2004 National Public Policy Program To Conguer Alzheimer5 Disease

from hopeless to hopeful

alzheimer’s % associatiom




Ushering in a new era of progress and hope

2004 marks a new era in the fight agamst Alzheimert disease.

In 20 years, we have gone from hopeless to hopeful. Indeed, the kst
two decades have brought we to a point where the goal of

a world without Alzheimert is within reach. Working collaboratively,
the federal government, the sdentific community, the Alrheimers
Amodation and the pharmacenticl indvetry have made tremendoe
progresz in the prevention, diagnosis and meamment of Alzheimers
disease. The breakthroughs mchade:

* Improved diagnostic tools that are helping providers to diagnose
with more than 90 percent accuracy.

* Identification of genes that may put people at incressed risk
tor the dizexe

* Food and Drug Administration approval of medicatdions that can
alleviate the symptome of Alzheimerk diseme.

* The search for “anti-amyleid” therapies (induding an ® Alrheimer
vacane” ). Riecent research poimte to the accumulation of amyloid as

II][I- f-.-E,"-Ll] ".‘.'I 1 Wi '}rhl the hiological event that fosters the development of Alrheimers dis-
_ _ X exe. Treatments that can reduce the acoumulation of this umwanted

without Alzheimer’s frotein are asential.

13 1""'?]"]”“ ]'L‘qll'..']"l- * Incressed knowledge of what we can do to stave off dementia. The

Alzheimers Asooaton hes lunched a “Maingin Your Brain®™ cam-
paign to alert every American that healthy brain aging & possible.



Great opportunities
are before us — it we

can seize them.

Our challenge: Taking advantage
of a window of opportunity

Mow, our great challenge is to forge a public policy program that kb=
the foundation for many more breakthronghe and, ultmately, a cure.
The stakes couldn’t be higher.

What will happen it we do not act The mumber of Americang with
Alrheimers — 4.5 million today — will incresse to between 11.2
million and 16 million by 2050.

Within a decade, total anmml Medicare cost for people with
Alrheimert will moresse by almost 55 percent to nearly £50 billion.
Medicaid health and long-term care expenditures will rize by B0
percent, to $33 hillion anmually. Alzheimers disee costs ULS. bisi-
nesmes £61 hillion in 2002, an amount equivalent to the net profite of
the top 10 Fortune 500 companies. And the incaloalable human cose
will rise — the pain of seeing loved ones suffer, and the lost contribu-
tone of millions of older Americans whe would otherwize enrich us

@ a peaple

What will happen it we do act: Most sdentists believe that discovering
effective methode and treatments that will delay the onset and progres-
sion of Alrheimers @ well 28 prevent the disease are well within reach
in the toreseeable future if the current pace and momentum of
research is maintained.
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Our call to action

The Alrheimers Awocation ha a plan for the fight againet Alrheimers diseae that indudes a
major mohilization of people and significant new resources. The Assodation is prepared to
lead the fight, but the nation needs the leadership of the President and the Congress az well.
We call upon the 108th Congres and the Administration to take action in three key areas:

CURE: Provide 21 billion for baic and clinical Alrheimer research at the Mational Iretitutes
of Health (MIH) to mranskate scientific discoveries into effective methode of prevention; to
develop treatments that reduce the disabling impact of the dizease on those already affected,
and to finance foomed stodies of Alrheimer® disease in minority populations.

PREVENTION: Launch a “healthy brain™ initiative in partmership with government agen-
des, including the MIH and the Centers tor Disease Control and Prevention, to educate the
American people about the ways they cn maintin their brain = they age.

CARE: Eztablish a targeted chronic care benefit within M edicare to control the high cost of
care for beneficaries with dementia and other complex chronic conditions. Implement the
new M edicare prescription drug benefit. Preserve the Medicaid long-term care mafety net by
maintaining the federal entitlements and quality ssurance provisions of current brw. Enhance
care amd support services for persone with Alrheimerk by ssuring that research findings are
tranzlated into improved care and treatments for patients.
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Action 1: Appropriate 31 billion for Alzheimer research
at the National Institutes of Health.

In 1983, when President B.onald Feagan first designated MNovember ae MNational Alrheimers
Digesee month, the extent of the disexe was not widely known, a definitive diagnosis could be
confirmed only via an autopsy and there wae no infretmucture for Alrheimer research.

Twenty years of investment in the MNational Institutes of Health combined with steady sdentific
progress have lad to advances no one would have imagined in 1983 We are well into an em of
discovery that hee already brought vs tangible benefit.

It iz mow poszible to diagnose Alrheimerk with more than 90 percent accuracy. Understanding
of the fundam ental neurobiology of the dizease and ite impact on the bmin & developing
rapiclly. Identification of potential points of therapeutic intervention ha accel erated the search
for new treatments. Several animal model: mimicking some apects of the diseaee are ailable
to researchers, emabling scientist to narrow the trgete for preventon and speed effective druge
to market. Five prescription medicdnes specifically approved to treat Alzheimers are in pharma-
dee. Three genes that cmee rare, early-oneet forms of the disexe and one rick gene for the
more common, kate-oneet form have been identified. A natonwide research mfrEtructure that
supports thousande of sdentizts with fimding from the fedemal government, the Alrheimer®

Asgociation and pharmaceutical companie i in place.

Current research is fooumed on the importmce of atacking Alrheimers disesse at much earlier
stages, before the symptome of the dizeme begin. Additional strategies for slowing the progres-
gion of the dEexe proces — to postpone onget of and hopefully prevent full-blown Alrheimers
— are undler investigation. Advanced technologies, induding nenrnimaging techniques such &
magnetic reonance imaging (MR, functional MBI and pogitron emision tomography (PET)
are expanding possibilities for early detection and intervention.

The best treatment, for individuale, for the health care system and for the public health system,
i prevention. If science could delay the onset of Alzheimers by even five years, the mmmber of
individuals with the disee could be reduced by a2 much & 50 percent over time.

How additional resources will lead to more breakthroughs

The key to realizing a future without Alrheimers diseage & ensuring that the NIH has the

resources it neede to fund promising research. Theze resources are needed to:

Maintain the pipeline of basic scienfific discovery to develop additional trgete for reatment.
At current funding levels, NIH can support only about one in four research proposale that



meet dgoroe peer-reviewead standands, 1t would take an additional $24.5 million for the
Mational Iretinute on Aging (NIA) alone to fund another 10 percent of the most promising
proposalk submitted by scentises,

Develop bettar animal models to test potential new treamments more quickly and at a frac-
tion of the cost of human triak. [t could take @ litde a2 350 million to get the next genera-
tion of andmal modek in the hande of the sdentific communidty.

Accelerate the investment in clinical triak to test prevention tagges in non-cognitively
impaired persore to determine whether early wee of these compounde can have a protective
effect. Each of these preventon triale will cost berween 325 and 330 million. To reap the
greatest reward, the triale should start & rapidly & targers are identified.

Invest in more new biological assays and imaging techniques 1o monitor changes in the
beain that indicate progresion of the disesse and to provide acourate, earlier diagnosis. When
more effective medications are available, it will be necesary to intervene & eatly & possible,
andl the Imaging Inidative currentdy underway at the NIA is designed to make this possible,
It will cost an estimated $60 million to fully implement.

Spead the discovery of risk factor penes for bre-omset Alzheimer®, the mest common form of
the diseace. Disoovery of risk factor genes will help fluminate the underying disesee proceses of
Alzhelmert disesee, open up novel ares of research and identify new aget for drug therapy,
The MNIA and the Alzheimer’s Association are in the process of recruiting at lest 1,000 Gmilies
over the next three yeare to create the nation® birgest repository of genetic matertal from Ganilics
aftected by kbte-orset Alzheimer® diseme. NIA neeck an estimated $60 million to complete the
genetics induative,

Fesderal Funding for Alzheimer Researh
Fiscal Yaars 19390-2004 {im mdlllons of dollars]
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Congress and the Adminisiration must remove a roadblock to progress

Only Congress and the President, through a significant addition of new funding, cn asure
that we realize the inprecedented opportunities in Alzheimer research. Minimal increases in
funding for the NIH are not enough to support additional dinical triake and maintain the
pipeline of haeic ecentific diccovery. Failure to provide the large fumding incresees that will
help keep pace with inflation will destroy the momentum gained over the past five years.
Inadequate funding incresses mean that less money will be available to support new research
grante and dinical triale, delaving scentific dizcoveries and resulting in lest opportunities.

Action 2—Prevention: Launch a “healthy brain™ prevention
imitiative 1n partnership with government agencies.

A growing body of evidence making the connection between known risk factors for heart
dizeage (mduding high blood pressure and high cholesterol) and risk factorz for Alrheimerk
opers the door to opportumities for preventing or delaying onset of dementia. New research
indicates that controlling weight and blood presure and cholesterol level: may be a8 good for
the head @ they are for the heart. Maintaiming the brain by remaining intellectually and
phyzically active and socally connected may ako help stave off dementia.

The Cognitive and Emotional Health Project (CEHP), a major effort to identify factors for
mainterance of cognitive and emotional health in adults, ha been undertaken in a joint ven-
ture of three Institutes - the NIA, the Mational Institute of Mental Health (MIMH) and the
Mational Iretitute of Meurological Dizorders and Stroke {MINDE). The overarching goal of
this trane-INTH initiative is to determine how cognitive and emotional health can be main-
tained and enhanced a& people grow older by unearthing the risk and preventive factors for
cognitive and emotional dysfunction.

Exerctse your Iody and B,
Manage your blood pressure, wetght
and cholesterod, What is good for the
hemrt i good for e head.




Maintain your brain: Ways to potentially ward off dementia

Fegearch advances have proven that Aldheimert disesee iz not a normal part of aging.
Preliminary studies suggest that some of the same strategies that preserve overall health
may aleo help prevent or delay Alrheimers diseme.

Epidemiological stdies have revealed that indi-
vichnk taking anti-inflammatory druge to treat
conditions such ae arthritie appear to have a
lower-than- expected ooourrence of Alrheimerk
disese. Scentists have bumched several dinical
triale to investigate spedfically whether vee of
anti-imflammatory drugs may reduce the risk
of Alsheimers.

The first dinical trial designed to test the effecs
alzheimers % association of stating {drugs prescribed to lower Mood cho-

lesterol levek) & underway ® ongoing bxic
research seeks to clarify the biological links between veoular disease and Alrheimers
dizesge. Confirming and darifying a vaeolar /Alrheimers connection mses the exciting
possibility that well established strategies for reducing the risk of heart disesse, such @
Exercising, paying attention to diet, avoiding smoking and controlling blood presure and
cholestero] level may ako have value in preventing Alrheimers.

Reesearch published in the last year found thar

Wookly comsumption of fish may reduce the rigk of developing Alrheimert dizease,
according to a report in the Archives of Meurolagy. Stady participants who consumed
fizh at lest once per week had 60 percent less risk of developing Alrheimert compared
with participantz who rarely or never ate fish. Further rezearch, induding controllad
dinical triak, to understand the apparent protective benefit of diets high in omega-3
fatty aode i needed.

Significantly overweight woman at age 70 have a substantially moreased risk of develop-
ing Alrheimerk, acconding te a long-term study reported in the Archives of Biternal
Medicine. The average size of the women i the study wa on the borderline between
normal and overweight, suggesting that even moderate, common-sense weight control
may help lower risk of Alrheimerk dizemse.

R esearch
advances
prove that
Alzheimerss
disease 1s not
a normal part
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Mentally stimulating activities, such & reading a mayazine, may reduce the risk of develop-
ing Alzheimer and other forme of dementia, acconding te a study published in Newralagy.
This study found a 19 percent decrease in the anmul rare of cognitive dedine for every
1-point increaee in the cognitive activity score,

Older adulis who lave had a stroke have a higher sk of developing Alzheimers Jdsease
than those who have not had srokes, according to a stady in the December 2003 Archives of
Nenrelogy. Alzheimer rigk incremad even more for individuak who also had high blood pres-
sure, diabetes or heart disesge in additon to a history of stroke. In the absence of stroke, none
of these factors except diabetes appeared to increme Alzhelmer rigk in this study. Although
thie study acdde to a growing body of evidence that there iz a relatonship berween vascular
factors and Alzhedmers disesse, it ako illustrates thar the relatonship & not a simple one, and
that more research & needad to darify and understand it

Three imstitutes at the NIH {NIA, NINDS, NIMH) are working together to determine the
current state of knowladge in this area and to recommend furre stucdies thar are neaded. The
CICE Mational Center for Chronic Disease Prevention & Health Prometion has identified
healthy aging for older adults & a major foau area for fiture research and action.

The Alzheimerk Ascociation recommend that Congress establish and fund a program through
the CDC to educate members of the public abvout ways they can maintain thedr brain & they
age, based on the current review being undertaken by the NIH, and to encourage state public
health departments to lumch prevention/early identification and intervention programs with
particular antention to the link between Alzheimer® disese and co-morbidides such
diabetes and vasoular disease,

Action 3 — Care; Estabhsh a targeted Medicare

chromc care beneft; implement the new Medicare
prescription drug benefit; preserve the Medicaid long-term
care safety net; continue collaborations between the
Alzheimers Association and government to enhance care
and support services for persons with Alzheimers,

Becaee of their impaired memory, judgment and reasoning ability, Medicare beneficlaries
with advanced Alzheimers disesse or another dementia cannor completely manage or direct
their own care. As Alzheimers progreses, individuak with the disere cannot follow the med-
ication instructions or nutritional reglmes preseribed by thelr doctors nor can they recognize
gymproms that their condition may be getting out of control. Individuale with dementia nead



ongolng care management to monitor thelr health statue and prevent the acute care crives that
are driving up Medicare coetm today.

Alzheimers disease io a major contributor to riing Medicare coste, A closer look at the
numbers illustraces how Alzheimers dicesge contribures to Meadicare expenclinires:

+ Individuals with dementia cost Medicare three times more than other beneficaries —
13,207 versus $4.454 annually.

+ 95 percent of all beneficiariec with dementia have at least one other chronic health condi-
ton common in the ekderly — 30 percent have coronary heart disease, 28 percent have
congestive heart failure and 21 percent have diabetes.

* Hospital, heme heslth care and ckilled nursing facility costs are three tmes higher for bene-
ficiaries with dementia,

v Madicare coete for beneficiaries with dementia and other chronde conditons such 2 coro-
nary heart dicesse, congestive heart failure or diabetes are twice & high @ costs for benefic-
aries with chronic conditions who do net have dementia,

Restructuring Medicare: Shifting
the focus to chronic care

Ome of the most effective ways to restructure
Meadicare in the short term i to ectablish a care
coordinaton benefit targeted to individuals with
complex chronic conditiors, incduding
Alzheimer or other dementia.

The Alzheimers Association hae collaberated with
health care providers and managed care organiza-
tions to demorstrate that simple interventions,
including early identification of dementia, con-
sultacion among care providers and ongoing sup-
port for caregivers, can reduce hospitalization and
delay nursing home placement, lower overall
coets and result in better health outcomes for the
indivicheal with dementia. A Medicare chronic
care benefit should include: payments to the benefldaryt primary health care provider for an
initial asessment; development of a coordinated care plan; care management activities includ-
ing coordination of dindeal care across providers, medication maragement, multidisciplinary
care conferences and ongoing corsultation with the beneficary and his/her caregivers, Care




coordiration & very different from dicemse management programs that focus on mansging
only one aspect of an individual overall health starue at a time. Care coordination focees on
mearsging an individualt care needs across variows health settings and among different
providers to avoid adverse madical evente exacerbated by the presence of multiple chronic
conditone.

Efforts to restructure Medicare should aleo foar on making the program more resporgive to
the neade of beneficiaries with Alzheimers disease. Medicare coverage policies and regulations
should ersure fair and equal acces to benefies currently provided by stanure and remove barri-
erg, such @ inappropriate denials of mental health services and restrictions on rehabilitation
therapies, that are obstacles to good Alzheimer care.

Prescription drug coverage: A good first step

Pasage of the Medicare Prescription Diug & Modernization Act will, for the first time,
provide Medicare beneficiaries with Alshelmer diseace critically needed coverage for pre-
seription druge, This & a historic accomplishment thar prevides both up-front and cacetrophic
coverage and offers subsidies to help protect low-income benefidaries.

The Alzheimerk Aseociation believes that the addition of the prescription drug benefic moves
the Medicare program in the right direction. The Alzheimers Assodation, however, will be
vigilant in oversesing the implementation and evaluation of the *premium support” demon-
grration te ensure that it will net place beneficiaries with Alzheimers ar risk by destabilizing
the traditional, fee-for-service Medicare system or penalize okder, sicker benefi daries who
tend to have higher health care costs.

Making M edicare more resporsive to the needk of benefidaries with chronic conditions &
only part of the challenge tacing the U5, health care system. We must ako improve care in
hospitals, nursing homes and assietad living facilides. Quality improvement efforts in variows
health care settings are currently underway by the federal government and several regulatory
agencies. These quality improvement initiatives will mise the mark if they £l to consider the
demande that Alzheimert places on the health care system. The Alzheimers Asociation
steongly encourages federal agences responsible for quality care programe to incorporate
dementia care benchimarks in all quality initatives,
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Preserving the long-term care safety net

Medicaid iz the single bargest public payer for long-term care services in the United States and
a kst resont for persons with Alrheimers who have no other way to pay for the help they
need. Half of all Medicare beneficaries with Alrheimers ako recerve Medicid to help pay for
lemg-term care, preecription dnigs and other medical cre becnee they have “epent down”
their own resources and qualify for asistance. In 2000, Medicid spent an estimated $18.2
hillion on nursing home care for people with Aldheimers. Medicaid expenditures for persons
with Alrheimer® are projected to rige to £33 billion by 2010 — an 80 percent increme over
ourrent spending.

In the abgence of a better national long-term care program, Congres and the Prezident must
preserve the long-term care safety net that Medicaid provides. This incudes maintining or
improving the federal entitlement to benefite, and prezerving existing nursing home quality
gtamchardk ae well ae protectione againet spovsal impoverishment. Foeform proposalk that cap
Medicaid funding as a method of giving states more flexdbility regarding benefite and services
will leave many of society® most vulnerahle citizens in jeopandy.

Preserving the long-term care safety net also indudes making continued improvements in the
quality of cre in long-term care fadlities. These improvements include maintaining suffi dent
gtaffing levels, adequately compensating staff and providing dementia-spedfic raining. There
iz a heavy reliance on instinrtional care, but family caregivers continne to be the backbone of
the long-term care system, espedally for persons with Alrheimerk. It iz esmential that Congres
provide at least current-level funding for the MNational Family Caregiver Support Program to
maintain this integral part of the nation® long-term care system.

Enhance support services for persons with Alzheimer's

More than two decades of collaboration between the Alrheimers Association and the federal
government ha created unique programs to enhance care and support services for persons
with Alrheimer® and their families. We are prond of theze partmer-

chipe and urge suppore from Congres to asure their continumation. Safe
rr— )

Through our parmership with the UL 5. Department of ustice, we tu
are operating the Safe Feturn program, a nationwide eystem to regis-

ter and identify persons with Alzheimers disemge who are at risk of wandering and to locate
and return them home when they are lost. We urge Congress to provide $200,000 for Safe

11



There 1s
now real
hope for

a future
without
Alzheimers

disease

Feturn, the same ae current funding, o increse awareness of the program, train law enforee-
ment personnel about Alrheimert disesee and asure the zafety of persore with the disese

Through our parmership with the Adminstmation on Aging {AoA), we are helping etates and
comimurnities extend culturally appropriate family support services to underserved minority
populations and rural communities. We urge Congress to appropriate $25 million to expand
thie program to all 50 states and to disseminate best practices. In additon, we urge Congrese
to appropriate $1 million for continued expangion of the national Alsheimery Call Center to
provide support services to caregivers 24 hours a day, 7 dave a week

With backing from the NIH, much ke been learned about how to improve care and support
for Alzheimer patient. Thete findings need o be diveminated o dinicere caring for patients
on a daily beeis. We urge Congress to appropriate the fumds necessary to enable key govern-
ment agencies, such @ the Centers for Digesge Control & Prevention and the Health
Foesources & Services Admindstration, to conduct and disgerminate research on quality health
care for people with Alzheimert disese and other dementia

Shaping a betier tomormow

There & now real hope for a futare without Alrheimert disese. Greater undentmding of the
disee, improved care and wreatment, and unprecedented sdentific opportunite for delayving
onget and preventing the dizesse can all lead to a future where Alrheimert i@ jist a memory.
Imagine the billiore in saving: to Meadicare and Medicad if scientists were able to develop a
presympromatic diagmeostic technique and a preventive therapy that did not allow the diexe
to occur. But none of thi will happen if we do not tke action. Research and discovery can
save Medicare and Meadicaid and we cm protect state and federal bodget if we commit the
resources necesary to get Alzheimery under control.
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An investment in Alzheimer
research and care will create
a better tomorrow for all

Americans — of all ages.
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