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Learning Objectives for Today’s Presentation

* The need for various types of research on Alzheimer’s and
other dementias

* Initiatives & resources of the NIA, CDC, ACL relating to
Alzheimer’s disease and dementia

* Materials developed to help aging services and public
health networks educate older adults and family caregivers
on how research participation can be a part of healthy
aging

* Ways that HCBS organizations & professionals can promote
these federally-funded resources to their constituents

* Lessons learned by aging services and public health
agencies in sharing research participation messages
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Top 8 Reasons why promoting research

participation makes sense for HCBS professionals

1.

W

N oW

Can empower older adults and caregivers with dementia,
including Alzheimer’s or other conditions

Provides a civic engagement opportunity for people of
all health levels

Moves toward medical & HCBS integration

Offers opportunities to build relationships with partners,
including those in medical and research disciplines

Helps build the research base to improve practice & care
Part of core Information & Assistance/Referral role
Keeps you & your organization on the “cutting edge” of
science & practice

Potential funding stream
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Interest in Alzheimer’s / dementia & research
* ACL (Aging Services Network)

— Provide information, referrals & support to individuals &
caregivers on Alzheimer’s & dementia (I & A, ADSSP, Family
Caregiver programs), as well as HCBS

— Move toward healthy aging, prevention & evidence-based
programs

— Funds 24/7 National Alzheimer’s Call Center (800-272-
3900 or www.alz.org) & manages www.alzheimers.gov

e CDC (Public Health network)

— Healthy Brain Roadmap

— Many state public health departments involved in state
Alzheimer’s Plans and other state activities



http://www.alz.org/
http://www.alzheimers.gov/
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Aging and Public Health: Potential Channels

Aging Services

Information & Assistance Hotlines

Health & Wellness Programs at
Senior Centers & Nutrition Sites

Caregiver Support groups
Respite

Aging & Disability Resource
Centers

Care Coordination, In-home
Chore & Homemaker Programs

Senior Transportation & Home
Delivered Meal Programs

Public Health

Community coalitions

Public health centers & clinics
State/Local plans

* Educational programs
Community health workers
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Reaching Underrepresented Populations

Aging Services

11,304,795 Total Clients

2,879,521 Registered Services
Clients

25% of registered services
clients are racial/ethnic
minority

29.5% registered services
clients below poverty

37% rural

Survey of Caregiver Program
participants found 60% caring
for someone with dementia

Public Health

Survey of state health
departments:

* 84% of agencies support
health disparities or minority
health initiatives

 almost three-fourths work to
address rural health issues

e approximately three-fourths
provide financial support to
primary care providers in their
state
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Interest in Alzheimer’s / dementia & research

 NIH (Researcher Network)
— NIA is lead Federal agency for Alzheimer’s research

— NIH: Approximately S500 million in support for Alzheimer’s
research grants

— Funds 27 NIA-funded Alzheimer’s Disease Centers

— Funds Alzheimer’s Disease Education & Referral (ADEAR)
Center (800-438-4380 or
http://www.nia.nih.gov/alzheimers)



http://www.nia.nih.gov/alzheimers
http://www.nia.nih.gov/alzheimers
http://www.nia.nih.gov/alzheimers
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Recruiting Older Adults into Research
(ROAR)

Background




Engage older adults about

researCh partICIpatlon (starting with

Alzheimer’s research)

Deliver message through
trusted networks

Help accelerate
scientific discovery
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Objective: Low cost, high impact

L
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Why This Project?

U.S. National Plan to Address Alzheimer’s top goal:
Prevent and effectively treat the disease by 2025

g

Major push to conduct research to test emerging
prevention and treatment strategies

Collaboration among government agencies to support efforts



Currently Enrolling!

The A4 Study

NOW IS THE TIME

ABOUT THE A4 STUDY » AM | ELIGIBLE? FIND A LOCATION IN THE NEWS LEARN MORE Q

A4 is a clinical study for people ages
65-85 with normal thinking and
memory abilities.

Welcome to the A4 Study

If you are a heaithy older adult with normal memory, now is the time to join the fight to prevent Alzheimer’s disease.

http://a4study.org/
D
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Urgent Need for Research Participants

 ~150 Alzheimer’s and MCl trials currently recruiting
 Seeking 70,000+ participants

 Will likely need to screen at least 5-10 people for every
participant enrolled in a trial

* Pharmaceutical Research and Manufacturers Association:
Recruiting and retaining clinical trial participants is
“currently the greatest obstacle to developing new

Alzheimer’s treatments.” From
http://www.phrma.org/sites/default/files/Alzheimer%27s%202013.pdf



http://www.phrma.org/sites/default/files/Alzheimer's 2013.pdf
http://www.phrma.org/sites/default/files/Alzheimer's 2013.pdf

Alzheimer’s Disease

Alzheimer’s disease is the 6t"
leading cause of death and
the 2"d most feared disease

in the U.S.

More than 5 million
Americans are living with
Alzheimer’s disease

Costs of caring for people with dementia in the U.S. in 2010

were between $159 billion to $215 billion with numbers
anticipated to rise in coming years.

Delaying dementia by 5 years would
reduce projected Medicare dementia
costs by nearly 50%.
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Challenges to Recruitment for
Alzheimer’s Trials

Participation of a study partner/caregiver often required
Issue of consent/assent for people with dementia

Studies likely to involve invasive procedures

Barriers for older adults (e.g., co-morbidities)

Barriers for under-represented communities (e.g., mistrust)

Reluctance of primary care physicians to diagnose cognitive
impairment (in the absence of treatment)

Reluctance of PCPs to refer patients to research
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Research Participation

Positive attitude Need more information

* Only 16% of Americans * Lack of information a top-
report that they or a family cited barrier to participation
member have participated in research
in research  After physicians, federal

* However, 76% feel that government considered
clinical research is very second most responsible to
important and would be educate the public about
very or somewhat likely to clinical trials

participate in a trial



Collaboration with Registries

Finding
solutions,

advancing
health.

researchmatch ResearchMatch.org



Collaboration with Registries ALZHEIMER'S

PREVENTION
INITIATIVE

HOW THE ALZHEIMER'S ' _
PREVENTION REGISTRY NS AND RESARCH
WORKS

1. SIGN UP to help end Alzheimer's

2. RECEIVE EMAILS about prevention study opportunities and research news Enter your email here

3. PARTICIPATE in studies you choose and qualify for . Zip/Postal Code

Crucial Help for Alzheimer's Prevention Research Year of Birth I

Any research endeavor is limited by the ability to enlist support from people willing to take

part in the study process. Eighty percent of research studies fail to meet their initial

Sign up now »

recruiting goals and are delayed as a result. With Alzheimer's prevention research at a

turning point, thousands of people will be needed for research studies designed to help us
Your privacy is extremely important!

stop this terrible disease. We promise to protect it — -

http://www.endalznow.org/



http://www.endalznow.org/
http://www.endalznow.org/

Collaboration with Registries
alzheimer’s % association

trialmatch-

How to use TrialMatch

.

Step 1

Step 2

Step 3

Step 4

Access TrialMatch at the top of this page or call our
toll- free number, 1-800-272-3900, 7 3.m.-58:30 p.m. CT,
Monday-Friday.

Complete a brief questionnaire, either online or over the
phone, to create a profile.

The Alzheimer's Association will compare your unique
profile to its comprehensive, continually updated clinical
trial database.

With your permission, a TrialMatch specialist will
contact you to provide a list of trials that match your
specific eligibility and criteria.

alz.org/trialmatch



Recruiting Older Adults into Research —
ROAR (ACL-NIH-CDC)
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Overview of Topics

* Why research is important to healthy aging

 What you need to know about research studies

* How YOU can make a difference for yourself and
future generations by participating




Research Studies Need All Kinds of People
— Including YOU!

.
% Men and women
_‘\

'8 Of different racial
w -, and ethnic
| backgrounds

22
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Benefits of volunteering for research

Learn more about your
health conditions
O\ from experts

Help others, including

future generations of your

family who may be at risk ;
®°O°

Get information abou’p Receive regular
support groups and O Ao \Monitoring by health

resources in your professionals
community

23



Join in to make a difference

There are many research studies going on right
now that are urgently looking for volunteers.

Can you help?
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One easy way to make a difference

Sign up with a research registry
or matching service.

 You will be contacted when studies
are looking for people like you.

* You can learn more about a study
and decide if you would like to
participate.

* It’s always your choice whether
or not to take part in a study.

* Your information will remain
confidential.




ResearchMatch
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Healthy aging & resea&h ‘

You CAN make a differénce
far yoursell &ffuture gegieralions. o
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v ’ . L
Wirlousnm to veseaschunath! What's Rew

Go to:
www.ResearchMatch.org/roar

You must have an email address to sign up.

YOU can make a difference for y It & future g tions.

Researchers are ooking fof all kinds of peopéée 10 participate in research studies —
including YOU!

By being part of ResearchMatch you can help find answers to prevent or cure keading
health problems like dementia of heart disease It's okay If you dont have a specific
condition. Researchers need people of all ages (healthy people as well as those with
medical conditions} to participate in 1esearch

It's easy! Click the "Sign Up Now!' bution below 1o register Researchers will search for
Volunteers. If you are 'match’ for a research stody ResearchMatch wisl email you detaiis
and you can decide to panicipate o not.

Click Registor Now or Tell A Friend!

) - [

Aner registering please consider signing up for other services to specifically help
Alzheimer's and brain health research

. ALZHEIMER'S Alzheimecs Prevention Hegstry Leam
* PREVENTION about Alzheimer's prevention and connect
INITIATIVE in your community

alzheimer’s QY association TrlaMatc 11" — Fine mote about Alzheimer's
triatmuatch’ el

Visit the National Institute on Aging at NiH for healthy aging information.

You can call 1-866-321-0259 if you need help with

online registration.


http://www.researchmatch.org/roar
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ResearchMatch: Connects YOU to Researchers!

Research. Discovery. Hope.

Want a chance to make a difference?
Here it is. \

ResearchMatch is not about one condition, one institution,

one partner or one research study...
We are a NATION OF MANY working together to make a

difference now and in the future.



A research opportunity is
out there for everyone.

Ready to become a volunicer?

Joining ResearchMatch is free and only takes
a few minutes. You may register yourself or
someone else as their guardian or caretaker.
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How does RM work?

Step 1:
Volunteer participant

registers in a few minutes on
ResearchMatch.org/ROAR
and answers a few -
questions, with many
of the health questions

being optional.

about whothey are along with some optional health questions.

S 213]4]s




—

How does RM work?

Step 2: Uit U0 Joorsh DUder v Corstruct @ 300 e Tt putanit il resrwiaees 58ects, The imarsh Sveder s rev 1o wocd)
Volunteer can rest SR TS |

D b R N T

Aoty e s b & sty (repaed powx) we W

assured that all personal et
health information is N —
protected and the o I .

Step 2. Approved researchers search non-idertifiable volunteer

data to find possible matches for their studies. They then

re S e a rC h e rS Ca n n Ot S e e send a message about their study through ResearchiMatch to
these possible matches.

it until volunteer

decides to release it.

12]13]4]5

researchmatch
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How does it work?

Step 3:
Volunteer receives email
message from researchmatch

and reads about the study. '
VO I u n te e r d e C i d e S to C I i C k Step 3. Yolunteers receive this message by email. After reading

the study information, the volunteer can choose if the researcher

can have their contact information.

1284 4]5

YES, | am interested or
NO, thank you
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How does it work?

Step 4.

Only if a Volunteer clicks,
Yes, | am interested’ , P
a Researcher may contact the Gokrtoers who wrt o eac &0 S o8
interested volunteer to share

volunteer can decide whether or not to participate in the study,

C12 ]S Al
more about the study and the
volunteer can decide whether to participate.

researchmatch
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How does it work?

Step 5:

Researchers and

interested volunteers
come together and E
make a difference by Y TEMWEANE W

together the right volunteers wwith the right researchers.... &n

e n S U ri n g r e S e a r C h effort we all hope will find solutions today for a better tomorrow.
studies are completed 112131418
on time and contribute to

great research together.

researchmatch
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Resources in our community

Placeholder here for any local registries, resources or research
studies currently recruiting




Join your family, neighbors and friends
participating in research to make a difference
for yourself and future generations!

Go to www.ResearchMatch.org/roar
or for help registering online call 1-866-321-0259



http://www.researchmatch.org/roar
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What’s next with ROAR?

* Working to bring together Aging Services, Public Health,
Alzheimer’s Research Centers in selected areas/agencies
who have expressed interest

* Testing out materials, strategy to get feedback (Summer
2014)

e Refining materials and strategy
 Wider dissemination, outreach (Fall 2014)

e Anyone can go to www.ResearchMatch.org/roar for more
information & to sign up!



http://www.researchmatch.org/roar

Take Away

* Talk with your
clients/consumers about the
importance of research
participation, and share
materials as available.

* Consider how these
messages of research
participation fit into your
current work on healthy
aging.

* Looks for ways to partner
with other organizations and
groups to share info.
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We want to help you get started!
ldeas for local outreach

* Host a training in your computer lab (or partner with your library)
* Post www.researchmatch.org/roar link on your social media
* Write an article for your local newspaper, newsletter or blog
* Ask your clients to write or blog about it

 Host an online webinar at your location presented by
ResearchMatch and ROAR team

« Add ROAR flyers to your booth at a local health fair
 Have anidea? Let us know, we’d love to help!
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ROAR Federal Team

Amy Wiatr-Rodriguez, AoA/ACL
Jennifer Watson, NIA/NIH
Angela Deokar, CDC
Nina Silverberg, NIA/NIH
Kate Gordon, AocA/ACL
Hunter McKay, AoA/ACL
Jane Tilly, AoA/ACL

Contact: Jennifer Watson, watsonjl@nia.nih.gov

F-ACL

Adnministration for Community Living




