How Can We Help YOU?

NIA’'s Alzheimer’s Disease
\k' Education and Referral
(ADEAR) Center
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NIA's ADEAR Center

m Established in 1990

m Congressionally mandated clearinghouse
for AD information & resources

m Offers information and publications on
diagnosis, treatment, patient care,
caregiver needs, long-term care, training,
research, and clinical trials
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ADEAR Organization

Pat Lynch
Project Officer
NIA OCPL
I
Warehouse Jennifer Watson
Matthew Lloyd, |~ Project Director V’\g%r:g% IXl;r;tez
Manager JBS '
|
Lenita Gray David Burton
Deputy Project Director Deputy Project Director
(Info & Referral, Outreach) (Publications, Web)

Info & Training Coord. — Vijay Shanmugamani
Info Specialists - Sobia Shaikh, Camilo Toledo
Fulfillment Specialists - Allison Henderson,
Jacky Sanjurjo, Khisha Wills

Sr. Writer/Editors — Dennis Burke, Susan Farrer
Web Administrator — Max Handelsman

Librarians
Clinical Trials — Jill Chance
AD Lib — Trammell Maury
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Where is ADEAR?




ADEAR Center Services

m Information & referral (English &
Spanish)

m Publications development &
distribution

m QOutreach
m Exhibits

m \Web sites
m Online databases
m Study recruitment support
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Information & Referral

20,000 requests per year —

via Web, phone, e-mail, mail, fax
Bilingual Specialists
(English/Spanish) _
Requestors include family members, £ 2=
caregivers, professionals

Referrals to ADCs, clinical trials
sites, Alzheimer’'s Association
chapters & support groups

National phone number used for
study promos & major media
mentions (e.g., ADNI, AARP Bulletin) B4+ % %



Meetings & Exhibits

D Cutrant ianth - Micyssat! bntesnet Luplorer

How can ADEAR support
ADC meetings & events?

m ADEAR calendar — online,
Connections

m Send exhibit, staff

m Supply materials for
conferences & outreach
events

m Promote studies/trials at NIA
& ADEAR exhibits at major
conferences




AD Publications

ADEAR distributes more than
500,000 pubs each year

Most are free, many
materials in Spanish

Full text of all free
publications available
online, public domain

ADCs welcome and
encouraged to request
bulk copies

NIA aging pubs
also avalilable
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http://www.alzheimers.org/pubs/PreventingAD/TOC.htm

How does ADEAR work with ADCs to
develop/distribute materials?

m Fill gaps identified by ADCs (plain language, prevention)

m Distribute ADC materials through cost-recovery program
(e.g., videos, books)

m Adapt, produce, and distribute as ADEAR publications
(e.g., Home Safety, What Happens Next?)

m Get input from ADCs through field testing
(e.g., plain language booklets)

m Connections articles ——




Connections Newsletter

CONNECTI(INS

--------- P e = Public domain articles —
- posted Iin article bank

= Promo for studies/trials

» Calendar of upcoming
conferences

= Avalilable in print or
online, email alert
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http://www.nia.nih.gov/Alzheimers/ResearchInformation/Newsletter/CurrentIssue.htm

ADEAR Web Site

www.alzheimers.nia.nih.qgov

‘A Alzheimer’s Home - Micresoft Internet Explorer,

File=  Edit View Favorites Tools Help

Address |@ http:f fen, nia, nib, gov/alzheimersfdef aulk, htm

U.5. HATIONAL INSTITUTES OF HEALTH

National Institute
on Aging m ¢ ¥ #*

LEADING THE FEDERAL EFFORT ON AGING RESEARCH
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IJ News & Events

Study Finds Mix of Di_sease Processes at Work in Bra

o

\\
IZ General Information

I Causes
IZ Symptoms
o D :

Grandparents and granddaughter

The Alzheimer's Disease Education and Referral (ADEA, File  Edit  View  Favorites  Tools  Help
site will help you find current, comprehensive Alzheimer's Qe - () - [x] (2] 0 S s e ravartes €5 G- Ll [

ALZHEIMER'S INFORMATION

Features:
AD & caregiving info

News

Publications

Research Centers
Literature Search

Clinical Trials
E-mail alerts

information and resources from the MNational Institute on 2 PO T T P T —— E——
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LEADING THE FEDERAL EFFORT ON AGING RESEARCH Alzheimer's Disease Education & Referral Center
Alzheimer's Home > Alzheimer's Information
General Information ALZHEIMER'S INFORMATION
Z General Information
On This Page: @ Causes
9 Other Resources = Symptoms
Z Diagnosis
- What s AD? ) B Tt
P Understanding reatmen
« How many Americans have AD7? Alzheimer's
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NEW! NIA Spanish Web Site

www.nia.nth.qgov/espanol

2l Espariol - Microsoft Internet Explorer

File Edit View Favorites Tools Help

Address |@ http:f v, nianib, gov/Espanal

mantener una buena salud y fortaleza fisica para toda la vida. Nuestras
publicaciones son gratuitas; por favor, utilicelas v comparta la informacion
con sus familiares y amigos.

O Informacién sobre la salud y el
envejecimiento

-

» Enfermedades/Condiciones
» Manteniendo su buena salud
» Cuidada maclica

O Informacion sobre la enfermedad de
Alzheimer

» Informacién general
» Cuidado médico
» Cuidando a familiares enfermos

afraves de esie sifio le ofrece [a Informacion mas reciente gue le ayudara a |

El hacer ejercicio v la

actividad fisica es bueno
para usted, sin importar
la edad gue usted tenga.
El estar activo puede ==
ayudarle a mantenerse .

independiente, a tenar

mas energia y también ayudarle a preve
algunas enfermedades.

Guia de la enfermedad
de Alzheimer: La
informacién que usted
necesita saber

La demencia es un
trastorno cerebral gue
afecta gravermente la
habilidad de una persona
para llevar a cabo sus
actividades diarias.

LNIos recursos

Recursos en la red

Enlaces a fuentes de informacian de
organizaciones gque ofrecen al pdblico
infarmacidn gratuita y en espafiol sobre
=alinrd |

| »

t Phato E. ..

) Internet

& @ 10594

All NIA and
ADEAR Spanish
publications
available online
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ADC Web Page

www.nia.nih.gov/Alzheimers/Researchinformation/ResearchCenters/

File Edit View Favorites Tools  Help #

Address @ hitkpef fwww, mia.nib gov) BlzheimersfResearchInformation/ResearchCentersf # skatelist

Features:

= ADC directory &
p_— - links to sites
{Zb Print this page 7 E-rnail this page

Alzheimer's Home > Research Information ALZHEIMER'S INFORMATION n Arti CI e d atabase

U.S. NATIOMAL IMSTITUTES OF HEALTH

National Institute
on Aging m ¢ X #*

R
LEADING THE FEDERAL EFFORT ON AGING RESEARCH Alzheimer's Disease Education & Referral Center

AD ResearCh CenterS Z General Information
IZ Causes
The Mational Institute on Aging funds Alzheimer's : g?'"p“""s
— iagn

Disease Centers (ADCs) at major medical

i & Treat
institutions across the US. e

CAREGIVIN

Z Home
I Profes

What DCs do?

ADC Aticle Database

Find an Alzheimer's Disease Center (ADC): RESEARCF

Click on a square in the map below or browse the I News

list of ADCS by state. R PDE ¥ Cliic
Resea

IZ Conne

™ 2 Microsoft Outlock - 3 Microsoft PowetP, ..




ADC Article Bank

2 ADC Article Bank - Microsoft Internet Explorer

File Edit Wiew Favorites Tools Help

Features:
#  =» Search articles from

Address |@ http:ffade, niapublications, org/adcarticle/search, aspx

National Institute
on Aging m ¢ ¥ #*

ADC Article Bank

Search articles on 1 or more fields below (Ihstructions).

Any Word

2 fullrec - Microsoft Internet Explorer.

File

Address ‘@ http:ffade niapublications. orgfadcarticle/fullrec. aspxrid=216

Edit View Favorites Tools  Help

Subject | v

Author Mame | v |

ADC | v

Institution | e |

Newsletter Title | ~ |

Date Published Enter Yearin 4 dlg;ts’
Search || Reset

National Institute
on Aging m 4 ¥ #
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Questions? Contact ADEAR Librarian
Jill Chance at 240/645-4261 or
chancej@nia.nih.gov

Alzheimer's Disease Education & Referral Center

Record 1D: 216

Title: Where did Alzheimer's Disease Centers Corme From, and Where are they Going?
Authors: Karlawish, Jason, MD

Institution: University of Pennsylvania

ADC Name: University of Pennsylvania Alzheimer's Disease Center

Location: Philadelphia, PA

Contact: Jason Karlawish, MD, 215-898-8997, Jason. Karlawish@uphs.upenn.edu
Publication Date: Fall 2005

Electronic Version: hitp:/#/adc niapublications. orgfadearticle/docs/ADC centers - Zaven K doc

Text: The Mational Institute on Aging (MIA) funds 29 Alzheimer's Disease Centers (ADCs) at major medical institutions
across the nation, including the University of Pennsylvania. At these centers, researchers translate their research
advances into improved diagnosis of Alzheimer's disease, better care for patients and their families, and improving ways to
treat, delay, and even avoid Alzheimer's

But how did the centers begin? And where might their on-going ewolution take them?

Recently, Jason Karlawish of the ADC Quarterly, asked these questions of Dr. Zaven Khachaturian, the former Associate

|

. Connections and other
ADC newsletters

= Share articles

# Internet




AD Library (AD Lib)

www.nia.nih.gov/Alzheimers/Resources/SearchHealthLiterature/
Q- @ M [E & Pt Joromss @ R F-[LJ B

Address |@ htkp: J v, mia. nib. govfalzheimer s/Resaurces)SearchHealkhLiteraturef v | G0 Links ** 8 y 500+ m at er I aI S

GDDS].E I|(:_,_v _V_GD e E‘ + 9% Bookmarksw 51831 blocked ".(?Check » % Autolink -~ ¥ @Settingsv rel atEd to A D .
Alzheimer's Home | NIA Home | Contact ADEAR [Search | -

National Institute ek fact sheets, textbook

s Aglng el 248 Alzheimer’:DiﬂeaqudtRﬂferralCenter Chapters’ Journal
articles, brochures,

Alzheimer's Home > Resources

Search Health Literature: AD Library (AD Lib) ALZHEIMER'S INFORMATION teaChmg manuals,
% General Information H H H
Here you can search AD Lib, the ADEAR Center's collection of nearly 8 500 g g;::?:tims d I reCtorIeS’ V|deOS, a-nd
materials related to Alzheimer's disease. This database includes fact sheets, : : 0 1
texthook chapters, journal articles, brochures, teaching manuals, directories, S linannas Other materlals

i Sl . s 12 Treatment
videos and other media, bibliographies, program descriptions, monographs, b

newsletters, and reports that are available from a wide variety of sources.

Many of these materials are not found in other libraries or databases. AL Open {0 the pu bl |C

2 Home/Family

Basic Search i and fully searchable

Keyword(s) | | Location RESEARCH INFORMATION
Publication Year: Inor Before|  |/In or After 2001 O News E
L e EIPR [y o o P —
&) & Internet

e
.4 start @ Inbox - Micros... & My Documents [ 3 Micrasaft P, - A SearchHealth... &)@ @)L aiEaam

To submit materials to AD Lib: contact
ADEAR Librarian Trammell Maury at 240/645-4691, B4+ ok *x
or tmaury@jbsinternational.com




ADEAR Clinical Trials Database

www.nia.nih.qgov/alzheimers/Researchinformation/ClinicalTrials/

File Edit wiew Fawvorites Tools  Help ;;.

@Back N '\..a;l @ @ {h pSearch ‘E'}{Favorites @ @' "i_ﬁ\ﬁ ' D " 2 Clinical Trials - Microsoft Internet Explorer

File Edit ¥iew Favortes Todks  Help

Address |@ http:f frawwa, alzheimers. orgfclinicaltrials{search.asp

Qe - @ B @ \/h psear[h *Favuntes & ﬁv 4_\‘ e 3
(;DOSIE ||G|" v | Go & @ ﬁ = * Bookmarks» E 832 blacked “;& Check v § A e [ @ oo, alzheimers, orgjcinicaliials/fullec. aspTPrimaryey=251 v B ks ?
= Google (G- v oo B v | T Sookmaks~ Bheazblocked W Check vy Autolink v > (@) Settings~
National Institute

Alzheimer's Home | NIA Home | Contact ADEAR  [SCIEERED) [ Search |

B oEar|

.S, MATIOHAL INSTITUTES OF HEALTH

on Aglng [ ] ‘ x. * National Institute

: i on Aging m ¢ X *
LEADING THE FEDERAL EFFORT ON AGING RESEARCH Alzheimer's Disease Ed|| zoone e seoenatereosr an acms sessascn

Alzheimer's Disease Ed n & Referral Center

Alzheimer’s Home > Research Information

Alzheimer's Home = Research Information DHA (Docosahexaenoic Acid), an Omega 3 Fatty Acid, in Slowing the Progression of Alzheimer's

Disease
SeaimarencALTI I Ay e ng)
; ;. s v Current Status: Recruiting
C“ Ck one Of theSe bUTIOﬂS tO W Cll N Cal Trl alS Purpose: The purpose of this study is to determine whether chronic DHA

(Docosahexaenoic Acid) supplementation slows the progression of
cognitive and functional decline in mild to moderate Alzheimer's disease

i il Sponsor(s): Mational Institute on Aging (NIA)
Martek Biosciences Corporation

Official Title: A Randomized Double-Blind Placebo-Controlled Trial Of The Effects Of

B Internet

OR Zelect from any of the following criteria to focus your search:

R Clinical Trials - M.

v
. . I Professional
Include studies that are no longer recruiting

B Search and post

3 News .
Country | vl I3 Clinical Trials AD trlals and
; % Research Centers
State/Province: | v

& Connections

. I ] Nawslatter ] StUdieS
€

0 Inkternet

‘4 start 2 M
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ClinicalTrials.gov

www.clinicaltrials.gov

2 ClinicalTrials.gov - Information on Clinical Trials and Human Research Studies - Microsoft Internet Explorer. |;||E”z|
File Edit Wiew Fawvorites Tools  Help ﬁa
@Back = \J @ @ :_h pSearch ‘-;:'E‘Favorites @ &_‘3‘" "“_\ﬁ - _J ‘ﬁ
address |@ ikt ey clinicaltrials, gosy) Vl Go Links **
Goc»glev| v| |G| search - 52 Ehoblocked A8 check - S5 aAdtolink ~ | | Autoril Q] Options 2

red

L) L) T [
ClinicalTrials.gov

A service of the L. 5. Mational Institutes of Health
Developed by the National Library of Medicine Lmk.mg patients to mdxcai' research

Home | Search | Listings | Eesources Help What's Mewr Ahbout

ClinicalTrials. gov prowvides regularly updated information about federally and privately supported clinical research mn human
volunteers, ClhnicalTrials. gov gives vou nformation about a trial's purpose, who may participate, locations, and phone numbers
for more details. The mformation provided on ClinicalTrials. gow should be used in conjunction with adwice from health care
professionals. Before searching, wyou may want to learn more about clinical trials.

INVESTIGATOR NOTE: Investigators wishing to register trials should refer to http:/fprsinfo. clinicaltnials gow.

Search Clinical Trials
Example: heart attack, Los Angeles

| | Search Tips

Search within Specific Fields

Focused Search - search by dizease, location, treatment, sponsor...

[£

@ & Inkernet

o 4 Microsoft ... - | [ Pat AIR Makin... A ClinicalTrials.g. .. * Micrasoft Phot * g g a7 @) 12:13PM

Questions about posting trials or studies?
Contact ADEAR Librarian Jill Chance at
240/645-4261 or chancej@nia.nih.gov

ADEAR can help
you post trials,
studies, and pilot
studies in
clinicaltrials.gov
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Support for AD Research Studies & Trials

AD Cooperative Study (ADCS)
AD Genetics Study (LOAD)
ADNI

Services available:

1 National news releases for major
studies

1 Develop and produce promo
materials (flyers, brochures, Web)

1 Newsletters for study participants

1 Call center to refer potential
participants to study sites
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E-Mail Alerts

m Subscribe to one or more lists to receive
timely alerts on:
1 research news
0 new publications
0 new clinical trials
1 Connections newsletter

m www.alzheimers.org/maillist.htm

m Coming soon: Spotlight on Aging Research
(NIA E-zine)
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Contact ADEAR

Phone: 1-800-438-4380
open M-F 8:30 AM to 5:00 Eastern Time
English & Spanish language capability

Web: www.alzheimers.nia.nith.qov

E-mail: adear@nia.nih.gov

Mail:
PO Box 8250
Silver Spring, MD 20907-8250
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