Purpose of the Speaker’s Kit

The impact of Alzheimer’s disease is being felilatevels of the community. Families,
service workers, and the general public all neéarination about the disease. Recognizing
the value of educating volunteers, health educapoogiram directors, and other speakers,
the National Institute on Aging’s Alzheimer’s DiseaEducation and Referral (ADEAR)
Center has created this speaker’s kit.

The PowerPoint slideshguwlzheimer’s Disease: Unraveling the Mysteryntended for

use by speakers addressing lay audiences, sucimesunity groups or clubs, volunteers
or prospective volunteers in programs for oldermgbeomembers of senior citizens’ centers,
and residents of retirement communities. The ptasien is based on the NIA’'s December
2003 publication of the same name.

We have assembled this kit to help you, the speakganize your talk and discuss up-to-
date information about Alzheimer’s disease withdagiences. It begins with a brief
discussion of the impact of AD on our society. Toyide listeners with necessary context,
the talk then reviews basic information about Al &ow it affects the brain. Following
this background, the presentation reviews highdigtitongoing AD research into causes,
diagnosis, and treatment, and closes with a desuoripf some current NIA research
efforts to improve support for families and otharegivers.

We have prepared a handout that will help yourenmd contact national resources — such
as the ADEAR Center or Eldercare Locator, listethatend of the slideshow. You may
want to prepare your own handouts listing contaicirmation for local resources,

including support groups sponsored by organizatsuah as the Alzheimer’s Association.
We have also included forms to help your audierstergormation about participating in
clinical trials. If you are from an NIA-sponsoredizAeimer’s Disease Center (ADC),
please use the form call&DC Clinical Trial Information FormIf you are from another
organization, please use the form caled More Information About Participating in
Alzheimer’s Disease Research Studied forward to the ADEAR Center.

Print copies ofAlzheimer’s Disease: Unraveling the Mystean be ordered from the
ADEAR Center by visiting the Web site at www.alzhers.org or by calling 1-800-438-
4380. The Web site lists many other publicatioralatle from the ADEAR Center. When
ordering, please allow 2-4 weeks for delivery. Ongnt delivery can be arranged by
providing your Fed Ex account number to the ADEA&@r. Visit the National Institute
on Aging Web site at www.nia.nih.gov. To order NdAblications online, visit
www.niapublications.org.
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Using the Kit
The Speaker’s Kit foAlzheimer’s Disease: Unraveling the Mystecpntains:

. General guidelinesandtips for speaking to lay audienceso assist you in planning
and making your presentation

. Script corresponding to the slide set, which consistadéscription of each slide,
thescript itself, that is, the information you need to dsseach slide, argpeaker’s
notesfor some slides, which contain brief supplemeptahts

. PowerPointfile of numberedslides divided into sectionswith each section
introduced by a “Roadmap” slidBlease feel free to reorganize the slides and/or
substitute new slides to help address your audigspecific needs. The material is
not copyrighted and can be reproduced as needet.dlide is numbered in the
lower right corner. You can edit this number toueber and reorganize the file and
the corresponding “Roadmap” slides. Please prosiddit to the National Institute
on Aging when using specific slides.

. Forms, including:
0 Audience FeedbacKormto receive feedback on your presentation.
0 2 clinical trials forms:

- ADC Clinical Trial Information form for use if you are from an NIA-
sponsored Alzheimer’s Disease Center

- For More Information About Participating in Alzheim er’s Disease
Research Studiegorm if you are from another organization. Thisiias to be
forwarded to the ADEAR Center via fax (301-495-3B38rmail (PO Box 8250,
Silver Spring, MD 20907). An Information Specialistm the ADEAR Center
will contact the person to provide further inforioatabout studies in his or her
area.

0 Speaker's Responséorm for you to give ugour comments about improving the
kit.

The kit is designed to be flexible and portableditains everything you need to organize
and present your talk. Depending on the charatiteyisf your audience and the time
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available, you may use all or only some of theedithat are most relevant to your
presentation topic. If your time is limited, you yn@duce the number of slides and still
give a cohesive presentation.

If you have ordered this kit in CD ROM format, @eanote that the CD also contains a PDF
file of the print copy oAlzheimer’s Disease: Unraveling the Mystptys a brief animation
showing how AD develops, which you may also findfukfor certain audiences.

You can reorganize the slides and their correspansicript pages in this kit to follow your
own outline. The script for each slide and the kpea notes are included to help you
structure your presentation and anticipate questimm the audience. The CD also
contains high- and low-resolution files of the noadlillustrations used in the booklet and
in the slideshow, which you may also use to custergour presentation.

We hope you will find this speaker’s kit a helpfabl as you reach out to your audiences.
Our job isn't finished, though, until we hear frgqmu! We need your feedback about this
kit. Please take a few minutes after each talkto$ know about your experiences using
these materials by completing the speaker’s respfoms.
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Getting Organized to Speak Before a Group
Use the checklist below to help you plan aheaddarr presentation.
1. Be prepared.

Confirm the date and time at which you aledaled to speak, the time you
are expected to arrive, and the amount of timdtatidor your presentation.
Reconfirm with your contact person during the finalek before the event.

Find out the number of people to expect hadrterests of the audience, and
plan what you will say, and how you may wish torgamize the Powerpoint
slides to match the audience’s education, knowlealge interests. This
information will provide the foundation for makigthoughtful, well-
organized presentation.

Have the street address, transportationraptand local directions in advance.
Find out where you are likely to find parking ahé @mount of any parking
fees to help ensure that you arrive on time.

Know the full name of your contact person alhtelephone numbers in case of
an emergency.

Bring all the equipment and supplies thatiyeed with you, including a laptop
computer equipped with Powerpoint, and projectaisihg the slideshow, or
arrange in advance for someone at the host orgamza provide them.

2. Arrive early. Check details before the audiencarrives.

Be at the site ahead of time so that yowchank out the meeting location,
meet your hosts, set up any equipment you will asd,place materials on
resource tables.

Make sure the equipment is plugged in andsvproperly, and that the
slideshow works.

Check to see that the laptop computer, ganjescreen, lighting, and seating
are arranged for the best audience view.

Bring enough handouts for everyone. Ask siadt to make additional copies
available if necessary.

3. Refer questions to others if available and necgary. If you are uncertain of the
correct answer to a question, refer the person totlber organizations that can help.

Guide those looking for resources to orgaioiza that make referrals.

Offer the names of more than one organizdtipossible. Avoid endorsing one
resource organization or local practitioner ovesthar.

Avoid using the presentation as an oppostaaisolicit personal business.

4. Evaluate your experience. Take a few minutes tbink about how your talk went.

How interested was the audience in the irdition you presented?
Did you receive questions during your talky Bomments afterward?
Use the form at the back of this kit to msikggestions for improvement.
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Tips for Speaking to Lay Audiences

10.

11.

12.

13.

Use simple language, and avoid technical termsngans, jargon, or unusual words. Speak
loudly and clearly. Pause before and after imponpamts.

Stand when you speak, so that your audienceemgou clearly.

Your appearance is important—being well-dresgdildmprove your confidence, and you
will gain respect from your audience.

Be yourself—speak in a conversational tone. Empgkasaportant points, and vary the tone
of your voice. Your delivery is as important as thets you want to convey.

If you haven’t been introduced, introduce yolirsgefly. Don't try to start with a joke—
most people are unable to do this well.

Relax. Most people are nervous for the first fieaments of a talk. Take a few deep breaths
before you start and know what you want to say.fi®sce you get into your talk, you will

relax.

Make eye contact with each member of the audiefpeak with emotion and sincerity.
Smile as often as you can—your audience will redpgarmly.

Never read your talk. If you must use notes,arseutline to guide you. Look down to see
your next point, but then look up again before &pea

Incorporate examples and gestures when posklbexamples to illustrate your points
when you can, as long as they are relevant. Dagress from your outline or prepared talk

unless you're very experienced.

Do not be discouraged if someone in the audiappears disinterested or falls asleep.
Look, instead, at someone who is actively listening

Never apologize for what you say or what yaabout to say.
Don't fill in with “um” or “er” or use slang.

Leave time for questions. Never tell someomey tisked a stupid or irrelevant question. Do
not comment that you already covered the issuetafloich an audience member is asking.
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14.

15.

16.

Try to end on an upbeat note.

Thank your host for inviting you and your aumtie for listening. Compliment the audience
and your host before leaving the podium.

Make yourself available for a few moments afted in case someone has a question to ask

privately.
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Slide 1. Title

Slide Description:

Alzheimer’s Disease: Unraveling the Mystery

Script:

The older population in the United States is insig@dramatically. As of
the year 2000, an estimated 35 million people vagee65 and older.
Researchers estimate that by 2050, 70 million Ataes will be age 65 or
older, accounting for 1 in 5 Americans. More th@&miillion Americans
will be age 85 and older.

The outlook for older people is brighter than evédre myth that older
people always become inactive or experience gosatdf mental and
physical abilities is being dispelled as researcidntify some of the keys
to successful aging.

At the same time, however, we are learning moreiehdremendous threat
to the health and well-being of all older AmericaAkzheimer’s disease and
other dementias.

In some respects, Alzheimer’s disease is still atery. There is much we
still don’t know about why some people developnidl mthers don’t and how
to treat or prevent it. But this mystery is steyathiéing unraveled and our
knowledge is increasing every day.
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Slide 2. The Impact of AD

Slide Description:

Photograph of older couple strolling outside;
accompanying text on impact of AD and role of
NIA.

Script:

Once considered a rare disorder, Alzheimer’s desesasow seen as a major
public health problem because of its impact oniom# of older Americans
and their families. Research into AD has grown citaeally as a result.
Thousands of scientists in laboratories and insdits all over the world are
working hard to unravel the secrets of AD and fival/s to lessen its impact
and perhaps, someday, to prevent it.

The lead agency for AD research at the U.S. Goventishagency for
medical research — the National Institutes of Heealis the National
Institute on Aging.
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Slide 3. Alzheimer’s Disease: Unraveling the Mystgr

Slide Description:

Roadmap slide

- What is AD? (slides 4-6)

- Inside the Human Brain (slides 7-14)

- AD and the Brain (slides 15-22)

- AD Research: Finding New Answers and Asking
Better Questions (slides 24-35)

- Improving Support for Families and Other
Caregivers (slides 37-39)

- Where to Get Help (slides 40-41)

Script:

This talk will focus on AD and some of the excitiregearch that’s going on
right now. Here’s what we’ll cover. First, we'llod at what AD is and its
impact on our society. Then, I'll take you on adiuiwalking tour” of the
brain and its major parts, which will help you urstand the next part of the
presentation — what happens in the brain when A2ldes.

The second part of this talk will focus on currezgearch into the causes,
diagnosis, and treatment of AD as well as reseatohwvays of providing
better support for families and other caregiverpawple with AD.

At the end, I'll provide information on where yoarcget more information
on AD.
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Slide 4. What is AD?

Slide Description:

- Photograph of older woman sitting in chair;
accompanying text

Script:

...People came to see her. Sometimes she rememberedames.
Sometimes she didn’t. Often, she was anxious bitehldn’t explain why.
The memories came and then they disappeared. Tiwaga't in the same
place as they were yesterday. She worried abouhhmgs. Maybe someone
had stolen them. It was terrible — she didn’t kriew to do things
anymore....

The gradual slipping away of mind and memory igHtening for a person
with AD, as well as for family and friends. Not kmg ago, we couldn’t do
much for someone like this woman. Today, the dibmats changing as we
learn more and more about AD and how to care foepis and support
families.

Formerly called “senility,” we now know that Alzimer’s disease is an
irreversible, progressive brain disease that slalelstroys a person’s
memory and thinking skills. Although the risk ofv@éoping AD increases
with age, AD is not part of normal aging.

AD is caused by a disease that affects the brain.
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Slide 5. What is AD: AD Statistics

Slide Description:

AD statistics on incidence, prevalence, and
Impact

Script:

AD is the most common cause of dementia among peag®# 65 and older. Its
current and future impact on our society can bae seéhese few statistics:

Scientists estimate that around 4.5 million people have AD.

For every 5-year age group beyond 65, the percerdbgeople with AD
doubles.

By 2050, 13.2 million older Americans are expedtetiave AD if the
current numbers hold and no preventive treatmegiterne available.

Speaker’s Notes:

Researchers recently projected the number of neesoaf AD that could
occur every year between 1995 and 2050. They gstithat the number
will more than double — from 377,000 per year i83,20 959,000 per
year in 2050.

Two factors will combine to cause this increase:
o The fact that AD risk increases as people get older
o The growing numbers of older people, especiallgé¢haver 85.

The annual number of new cases will increase sharplund 2040, when
all baby boomers will be over 65.

It appears that the number of AD cases may diffesss racial and ethnic

groups. Finding out more about this issue is aromamt focus of AD
research.
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Slide 6. What is AD: AD Statistics

Slide Description:

Statistics on care settings and costs of caring
for people with AD.

Script:

People with AD are cared for in many settings,udeig home, assisted living
facilities, nursing homes, and special care urfitsace facilities. Researchers
estimate that the national cost of caring for peaypth the disease is about
$100 billion per year.

The cost of AD care is more than just financial¢cofirse. Families, friends, and
caregivers must also struggle with the emotiondl@sychological costs of
watching their loved one change mentally and plajlsiover time. Caregivers
must juggle many responsibilities and adjust to na@les. As the disease gets
worse, families may face difficult decisions ablmrtg-term care.
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Slide 7. Inside the Human Brain

Slide Description:

Roadmap slide

* The Brain’s Vital Statistics (slide 8)
The 3 Main Players (slides 9-11)
Other Crucial Parts (slide 12)

The Brain in Action (slide 13)
Neurons (slide 14)

Script:

A presentation like this wouldn’t have been possith years ago. Other
than some basics, we knew very little about AD.aydve know much
more about it — what it is, who gets it, how it d®ps, and what course it
follows. We've made major strides in early and aateidiagnosis. We have
some promising leads on possible treatments. Retgdlies have even
focused on ways that people may be able to redharertsk of developing

AD.

Research over the last two decades has deepenaddrrstanding of this
devastating disease. It has also greatly expangiekihowledge of brain
function in healthy older people.

So, let’s start with the healthy brain.
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Slide 8. Inside the Human Brain

Slide Description:

lllustration of side view of head with brain
visible: selected statistics about the brain.

Script:

To understand AD, it's helpful to know somethingpabthe brain and how
it functions.

The brain is a remarkable organ. Seemingly witlaowt effort, it allows us
to carry out every element of our daily lives. i dreathe, speak, move,
see, remember, feel emotions, and make decisiaaibe of the
complicated mix of chemical and electrical procegsbat take place in our
brains.

This 3-pound organ, which is about the size of dioma cauliflower,
contains about 100 billion nerve cells, or neurdfesurons are constantly
communicating with each other across tiny gapsedaynapses. The brain
has about 100 trillion of these synapses.
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Slide 9. Inside the Human Brain: The Three Main Plgers

Slide Description:

Side-view illustration of brain: definition of
cerebral hemispheres

Script:

Let’s take a closer look at the brain. The cerebeamhispheres — the wrinkled,
brown-colored portion of the brain in the illustcat — are the largest portion of
the brain. They are two symmetrical structures ected by a thick bundle of
nerves called the corpus callosum. They have ar tayper of neurons, called
the cerebral cortex.

The cerebral hemispheres receive and processealktisory information we
get from the outside world — all the things we $exr, taste, feel, and smell.
They also control voluntary movement. When you cledo stand up at the end
of this presentation, thank your cerebral hemisgdier

The cerebral hemispheres also are in charge ofatagy our conscious
thought, decision-making ability, speech and comication, and other mental
activities.
Speaker’s Notes:

» This side view shows both the outer layer, thelmatecortex, as well as

some structures that are deep inside the braih,asithe thalamus,
hypothalamus, and hippocampus.
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Slide 10. Inside the Human Brain: The Three Main Pdyers

Slide Description:

Side-view illustration of brain: definition of
cerebellum

Script:

The cerebellum sits underneath the cerebral hemiephit's smaller than
the cerebral hemispheres, but it has an equallgrtapt role. This part of
the brain is in charge of the body’s balance aratdioation. The
cerebellum’s work allows us to walk smoothly, maintour balance, and
turn around without even thinking about it.
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Slide 11.Inside the Human Brain: The Three Main Players

Slide Description:

Side view illustration of brain; description of
brain stem

Script:

The third main player is the brain stem, which attgthe base of the brain. It
connects the spinal cord with the brain and sendseceives messages
from the brain to all parts of the body. Even thoits small, the brain
stem’s functions are essential to survival bec#uisepart of the brain
controls all the functions that happen automatycalbur heart rate, blood
pressure, and breathing. Sleep and dreaming areahsrolled by the brain
stem.
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Slide 12. Inside the Human Brain: Other Crucial Pats

Slide Description:

Side view illustration of brain: definitions of
other brain components

Script:

Several other critically important parts lie deepide the cerebral
hemispheres, including:

* The hippocampus, which is important for learning amemory; this part
of the brain converts short-term memories into ergn memories for
storage in other parts of the brain;

* The thalamus, which receives sensory and limbmrmétion and sends
it to the cerebral cortex;

* The hypothalamus, which monitors activities likeldemperature and
food intake; it controls the body’s internal clock;

* The limbic system, which controls emotions andintsitve behavior
(includes the hippocampus and parts of the cortex).
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Slide 13. Inside the Human Brain: The Brain in Actbn

Slide Description:

Photographs of activity in various parts of the
brain: hearing words, speaking words, seeing
words, thinking about words

Script:

As scientists have studied the brain, they've ledrthat certain parts of the
cerebral cortex specialize in particular kinds eftal activity. These PET
scans show how this works. The red and yellow aska# that mental activity
associated with hearing, for example, takes pla@edifferent part of the
cerebral cortex than activity associated with sgeinthinking.

Speaker’s Notes:

* New imaging techniques allow scientists to moniti&in function in
living people. One of these techniques is posigmission tomography
(PET). PET scans use chemicals tagged with a ttageeasure blood
flow and glucose metabolism throughout the brain.

» Scientists use PET scans as a research tool tehsgdrappens in the
brain when a person is engaged in an activity. Wieamons in a brain
region become active in response to seeing, hedhimiing, or some
other mental task, blood flow and metabolism* iattregion increase.
The increased blood flow and metabolism causesiteat to “light up” on
the PET scan. In essence, a PET scan produces af iegpactive brain.

* Metabolism — All the chemical processes that taleee in the body. In

some metabolic reactions, complex molecules areglordown; in others,
simple molecules are combined to make complex comgs
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Slide 14. Inside the Human Brain: Neurons

Slide Description:

lllustration of neurons; text describing structure
and function of neurons, and impact of AD on
neurons

Script:

Each of the billions of neurons in the brain haglhbody, an axon, and
many dendrites. Axons extend out from the cell bag transmit messages
to other neurons. Dendrites also branch out fraerceil body. They receive
messages from the axons of other neurons.

To stay healthy, neurons must carry out three jobisimunicating with
each other, carrying out metabolic activities, egqhiring themselves.

Alzheimer’s disease disrupts all three of thess.job
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Slide 15. AD and the Brain

Slide Description:

Roadmap slide
* Plaques and Tangles (slides 16-18)
 The Changing Brain in AD (slides 19-22)

Script:
Now that we've completed our tour of the brain'slehove on to AD. We'll

look first at the two abnormal proteins that ararelsteristic of the disease,
and then see what happens to the brain as AD deelo
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Slide 16. AD and the Brain: Plaques and Tangles -he
Hallmarks of AD

Slide Description:

Photographs of actual AD plague and tangle; text
defining the two structures

Script:
The brains of people with AD have an abundanceofabnormal structures:

* Beta-amyloid plagues, which are dense depositsadéim and cellular
material; these plaques accumulate outside anahdnoerve cells; and

* Neurofibrillary tangles, which are twisted fibehat build up inside the
nerve cell.

Though many older people develop some plaquesaagless, the brains of
people with AD have them to a much greater extent.

Speaker’s Note
» Scientists have known about plagues and tanglendor years, but

recent research has shown much about what theyade of, how they
form, and their roles in AD.
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Slide 17. AD and the Brain: Beta-amyloid Plaques

Slide Description:

lllustrations of APP molecule being snipped
Into fragments, forming beta-amyloid plaques;
accompanying explanatory text

Script:

Beta-amyloid is formed from amyloid precursor pioter APP, a protein
found in neurons in the brain. As lllustration beis, APP sticks out
through the nerve cell membrane — a little likeathpick through an orange
peel.

Certain enzymes cut the APP into fragments of prptecluding beta-
amyloid. These fragments of beta-amyloid begindonp together into
plaques, eventually disrupting the work of neurornhe hippocampus and
other areas of the cerebral cortex. As we sawegathese brain regions are
important in forming memories and in other mentdivaties such as
thinking and decision-making.

Speaker’s Note
* We know that beta-amyloid plaques are an essdataire of AD, but

we still don’t know whether plaques themselves eaid or whether
they are a by-product of the AD process.
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Slide 18. AD and the Brain: Neurofibrillary Tangles

Slide Description:

lllustration of healthy microtubules in a neuron
and diseased neuron with abnormal tau
causing microtubule to disintegrate

Script:

Nerve cells have an internal support structurdyarade up of structures
called microtubules. These microtubules guide ants and other molecules
from the body of the cell down to the ends of axdispecial kind of protein,
tau, makes the microtubules stable.

In AD, tauis changed chemically. When this happens, it legirpair with
other threads afiu and they become tangled up together into neurldikyr
tangles. This causes the microtubules to disintegcallapsing the neuron’s
transport system.

Scientists think that this process damages theerexNs’ ability to
communicate with each other, eventually leadinthé&ir death.
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Slide 19. AD and the Brain: The Changing Brain in
Alzheimer’s Disease

Slide Description:

PET scans of normal and AD brain

Script:

No one knows what causes AD to begin, but we davkadot about what
happens in the brain once the disease processhakks

These PET scans clearly demonstrate the differleatvecen a normal brain
and the brain of a person with AD.

In a PET scan, areas of yellow and red indicatasaoé mental activity;
shades of blue or black indicate reduced or neiacti
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Slide 20. AD and the Brain: Preclinical AD

Slide Description:

Cross-section and side view of brain in
preclinical AD

Script:

AD begins in the entorhinal cortex, an area neahtppocampus. It then
spreads to the hippocampus. Affected areas begihriok and lose function
as nerve cells die. These brain changes probadoiyl€l to 20 years before
any visible signs and symptoms.

Although the course of AD isn’t the same in evegygon, symptoms seem
to develop in a similar pattern. Memory loss isalstthe first visible sign
of AD.

Speaker’'s Notes
» The time from diagnosis to death varies from dle ldas 3 years (if the

person is older than 80 at diagnosis) to 10 or rgeeas (if the person is
younger at diagnosis).
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Slide 21. AD and the Brain: Mild to Moderate AD

Slide Description:

Cross-section and side view of brain in mild to
moderate AD

Script:

As the disease develops, its effects spread thrtheghrain. Brain tissue
continues to shrink as neurons stop working and die

The signs omild ADinclude memory loss, confusion, trouble handling
money, poor judgment, mood changes, and anxietyajt be several years
before family members realize the problem is sar@nud seek diagnosis.

In the next stagenoderate ADdamage has spread further to the areas of the
brain that control language, reasoning, sensorggasing, and conscious
thought. Signs and symptoms become more pronouaoédnore intensive
supervision and care become necessary. This cdifficelt for spouses and
family members.

Speaker’s Notes

* Most of the signs and symptomsroild AD show themselves in areas
related to memory, language, and reasoning. Phyahddies begin to
decline only later in the disease. This can leaal ¢duation in mild AD
in which a person seems to be healthy, but is Bgtiuiaving more and
more trouble making sense of the world around hitnes. People with
Alzheimer’'s disease may refuse to see a physidiamying there is a
problem. Other family members may join in their idé&n

* Many of the behavioral problemsmmoderateAD occur because the
person no longer understands a request or remeals&i or because
the world seems strange and frightening — not scthey want to be
difficult. A person with AD has no control over tbbeanges that are
occurring in his or her brain.
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Slide 22. AD and the Brain: Severe AD

Slide Description:

Cross-section and side view of brain in severe
AD

Script:

In the last stage of AD, plaques and tangles adespread throughout the
brain, causing extreme shrinkage of brain tissaéeRts cannot recognize
family and loved ones or communicate. All senssaiff seems to vanish.
They are totally dependent on others for their.care

Many people with AD die from aspiration pneumorntany caregivers find
that hospice care relieves them of the seriousstseof caring for someone
who is in the terminal stages of AD. Hospice cdfers palliative treatment,
which provides comfort and dignity to both patiant caregiver.
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Slide 23. AD Research: Finding New Answers and Agkij
Better Questions

Slide Description:

Roadmap slide:
 The Search for Causes (slides 24-28)
« Diagnosing AD (slides 29-30)
e Clinical Trials (slide 31)
 The Search for Treatments (slides 32-33)
 New NIA Study (slide 34)
 Managing Symptoms (slide 35)

Script:

Current research is helping to provide answerstahicomplex disease. It
Is also helping scientists ask better questionsiteda@as that are still
unclear.

Investigators are hard at work in a number of arell® causes of AD, diagnosis,

treatment, and symptom management. The next péntsopresentation reviews
some of this exciting research.
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Slide 24. AD Research: The Search for Causes

Slide Description:

Photograph of scientist looking through
microscope; accompanying text

Script:

One of the most important parts of unraveling thystery of AD is
understanding what causes the disease. Thoughmiehdoe all the
answers yet, we now know that AD isn’t caused Bingle agent.

AD develops when genetic, lifestyle, and environtakfactors work
together to cause the disease process to start.

* In recent years, scientists have made importanbdesies about genetic
links to AD. They've also uncovered clues aboutotfactors that may play
a role in causing the disease. NIA-funded AlzheimBisease Centers
(ADCs) across the country are leading the resesffohts looking into
causes, diagnosis, and treatment of AD.
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Slide 25. AD Research: The Search for Causes — Géne
Studies

Slide Description:

lllustration of cell nucleus, chromosome, and
DNA strand; accompanying text on genetic
linkages to AD

Script:

Very rarely, AD occurs in younger people. This tgamset” AD occurs
between the ages of 30 and 60. It usually runanmlfes. Researchers have
identified mutations in three genes that causeftim of AD.

Most people who develop AD, develop “late-onset”. ADusually affects
people older than 65. Researchers have also fogedetic link to this type
of AD. They have identified a risk factor gene thaiduces a protein called
apolipoprotein E, or ApoE. Scientists think thatofis involved in forming
beta-amyloid plaques and that different forms cbBhave different effects
on a person’s risk of developing AD.

Speaker’s Notes:

The genes that cause early-onset AD are locatetirmmosomes 1, 14,

and 21.

ApoE is found in several forms, or alleles:

0 The e2 allele is relatively rare and may provideegrotection against
AD.

0 The e3 allele is the most common and may have @ateale in AD.

0 The e4 allele occurs in about 40 percent of peofite AD. Studies
show that having this allele increases the risthefdisease. Inheriting
the e4 alleleloesn’t mean that a person will definitely develop ADsIt’
a risk factor gene
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Slide 26. AD Research: The Search for Causes — Labaset
AD Genetics Initiative

Slide Description:

lllustration of researcher and DNA:

accompanying text on a new AD Genetics
Initiative

Script:

The NIA and the Alzheimer’s Association have fornaeplartnership to
launch a new study to help narrow the search foegéhat may be risk
factors for late-onset AD. Under the AD Genetiasd$t researchers hope to
recruit a total of 1,000 families with 2 or moreitig siblings with AD and
one other living family member with or without AD.you want to help

with this important new study to find late-onset ABk factor genes,
contact, by e-mail: alzstudy@iupui.edu or Web siterw.ncrad.org. A
number of NIA-funded Alzheimer’s Disease Center®ss the country are
participating in this study.

page 32



Slide 27. AD Research: The Search for Causes — Sied at
the Cellular and Molecular Level

Slide Description:

lllustration of cell membrane and free radical;
accompanying text about other potential AD
risk factors

Script:

In addition to conducting genetics research, sigenare investigating other
factors that may influence a person’s risk of depeig AD.

One promising area relates to a longstanding thefoaging. This theory
suggests that over time, damage from a kind of cutdecalled a free
radical can build up in neurons, causing a logamction. This damage is
called oxidative damage.

Another active area of research is looking at linksveen cardiovascular
disease and AD. Several studies have shown theleaated level of an
amino acid called homocysteine is associated withesed AD risk. A
high homocysteine level also is a risk factor featt disease.

In addition, scientists are looking at the cellgived in inflammation
and strokes in certain regions of the brain asiblesaD risk factors.

Speaker’s Notes:

Clinical trials are underway to see whether certampounds that affect
these factors can reduce AD risk. For example stigators are studying
whether anti-oxidants from dietary supplements fmap control free
radicals, and whether folic acid and vitamins Bé 812, which reduce
homocysteine levels, can reduce AD risk. They e studying how
reducing inflammation may affect the progress of. AD
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Slide 28. AD Research: The Search for Causes —
Epidemiologic Studies

Slide Description:

Photographs of nun and priest; accompanying
text describing ongoing epidemiologic studies
In religious communities

Script:

In another crucial area of AD research, scienistsstudying groups of
people in hopes of revealing clues to its origiifgs type of research is
called epidemiologic research.

The NIA is currently funding epidemiologic studiesa variety of different
groups. Two of the studies focus on religious comities. The priests,
nuns, and brothers in these studies have annualsetkent test their physical
and mental health. Many participants have alsoeabte donate their brains
after death.

This exciting research has already had some tamglfindings:

» Participants who frequently engaged in activittes involve information
processing — such as reading, going to museumgj@ng puzzle games
— were associated with a lower risk of developiriyythan did those who
did the activities less frequently.

* Many of the nuns whose brain tissue showed sigmfisigns of AD had
writings from early adult life with low grammaticabmplexity and low
density of ideas.

The reasons for these findings aren’t entirelyrcyed, but it may be that

mentally stimulating activities are associated \pitbtection against the
factors that lead to AD.
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Slide 29. AD Research: Diagnosing AD

Slide Description:

Photograph of older woman; accompanying text
about importance of early diagnosis

Script:

A diagnosis of Alzheimer’s disease can be confirmelg through autopsy,
when a physician can actually examine the brasuédor signs of the
disease. However, experienced physicians in sjpssibAD centers can
now diagnose AD with up to 90 percent accuracy.

Early diagnosis has several important advantages:

» Doctors can rule out other conditions.

» Ifitis AD, families have more time to developattgies for coping with
the disease and to plan for the future, and cdaodedhe patient in the
discussion.

* Treatments can start earlier, when they may be efbeetive.

Early diagnosis also helps scientists becausedhelabment of tests that

can reveal what is happening in the brain in thieesh stages of AD will
help them learn more about the causes and devetdphthe disease.
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Slide 30. AD Research: Diagnosing AD

Slide Description:

Photograph of person having an MR,
accompanying text listing diagnostic tools

Script:

Physicians use a number of tools to help them disg®D accurately:

A detailed history of the person’s past and presgdical condition and
a description of how and when symptoms developed.

Information from family members or close friendoabhow the
person’s behavior and personality have changed.

Physical and neurological examinations and lals testietermine
mental function and identify possible non-AD caustthe problem.

QA&A tests or other tasks that measure memory, laggwskills, math
ability, and other tests of mental ability; thes#phindicate what kinds
of changes in brain function are occurring.

Diagnostic tools, such as MRIs and CT scans, wtéchreveal changes

in the brain’s structure and function that indica#ely AD. In research
settings, PET scans are being used to help diagkiose
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Slide 31 AD Research: Clinical Trials

Slide Description:

Photographs of couple talking with scientist and
woman taking a neuropsychological test

Script:

Clinical trials, or studies in people, are the @ignway that researchers find
out whether a promising treatment is safe and efcSome trials examine
approved drugs to see if they can be used for gingroses. Other trials
look at brand new compounds to see if they can ingipove cognitive
function or slow the progression of the disease.

Participating in a clinical trial is a big step feeople with AD and their
families. That's why physicians and clinical trigkaff spend lots of time
talking with participants about what's involvedparticipating and all the
pros and cons.

Many families find that the biggest benefit of lpimart of a clinical trial is
the regular contact with the study team. Thesésvwieean that a person can
get state-of-the art AD care and the family cak ¢& an ongoing basis with
experts in AD. These experts have lots of practgpkrience and a broad
perspective on the disease. They can provide adwicke emotional and
physical aspects of AD, provide suggestions onrgppiith the disease, and
share information about support groups and otlsaurees.

Speaker’s Notes:

For some years, NIH has made a big effort to imprtne diversity of its
research participants, and to reach out to grouqstvaditionally have
not participated in clinical trials.

Increasing the number of older African-Americansiahs, and Latino
participants in clinical trials is a priority. Cutal or language barriers
often prevent people in minority groups and thamilies from going to a
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memory clinic or seeking a diagnosis. As a reslitijcal trials staff often
work with local churches, social service agenaesl other community
groups to find recruitment strategies that eactucaiwill be comfortable

with.
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Slide 32. AD Research: The Search for Treatments

Slide Description:

Text on current drug treatments for AD and on
current treatment research; photograph of
syringe

Script:

Three drugs are currently approved and used tortrééito moderateéAD:
Aricept, Exelon, Reminyl. The U.S. Food and Drugwdistration has recently
approved a fourth drug for the treatmentr@iderate to seveD. This drug is
called Namenda. These drugs may help improve patiability to carry out
activities for up to a year or so, but they do stop or reverse AD.

Many scientists are working intensely to develdpeottompounds that might
be useful in treating AD. One of the most excitregent efforts involved the
development of a vaccine. An early clinical trialdhto be stopped because of
side effects in some participants, but the investigs gained much valuable
information in the process. This area of reseasdtill continuing.

Speaker’s Note:
* The first drug approved to treat AD was CognexsTdrug is no longer
actively marketed by the manufacturer. Side effetthe other

medications are considered minimal, and may inchaiesea, vomiting,
diarrhea, or weight loss.
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Slide 33. AD Research: The Search for Treatments

Slide Description:

Text on current drug treatments for AD and on
current treatment research; photograph of
researcher

Script:

Other compounds are being investigated for thdiemqial to slow the progress
of AD, delay its onset, or prevent it altogethenese include:

cholesterol-lowering drugs called statins

anti-oxidants (vitamins) and folic acid
anti-inflammatory drugs

substances that prevent formation of beta-amylt@dues
nerve growth factor to keep neurons healthy
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Slide 34. AD Research: New NIA Study

Slide Description:

Text on new NIA research partnership;
photograph of researcher

Script:

The NIA is launching a new research partnershiiled¢@he Neuroimaging
and Biomarkers of AD Initiative, to study how thaim changes in Mild
Cognitive Impairment (MCI) and AD and to find biorkars of AD that
could be used to shorten clinical trials.

» Using MRIs and PET scans conducted at regulanalgrresearchers
hope to learn precisely when and where in the lpeoblems occur.

* Researchers will also examine blood samples, aesphral fluid, and

possibly urine, to check for higher levels of almal substances that
could be considered “biomarkers” of AD.
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Slide 35. AD Research: Managing Symptoms

Slide Description:

Photograph of seated man in bathrobe;
accompanying text about research into drugs for
managing symptoms

Script:

As AD gradually erodes memory and mental abilitiealso begins to change a
person’s emotions and personality. Over the coofrtiee disease, most people
— between 70% to 90% — eventually develop somevietah symptoms,
including sleeplessness, wandering and pacinggeaggm, agitation, anger,
depression, and hallucinations and delusions. Thelsaviors may become
worse as the day comes to an end, or during dauligrres such as bathing.

Most experts advise caregivers to try a varietieohniques to manage
troublesome behaviors and only prescribe drugs ebehavior has become
too difficult for the caregiver to handle. Symptoare one of the hardest
aspects of the disease for family and caregivede#&b with. Researchers are
slowly learning more about why they occur and &ueysng new treatments —
drug and non-drug — to deal with them. These treatsinclude:

» beta adrenergic blockers
* anti-seizure medications
» cholinesterase inhibitors
* antipsychotic drugs

* antidepressants

Speaker’s Notes:

Our growing understanding of what happens in tlaenbof a person with AD is
helping to provide explanations for bizarre or@issing behaviors:
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Feelings of responsibility toward a long-ago nigliit resurface and

compel a woman to get up in the night, get dressed Jeave the house.

A person may angrily refuse to take a bath or getskd because he does

not understand what a caregiver has asked him.tdldoanger is a mask

for confusion and anxiety.

Taking off clothes may seem reasonable to a pexebnAD who feels

hot and doesn’t understand or remember that undgesspublic is not

acceptable.

Constantly following a trusted and loved spouseavegiver may be the

only source of security to a person who feels tifatwvorld around him or

her is unknown and frightening.

Caregivers are encouraged to adopt strategiesriageahe person’s

behavior, such as diverting attention away fromsierce of distress,

going for a walk, listening to soothing music, ¢neg tasks like sorting

clothes or weeding, and reminiscing with a phobual.

Some general tips for caregivers to try in respogdo challenging

behaviors include:

» Stay calm and be understanding.

* Be patient and flexible.

» Don’t argue or try to convince.

* Acknowledge requests and respond to them.

* Try not to take behaviors personally.

* Give yourself a break and don’t be too hard on gelfr

» Accept the behavior as a reality of the diseasetgd work through
it. Remember: it's the disease talking, not yowelbone.
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Slide 36. Improving Support for Families and Other

Caregivers

Slide Description:

Roadmap slide:

- Who are the AD Caregivers? (slide 37)
Demands of Caregiving (slide 38)
Technology and Caregiving (slide 39)
National Resources for Caregivers (slide 40)
How to contact the ADEAR Center (slide 41)

Script:

Perhaps one of the greatest costs of AD is theigdlyand emotional toll on
family, caregivers, and friends. Changes in thetbone and the constant
caregiving duties can be both hard to bear androbag

Research on caregiver support is still in the estdges. Even so, we've
already learned a lot about the unique aspectarefjorers’ personalities,
situations, and needs for support. The next fedeslprovide some insights
into this new knowledge.
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Slide 37. Support for Caregivers: Who Are the AD

Caregivers?

Slide Description:

Photographs of people with AD and family
members

Script:

Caregivers vary both as individuals and collectivdepending on the culture
and ethnic groups with whom they identify. Mostpairy caregivers are family
members:

» Not surprisingly, spouses are the largest grougacégivers. Most are
older and may be dealing with their own health peots in addition to
caring for the person with AD.

» Daughters are the second largest group of caregivny have families
of their own. Juggling two sets of responsibilitcas be hard for these
members of the “sandwich” generation.

» Sons and daughters-in-law also frequently showddezgiving
responsibilities.

» Other family members, too, are involved. Brothsrsters, and
grandchildren may have unique needs for caregisupgport.

Many other people participate in the care of thagke AD. Friends, neighbors,
work colleagues, and faith community members offtelp to care for the
person with AD. They also play essential rolesupporting the primary
caregivers.
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Slide 38. Support for Caregivers: Demands of Careging

Slide Description:

Photographs of couple with caregiver and of
caregiver support group

Script:

Studies have shown that caregivers of people widheAd other dementias
spend significantly more time on caregiving tastentdo caregivers of
people with other diseases.

These studies also show that caregiving imposagmdisant psychological
and physical burden on families. Peer support mogrthat link caregivers
with trained volunteers can help.

Other research has confirmed that the informatmah@oblem-solving
needs of caregivers evolve over time as the pexstbnAD changes.
Support programs can respond by offering servindsraormation geared
to the different stages of AD.
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Slide 39. Support for Caregivers: Technology and

Caregiving

Slide Description:

Photograph of woman at computer station;
accompanying text

Script:

Support groups have always been an important featfuAD caregiver
programs. But these groups have drawbacks. Theiparit must arrange
care for the person with AD. The timing of the gsauay not coincide with
the time that the participant needs advice or weméxpress feelings. Some
people are uncomfortable sharing in a public sgtivlembers of certain
ethnic groups may be especially reluctant to josuiaport group.

Fortunately, help is on the way. In one of the neosiiting new areas of
research, investigators are exploring ways to Issrtiee power of the
Internet to help caregivers. These studies are iewagnhow computers can
provide information and support through:

* Computer-based bulletin boards

e Chat rooms

* Q&A modules

* Medical advice forums

These computer-based support systems have becaoynpopilar because
they reach many people at once, they provide pyiaac convenience, and
they are available around the clock.
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Slide 40. National Support for Caregivers

Slide Description:

Web pages for the Alzheimer’s Association and

the Federal Eldercare Locator Service

Script:

Alzheimer’s Association
Local chapters provide referrals to area resouandsservices, and sponsor
the Safe Return Program, support groups, and adoaéprograms:

1-800-272-3900
www.alz.org

Eldercare Locator

Nationwide service of the Federal Government hefpsgivers locate local
support and resources:

1-800-677-1116
www.eldercare.gov
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Slide 41. ADEAR Center

Slide Description:

Alzheimer’s Disease Education and Referral
(ADEAR) Center

1-800-438-4380 www.alzheimers.org

Script:

The Alzheimer’s Disease Education and Referral (ARECenter is a
service of the National Institute on Aging (NIA)h& Center is a source of
information and referrals for health and social/®er professionals, people
with Alzheimer’s disease and their families, anel general public.

Speaker’s Notes:

» The Center produces and distributes a variety bfigations about the
disease. Information specialists are availablenswar questions about
Alzheimer’'s disease through a toll-free telephone &nd through e-
mail. The Center’'s Web site provides comprehensif@mation about
AD. Publications can be ordered via the Web siteels

* You can also contact the Center if you are inteckst participating in
clinical trials or donating your brain for Alzhein'® disease research.
The NIA needs healthy people, as well as people Aizheimer’s
disease and other dementias, to serve as volunteers

» For alist of the NIA-funded Alzheimer’s Diseasen@s located
throughout the U.S., contact the ADEAR Center.
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Slide List
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Title

The Impact of AD
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AD Research:
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. AD Research:
. AD Research:
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. Inside the Human Brain: The Brain in Action

. Inside the Human Brain: Neurons

. AD and the Brain

. AD and the Brain: Plaques and Tangles —The HallmaflAD
. AD and the Brain: Beta-amyloid Plaques

. AD and the Brain: Neurofibrillary Tangles

. AD and the Brain: The Changing Brain in AlzheimdDisease
. AD and the Brain: Preclinical AD

. AD and the Brain: Mild to Moderate AD

. AD and the Brain: Severe AD

. AD Research:
. AD Research:
. AD Research:

Finding New Answers and Asking Befiaestions
The Search for Causes

The Search for Causes — Genetic Studie
Late-onset AD Genetics Initiative

The Search for Causes — Studies &dlhaar and Molecular Level
The Search for Causes — Epidemioligidies
Diagnosing AD

Diagnosing AD (continued)

Clinical Trials

The Search for Treatments

The Search for Treatments

New NIA Study

Managing Symptoms
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National Resources

The Alzheimer’'s Disease Education and Referral (ADER) Center is a
service of the National Institute on Aging (NIAQ& Center provides
information, referrals, and publications for healtid social service
professionals, people with Alzheimer’s diseasethadl families, and the
general public. Information specialists answer tjoes, refer callers to NIA-
funded Alzheimer’s Disease Centers located throuigihe U.S., and provide
information about AD research and current studies.

Alzheimer’s Disease Education and Referral (ADEARNter
P.O. Box 8250

Silver Spring, MD 20907

Telephone: 1-800-438-4380 (toll-free)

Web site; www.alzheimers.org

Clinical trials database: www.alzheimers.org/trials

E-mail: adear@alzheimers.org

The Alzheimer’'s Associationis a private, non-profit, national organization
with many local chapters across the country. Tleba@ters provide
referrals to area resources and services, and @pihresSafe Return
Program, support groups, and educational programs.

Alzheimer’s Association

225 N. Michigan Avenue, Suite 1700
Chicago, IL 60601

Telephone: 1-800-272-3900

Web site:_ www.alz.org

E-mail: info@alz.org

The Eldercare Locatoris a nationwide service of the Federal Government
that helps caregivers locate local support anduress.

The Eldercare Locator

Telephone: 1-800-677-1116

Web site: www.eldercare.gov
E-mail: eldercare_locator@aoa.gov

The National Library of Medicinprovides information about clinical trials and
opportunities to participate in the evaluation ®@Mtreatments and drugs.

Web site: www.clinicaltrials.gov
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Meeting Date:
Location:

Audience Feedback Form

Please take a few minutes to give your feedbadkisrpresentation. It will help us to serve you
and others better in future programs. Thank you.

1) This presentation was: (rate the program by circling a number on eachesisalow)

Not at all Extremely
Helpful 1 2 3 4 5
Easy to understand 1 2 3 4 5
Well-organized 1 2 3 4 5

2) This presentation increased my understanding dklzheimer’s disease:

Strongly disagree Strongly Agree
1 2 3 4 5
3) As a result of this presentation, | would consier participating in a research study:
Strongly disagree Strongly Agree
1 2 3 4 5

4) Why did you attend this presentation?

Interested in the subject Think a loves might have AD
Concerned about memory loss Other:

5) How did you hear about this presentation?

______ Newspaper ______Other publication
____ Radio ____ Friend

TV _____Organization
_____ Other:

6) Do you have questions about Alzheimer’s diseafeat were not answered ?

7) Other comments?
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ADC Clinical Trial Information Form

Research is our best hope for a world without AD continue our progress
toward understanding and one day ending AD, rekeesmeed all kinds of
volunteers to participate in clinical trials, indlag people to serve as normal
volunteers, as well as people with AD and other elgias.

If you would like information about participating AD studies or clinical trials,
please print your name, address, telephone nurabére-mail below and return
this page to the speaker. A staff member from tlzaéimer’s Disease Center in
your area will contact you about current voluntggportunities.

NAME:

ADDRESS:

TELEPHONE:

E-MAIL:

page 53



For More Information About Participating in
Alzheimer’s Disease Research Studies

Research is our best hope for a world without AD cdntinue our progress
toward understanding and one day ending AD, rekessaeed all kinds of
volunteers to participate in clinical trials, indlag people to serve as normal
volunteers, as well as people with AD and other elgias.

If you would like information about participating AD studies or clinical trials,
please print your name, address, telephone nurabére-mail below and return
this page to the speaker. Your contact informatohbe forwarded to the NIA
ADEAR Center, and an Information Specialist wilhtact you to give you further
information about studies in your area.

NAME:

ADDRESS:

TELEPHONE:

E-MAIL:

Speaker: Please forward this form to thBEAR Centervia fax (301/495-3334) or mail (PO Box 8250,
Silver Spring, MD 20907). Thanks!
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Speaker’'s Response Form

Name of meeting
Type of audience
Location of meeting
Approximate number in attendance

Are these materials well-organized for your purpossg? If not, please explain.

Was this kit helpful to you in preparing your talk? If not, please explain.

Are the materials easy to use?

Do you think that the text slides were clear to thaudience? Did you receive any questions
that indicated that one or more slides are unclear¥hat were they?

Is there additional information you would have liked to have on the slides?

What questions from the audience were you unable @answer or did you have trouble
answering?

What would improve this kit and its contents?

Thank you for responding to these questions. Yeedlback is valuable to us!
Please send a completed copy of this formAtpheimer’s Disease Education and Referral Center
Fax: 301-495-3334 Mail: P.O. Box 8250, Silver Spring. MD 20907
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