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Bl Recruitment in the Mid-80s

e Motivation

— Altruism ("want to help; if not for us,
then for our children”)

— Expert diagnosis
— Caregiver needs

e Reasons to decline participation
— Seeking care, not research




- Recruitment in late 80s and 90s -
The Golden Age

e Additional motivation
— Access to drug trials
— Develop infrastructure, experience

— Typical clinical sample:

» ADCS Prednisone trial




Bl ADCS Prednisone Study

(Aisen et al., Neurology; 54:588-593)

e 22 sites; enrollment 1995
e WU Informed Consent = 5 pages

e 190 participants screened, 138
randomized

e Characteristics

Placebo Prednisone
(n=69) (n=69)
Age (Y) 72 73
F 51% 49%
Educ (y) 14 14

White 93% 94%




Bl Recruitment in the 21st Century

e Treatments available to PCPs:

more caregiver resources

e Survey of 86 participants in 2002-
2003 (31 controls, 55 DAT)

— Want to he

— Seek know

D - 62%

edge/information — 22%




Bl Barriers to

recruitment

e Informed consent (can exceed 10

pages,; develop “Cliff Notes” version)

— More ‘standard language’ required by IRBs

» HIPAA and confidentiality

» Injury and third party payers

» Research vs medical care

— More complex studies

— Greater ris

e Tighter eligl

K

nility criteria (e.g., MRI)




Bl Barriers to Recruitment (cont.)

More demanding protocols; arduous
procedures and time points

e ADNI

— Controls/MCI, every 6 m for 3y

— AD, every6 mfor2y

— Clinical assessment and MRI at each visit
— PET In 50% of participants at each visit

— LP In 20% of participants (entry and y1)




Bl Barriers to Recruitment (cont.)

e Higher risk clinical trials
— Vaccine study
— Other iImmunotherapy protocols
— Secretase inhibitors

— Gene therapy (e.g., nerve growth
factor




Bl Local Issues

e All volunteers (participants, not patients)

e Emphasis on diversity




Bl African American Advisory Board
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Bl Community Events

For Pete’s Sake

A play by DaMine K. Ward
An edocational performance honoring Mational Alzheimer's
Disease Awareness Month
For Pete's Sake tolls the story of Pete, a recently retired, Afficn
Aumerhcan postal worker with a passian for Serablile, Walk with Pete, his family,
and friends a5 he faces the reallty of memony loss and joumeys through del
acceptance and evencually hope. Join us for this special dramatic
reaiding by scrors of The Black Rep.
Thursday, Movember 3, 2005
B P.M. Performance
6:30 P.M. Coffee &I dessert

with the playwright
Touhdl Performing Arts Center
Univerdry of Misour-50 Louis
{enter from Natural Bridge]

T register, please call the
3 Alzhsimer’s Adociation 3t

(BOO) 9E0-9080 or viit
e/ falrhelmer. wust. edufplay




Bl Educational Materials
= 5

Reflections on
Memories Lost

Stories of Early
Alzheimer’s disease

With Expert Commentary on
symptoms, Diagnosis & Treatment

Froduced by
Alzheimer's Disease Research Center
Washington University School of Medicine, St. Louis
Hetp: f falzheimer,wust] edufadrc
1314) 1B6-2B81

April 2003
Draft 2

Brain Donation:

A Gift for Future
Generations

Memory & Aging Project
Alpheeriive s O brabia P clh Sl
Washington University, St Louls

African American Seniors Invited
to Help Doctors Learn About Memory Loss

African Amencan senionz are imated o Relp in an effort 1o
learn more about memory boss and normal aging, The
Memory & Aging Project at Washington Uneversity,
founded in 1974, seaks to understand why some pecple
lose their memory skills and how this problem can be
corfected Those who agee lo help receive a free
evaluation of mefnary and thinking abdity once sach year

Baoth healthy seniors and those concermed abaut memory
changes are welcome, If you decide to help in thie effart,
you can chocse to have your test results sent fo your
regular mediczal docior in support of your ongaing care
Taking part is your choice All information = kepl
confidential.

Alzhesmers disease (AD) = the # 1 cause of memaory
loas in older age, vet this dissase B often overdooked by
heafth professsonals and family members alike It has
hean estimated that of the over 4 milion Americans with
Alzheimer's diseass, only half hawve been formally
evaluated and treated. Al the Memory & Aging Project,
wa are cormmitied 1o mproving the diagnosis process and
rmaking sure that memory research apolies egually 1o
BN

** To learn how you can help and benefit
from our services, call 314-286-2683 **

!—Htlpifbg Seniors Live Independently !

The Memory and Aging Project Salelile (MAPS) is an aufreach
program in the St Lous area. We help peaple with memeory loss
and confusion fo bve as independently and salely as possibie in
ezl awn ormes.

Cur free services incude
= AR F-hOmE MEMDNY BESEEsME by 8 nurss
«  Education and courselng Tor dient and Tamily
= Help toidentfy needs and ebgibibty for support sendces
« AR evaleion 1o assass independancs and safely
»  For morg indprmation on MAPS or fo make 2 refemal
cal (314} &12-5811

Do ok AR re rght ol oba ol
mesTiory ks math an inbers sbad wicnleer

‘Waming Signs of Alzhaimer's

= Mamory koss

«  Mispiacng things

«  Difficutty perfaming famiiar inshes
«  Problems with languags

= Disonentabon o Bme or place

«  Poor or decreased judgment

= Frobkams with absirect thinkag

= Ghanges in mood or bahawor

v Changes in parsonality

= Loss of intative

Resources on Memory Loss

Alsheimer's Assocestion, St Lous
{314} 4323422 ) www 2lr.org

AD Echucatian & Refseral Centar
B0} 4304550 J wwew alrhaimers omg

Mlhmimer List E-rresl Suppor Group
wlW D wusil sdsalzheimer

Wamary & Aging Prajec)
Alznmmers Dsease Ressarch Center
Washinglon Liniersity

&408 Forest Park fvenue, Suke 101
Et. Lowes, R0 B3902

4314) 286-2853; Fax {3141 286-2445
waw drp ausilady




. African American Enrollment in the
ADRC Clinical Core (2000-2004)

Total

% of Total

Particinant # of African Represented

aEr 'C'ﬁag > Americans by African

nrofie Americans
2000 60 7 12%
2001 /3 6 8%
2002 6l 14 23%
2003 /70 23 33%
2004 67/ 17 25%




Bl WU ADRC Recruitment Policy
(8/1/04)

e Limited capacity
e All new enrollees commit “up front” to:
— Longitudinal participation
— Genetic studies
— Imaging (MRI; fMRI; PET)
— LP for CSF analysis




Bl African American Recruitment 12 months
before and after LP/MRI requirements

Before After
| AA Cau AA Cau
Enroliment 38 90 8 52
N (%) (30%) (70%) | (13%) | (87%)
Age 75.8 758 | 695 | 72.2
Mean & SD (8.6) (8.8) (9.4) (6.2)
Educ 13.9 13.9 14 15.6
Mean & SD (3.3) (3.0) (3.3) (3.2)




Bl Lumbar Puncture

e Refusers
— Afraid (e.g., of pain and paralysis)
— “Too much just for memory testing”
e No clear racial/ethnic difference
e Information helpful

e /0% return for serial LPs




B WU ADNI Recruitment 9/20/05

Group Status Age | Sex | Race | MRI PET LP
Control | Enrolled 65 M AA | Completed | Scheduled | Completed
Control | Enrolled 73 M | CAU | Completed | Scheduled | Completed
Control | Enrolled 74 M | CAU | Completed | Scheduled | NO
Control | Enrolled 84 F CAU | Completed | Scheduled | Scheduled
Screen scheduled
Control 9/26-27/05 72 F AA | Agreed Agreed NO
Control Screen scheduled 63 M AA | Agreed Agreed Agreed
9/26-27/05 J J J
Screen scheduled
Control 9/26-27/05 71 M AA | Agreed Agreed Agreed
Control fgrgg n scheduled 72 F CAU | Agreed Agreed Agreed
AD Enrolled 81 M | CAU | Completed | Scheduled | Completed
AD (1%%‘5;” scheduled 63 F CAU | Agreed Agreed Agreed




Bl Keys to Success

o Staff
e EXxpectation and support of Director

e Community Advisory Board




