

e—_
hllgr. HEeLMs. Also, my staffs are committed to continuing studying
this, too.

Senator GrassLey. OK. How about a secondary analysis for v hat
tey might tell us about dementic. victims?

Dr. HeLms. As I say, it is difficult—we have the same problems, I
think, in the data set as war mentioned earlier about the problems
with diagnosing Alzheimer’s. We will tey to do it the best we can. I
cannot at this point say to what extent we can actually dcfine
those people that have Alzheimer’s. But we certainly intend to
study that general area to the best we car.

Senator GrassLey. Dr. Cohen, some ople criticize an activity
like the Secretary’s task force as being aswallIv unable to contrib-
ute very effectively to the Department’s Alzheimer’s research

182




178

effort because the participants are too concerned with protecting
their own bureaucratic turf—and of course, we know that is a dis-
ase of the Federal Government generally, and that therefore such
high-lzvel committees will never be able to set clear, innovative di-
rection. Coordination and direction-settiag in the Alzheimer’s re-
search effort is clearly of great importance, and some of the hills
before this subcommitiee deal in one way or another with that co-
ordination issue.

In light of this, would you comment on the criticism I have just
stated and where w: are headed if there is some iegitimacy to the
criticism?

Dr. CoHEN. I assumed that dealing witli the complexity of multi-
acency involvement would be part of the challenge I would con-
front in carrying out my responsibilities as executive secretary for
the task force.

The other side of this situation, though, is that the Government
has been very fortunate to Liave many talented partners i= the re-
search etfort on Alzheimer’s disease—partners from both within
the Department of Health and Human Services and the Veterans’
Administration. It is part of the nature of a problem like Alzhei-
mer’s disease that, when you do not know its cause, you have to
plant a number of seeds (to involve a number of different pro-
grams), exploring many different direct’sns in seeking to better un-
derstand the disorder. That is part of t 1e phenomenology of in-
quiry in such areas. It requires and we benefit from a multirart-
nered effort. )

In that thrust, I think that the members of the Secretary’s task
force on Alzheimer disease have responded quite well and admi-
rably in terms of the exchange of information, this being well-re-
flected in the task force’s report that was published in 1984. That
Report had very wide dissemination, reviewed in detail the differ-
ent activities of the Denartment, and has resulted in a significant
number of formal and informal mechanisms for sharing of informa-
tion since its release.

A very interesting activity that took place a year ago, jointly
sponsored by the task force and the Alzheimer’s Disease and Relat-
ed Disorders Association, provides a good example; a national con-
ference was held which in effect created a national forum for a die-
logue petween family members and the heads of vhe different agen-
cies focused on Alzheimer’s disease. The purpose of the conference
was not only to share information, but to share questions as well
on the next steps to take in adAvessing Alzheimer’s disease. This
dialogue has been only one of ma..v among a range of sources of
structured feedback from both families and the field that the task
force has tried to incorporate in its efforts.

Therefore, I think that whereas one always confronts challen%es
in coordinating the input of multiple participants in a complex
task, one tvpically finds that the whole effort by virture of its com-
plexity has required and benefitted from that mix of expertise and
collaboration.

Moreover, since the task force’s initial report, there have been
other reports, two of which Dr. Helms has mentioned. In addition,
most recen’ y, the task force’s latest effort has produced a wor*-ing
notebook that has just been distributed to the task torce memberr,
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containing a comprehensive update of Alzheimer’s disease related
activities that are going on throughout the Department of Health
and Human Services and the Veterans’ Administration. This note-
book is designed to cllow the easy addition of regular
updates,thereby greztly facilitating the coordination process in the
rapid sharing of new informetion. As a final point, it should be
noted that the original plan was to have this notebook by Septem-
ber, but the exchange of information was so ffective, it was ready
4 months early; I believe that this is an excellent reflection of the
cooperative spirit and cohesiveness of the participating agencies on
the task force, reflecting further the efficiency of the task force’s
coordinsted role.

[Response of Dr. Cohen to question submitted by Senator Grass-
ley and additional statement supplied for the record follow:]
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5- 4 DEPARTMENT OF HEALTH & HUMAN SERVICES Pubke Health Service
(
o Memorandum
Dste l'\ugust 7, 1986
From
Executive Secretary, Department of Health and Human Services Task [
Subsct Force on Alzheimer's Disease

Res, 'se to Addit’onal Question from Senator Grassley's Hearing on
Alzher. r's Disease

7o Penny Bogas N

| am responding to the additional question sent to me from Senator
Grass.ey's recent Hearing on Alzheimer's Disease

SUESTION:

°1 think most df us are familiar with the first, 1984, Report of the Task
Force Perhaps you could give us a brief update on the activities of the
Task Force since then?”

Since the Department of Health and Human Services (DHHS) Task Ferce
Rejort on Alzheimer's Disease was prepared, the Task Fe, ce has continued
to actively carry out fts research coordination and information sharig
responsibilties naddition to routine exchanges of inform.ation and
collaboration in ongoing efforts that regularly take place within the Task
Force's network, some further examples of the Task Force's work are
briefly discussed 33 folicws.

The 1984 Task Force Report contained an Appendix which delineated the
portfolio of activities reievant to Alzhesmer’s disease carried out by DHHS
and the VA as of the fall of 1983, InMay 1985 a n~w report, in the form of
3 working notednok, vsas developed by and fur the members of the Task
Force. The 1986 keport updates the eardier portfolios, while Gescribing
highlights of research resuits and other relevant activities on Alzheimer's
disease, it also provides useful detailed lists of projects, fuvestigators,
.d sites of the respective studies in progress The notehook was
designed to allow the easy aadition of regui. - updates, tnereby furtrer
facilitating the co. ‘nation and information. shariny processes of the
Task Force
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~TWO reports for the House Appropriations Committee (one 1 Feb;vary
1985, the other in May 1986) wei e coordinated throuy: Jhe Task Force,

) these described a number of research and services related activities that
the Department has ! 2en Invc “+ed with in the area of Alzheimer's disease.

..... A major National Conference on Alzhsimer's Disease, fecused on
families and co-sponsored by the Task Force and the Alzheime:s Disea=e
ard Related Disorders Assoctation (ADRDA), took place in May 1985.
Representatives from lccal chapters of ADRDA from: all over the country
participated in this important meeting. Leading scientists from the field
were 2iso participants /n this conference. The conference created a
national forum for a dialoyue between family memiers and heads of the
differ=.it Federal agercie focused on Alzheimer's disease. The purpose of
the conference was not only to share information from the resuits of
research, but to share ideas as wel! on the next steps to take in initiatives
on Alzheimer's disease.

..... A Workgroup of the Task Force publisted a consensus report un general
guidelines for approaching the dlagnosis of Alzheimer's disease
Additional Workoruns on other highly targeted areas relevant to
Alzheimer’s disease are presently being considered.

Gene D. Cohen, MD,, Ph D,

"
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Mr. Chairman and mem.ccs of the Subcommittee, the American Association of Homes
for the Aging appreciates the opportunity to submit testimony outlining the
ever-increasing need for concerted and cooperative action on behalf of the
victims of Alzheimer’s Disease. AAHA commends the Subcommittee for its
continued efforts and diligence in securing the necessary funds and

acca]!.;i:axr ing supportive services required by Alzheimer’s patients ard their
families.

3} PRHA is a national non-profit organization representing almost 3000 nonprofit

tacilities which provide housing, health care, 17ag term care, and community
services daily to more than 500,000 elderly individuals throughout the United
States. Over 75% of AAMA members are affiliated with religious organizations.
The remaining members are spensored by private fourdations, government
agencies, unions, fraternal organizations, and community groups.

Many of AAHA’s member facilities have developed specialized Alzheimer’sg
programs including adult day care, long tem and respite care, axd the
facilitation of family support group meetings, in order to respond to the
service needs of the "ictims of Alzheimer’s Disease and thuir families.

ARHA Member Activities

The Adult Day Health Services of the Handmaker Jewish Geriatric Center, Tuscon,
Arizona, has develcped a comprehensive program of services for persons being
cared for at home, offering respite and a rtive environment to caregivers
and patients. The full program includes health sucveillance, speech,
occupational and music therapy, individual and group counseling, training in
activities of daily 1living, educational, recreational, and leisure activities
as wel) as nutritional guidance and a hot noon mea’. Adult Day Health Services
currently serves more than 500 people out of two centers including a protective
care unit which specifically addresses the needs of Alzheimer’c and re Lated
disorders participants. In addition to the full gamut of day health
activities, the protective care unit offers activities such as reality games
which include the identification of objects, sounds, smells, and tastes, and
the recollection of names, places, and past events. These activities
concentrate on and encourage maintenance of individual abilities, while, at the
same time, recognize individual limitations.

The Morningside House Nursing Home Company, Inc., Bronx, N.Y. is a 386-~bed
facility which includes two in-house units focused prir rily on the care of
residents with Alzheimer’s Disease. Morningside House nas responded to the
broad range in functioning levels of patients suffering from Alzheimer’s
Disease and related disorders througi. development and implementation of a
Compr-heasive Mental Health Treatment Program. The program incorporates a
seven-branch system of therapy including family support croups, group therapy
witl, the severely impaired, physical exercise in a variety of forms; and, for
higher functioning patients, reminiscence therapy which involves life
recollection upy tc, and including, admissi- 1 to the nursing home. The program
also consists of skills training which stresses compensation for skills lost;
orieatation which incorporates a "buddy system" for mild t~ moderately impaired
residents; and support therapy groups conducted on levels which respond to

> patients’ specific needs and functioning, such as difficulty or inability to

1
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articulate. Morningside House has also implemented environmental and dietary
modifications, such as inclusion of more finger foods and specially designed

eating utensils, which enhance and encourage optimal functioning for (
Alzheimer’s patients in this fundame.kal activity of daily life.

The above descriptions respresent only two examples of the many excellent and
innovative programs which have been initiated withan the voluntary sector and
which need public support in order to continue to benefit the rising number of
Alzheimer’s victims and their families. {

Needed Federal Legislation

The American Association of Homes for the Aging, as a representative for both
institutional and non-institutional providers of care for the elderly, would
like tc take this cpportunity to express its support for 5. 1736, the
Comprehensive Alzheimer’s Assistance Research and Education Act of 1985 (CARE)
and S. 1835 and §. 2183, the Alzheimer’s Disease Demonstration, Research and
Assistance Acts of *" .5 & 1986. ARHA is also supportive of many of the
concepts embodied in S. 174, the Alzheimer’s Disease and Related Disorders
Treatment Act of 1985. These bills all cont .n components which respond to the
needs of Alzheimer’s victims and their families by seeking to provide increased
funds and avenues for the advancement of research and the coordination of
programs and services, and establish cooperative efforts between the states and
Federal Government to develop ».rvices and policies.

ARHA part cularly cormends the Subcommittee’s efforts to examine the rcles of
Medicare and Medicaid in covering nursing nome care, respite, and home health
care. The cost of caring €or victims of Alzheimer’s Disease in terms of both
investment of “ime an?® ceal dollars increases steadily as the degenerative
progression of the disease advances. The often occurs over a period of 7-12
years. The increasing need for constant supervision and surveillance, due to
accelerating episodes of inappropriate, unpredictable, or possibly dangerous
behav. rs, places a heavy burden on the family caregiver. Frequently, these
caregivers are spouses, who are elderly themselves. As the disease advances,
there is an accompanying nrogression in the demand for health and health
related services. A pilot study recently cited in "Gerontologist” estimated
the costs involved in home care for an elderly person suffering [.om Senile
Dementia, to be approximately $11,735 per year. AAHA advoratec implementation
of the Medicare and Medicaid demons.ratior rojects as contained in both the
CARE bill and in S, 1835 as an avenue t'smard the expansion of the Medicare and
Medicaid progr® s co include coverage ‘or services designed to allow
maintenance of the patient at home for as long as possible. The Association
urges recognition of the opportunity to beg'n to bring these projects to
actuality by supporting the Alzheimer’s Medicare Demonstration Projects
provision included in the House Encrgy & Comnerr~ rY’87 Budget Reconciliation
legislation.

while AAHA strongly supports the expansion of coverage for services under the
Medicare and Medicaid programs for Alzheimer’s patients, the Association does
believe that it would be short-sighted to limit reimbursement for these
services to centralized treatment centers. As has been previously stated, many
AAHA members, as weil as others within the voluntary sector, have already 4
sought to establish highly developed programs for the v.ctims of Alzheimor’s
Disease and their families. Expanded coverage for services should be available
2
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to these providers who have already assumed the imitiative to develop programs,
to allow for the continued enhancement of existing services, and to provide
incentive for the introduction of new programs and initiatives.

AAHA also recognizes that almost all Alzheimer’s victims will require nursing
home placement at some point, even with the availability of home support
Fzrvices, due to the absence of family caregivers or when care needs extend
beyond the family caregiver’s capacities. However, Medicaid and Medicare
reimbursement for nursing home care, whether based on a case mix system or cn
ICF/SNF level of care distinction, is particularly inadequate for Alzheimer’s
patients as they tend to demonstrate deceptively low care level needs. Due ¢o
the high degree of involvement required by staff in direct care behaviors with
these patients, caring f- . Alzheimer’s patients is la. r intensive and thus
costly, even where the need for skilled services is low.

Current Medicare policy often precludes coverage for victims of Alzheimer’s
Disease because skilled services may not be required and there exists limited
"rekabilitative” potential in the acute care sense. This represents to ARHA a
dramatic example of the need for better understanding of the concept of
rehabilitation in th. context of long term care. For Alzheimer’s victims and
other chronically impaired elderly, rehavilitation should mean asing therapies
directe. toward maintaining existing functioning levels or compensating for
skills lost. Successful "rehabilitation” is to erhance both independence and
individual dignity for as long as poss.ble, as this is integral to providing
optimal quality of carz and consequently, ensuring optimal quality of life.
While current Medicaid policy does provide nursing home coveragt for poor
elderly, reimbursement also proves to be ir.’'equate due to the nature of the
care needs of Alzheimer’s patients as described above. ‘

ARHA supports a review and modificatica of public reimbursement and regulatory
policies and procedures to accommodate the need for respite care. Again, for
caregivers whose capacities have been over exter 1 the availability of respite
cace can provide a period of relief which, in c¢ nction with other commnity
support systews, will ultimately allow the patic..c to remain at home for a
longer period of time. Respite care may also provide ar averue for ensuring
optimal quality of care while Alzheimer’s victims awaiting long term placement
in a nursing home. Other benefits afforded through the use of respite care are
the opportunities to evaluate both the patient’s and the family’s response to
placement, a tool now unavailable to providers in anticipating the therapies
and support services which will prove beneficial at the point nursing home care
is required.

Public Education

Educating the public about Alzheimer's Disease and providing assastance in
accessing information and services to families of Alzheimer’s victims,
components contained in both CARE’S National Education Program and in $.2183's
provisions for the collection and dis emination of information by the
Department of Health and Human Services (HHS), aic also areas supported
strongly by AAHA. The Association has heard repeatedly through its members
that the wost critical problem facing families of Alzheimer’s patients is the
difficulty in accessing information. Information needs to be made available on
issues such as the natuce of the disease, research findings, public anG private
insurance programs, service options, and how to find a ochysician or medical
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center that provides access to comprehensive diagnosis and assessnent. AAHA

commends the effort to establish a Central Irformation Clearinghouse as well as

the direction to area agencies on aging to maintain registries for var.cus

medical and community services. The Association suggests further that an (
accompanying implementation of a toll-free hotline wovld enhance the use of

both of these entities as referral resources to health care providers and the

general public.

ARHA also continues to recognize the need to disseminate information to our (
members, as well as to the community. In 1984, the Association called for the
development of an Alzheimer’s Network to provide a central vehicle for the
sharing of information and resources. The Network, comprised of nearly 100
representatives of AAHA member facilities, views 1986 as a planning year for
the facilitation of activities leading to goals which include the compilation
of an AMHA resource directory listing both institutional and non-institutional
programs serving Alzheimer’s victims and their families. Also, to address
concerns expressed by AAHA members, proposed network activities include tne

+ ~ 1sion of technical assistance to members in their respective states in
developing Alzheimer’s programs and services, the facilitation of support
groups serving families and/or professional caregivers, the facilitation of
advocacy groups to represent Alzheimer’s victims and their families before
state legislatures, and assistance in the development of a hotline, viewed as
integral to the dissemination of specific resource information on a state
level.

Most recently, AAHA appointed a Member Task Force on Alzheimer’s Disease to
work with the Association in determining how it can best serve the needs of
members and facilities caring for Alzheimer’s patients. This Task Force will
work to chart a course for Alzheimer’s activities by the Association in 1986
and future years. The Task Force has identified as a priority the care of
Alzheimer’s victims in nursing homes and commmities for older Americans,
emphasizing AAHA’s commitment to the provision of the highest quality of care
for “hese individuals., AAHA’s Task Force would welcome the opportunity to meet
with the Committee at any time for further discussion of these issues.

Continued Federal Support

Federal support for geriatric training in m=dical schools, with career teacher
incentives as well as research incentives, is one aspect of the need for
continued and more specialized education that AAHA views as integral to the
diagnosis, treatment, and management of Alzheimer’s Disease and related
disorders. Joint Federal and state efforts to provide ongoing educational and
training services for the broad range of health and long term care
professionals involved in the provision of services to Alzheimer’s patients and
their families 1s also critical to the treatment and accurate dissemination of
clinical information.

The commitment to the advancement of research into the cause, prevention, and
treatment of Alzheimer’s Disease and related disorders, as evidenced in both S.
1736 and S§. 2183, through extension of the current Research Center Program is
commended by AAHA., The Association is aware of the effects that funding cuts
and deficit reduction actions have had, and can have, on the maintenance and ]
expansion of this program. We do feel, however, that is is important for
Jongress to demonstrate its recognition of Alzheiner’s Disease as a priority
4
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issue, and to support the 2.5 million Americans currently suffering from this
disease, by assuring no further reductions in the commitment levels sustained
for the previous year.

5.2183 further requires the promulgation of regulations which would encourage
medical examiners, coroners, and pathologists to provice reports conce 1ing the
findings of autopsies in which Alzheimer’s disease was a contributing iactor.
ANHA supports this type of collection and analysis of epidemiological data as
being essential to the enhanceme . and development of diagnostic tools and
treatment protocols. The study of the incidence, prevalence, pacterns, and
mechanisms of Alzheimer’s may provide data which enables the jdenti’ication and
isolation of causes as well as the development of a more accurate picture of
the natural progression of the disease.

AAHA believes that voluntary agencies play a vital role in the initiation and
provision of services to the elderly, the victims of Alzheimer’s pisease aml
related disorders. We also believe, however, that che Federal Government has a
key role to play in responding to the needs of the aging in our society. Wwe
appreciate the Subcommittee’s interest in this issue and pledge to work with
you to cilevelop programs and the necessary funding for these Alzheimer’s
initiatives.
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Senator GRASSLEY. Well, thank you very much, and in closing, I
would only say that your testimony and that of the other two
panels is just part of an ongoing effort of this subcommittee to
bring further attention as well as, hopefully, changed legislation
and improved legislation on the general subject of an issue that
still not enough is known about.

As an administrative matter, I would say to this panel as well as
2.’ the other panels that if you get questions in writing not only
from those three Senators who were here, but also other Senators
on the subcommittee that maybe could not be here and still might
want to ask questions of you, we would ask that those would be re-
turned in 15 days, and you would also have that period of time for
the addition of any material that you might want to include or cor-
rect in the material already given.

With that statement, I declare the meeting adjourned.

[Whereupon, at 11:40 a.m., the subcommittee was adjourned.]
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