Practice Concepts and

Policy Analysis

The Gerontologist
Vol. 51, No. S1, S134-S141
doi:10.1093/geront/gnq098

© The Author 2011. Published by Oxford University Press on behalf of The Gerontological Society of America.

All rights reserved. For permissions, please e-mail: journals.permissions@oup.com.

An Interdisciplinary Outreach Model of
African American Recruitment for Alzheimer’s

Disease Research

Monique M. Williams, MD, *"** Marie M. Meisel, BSN, MSN, "
James Williams, BSW, MPA,l’3 and John C. Morris, mD*

Alzhe1mer s Disease Research Center, Washington Unlver51ty in St. Louis, Missouri.
Department of Medicine, Washington University in St. Louis, Missouri.
Clty of St. Louis Department of Human Services, St. Louis Area Agency on Aging.
*Department of Neurology, Washington Unlver51ty in St. Louis, Missouri.

*Address correspondence to Monique M. Williams, Division of Geriatrics and Nutritional Science, Washington University School of Medicine, 4488
Forest Park Avenue, Suite 201, St. Louis, MO 63108. E-mail: mwilliam@dom.wustl.edu

Received March 31, 2010; Accepted October 22, 2010
Decision Editor: Johanna R. Sood, PhD

Purpose: The African American Outreach Satel-
lite (Satellite) provides educational outreach to
facilitate African American recruitment for longitu-
dinal studies at the Woashington University
Alzheimer’s Disease Research Center (ADRC). This
descriptive article characterizes the Satellite’s
recruitment methods, plan for community engage-
ment, results of recruitment efforts, and potential
for replication. Design and Methods: The
Satellite developed a comprehensive outreach and
recruitment plan that identifies and addresses bar-
riers to research participation. The Satellite con-
ducts community outreach and recruitment
programs and training for health care provid-
ers. Results: Enrollment of cognitively healthy
and mildly demented African Americans for partici-
pation in all ADRC studies increased following
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implementation of the recruitment plan. Current
African American participation rates for ADRC
studies include 39% for lumbar puncture, 43% for
positron emission tomography with Pittsburgh
Compound-B, 52% for magnetic resonance imag-
ing, 95% for apolipoprotein E genotype testing,
and 100% for clinical and cognitive assess-
ment. Implications: The Satellite reduces bar-
riers fo research participation, encourages retention
through sustained interactions with participants
and their families, and develops lasting partner-
ships with community organizations and health
professionals who care for African American
elders.

Key Words: Dementia, Teams/interdisciplinary/
multidisciplinary, Black, Education and training
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Background

The National Institutes of Health mandates
increased participation of racial and ethnic minor-
ities in biomedical research (Department of Health
and Human Services, National Institutes of Health,
1994). However, inequities in minority research
participation persist (Levkoff & Sanchez, 2003).
Although African Americans may experience a
higher incidence and prevalence of Alzheimer’s
disease (AD; Demirovic et al.,, 2003; Gurland
et al., 1999; Heyman et al., 1991), they remain
underrepresented in AD research (Connell, Shaw,
Holmes, & Foster, 2001; Dilworth-Anderson
et al., 2008 ; Gauthier & Clarke, 1999). Limited
enrollment of African Americans is problematic
not only because inadequate research participation
affects the generalizability of study findings but
also because older adults represent the most rap-
idly growing segment of the population.

The National Institute on Aging (NIA) recently
examined approaches to recruitment and retention
of minority older adults in research and noted sev-
eral factors that influence research participation.
Past scientific misconduct, mistrust, limited clarity
regarding informed consent, inequities in access to
health care, researchers’ lack of cultural sensitivity
and limited understanding of community dynam-
ics, and lack of access to institutions that conduct
studies impede research participation. Minority
elders may be disinclined to participate in research
because investigators have not convinced them
that research is conducted with an equitable bal-
ance of risks and benefits (Stahl & Vasquez, 2004).

Facilitators of minority participation in AD
research include increasing awareness of AD
among potential participants, their caregivers,
health care providers, and community leaders;
eliminating perceived barriers to access; developing
a network of community collaborators; altruism,
use of culturally congruent staff; and optimizing
culturally responsive interactions between the
research team and potential participants (UyBico,
Pavel, & Gross, 2007; Ballard, Nash, Raiford,
& Harrell, 1993; Welsh, Ballard, Nash, Raiford, &
Harrell, 1994; Williams et al., 2010).

The African American Outreach Satellite and
Minority Recruitment

The African American Outreach Satellite (Satel-
lite) was funded by the NIA in 1992 as an admin-
istrative supplement to the Washington University
Alzheimer’s Disease Research Center (ADRC).
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The Satellite’s primary objective was to extend the
ADRC’s expertise to minority elders by providing
home-based assessments, dementia diagnosis, and
supportive services with a secondary goal of
recruiting African Americans for ADRC studies
(Edwards et al., 1999). A multidisciplinary team
conducted home-based cognitive assessments and
provided dementia diagnosis and case manage-
ment. Interactions with this team resulted in sus-
tained relationships with African American older
adults and their families, community leaders, and
health care providers. The Satellite’s activities rep-
resent an established and highly successful collab-
oration between the ADRC and the St. Louis Area
Agency on Aging.

African Americans are the largest minority
group in St. Louis. Current demographic data indi-
cate that African Americans compose 18.1% of the
population in metropolitan St. Louis (Saint Louis
Regional Chamber & Growth Association). The
Satellite aims to achieve this level of representation
in the ADRC cohort. The entire ADRC active par-
ticipant pool is approximately 650 individuals,
with 100-120 new participants enrolled annually.

The recruitment policy adopted by the ADRC
in 2004 states that all new enrollees must be eligi-
ble for and willing to complete the entire longitu-
dinal ADRC protocol, including comprehensive
clinical and cognitive assessments, blood collec-
tion for genotyping, structural neuroimaging with
magnetic resonance imaging (MRI), amyloid imag-
ing with positron emission tomography (PET)
using Pittsburgh Compound-B (PIB), and lumbar
puncture (LP) for collection of cerebrospinal fluid.
However, in 2005 and 2006, African American
enrollment declined by greater than 50% concom-
itant with initiation of the requirement that all
newly enrolled participants be willing to have LP.

In 2004, the Satellite modified its primary goal
to focus on enhancing minority recruitment to
optimize enrollment of African American partici-
pants with normal cognition and mild dementia of
the Alzheimer type in longitudinal ADRC studies
due to concerns that the concurrent shift in the
ADRC research portfolio to emphasize AD bio-
marker studies would disproportionately discour-
age African Americans from participating. In
response to diminishing African American enroll-
ment, the requirement for willingness to have LP
was waived for African Americans, and we formu-
lated a systemic plan to enhance minority recruit-
ment and retention for longitudinal studies at the
ADRC.
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Table 1. African American Enrollment in All Alzheimer’s
Disease Research Center Studies (1999-2008)

Total Number of % African
participants African American
enrolled Americans
1999 140 12 8.6
2000 115 13 11
2001° 137 14 10
2002 134 28 21
2003 130 30 23
2004° 147 31 21
2005 92 10 10
2006° 134 19 14
2007 139 31 22
2008 105 20 19

*Formation of African American Advisory Board.

bImplementation of lumbar puncture (LP) requirement
August 1, 2004.

‘Elimination of LP requirement for African American
participants and implementation of new systemic plan for
African American recruitment August 1, 2006.

Informed by the findings of extant literature
regarding minority research recruitment, we out-
lined a recruitment plan designed to address these
barriers and facilitators of research participation.
With increased recruitment activities following the
creation of the ADRC African American Advisory
Board (AAAB) and the Satellite’s greater emphasis
on minority recruitment, African American enroll-
ment doubled from prior levels and generally has
exceeded the target of African Americans repre-
senting 18% of newly recruited ADRC partici-
pants each year (Table 1). The AAAB was
established by the ADRC Director in 2001 to pro-
vide guidance in development of novel approaches
to address issues of African American recruitment
and retention for ADRC studies and to facilitate
new collaborations with community groups.

Some research studies conduct recruitment
without the benefit of a systemic plan intended to
organize outreach and recruitment efforts, map
out necessary steps, and plan for allocation of staff
time and resources. As research programs become
more complex, invasive, and costly, the impor-
tance of a comprehensive recruitment plan becomes
more compelling.

Community outreach and education programs
were selected empirically as the primary founda-
tion of our Satellite recruitment initiatives. We
hypothesized that a comprehensive recruitment
program with appropriate infrastructure and cul-
turally  responsive outreach  programming,
informed by data from pertinent recruitment meth-
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ods research, would result in increased African
American enrollment in our ADRC’s studies. This
descriptive article outlines the recruitment plan
and the results of the minority recruitment meth-
odology that we implemented.

Strategic Plan for African American Outreach
and Recruitment

Social marketing is an effective person-centered
research recruitment method that borrows from
business models, and it was the primary recruit-
ment approach that we employed. It involves the
application of commercial marketing techniques
to the analysis, planning, execution, and evalua-
tion of programs to influence the behavior of tar-
get audiences to improve their welfare and that of
society (Andreasen, 1995; Nichols et al., 2004). In
a recent systematic review, social marketing alone
or in conjunction with community outreach yielded
the highest percentage of participants for many of
the studies reviewed (UyBico et al., 2007). Although
highly effective for recruitment of racial and
ethnic minority participants, social marketing is a
recruitment method that is applicable to all target
populations.

Social marketing in clinical research involves six
principles: product, price, place, promotion, par-
ticipants, and partners. Product refers to the study
or intervention. Price is the cost of participating in
the study and encompasses time commitment,
effort, financial costs, and the cost of changing
behavior. Place is the venue where potential par-
ticipants receive information about the study or
where research is conducted. Promotion refers to
the marketing techniques used to recruit partici-
pants. Partners are community collaborators who
contribute to our recruitment efforts (Nichols
et al., 2004). Recruitment and retention activities
are evaluated and modified in response to feedback
from active and potential participants.

Social marketing requires a dynamic research
process, including formative, pretest, and monitor-
ing and evaluation research. Formative research is
intended to examine the needs and wants of poten-
tial participants prior to implementing programs.
Pretest research is used to test strategy elements
before being used in the field. Monitoring and
evaluation research is employed to examine the
status of projects so that they can be refined to
optimize efficiency and effectiveness. The success
of social marketing relates to a focus on the needs
and wants of participants and modification of the
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recruitment process to address these concerns. The
social marketing model is highly effective for
research recruitment because of the emphasis on
participants, the most vital element in the success
of patient-oriented research (Andreasen, 1995).

Implementation

Our formative research included meeting with
community leaders and the clergy to discuss their
goals and objectives for AD education and recruit-
ment. Our pretest research involved piloting pre-
sentations with our longstanding community
partners. Attendees of these pilot programs pro-
vided feedback regarding the presentations. Con-
tent was modified based on their input. Monitoring
and evaluation research involves continued assess-
ment of our programs and recruitment approaches.
Participants who enroll and the number of addi-
tional community organizations contacted as a
result of each recruitment activity are tracked. In
addition, we review the type of program, for
example, lecture, panel discussion, or health fair,
to ascertain which modes of interaction with the
community are most effective to achieve recruit-
ment goals. Both formative and monitoring and
evaluation research data indicated that a similar
format for education and recruitment activities
would be effective for recruitment of cognitively
normal and demented participants. The most com-
monly requested outreach and recruitment formats
were educational programs discussing normal cog-
nitive aging, dementia, and the relevance of AD
research. The success of content and venue for
these outreach activities was evaluated to plan
future programming.

Alvarez, Vasquez, Mayorga, Feaster, and
Mitrani (2006) describe a comprehensive algo-
rithm for establishing relationships with commu-
nity organizations. The authors developed a
“recruitment process model” for interactions with
community organizations. The goals of the model
were to increase the recruitment of minority par-
ticipants and to cultivate relationships with com-
munity organizations. The recruitment process
model involves identification of a community orga-
nization, ascertainment that the community orga-
nization would have potential participants, contact
with the organization leadership, determination of
the community organization’s interest, visits to the
community organization, and interaction with
potential participants and community organiza-
tion staff. They characterize three components of
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community organizations to be targeted for out-
reach: administrators and supervisors, service pro-
viders, and service recipients (Alvarez et al., 2006).
Outcomes from interactions with the organization
are examined to determine if an appropriate yield
of potential participants continues. This continued
critical appraisal of recruitment success determines
the need for and frequency of revisits and interac-
tions with the community organization. The model
emphasizes the relevance of determining referral
modes, which were classified as provider referral, self-
referral, flyer-referral, and participant—participant
referral (Alvarez et al., 2006).

Our recruitment plan integrated the infrastruc-
ture of the social marketing model, as described by
Andreasen (1995), and an algorithm for interac-
tions with community organizations as outlined by
Alvarez and colleagues (2006). The recruitment
process model described by Alvarez provided a
standard protocol for contacting community orga-
nizations and an effective method for tracking the
outcomes of these interactions using a recruitment
process log form. Review of the information pro-
vided by the logs informed future interactions with
community groups and helped to refine our minor-
ity recruitment program.

A key goal of our strategic plan was to increase
awareness of AD among clergy and their congrega-
tions and community organizations in the African
American community. Interaction with the local
clergy and their congregations and community
organizations to develop recruitment and outreach
programs and initiate new collaborations were a
key component of our recruitment plan. We con-
tacted community leaders at senior congregate
housing, churches, adult day programs, and rele-
vant community organizations to arrange outreach
and recruitment programs. Our initial contacts
with new community organizations involved iden-
tification of appropriate individuals who make
decisions about health education programming for
the specific community organization. Based on the
plan outlined in initial and subsequent meetings
with the leadership from community organizations,
recruitment and educational activities were cus-
tomized to the needs, interests, and time constraints
of the community organizations. For example, if
recent programs conducted for a community orga-
nization featured an introductory AD overview,
subsequent programs may feature a multidisci-
plinary panel discussion on dementia care or a pre-
sentation on pharmacologic and nonpharmacologic
interventions for dementia management. Figure 1

S137



ADRC African American
Director/Principal Advisory Board
Investigator

Advises and Acts as a
Community Liaison

Recruitment & Outreach
Goals of the ADRC

I

African American
Recruitment Team

Alzheimer’s Association

& Other Community Partners

African American
Outreach Satellite

Clinical Core Outreach Efforts

Community Education Programs

Education Core

4 Health Professional Education
Focused Pamphlets & Videos
New Community Partnerships
Area Agencies on Aging
Annual Participant Meeting

1:1 Interaction & Recruitment
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Brain Donation
Additional Studies

Retention over Time

Figure 1. Alzheimer’s Disease Research Center (ADRC) re-
cruitment and outreach chart.

shows the organizational structure involved in our
minority recruitment efforts. Our African Ameri-
can recruitment program was supported by a net-
work of sustained community collaborators,
especially the local chapter of the Alzheimer’s Asso-
ciation, an African American nurse sorority, and a
church-based AD support group.

Health care Provider Outreach and Training

The Satellite administered a training program
entitled the Urban Clinician Partners Program
(UCPP) targeted toward health care professionals
who care for African American patients. Each
UCPP training program lasted 2.5 days and
included a mix of didactic, observational, and
skill-based teaching techniques. Clinicians received
a daily stipend and 20 hr of continuing medical
education credit for participating in the program.
Health care providers who attended the UCPP
were predominately based in the St. Louis area.

UCPP attendees who participated in the first
year of training completed surveys evaluating their
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experiences with the training program. One of the
authors (M. M. Williams) reviewed responses to
the quantitative and opened-ended questions. The
curriculum received high marks. Clinicians con-
veyed that their confidence in diagnosing and treat-
ing dementia was enhanced, and they appreciated
the value and relevance of the training and AD
information. The clinicians requested shorter
training sessions and opportunities for training at
their clinical practices. Our health care provider
activities were modified to reflect these suggested
changes. In 2007, a series of shorter training mod-
ules were developed and designed to be custom-
ized to the needs, preferred training site, and time
constraints of the health care providers and their
staff.

Collaborations With the Clergy and Religious
Organizations

With the support of an AAAB board member,
who is the health advocate for a clergy organiza-
tion, we developed brief presentations regarding
the relevance of AD research that one of our
authors (M. M. Williams) presented to the clergy
during their administrative meetings. Typical
attendance was 50 clergy; the presentations
resulted in numerous invitations to speak during
or immediately following services at their churches.
Presentations at these initial churches led to refer-
rals to speak at other area churches. The pastors’
endorsement of the ADRC was integral to success
in African American research recruitment.

Use of Media

With the assistance of an AAAB member, we
conducted radio interviews discussing AD, the
importance of AD diagnosis, and the relevance of
research participation. The Education Core staff
developed a radio advertisement that discussed the
importance of research participation. The radio
segment ran for several weeks before and after
radio interviews and resulted in a number of tele-
phone calls regarding research. The Satellite con-
tacted radio stations with a predominately African
American audience and met with radio show staff
to discuss potential content. The format of AD dis-
cussions was customized to accommodate the
needs, times constraints, and preferences of the
program staff. Several of these radio programs
were conducted in partnership with the St. Louis
chapter of the Alzheimer’s Association.
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Table 2. Percentage of Participants Enrolled in Additional
Studies by African American Race Versus non-African
American Race, 2005-2009

African Non-African
Study American American
Lumbar puncture 39% 66%
Pittsburgh Compound-B 43% 55%
Genetics 95% 99.8%
Magnetic resonance imaging 52% 73%

Outreach Literature

Satellite literature and presentations for the
African American community were modified to
have a coordinated color scheme and style to
develop a consistent format for our outreach mate-
rials. In 2006, the Education Core developed a
5-min presentation on AD and research that was
used to initiate dialogues with community leaders,
clergy, and other gatekeepers. The Satellite
employed this template to develop presentations of
various lengths, with the content modified to the
preferences of the intended audience. Additionally,
the Satellite utilized AD literature available from
the NIA Alzheimer’s Disease Education and Refer-
ral Center, which was very popular in the local
African American community.

Results
Qutcomes of Recruitment Efforts

In the first 6 months following implementation
of the recruitment strategic plan, a total of 19
African American participants enrolled in ADRC
studies. Table 1 shows the results of recruitment
efforts in the years prior to and since implementa-
tion of the plan. In 2007, as a consequence of
the comprehensive recruitment plan, a total of 29
African American participants enrolled in ADRC
studies and a total of 3,451 African Americans
attended outreach and recruitment activities. In
subsequent years, the number of community-
dwelling African Americans who attended our
programs continues to increase.

Following implementation of the new recruitment
initiative, the number of African American partici-
pants in ADRC supported activities has increased
considerably (Table 2). For example, presently,
95% of African American participants contribute
blood for genotyping, 52% of eligible African
Americans participate in structural MRI, and 43 %
participate in PIB PET studies. The number of Afri-
can American participants completing LP studies
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Table 3. Satellite Outreach and Recruitment Activities May
1, 2005 to February 28, 2009

Recruitment events

(May 1, 2005 to Number Total number

February 28, 2009) of events of attendees”

Alzheimer’s disease 81 3,240
presentations

Health fairs 44 3,300

African American participant 1 120
meeting

Health provider training 36 421

Total 162 7,081

*The numbers represent the total number of attendees at
Satellite activities held in the metropolitan St. Louis area from
May 1, 2005 to February 28, 2009.

annually has more than doubled, with 5 African
Americans completing LP from May 1, 2005 to
July 31, 2006 and 29 African Americans complet-
ing LP from August 1, 2006 to February 28, 2009.

The number of health care providers who par-
ticipated in our training sessions increased consid-
erably. Less than 10 health care professionals who
provide care for African Americans were trained
annually through the original program. Following
curriculum modifications, including shorter format
and training conducted at the health care providers’
practices, there was a marked increase in participa-
tion in the UCPP. A total of 79 health care provid-
ers who served predominately African American
patients attended the revised health care provider
training in 2007. A total of 110 providers were
trained in 2008, and 115 providers were trained in
2009. The curriculum continues to be modified in
response to health care provider feedback. The next
intended step is to develop additional appropriate
metrics to assess the impact of training.

The Satellite forged sustained collaborative rela-
tionships with the state chapter of the National
Medical Association, home health agencies, and an
African American nursing sorority. These collabo-
rations provided the Satellite the opportunity to
conduct research updates and develop opportuni-
ties for dialogues with African American physicians
and nurses to discuss research results and future
directions. The Satellite worked in partnership with
health care providers to conduct community out-
reach programs and develop new education pro-
grams specifically targeted to health care providers.

The recruitment plan generated a considerable
number of community outreach and education activ-
ities (Table 3). Many of the Satellite’s interactions
resulted in lasting collaborations with community
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groups. The members of these groups are strong
advocates for AD research participation, and lead-
ers from these organizations have assisted us in
establishing relationships with new community
groups. We conduct AD outreach programs with
several organizations that request our annual par-
ticipation. These include events held in honor of
AD caregivers and individuals with AD at local
African American churches, participation in the
annual Missouri Black Expo, and AD educational
programs at senior centers, senior congregate
housing, and public libraries. Several of these pro-
grams involved state-level community events.

Discussion

Successful recruitment is persistently one of the
most difficult aspects of patient-oriented research.
Recruitment of racial and ethnic minority partici-
pants presents additional challenges due to mistrust,
lack of access to and awareness of research studies,
and limited interactions between researchers and
diverse communities (Stahl & Vasquez, 2004).
Studies involving older minority cohorts confront
greater complexities, as recruitment is compounded
by the aggregate of barriers confronted by older
adults and minority populations. Establishment and
maintenance of successful community-academic
partnerships is an essential component of effective
African American outreach and recruitment efforts.

The social marketing model facilitates develop-
ment of an active dynamic program of African
American recruitment for AD research. With the
use of formative, pretest, and monitoring and eval-
uation research, the Satellite recruitment program
continues to evolve to meet the changing demands
of the study and the needs and concerns of our
pool of potential and active participants. In addi-
tion, the systemic research plan described would
be effective for both general recruitment and
recruitment of any racial or ethnic minority group.

The primary limitation of the outreach activities
was venues that were low yield for recruitment or
not relevant to our target cohorts of participation.
This limitation was resolved through our complex
assessment of outreach programs and feedback
from the organizations we targeted, potential par-
ticipants, and our recruitment staff. There were
few unsuccessful recruitment activities, as venues
that were anticipated to have limited numbers of
potential participants were targeted via passive
recruitment methods rather than expenditure of
recruitment team time and effort.
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The urgency of diverse representation in patient-
oriented research is increasingly compelling due to
changing demographics in the United States and
must be given a high priority. Sufficiently diverse
samples permit greater generalizability of study
findings and permit equitable access to the benefits
of research participation. As health disparities per-
sist and inequities in research participation mirror
inequities in health status and health care, increas-
ing minority participation in patient-oriented
research is an integral step in the address of dis-
parities.
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