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UNDERSTANDING THE CHALLENGES IN RECRUITING BLACKS TO A LONGITUDINAL

COHORT STUDY: THE ADVENTIST HEALTH STUDY

This paper presents findings from formative re-
search exploring Black Seventh-day Adventist
church members’ attitudes about Black non-
participation in past studies, and suggestions
for recruiting 45,000 Blacks to an upcoming
longitudinal cohort study. Data were collected
in California and Pennsylvania, using 15 key
informant interviews and 6 focus groups. Key
findings supported and elucidated existing lit-
erature on the barriers to minority recruitment,
and included: a general mistrust of the medi-
cal/scientific community; a perception that
providing informed consent relinquishes, rath-
er than protects, an individual’s rights; a per-
ception of being ‘‘studied’’ rather than ‘‘study-
ing,’’ due to the paucity of Black investigators;
and a perceived lack of cultural sensitivity in
the recruitment of Blacks, and in the conduct
of the research itself. Building trust throughout
the process, from clearly demonstrating the
benefits of participation, at the individual and
community level, to including Blacks in the
study design from conceptualization to data
analysis and presentation, emerged as a critical
component in garnering Black participation in
future studies. (Ethn Dis. 2004;14:423–430).
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INTRODUCTION

Cancer is the second leading cause
of death in the United States, claiming
more than half a million lives in 1999.1

Obesity, in conjunction with its con-
tributing factors of poor nutrition and
physical inactivity, is poised to surpass
tobacco as the leading contributor to
US cancer mortality.2 Blacks generally
suffer disproportionately from cancer, as
reflected in their higher incidence rates
of colon and prostate cancer,3–5 and
poorer survival rates for breast cancer,6,7

compared to other ethnic groups. How-
ever, we know little about the reasons
for this variance in cancer risk between
White and Black American populations.
Only large-scale, parallel-designed stud-
ies can answer these questions.

Studies about lifestyle choices
among Seventh Day Adventists have
been conducted since 1958 (eg, Beeson
et al8; Fraser9; Phillips et al10), providing
much insight into the relationship be-
tween nutrition and health. Religious
beliefs advocating an ovo-lacto vegetar-
ian diet, physical activity, and substance
avoidance, make this population ideal
for study. Separating the protective or
deleterious effects of consumption of
certain foods or substances, and partic-
ipation in physical activity, from other
cultural and personal differences, is crit-
ical in explaining international and in-
tra-national differences in cancer distri-
bution. Cross-cultural comparisons and
migration studies have provided robust
and consistent evidence for the contri-
bution of lifestyle to cancer risk.11

However, Black Adventist study par-
ticipation rates in the past have been too
low to allow for adequate ethnic-specific
investigation of these issues. Despite the

fact that we have successfully included
Black members in some research and
publications,12–16 and that the Black Ad-
ventist leadership has expressed over-
whelming support of this research, re-
cruitment of Black church members has
been difficult. Certain attributes of past
efforts to engage Black members in
these studies, as well as the challenges to
minority recruitment faced by most re-
searchers, contribute to this lack of en-
gagement. Although White and Black
Adventists share a common religion, the
ways these religious beliefs are manifest-
ed is associated with cultural factors
governed by traditional beliefs, feelings,
attitudes, health practices, and historical
and personal/familial experiences with
the healthcare system,4,5,17 which may
affect willingness to participate in re-
search studies.

A longitudinal cohort study, the Ad-
ventist Health Study-2 (AHS-2), has re-
cently been funded, with a goal of re-
cruiting 80,000 White and 45,000
Black Adventists. These populations
were chosen because they represent
large, potentially receptive study popu-
lations that can provide valid dietary
and other lifestyle information, and that
contain subgroups representing a wide
variety of exposures to dietary and phys-
ical activity variables.10 The purpose of
this paper is to present findings from a
formative research project qualitatively
exploring Black Seventh-day Adventists
church members’ feelings and attitudes
about their participation and nonpartic-
ipation in past studies, opinions regard-
ing future participation, and suggestions
for recruiting Black members into this
longitudinal church-based study. The
formative research was intended to in-
form the development of methods to re-
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cruit Black participants into this large
cohort, and the integration of these
findings into the AHS-2 recruitment
approaches to the Black Adventist com-
munity is delineated. Implications of
these findings for church-based and
more general recruitment of Black pop-
ulations into health promotion research
are discussed.

REVIEW OF THE
LITERATURE

Until recently, underserved racial/
ethnic populations have been poorly
represented in clinical trials, health pro-
motion interventions, and observational
epidemiological research.4,5,18,19 We con-
ducted a review of existing literature us-
ing the Medline electronic database,
contacts with experts in the field, and
citations from articles identified through
these sources, to guide the efforts of this
project toward our goal of understand-
ing Black Adventist non-participation.
We place the factors related to poor rep-
resentation of Blacks in medical/scien-
tific research studies into three general
categories: 1) the conscious nonpartici-
pation of Blacks; 2) physicians’ failure
to refer them; and 3) researchers/inves-
tigators’ failure to recruit them.

Blacks’ Conscious
Nonparticipation

The literature reveals many reasons
why Black Americans traditionally do
not voluntarily participate in health-re-
lated research. At the top of the list is
fear/mistrust of Whites.18 This genuine
fear of exploitation as research subjects
is based on many historical accounts,
from the slavery era and immediate
post-slavery period, in which Blacks
were operated upon without anesthesia,
to the infamous and widely known Tus-
kegee syphilis experiment (1932–1972),
in which government researchers with-
held syphilis treatment from 399 Black
men for more than 40 years.5,20–22 A fear
of genocide is another contributing fac-

tor for Blacks’ nonparticipation in re-
search studies. For example, Thomas
and Quinn23 reported that 35% of
Blacks participating in their study be-
lieved that the sudden onslaught of
HIV/AIDS signifies an attempt by
Whites to rid society of Black people.
Documented historical reports and
memoirs handed down through gener-
ations (from elder family members and
peers) substantiate these fears.24

Swanson and Ward5 cited ‘‘time and
hassle’’ (ie, waiting time, travel time,
participation time and energy) involved
in participation, and a perception of lit-
tle benefit being derived from partici-
pation, as other major factors for Blacks’
reluctance to participate in research
studies.

Traditional health beliefs (impacted
significantly by their religious beliefs)
also influence Blacks’ involvement in re-
search studies. The church is a vehicle
in many Black families and communi-
ties through which religious beliefs assist
in understanding, accepting, coping
with, and managing disease and ill-
ness.25 These beliefs often dictate alter-
natives to allopathic medicine, which
are particularly attractive in the context
of Blacks’ lesser access to quality health
care, particularly cancer care.26 Similarly,
Blacks’ lack of belief in their suscepti-
bility to cancer, or in allopathic medi-
cine’s effectiveness in preventing or

treating it, may impede investment in
clinical trial participation.27

Physicians’ Failure to Refer
Blacks to Clinical Trials

Another factor affecting Blacks’ in-
volvement in research is their lesser ac-
cess to health care, and lower levels of
health insurance coverage.28 Reliance on
emergency rooms and free/subsidized
clinics compromises continuity of care,
offering little opportunity for follow-up
care, much less referral to clinical trials
and research studies.4,5,29 There is also
evidence that physicians with predomi-
nantly minority practices are less likely
to refer patients to academic institutions
for trials, due to: fear that their relation-
ships with patients will be undermined,
since some of their patients have a dis-
trust of academic medicine; inadequate
resources to identify appropriate trials;
or more urgent social needs of pa-
tients.5,30

Researchers’ Failure to Recruit
Blacks into Studies

Researchers’ failure to recruit Blacks
is another contributing factor to Blacks’
low participation levels in health-related
research. In fact, investigators typically
have not consistently reported their re-
cruitment efforts, successes, or failures,
in the literature,31,32 contributing to a
general belief that Blacks are ‘‘hard to
reach,’’33 and that recruitment and long-
term retention of Blacks is difficult.6

Another reason cited for investigators’
failure to actively recruit Black partici-
pants is the increase in cost for minority
recruitment, as monetary incentives and
targeted strategies are often neces-
sary.34,35 This situation is changing, now
that the federal funding agency requires
that funded research include a plan for
engaging and tracking underrepresented
populations, in the absence of a strong
justification for their exclusion.36 How-
ever, the failure of most investigators’ to
establish positive and mutually benefi-
cial ongoing relationships with Black
communities6,19,36–40 is still a substantial
barrier.
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METHODS

Subjects
Members of 3 predominantly Black

Seventh-Day Adventists churches, 2 in
Southern California, and one in Phila-
delphia, Pa., were recruited for qualita-
tive data collection through verbal in-
vitations and announcements by church
members in support of the study. The
churches differed in the size (300–1200)
and socioeconomic make-up of their
memberships. One church (Church A)
is situated in a lower middle class sub-
urban community, one (Church B) in
an upper middle class suburban com-
munity, and the other (Church C) in a
lower-income rural community. Overall,
a total of 291 Black congregants in 3
churches (Churches B, C, and an ad-
ditional church not included in quali-
tative data collection) were recruited to
various dietary and physical activity sur-
vey measure validation pilot studies in
preparation for the AHS-2 (data report-
ed elsewhere). Any member of a Black
Adventist congregation older than 30
years was eligible to participate. Church
representatives were asked to invite 7–
10 members to each focus group. Some
of these individuals had participated in
the pilot survey research, while others
had not. Qualitative data were derived
from 56 respondents during a 6-month
period between December 1998 and
June 1999, through 15 key informant
interviews, and 6 focus groups. Focus
groups ranged in size from 3–18 partic-
ipants. Church A hosted a focus group
with 1 man and 2 women. In Church
B, 2 focus groups were conducted, one
with 12 men and 6 women, and the
other with 1 man and 3 women. In
Church C, 3 focus groups were con-
vened, with 4 men and 4 women, 3
men and 1 woman, and 5 women, re-
spectively. The categories of respondents
were: 1) pastors; 2) church leaders; 3)
health and outreach workers; 4) regular-
ly attending church members; and 5) a
recruitment consultant specializing in
Black studies. Percentages of respon-

dents in each category are not available.
Respondents included Black males and
females between the ages of 29 and 65
years. The term ‘‘Black’’ is used to in-
clude individuals of African-American,
Afro-Caribbean, and African descent.
Those individuals who participated in
quantitative data collection signed and
returned consent forms along with their
questionnaires; those who participated
only in the qualitative data collection
provided only verbal consent, as no per-
sonal identifying information was ob-
tained from these members.

Procedures
While the content of the individual

interviews and focus groups was similar,
the individual interviews were used to
identify and explore respondents’ ques-
tions and concerns relating to their par-
ticipation (actual or hypothetical) in
medical research, in general, and epi-
demiological research, in particular, for
further exploration in the focus groups.
The interview began with general ques-
tions, and then follow-up questions and
probes were utilized, as needed, to fully
capture participant responses.

Individual interviews were conduct-
ed in English in a 45- to 60-minute,
one-to-one, semi-structured format.
With one exception, these were in pri-
vate settings at the respondents’ church.
That exception was a telephone inter-
view conducted in a similar format. The
interviewer was a trained, doctoral-level
Black faculty member (PH).

A detailed focus group discussion
guide was created to assess 2 broad is-
sues: participation in a future study, and
perceptions of the planned survey in-
strument. With respect to the issue of
participation in a future study, partici-
pants were asked about their familiarity
with past studies, reasons for participa-
tion and non-participation in the past,
barriers to, and facilitators of, partici-
pation, any previous experience with re-
search, the role and meaning of incen-
tives, and optimal recruitment strategies
for their respective churches to the up-

coming study (see Table 1 for domains
and sample questions).

Focus groups were conducted in the
multipurpose rooms of the participating
churches. Sessions were not tape-record-
ed because when participants were ex-
plicitly asked at the beginning of the
first focus group session about their lev-
els of comfort with this procedure, sev-
eral conveyed discomfort. Trained doc-
toral-level facilitators conducted the ses-
sions, took notes and produced tran-
scripts from these notes immediately
after each session.

Cash incentives were provided to
each church congregation as a whole
($500–$1000). Compensation of indi-
viduals for participation in this research,
however, was one of the important ques-
tions to be addressed in the qualitative
data collection process. While the sci-
entific literature supports provision of
such compensation in African-American
religious settings, investigators had pre-
viously received conflicting advice from
various church officials and opinion
leaders about its appropriateness in an
Adventist cultural context. For this rea-
son, interviewees and focus group par-
ticipants were not compensated for their
time.

Data Analysis
Interview and focus group tran-

scripts were produced after each session
from facilitators’ and observers’ notes.
Members of the research team indepen-
dently analyzed the resulting transcript
data using Grounded Theory meth-
ods.41 First, the data were line coded to
determine a universe of codes fitting the
responses. These were then further an-
alyzed to determine overriding themes.
Data were then reorganized by themes
and explored for their responses across
participants. Finally, summaries were
created for each emerging theme. Illus-
trative verbatim responses were included
in each summary. Interview and focus
group summaries were then aggregated
and organized by theme.
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Table 1. Domains and sample questions used in qualitative data collection

Interviews & Focus Groups

Domain Sample Questions

Familiarity with past studies Have you ever heard of scientific research studies of Adventists?
Give us your over-all opinion of these studies in general?

Reasons for past participation Would you do it again? Why, or why not?
What was your impression or feelings while completing the survey?
How did you feel after completing the survey?

Reasons for past non-participation If you did not participate, can you tell us why you chose not to?
Why do you think others chose not to participate?

Barriers to participation How did you feel after completing the survey?
Facilitators of participation Give us some ideas for motivating or encouraging members to participate
Role and meaning of incentives In your opinion, what would serve as good incentives or motivating factors for encouraging

members to participate?
Look over the proposed model for getting Black members to participate. Give us your opin-

ion or any comments which you might have.
Give us some ideas for participation incentives for both the questionnaire and the clinic.

Suggested strategies for recruitment Do you have any suggestions for the best time(s) to hold group sessions? For example: be-
fore or after prayer meeting; Sundays (AM or PM)

Do you have any suggestions for improving the recruitment process, the survey, or anything
else?

Do you have any suggestions for advertising and promotional strategies?
Give us your honest opinion as to why you enrolled in the study? In other words, what mo-

tivated or encouraged you the most to participate?
Give us your ideas for motivating or encouraging members to mail in the first half of their

survey, or in some cases the full questionnaire.

RESULTS

Familiarity with Past Studies in
the Church

While all respondents indicated that
they were familiar with past studies,
they were less clear about the contri-
butions of these studies to the public
health field in general, or their (poten-
tial) contributions to the body of
knowledge about the health of Black
Americans. They were familiar, however,
with the fact that past studies involved
largely White subjects. While a few had
participated in the past, some respon-
dents did not know that efforts had pre-
viously been made to recruit Black Ad-
ventists. A strong sense of mistrust of
research and toward the research insti-
tution as a largely ‘‘White’’ institution
was expressed. Participation was seen as
something predominantly benefiting the
‘‘careers and pockets of researchers’’ and
research institutions, and not as some-
thing of any immediate, or even de-
layed, benefit to them. In the words of
one individual, ‘‘These White people are

always trying to take from us what they
can get, but what do they give us in
return? After they get what they want
they’re gone.’’ In addition, cynicism to-
ward the university base of these studies
as an extension of the ‘‘White’’ church
was voiced. Many felt that the university
and its researchers did not respect Black
members.

Explanations for Participation
and Non-Participation in Past
Study Efforts

The few respondents who had par-
ticipated in the past indicated that they
had done so for the ‘‘good of mankind,’’
and to benefit ‘‘their people.’’ While
they had received token incentives, all
agreed that these had not been enough
to ultimately motivate them to partici-
pate. However, if larger numbers of re-
spondents are needed, they felt it abso-
lutely necessary that an incentive struc-
ture be instituted, but with selective in-
put from respondents.

Several individuals felt that their ex-
periences in prior research had been

somewhat disappointing for several rea-
sons: 1) a lack of a personal ‘touch’ (be-
ing treated like a ‘‘number’’); 2) a lack
of questions specific to their situation
(language far too complicated and not
allowing for food and lifestyle choices
specific to their lives); 3) a lack of ex-
planation as to why their participation
was important and relevant; 4) a lack of
feedback about study progress and re-
sults; and 5) being treated disrespectful-
ly. One respondent said, ‘‘If you treat
me with respect I will do things for you
. . . if I sense that you are looking down
on me—don’t bother me—don’t bother
asking me for help.’’ Another respon-
dent’s exclamation reiterated the com-
mon theme of frustration at the paucity
of Black investigators: ‘‘the reason I
don’t participate in these studies is be-
cause I don’t like who’s doing them . . .
if it doesn’t appeal to me then what
they’re doing it for is not important to
me . . .’’

Most respondents expressed greater
comfort about participating in a survey
than in research involving invasive pro-
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cedures, especially phlebotomy and fat
aspiration. If participation in the survey
were linked to consent to such proce-
dures, many asserted that this would
discourage their overall involvement in
the study. Several individuals comment-
ed on the lack of Black study personnel
in the past, and were positively im-
pressed by the presence of a ‘‘mixed’’
study team during the formative phase.
Questions as to the overall ethnic com-
position of the research team arose and
were met with cautious excitement
when a commitment to meaningful and
consistent involvement of Black person-
nel in all phases of the research was re-
ported.

Remaining Barriers to
Participation

All respondents were familiar with
the Tuskegee Syphilis Study, and could
recall other negative research conducted
on Black subjects in the past. They felt
that this history, along with negative
personal experiences with the healthcare
‘‘system,’’ decreased the likelihood of
large numbers of Black Adventists par-
ticipating in the future.

Most respondents indicated that the
length of the questionnaire and the an-
ticipated time involved in presenting for
phlebotomy or fat aspiration were major
barriers. For instance, issues such as hav-
ing a second job, being a single head of
household, and lacking a regular and
stable income, were mentioned as bar-
riers for follow-through, even among in-
dividuals with good intentions. In ad-
dition, sub-optimal reading levels and
fatigue were identified as barriers. The
instrument was seen as intimidating,
and respondents felt that it would be-
come increasingly unlikely for respon-
dents to finish the questionnaire if they
had to complete it in several sittings.

Another important barrier identified
was the respondents’ concern about
confidentiality. The request for one’s so-
cial security number and other identi-
fying information, especially, were seen
as intrusive and raised concerns as to

what would be done with their infor-
mation and specimens. In addition, par-
ticipants voiced concern regarding the
true intent of providing informed con-
sent. Some saw it as potentially relin-
quishing or ‘‘signing away my rights.’’

Facilitators of Participation
Despite the concerns expressed, a

sense of pride and co-ownership for a
health study of national significance
emerged, and participating in its devel-
opment was characterized as empower-
ing. Respondents indicated that partic-
ular value would be ascribed if their re-
ligiously inspired healthy lifestyle could
be shown to be protective and useful to
African Americans as a group. Many re-
spondents were interested in knowing
more about the real life implications of
certain risk and protective behaviors in
the prevention of diseases with high
prevalence rates in the Black commu-
nity.

More persistent recruitment efforts,
which acknowledge the shortcomings of
the past and demonstrate sensitivity to
the present needs and special circum-
stances of Black Americans (in general),
and within the church (specifically),
were identified as an overarching ap-
proach to overcoming past obstacles.
Consulting the church ‘community’
about the study, and integrating com-
munity members into the study in
meaningful ways, was viewed as a criti-
cal element of this process. In addition,
most respondents agreed that better
marketing of the study via an explana-
tion of the benefits of the study to
Blacks, as well as providing follow-up
study updates, were necessary to moti-
vate participation. Having the data col-
lected by ‘‘people like us,’’ to whom they
can relate, and who speak their lan-
guage, was seen as ‘‘a must.’’

Role and Meaning of Incentives
All respondents agreed that prior

study incentives (measuring tapes, in-
scribed refrigerator magnets, pens and
pencils) were inadequate compensation

for their time and effort. However, in-
centives were seen as necessary and mo-
tivating because they acknowledge re-
spondent burden. Many indicated that
personal monetary incentives, however
small, would motivate them more than
a larger contribution to the church for
operational expenses, since the latter was
too ‘‘abstract’’ and removed from their
own sphere of influence. With respect
to the amount necessary to make the
incentive meaningful, most agreed that
it needed to be more than a ‘‘couple of
dollars,’’ and that $10–15 would be seen
as a sufficient gesture. Further, most felt
that this incentive needed to be given in
the form of a check or cash, rather than
as a coupon for ‘‘goods.’’

Most respondents agreed that each
church needed its own personalized ap-
proach, as churches varied greatly with
respect to their membership composi-
tion. There were, however a number of
suggested commonalities:

1. Two key roles must be filled in
getting church members successfully en-
gaged and motivated. First, the impor-
tance of buy-in by the local pastor was
stressed. Second, the availability of paid
part-time assistance by a member of the
congregation was seen as necessary in
organizing the church around data col-
lection issues. Respondents agreed that
most members would not ‘‘enroll’’ in
the study without the a personal ‘‘touch’’
of having known individuals in key po-
sitions, rather than these roles being
played by ‘‘outsiders.’’ In addition, this
would convey study investment in, and
commitment to, mutual benefit by al-
lowing some church members to sup-
plement their income in ways that build
capacity within the church. A system
was suggested in which the pastor
would give a motivational sermon and
the part-time assistant(s) would provide
reminder notices/health testimonies
about the study during the announce-
ment period of the main church service
for a number of weeks prior to actual
data collection. These activities would
then culminate in a group meeting,
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linked to a potluck, and a musical pro-
gram, organized for the sole purpose of
completing a ‘‘chunk’’ of the survey in
a large group. High school youth ful-
filling community service requirements,
and retired seniors, were identified as
likely volunteer pools from which to
augment paid assistants. In addition to
staffing these group sessions, paid assis-
tant(s) and volunteers would remind
and aid enrollees on a one-to-one basis.
Since few can complete the survey in
one sitting (certain parts require con-
sulting one’s kitchen and medicine cab-
inets), the enrollment card and consent
form should be completed first. The
paid assistant(s) and volunteers would
collect and mail these to the study head-
quarters, allowing study investigators to
follow up by telephone with the mem-
bers who started the questionnaire, but
did not complete or return it.

2. Culturally tailored, attractive
study marketing materials must support
recruitment efforts. Pamphlets or bro-
chures, written in simple and culturally
appropriate language, would summarize
the main points made during the ser-
mon and announcements. The respon-
dents agreed that care needed to be tak-
en to avoid too much didactic content,
as overtaxed members would likely scan,
rather than read, lengthy diatribes. Dis-
closure of unpopular procedures (eg,
phlebotomy) to which members may be
asked to submit, and an explanation of
confidentiality protections should be in-
cluded. These materials would be used
as inserts in the weekly church bulletin,
and displayed in church lobbies. In ad-
dition, a large appealing poster could be
hung in prominent places in church
lobbies to remind members of the
study’s importance.

3. The study investigator outreach
team must be culturally sensitive and
competent. Those who train church
member assistants and participate in
study marketing efforts must be cultur-
ally sensitive and competent Black pro-
fessionals, aware of, and respectful to-
ward, the history and idiosyncrasies of
Adventist culture.

4. Regular updates on progress and
results should be provided throughout
the study. Visual aids, such as a church
enrollment goal barometer, were sug-
gested (similar to displays used for
church building campaign contribu-
tions, for instance). In addition, relevant
study-derived data should be shared as
soon as possible.

DISCUSSION

The findings of this study with re-
gard to barriers to, and facilitators of,
research participation among Blacks,
mirror those of other investigations:
mistrust of, and fear of exploitation by,
White researchers; little perceived ben-
efit derived from participation; and ex-
periences of disrespectful treatment by
White institutions, particularly in health
care (eg, Swanson and Ward5; Allen42;
Shavers et al20). Many, though not all,
of the recruitment strategies suggested
by respondents in this study have been
employed in some form in other recent
church-based studies, the overwhelming
majority of which are intervention, rath-
er than observational, research (eg,
Yanek et al43). The observational nature
of the AHS-2, therefore, presents partic-
ular challenges to the engagement of the
Black community, given the recurrent
theme of past exploitation (eg, that re-
searchers gain access, collect data, ex-
pose disparately high rates of life-threat-
ening conditions, and then depart,
packing their ‘‘stuff ’’ without offering
any plausible solutions for lowering
risks, or improving health outcomes).
Critical to the success of this and future
efforts is the demonstration and com-
munication of the potential for real mu-
tual benefit at the outset; respectful and
culturally proficient treatment of partic-
ipants; and on-going sharing of results,
in a way that highlights and credits
Black participation at every level of the
study. An important limitation of this
study is its small convenience sample:
data from this group cannot be gener-

alized even to all Black Adventists,
much less all Black church members, or
community members. Nonetheless, the
recurrence of themes surfacing in similar
qualitative studies of Blacks in other set-
tings attests to the universality of many
of the findings for this socioeconomi-
cally marginalized group.

Adventist Health Study-2 (AHS-2)
recruitment strategies reflect the input
of this study. First, part-time assistants
who are members of each congregation
are compensated as study coordinators
to extend the ‘‘reach’’ of the motivation-
al sermons and announcements by pas-
tors reading them during church servic-
es, and to provide personalized attention
for congregants needing assistance in
completing the lengthy questionnaires.
Second, marketing materials (brochures,
fact sheet inserts in existing Adventist
publications, videos) have been designed
specifically: 1) to streamline and target
factual content to Blacks, eg, ‘‘For Black
Adventists, the risk of dying is . . . 30%
higher in non-vegetarians [than vegetar-
ians], 40% lower in those eating nuts 5
times a week;’’ 2) to incorporate cultur-
ally relevant icons and role model im-
ages such as the Oakwood College logo
(the only historically Black Adventist
college), and photos with quotations
motivating participation from leaders
within the Black Adventist community;
and 3) to invoke themes that resonate
for Blacks,35 eg, ‘‘Our tax dollars are
supporting this research, but only by
participating in large numbers will we
as Black Americans benefit.’’ Third, cul-
tural proficiency is infused in several
ways: 1) convening of an advisory com-
mittee comprising predominantly Black
academics and professionals with rele-
vant expertise for annual in-person
meetings with ad hoc teleconference fol-
low-up to recommend strategies and
suggest solutions to difficulties encoun-
tered; 2) pursuing efforts to bridge his-
torical schisms with Oakwood College,
and to create a substantive partnering
relationship, eg, seeking a NIH Minor-
ity Supplement Award to the study for
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If we are to decrease health

disparities among minority

populations in the United

States,31,44 we must find

plausible solutions for dealing

with the ‘‘trust’’ element,

which, in essence, is the

central barrier to research

participation.

a junior investigator on Oakwood’s fac-
ulty (also an advisory committee mem-
ber), exploring the creation of a study
recruitment project involving Oakwood
College students and providing them
with research exposure and experience;
and 3) a researcher with extensive ex-
perience in recruiting and retaining
Blacks in public health research and ser-
vice efforts (AKY) was hired as a co-
investigator/consultant. Finally, study
data are shared with congregants
through articles in existing Adventist
publications, through the creation and
distribution of an annual newsletter, ‘‘A
Legacy for Life,’’ by providing fact
sheets to participating pastors and con-
gregation study coordinators for word-
of-mouth dissemination, and by placing
planned editorial submissions to and
paid advertisements in Black newspa-
pers.

The results of this qualitative study
reinforce the importance of the careful
cultural tailoring of recruitment and re-
tention strategies to accommodate and
embrace inter-ethnic and intra-ethnic
variations, as ‘‘culture’’ is also deter-
mined by gender, level of formal edu-
cation, income, religious beliefs/partici-
pation, wealth, national origin, US re-
gion of residence, sexual orientation,
health/disability status, and other socio-
demographic characteristics. If we are to
decrease health disparities among mi-

nority populations in the United
States,31,44 we must find plausible solu-
tions for dealing with the ‘‘trust’’ ele-
ment, which, in essence, is the central
barrier to research participation. Gain-
ing the trust of this racial/ethnic popu-
lation of Americans is possible, but only
incrementally, a few positive research ex-
periences at a time. Recruitment and re-
tention successes are increasingly report-
ed.35,39,45–49 For example, one study on
hypertension in a large cohort of Blacks
reported, ‘‘that large numbers of African
Americans can be recruited in large, col-
laborative clinical trials.’’36 As was the
case in similar efforts with positive out-
comes, these researchers attributed their
success to an ethnically diverse research
staff and a culturally sensitive approach
to recruitment. However, fundamental
systemic changes are required to adapt
the research paradigm, particularly in
the area of social and behavioral re-
search, to a multicultural, inclusive
model.50 Should we elect to meet this
challenge immediately and aggressively,
widening disparities in health outcomes
will be prevented, with further move-
ment toward the American ideal of
equality of opportunity.

ACKNOWLEDGMENTS
This research was support by National Can-
cer Institute Grant 2R01 CA14703-15A.
The authors are grateful to Hanni Bennett,
Danielle Osby, and Donna Richards, for
their assistance in the conduct of this re-
search and/or preparation of this manuscript.

REFERENCES
1. Jemal A, Murray T, Samuels A, Ghafoor A,

Ward E, Thun MJ. Cancer statistics, 2003.
CA Cancer J Clin. 2003;53:5–26.

2. American Cancer Society. Cancer Facts & Fig-
ures 2001. Atlanta, Ga: American Cancer So-
ciety; 2001.

3. Eyre HJ, Feldman GE. Status report on pros-
tate cancer in African Americans: a national
blueprint for action. CA Cancer J Clin. 1998;
48(5):315–319.

4. Millon-Underwood S, Sanders E, Davis M.
Determinants of participation in state-of-the-
art cancer prevention, early detection/screen-
ing, and treatment trials among African
Americans. Cancer Nurs. 1993;16(1):25–33.

5. Swanson GM, Ward AJ. Recruiting minori-

ties into clinical trials: toward a participant-
friendly system. J Natl Cancer Inst. 1995;
87(23):1747–1759.

6. Grunbaum JA, Labarthe DR, Ayars C, Harr-
ist R, Nichaman MZ. Recruitment and en-
rollment for Project HeartBeat! Achieving the
goals of minority inclusion. Ethn Dis. 1996;
6(3–4):203–212.

7. Thune I, Brenn T, Lund E, Gaard M. Phys-
ical activity and the risk of breast cancer. N
Engl J Med. 1997;336(18):1269–1275.

8. Beeson WL, Mills PK, Phillips RL, Andress
M, Fraser GE. Chronic disease among Sev-
enth-day Adventists, a low-risk group. Ratio-
nale, methodology, and description of the
population. Cancer. 1989;64(3):570–581.

9. Fraser GE. Associations between diet and can-
cer, ischemic heart disease, and all-cause mor-
tality in non-Hispanic White California Sev-
enth-day Adventists. Am J Clin Nutr. 1999;
70(suppl 3):532S–538S.

10. Phillips RL, Kuzma JW, Beeson WL, Lotz T.
Influence of selection versus lifestyle on risk
of fatal cancer and cardiovascular disease
among Seventh-day Adventists. Am J Epide-
miol. 1980;112(2):296–314.

11. Thomas DB, Karagas MR. Migrant studies.
In: Schottenfeld D, Fraumeni JF, eds. Cancer
Epidemiology and Prevention. 2nd ed. New
York, NY: Oxford University Press; 1996:xxi,
1521.

12. Fraser GE, Sumbureru D, Pribis P, Neil RL,
Frankson MA. Association among health hab-
its, risk factors, and all-cause mortality in a
Black California population. Epidemiology.
1997;8(2):168–174.

13. Singh PN, Fraser GE, Knutsen SF, Lindsted
KD, Bennett HW. Validity of a physical ac-
tivity questionnaire among African-American
Seventh-day Adventists. Med Sci Sports Exerc.
2001;33(3):468–475.

14. Knutsen SF, Fraser GE, Linsted KD, Beeson
WL, Shavlik DJ. Comparing biological mea-
surements of vitamin C, folate, alpha-tocoph-
erol, and carotene with 24-hour dietary recall
information in non-Hispanic Blacks and
Whites. Ann Epidemiol. 2001;11(6):406–416.

15. Myint T, Fraser GE, Lindsted KD, Knutsen
SF, Hubbard RW, Bennett HW. Urinary 1-
methylhistidine is a marker of meat con-
sumption in Black and in White California
Seventh-day Adventists. Am J Epidemiol.
2000;152(8):752–755.

16. Knutsen SF, Fraser GE, Beeson WL, Lindsted
KD, Shavlik DJ. Comparison of adipose tis-
sue fatty acids with dietary fatty acids as mea-
sured by 24-hour Recall and Food Frequency
Questionnaire in Black and White Adventists.
The Adventist Health Study. Ann Epidemiol.
2003;13(2):119–127.

17. Flaskerud JH, Rush CE. AIDS and tradition-
al health beliefs and practices of Black wom-
en. Nurs Res. 1989;38(4):210–215.

18. Roberson NL. Clinical trial participation.



430 Ethnicity & Disease, Volume 14, Summer 2004

ADVENTIST HEALTH STUDY: RECRUITMENT CHALLENGES - Herring et al

Viewpoints from racial/ethnic groups. Cancer.
1994;74(suppl 9):2687–2691.

19. Yancey A. Facilitating health promotion in
communities of color. Cancer Res Ther Con-
trol. 1999;8:113–122.

20. Shavers VL, Lynch CF, Burmeister LF.
Knowledge of the Tuskegee study and its im-
pact on the willingness to participate in med-
ical research studies. J Natl Med Assoc. 2000;
92(12):563–572.

21. Meadows M. Study explores African Ameri-
cans’ attitudes toward research. Closing the
Gap. May/June 1999:7.

22. Benedek TG. The ‘Tuskegee Study’ of syph-
ilis: analysis of moral versus methodologic as-
pects. J Chronic Dis. 1978;31(1):35–50.

23. Thomas SB, Quinn SC. The Tuskegee Syph-
ilis Study, 1932 to 1972: implications for
HIV education and AIDS risk education pro-
grams in the Black community. Am J Public
Health. 1991;81(11):1498–1505.

24. Giuliano AR, Mokuau N, Hughes C, et al.
Participation of minorities in cancer research:
the influence of structural, cultural, and lin-
guistic factors. Ann Epidemiol. 2000;10(suppl
8):S22–S34.

25. Markens S, Fox SA, Taub B, Gilbert ML.
Role of Black churches in health promotion
programs: lessons from the Los Angeles Mam-
mography Promotion in Churches Program.
Am J Public Health. 2002;92(5):805–810.

26. Baquet C, Ringen K. Cancer control in
Blacks: epidemiology and NCI program
plans. Prog Clin Biol Res. 1986;216:215–227.

27. Lacey L. Cancer prevention and early detec-
tion strategies for reaching underserved, ur-
ban, low-income Black women. Barriers and
objectives. Cancer. 1993;72(suppl 3):1078–
1083.

28. Williams DR. Race and health: trends and
policy implications. In: Auerbach JA, Krim-
gold BK, National Policy Association (US),
Academy for Health Services Research and
Health Policy, eds. Income, Socioeconomic Sta-
tus, and Health: Exploring the Relationships.
Washington, DC: National Policy Associa-
tion, Academy for Health Services Research
and Health Policy; 2001:xiv, 161.

29. Ayanian JZ, Kohler BA, Abe T, Epstein AM.
The relation between health insurance cov-
erage and clinical outcomes among women
with breast cancer. N Engl J Med. 1993;
329(5):326–331.

30. el-Sadr W, Capps L. The challenge of minor-
ity recruitment in clinical trials for AIDS.
JAMA. 1992;267(7):954–957.

31. Underwood SM. Minorities, women, and
clinical cancer research: the charge, promise,
and challenge. Ann Epidemiol. 2000;10(suppl
8):S3–S12.

32. Ness RB, Nelson DB, Kumanyika SK, Grisso
JA. Evaluating minority recruitment into
clinical studies: how good are the data? Ann
Epidemiol. 1997;7(7):472–478.

33. Freimuth VS, Mettger W. Is there a hard-to-
reach audience? Public Health Rep. 1990;
105(3):232–238.

34. Gibson PJ, Koepsell TD, Diehr P, Hale C.
Increasing response rates for mailed surveys of
Medicaid clients and other low-income pop-
ulations. Am J Epidemiol. 1999;149(11):
1057–1062.

35. Yancey AK, Miles OL, McCarthy WJ, et al.
Differential response to targeted recruitment
strategies to fitness promotion research by Af-
rican-American women of varying body mass
index. Ethn Dis. 2001;11(1):115–123.

36. Vollmer WM, Svetkey LP, Appel LJ, et al. Re-
cruitment and retention of minority partici-
pants in the DASH controlled feeding trial.
DASH Collaborative Research Group. Die-
tary Approaches to Stop Hypertension. Ethn
Dis. 1998;8(2):198–208.

37. Johnson K, Arfken CL. Individual recruit-
ment strategies in minority-focused research.
In: Becker DM, National Institutes of Health
(US), National Heart Lung and Blood Insti-
tute, Johns Hopkins Medical Institutions,
eds. Health Behavior Research in Minority Pop-
ulations: Access, Design, and Implementation:
Workshop Proceedings. Bethesda, Md: US
Dept of Health and Human Services, Public
Health Service, National Institutes of Health;
1992:254. NIH Publication No. 92-2965.

38. Marin G, Burhansstipanov L, Connell CM,
et al. A research agenda for health education
among underserved populations. Health Educ
Q. 1995;22(3):346–363.

39. Yancey A, McCarthy WJ, Leslie J. Recruiting
African-American women to community-
based health promotion research. Am J Health
Promot. 1998;12(5):335–338.

40. Resnicow K, Baranowski T, Ahluwalia JS,
Braithwaite RL. Cultural sensitivity in public
health: defined and demystified. Ethn Dis.
1999;9(1):10–21.

41. Strauss AL, Corbin JM. Basics of qualitative
research. In: Strauss AL, Corbin JM, eds. Ba-
sics of Qualitative Research: Grounded Theory
Procedures and Techniques. Newbury Park, Ca-
lif: Sage Publications; 1990:270.

42. Allen M. The dilemma for women of color

in clinical trials. J Am Med Womens Assoc.
1994;49(4):105–109.

43. Yanek LR, Becker DM, Moy TF, Gittelsohn
J, Koffman DM. Project Joy: faith based car-
diovascular health promotion for African-
American women. Public Health Rep. 2001;
116(suppl 1):68–81.

44. Williams DR. Race, socioeconomic status,
and health. The added effects of racism and
discrimination. Ann N Y Acad Sci. 1999;896:
173–188.

45. Yancey A, Jordan A, Bradford J, et al. Engag-
ing high-risk populations in community-level
fitness promotion: ROCK! Richmond. Health
Promot Pract. 2003;4(2).

46. Gilliss CL, Lee KA, Gutierrez Y, et al. Re-
cruitment and retention of healthy minority
women into community-based longitudinal
research. J Womens Health Gender Based Med.
2001;10(1):77–85.

47. Bowen D, Raczynski J, George V, Feng Z,
Fouad M. The role of participation in the
women’s health trial: feasibility study in mi-
nority populations. Prev Med. 2000;31(5):
474–480.

48. Hill MN, Bone LR, Hilton SC, Roary MC,
Kelen GD, Levine DM. A clinical trial to im-
prove high blood pressure care in young ur-
ban Black men: recruitment, follow-up, and
outcomes. Am J Hypertens. 1999;12(6):548–
554.

49. Coleman EA, Tyll L, LaCroix AZ, et al. Re-
cruiting African-American older adults for a
community-based health promotion interven-
tion: which strategies are effective? Am J Prev
Med. 1997;13(suppl 6):51–56.

50. Kagawa-Singer M. Improving the validity and
generalizability of studies with underserved
US populations expanding the research para-
digm. Ann Epidemiol. 2000;10(suppl 8):S92–
S103.

AUTHOR CONTRIBUTIONS

Design and concept of study: Herring, Mont-
gomery, Fraser

Acquisition of data: Herring, Montgomery
Data analysis and interpretation: Herring,

Montgomery, Yancey, Williams
Manuscript draft: Herring, Montgomery,

Yancey, Williams, Fraser
Statistical expertise: Herring
Acquisition of funding: Herring, Fraser
Administrative, technical, or material assis-

tance: Herring, Yancey, Fraser
Supervision: Herring, Fraser


