A COMMUNITY-DRIVEN MODEL OF RESEARCH PARTICIPATION: THE JACKSON HEART
STUDY PARTICIPANT RECRUITMENT AND RETENTION STUDY

Recruiting African Americans for research par-
ticipation is a recognized challenge. The aim
of the Jackson Heart Study (JHS) is to recruit
and retain 6,500 African-American participants
to examine the risk factors and causes of heart
disease in this ethnic group. A multi-method
Participant Recruitment and Retention Study
was conducted prior to initiating the JHS as a
basis for designing a culture-specific plan for
recruitment, retention, and adherence of par-
ticipants. Probability and purposive sampling
were used to select African-American adults
aged 35-84 from the Jackson area. Data were
collected using a structured survey (N=125)
and in-depth interviews (N=31 individual; 10
group). Data were analyzed and interpreted
using inferential statistics and interpretive phe-
nomenology to identify participatory barriers
and facilitators, and to uncover the meaning of
taking part in research. Findings generated an
emerging Community-Driven Model, which
has potential to enlighten researchers about ef-
fective strategies for recruiting and retaining Af-
rican Americans for research participation.
(Ethn Dis. 2003;13:438-455)
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INTRODUCTION

Data from multiple studies confirms
that African Americans are under rep-
resented in research on all the major
conditions that affect their health and
do not readily participate in medical re-
search. Many barriers to research partic-
ipation account for this lack of partici-
pation,’” most notably distrust of re-
search stemming from prior abuses.®'2
The challenge of recruiting adequate
participation is well recognized and pes-
simism about the potential for success-
ful research is a commonly held

1314 Recent literature!> 26 stresses

view.
that recruitment is difficult necessitating
sufficient planning for the development
of new models for recruitment and re-
tention. Furthermore, while much can
be learned from others, clearly each
study has its own unique set of chal-
lenges that must be identified and ad-
dressed.?”

The Jackson Heart Study (JHS) is
the largest single-site study ever under-
taken to examine the risk factors and
causes of cardiovascular disease in Afri-
can Americans. Broadening the research
objective from atherosclerotic heart dis-
ease in a biracial cohort to cardiovas-
cular disease in an all-African-American
cohort, the JHS is a continuation and
extension of the Atherosclerosis Risk in
Communities (ARIC) study, now in its
fifteenth year. The JHS undertook a
Participant Recruitment and Retention
Study (PRRS) looking at the potential
study population prior to initiating en-
rollment to plan for recruitment and
identify study-specific challenges. The
specific aims of the PRRS study were to:
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* determine factors promoting and
inhibiting full participation in the Jack-
son ARIC cohort.

* determine similar enhancing or
impeding factors for the Jackson com-
munity, particularly for those persons
who fall within the younger and older
ranges anticipated for the JHS.

* describe the common experiences
of participating or refraining from par-
ticipation in this type of research pro-
tocol.

Together, these 3 aims guided a
multi-method quantitative and quali-
tative study designed to foster the de-
velopment of a comprehensive recruit-
ment plan for the JHS. A Community-
Driven Model of recruitment and re-
tention was generated by findings from
both methods, but was most clearly ar-
ticulated from the interpretations of in-
depth interviews with potential JHS
participants. This paper will focus on
the age appropriate, culturally sensitive,
and site-specific Community-Driven
Model of research participation. This
emerging model has the potential to
enlighten researchers about effective
strategies for recruiting and retaining
African-American research participa-
tion.

BACKGROUND

Study enrollment began in Septem-
ber 2000 and will continue through
March 2004. The JHS is similar to the
Framingham study and aims to recruit
and retain 6,500 African-American
adults residing in the Jackson Metro-
politan Statistical Area (MSA), includ-



Many barriers to research
participation account for lack
of participation,”” most
notably distrust of research
stemming from prior

abuses. 512

ing those who continue to participate
in the ARIC study. Completion of an
initial home interview, a baseline and
cyclical clinic examinations every sev-
eral years, as well as annual follow-up
telephone interviews and ascertainment
of clinical events were listed as objec-
tives of the JHS study, which is de-
scribed elsewhere in greater detail 282
The ARIC study is a longitudinal,
observational epidemiological study ex-
amining the etiology and natural his-
tory of atherosclerosis and atheroscle-
rotic disease conducted in 4 commu-
nities across the United States.’® Each
community recruited a population-
based sample of approximately 4000
persons who have completed an initial
home interview, a series of clinical ex-
aminations every third year, and an an-
nual telephone follow-up interview. In
addition, a surveillance team continu-
ously collects cardiovascular morbidity
and mortality events data in each com-
munity. Of the 4 communities, Jack-
son, Mississippi has been the site of the
only all-African-American cohort.
African Americans have a higher
cardiovascular morbidity and mortality
than European Americans and Missis-
sippi African Americans exceed the na-
tional average.’® Determining the man-
ifestations, natural history, and risk fac-
tors of cardiovascular disease for Afri-
can  Americans is imperative.
Explanations for this well-recognized
excessive cardiovascular disease burden
can be obtained only if adequate num-
bers of African Americans can be re-

cruited for further research. The suc-
cess of the JHS depends on effective
recruitment and retention of partici-
pants as well as participant completion
of study protocols.

The city of Jackson lagged behind
other ARIC sites in recruitment and re-
tention of eligible participants. Initial
household enumeration was lower in
Jackson than in the other sites com-
bined. In Jackson, 20% fewer residents
completing their initial home interview
continued in the study compared to the
other sites. The overall response rate
for Jackson was 47% and even fewer
participants returned for each subse-
quent clinic visit in Jackson. Approxi-
mately 60% of the initial cohort par-
ticipants completed the fourth exami-
nation (Jackson, 1996). In addition,
fewer Jackson participants completed
the entire protocol at each successive
visit. Though these statistics reflect the
challenge of recruiting and retaining
African Americans for participation in
Jackson, reasons for participation and
non-participation were not specifically
investigated in ARIC. A PRRS was un-
dertaken to identify the barriers and fa-
cilitators to research participation in
the African-American ARIC cohort, as
well as other residents of the Jackson
metropolitan area who were not ARIC
participants. Findings from the PRRS
were intended to provide a basis for
planning the recruitment, retention
and adherence to study protocol (RRA)
for the JHS.

THEORETICAL
PERSPECTIVES

A convergence of theoretical ap-
proaches best described as “communi-
tarian research”? underlies this research.
This body of research values the con-
nections that form between researchers
and participants viewing participants as
associates or comrades in the scientific
endeavor. This multi-method research
design is consistent with the study’s in-
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tention to center the JHS in the com-
munity as a specific approach to increas-
ing recruitment, retention and adher-
ence to study protocol. A friendly, co-
operative “relationality” defines such
inquiry. As Lincoln observes, “Relation-
ality is the major characteristic of re-
search that is neighborly.” This research
is rooted in “community, shared gover-
nance, ... and neighborliness.”*** It
represents care-based ethics that pre-
sume dialogue, values, personal experi-
ence and builds bonds of mutuality, in
contrast to contractual arrangements,
within local communities.> This sense
of neighborliness implies that research
serves the community and includes the
“community in which it is carried out,
rather than the community of knowl-
edge producers and policymakers.”33®280
The effectiveness of this research is
judged by its authenticity, its fairness,
and its ability to provoke transforma-
tions and changes in the public and pri-
vate spheres of everyday life—transfor-
mations that ultimately speak to con-
ditions of oppression.**3¢ Thus the ap-
proach taken in this research emphasizes
collaboration, narration, dialogue and
transformation, which are reflected in
the Community-Driven Model that is
emerging.

Two specific perspectives were ad-
dressed which, when taken together,
express the communitarian research
point of view. One perspective, the
POPCI model, specified key elements
of participant, organizational, protocol
and community 7nvolvement defined
from the research literature. The POP-
CI model also included extensive key
informant interviews with investigators
of major NHLBI-funded studies of
heart and kidney disease with signifi-
cant African-American enrollment.?”
The other, the community-driven ap-
proach, was one in which partnerships
were made during interpretive inter-
views, and participants were included
in the analysis, write up, and ongoing
development, implementation, and
evaluation of a RRA plan.

439



COMMUNITY-DRIVEN MODEL OF RESEARCH PARTICIPATION - Wyatt et al

METHODS

Study Design

To provide insights from both the-
oretical perspectives, a multi-method
design was employed. Data for the
PRRS was collected using a structured
survey and in-depth interviews.*® Quan-
titative (survey) methods allowed com-
parisons between ARIC participants and
dropouts, and the Jackson MSA non-
ARIC community to provide a mean-
ingful understanding of POPCI predic-
tors of RRA. The structured question-
naire interview was developed to capture
the key participant, organizational, pro-
tocol and community involvement fac-
tors identified in the POPCI frame-
work. Qualitative (interpretive) methods
enriched the description of these predic-
tors and delineated the dynamic inter-
personal and community-driven aspects
of RRA that could not be quantified.
The unstructured interpretive interview
was designed to uncover the meaning of
taking part in research.

Sample

The PRRS was methodologically de-
signed to collect data as comparable to
the ARIC study cohort as possible. In
addition, the design allowed for data
collection from a Jackson community
sample comparable to that to be includ-
ed in the JHS (aged 35-84 from the 3
county Jackson MSA). Information was
collected from: 1) ARIC participants
and dropouts; and 2) non-ARIC per-
sons aged 35 to 84. The non-ARIC
group was further subdivided into 3 tar-
get subsets: those persons in the ARIC
age-eligible range (ie, 55-74) who lived
outside the sampling area for the ARIC
study (ie, Jackson city limits), non-
ARIC persons aged 35-54, and non-
ARIC persons aged 75-84. ARIC par-
ticipants and dropouts were identified
from the ARIC database. Non-ARIC
persons between ages 35 and 84 were
identified using the Mississippi Depart-
ment of Public Safety list of persons for
the 3 study counties comprising the

Jackson MSA who either held a drivers
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license in Mississippi or a Mississippi
Identification Card.

Structured Interview

Probability sampling was used to se-
lect both ARIC and non-ARIC Jackson
MSA women and men in each of 3 dis-
tinct age groups: 35-54, 55-74, and
75-84 for inclusion in the structured
questionnaire component of the study.
The PRRS was a pilot survey intended
to provide a general description of the
sample population for purposes of plan-
ning recruitment and retention strate-
gies; a total sample size of 125 individ-
uals was identified as adequate to pro-
vide a meaningful description of the
sub-populations of interest. After ob-
taining informed consent, 3 African-
American interviewers trained in survey
techniques completed interviews with
25 ARIC participants, 25 ARIC drop-
outs (defined as participants completing
at least one, but not all ARIC exami-
nation visits), and 75 community par-
ticipants equally divided among the 3
age groups. Additional detail on the
methods and findings from the struc-
tured interview component of the PRRS
are described in a separate publication.®

In-depth Interview

Purposive sampling, using maxi-
mum variability and key informant
strategies,® was used to recruit individ-
ual participants for the interpretive in-
depth interviews from the set of ARIC
participants, dropouts, and Jackson
MSA community residents. The ran-
domly generated list from each of the
defined sub samples used for the prob-
ability sample was used as a starting
point. Persons were selected from the
list to assure maximum variability on
several demographic variables (eg, age,
gender, occupation, SES) as well as ex-
tent and experience of research partici-
pation. A key informant sampling strat-
egy was used to identify group partici-
pants representing several categories of
persons anticipated to be difficult to re-
cruit. In addition to these interpretive
interviews with individuals and groups,
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one group interview was conducted
with 7 ARIC participants and individ-
ual interpretive interviews were con-
ducted with all ARIC clinic staff during
the plenary stage of this research. Ade-
quate sample size for studies using in-
terpretive methods lies in the quality of
the information obtained rather than
their actual number.#? Data quality is
judged by its textual richness and ability
to evoke thinking in the reader.

After granting informed consent, a
total of 31 persons participated in 34
individual interviews. Three interpretive
interviews were completed with one
person and 2 with another. A total of
84 persons participated in 10 group in-
terviews. Group size ranged from 6 to
11 with an average of 8 participants per
group. Individual interviews were con-
ducted by telephone by 2 interviewers,
one an experienced interpretive inter-
viewer and the other an African-Amer-
ican doctoral student trained in inter-
pretive techniques. Group interviews
were conducted by a biracial team of
trained interpretive interviewers in
churches, community centers, and other
similar locations that were convenient
for the participants. ARIC participants
and dropouts were asked the following:

“As you think about your experiences in
the ARIC study, please tell me in your
own words what being in ARIC was like
for you. Describe a time, one that stands
out for you because it reminds you what
it means to be an ARIC participant, or
it reflects an experience that is remem-
bered because of its commonness—the
average things that happen just by par-
ticipating in research. Include as much
detail as possible and stay in the telling
of your experience, rather than stepping
back and analyzing it or describing it
from afar. After giving the details of your
experience, please tell me why this ex-
perience is important and what it means

»

to you.

Jackson area community participants
were asked:

“Thinking about your understanding of
the JHS and any experiences you may
have had with medical or other research,
please tell me in your own words what



Table 1. Interpretive interview: additional questions and probes

When you think about taking part in something like the JHS, how would you go about deciding
to take part? From your life experiences, what would you need to know? Who would you need to
talk to? What personal or other issues come to mind that would help or hinder your participation—
make it easy or hard? What fears or concerns would you want to talk about?

And if you were going to tell a neighbor or a friend about the JHS, what would you tell them?
How would you go about helping them decide whether to take part or not?

The JHS is a long-term study, lasting perhaps indefinitely. How would you decide about staying in
the study year after year? How would you talk with a friend or neighbor about staying in a study

like this year after year?

There are many issues of trust for African Americans that may make a difference in whether persons
take part in a study like this. Do you have any experiences from your life to share about how you
might trust enough to take part in a research study like the JHS? How would you trust. . .the Medical
Center?. . .the government sponsorship?. . .in light of the Tuskegee Study?. . .that there were suffi-
cient benefits for African Americans from this study?

What about your entire family—your parents, brothers or sisters, and your children—if they were
asked to take part in order to learn something about inheritance or passing things on in families?
Do you have a story, a life experience, to share about family participation?

And what if you were asked for permission to store genetic material, that is DNA, in order to look
at some of these family patterns in heart disease at a later date when we know more about genes?
Would that be OK? If so, why? If not, why not? Have you any stories or experiences from your life

to tell us about concerns like this?

you think would be important to your
participating or not in such a study. De-
scribe a time that stands out for you be-
cause it reflects a memorable experience
that reminds you of issues that are sim-
ilar to those which come to your mind
with the JHS—perhaps not exactly med-
ical research, but a similar request to be
a part of something that will last for
some time to come. Include as much de-
tail as possible and stay in the telling of
your experience, rather than stepping
back and analyzing it or describing it
from afar. After giving the details of your
experience, please tell me why this ex-
perience is important and what it means
to you.”

Other questions or probes were used as
necessary and are enumerated in Table 1.

An African-American transcription-
ist, experienced in interpretive research
and listening to cultural speech patterns,
transcribed each audio taped interview.
All identifying information, such as
names and places, were deleted at the
time of transcription from the text and
replaced with pseudonyms that were
utilized throughout the data analysis.
Tables 2 and 3 describe the character-
istics of the participants in the individ-
ual and group interpretive interviews.
Both individual and group participants
were mostly female (58% and 61%, re-

spectively). Most individual participants
were between 55-74 years of age (69%),
while group interview participants were
between 35-54 (66%) as younger par-
ticipants were anticipated to be more
difficult to reach. Most group partici-
pants had high school education or less
(49%), though 39% had 13-16 years of
schooling and 12% had completed post-
baccalaureate education. Most individ-
ual participants had a high school edu-
cation or less (71%).
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The remainder of this paper will fo-
cus on the hermeneutical analyses and
findings from the interpretive interview
component of the PRRS. While find-
ings from the structured survey were
complementary, the interpretive inter-
view component most fully articulated
the emerging Community-Driven Mod-
el of recruitment and retention.

HERMENEUTIC ANALYSES

The background for the interpretive
interview component of the study was
interpretive phenomenology, specifically
Heideggerian hermeneutic phenome-
nology. Hermeneutics is an approach to
analyzing texts for common practices
and meanings (themes) and is often
used with minority and disadvantaged
populations to give voice to their mean-
ings and experiences.*#% Interpretive
phenomenology acknowledges that both
the researcher and the participant bring
prior meanings to the research interac-
tion arising from their experiences and
location in historical time. Thus mean-
ings are always situated or contextual
and historical. The work of the inter-
pretive phenomenologist moves beyond
traditional logical structures of under-
standing in order to reveal and explicate
otherwise hidden relationships of mean-

Table 2. Characteristics of Jackson Heart Study Participant Recruitment Study in-
dividual interpretive sample by type of respondent

ARIC ARIC
Participants Drop Outs Community Total

Gender

Male 4 5 13 (41%)

Female 6 7 18 (58%)
Education

=High school 6 7 22 (71%)

Some college 1 5 6 (19%)

College+ 2 — 2 (6%)
Age

35-54 — 5 5 (16%)

55-74 10 3 22 (69%)

75-84 4 4 (13%)
Total 10 (32%) 9 (29%) 12 (39%) 31 (100%)
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ings. The descriptions of what s, are in-
terpreted to show what could be. Com-
mon practices are described that are of-
ten at hand, familiar and yet out of
sight. While calling attention to these
common human practices and experi-
ences, hermeneutics does not put for-
ward a political or psychological frame-
work, nor does the interpretive phe-
nomenologist attempt to hypothesize,
explain, or reconcile an underlying
cause of a particular experience.®4®
Rather, the description of the common
experiences is intended to reveal, en-
hance, or extend understanding of the
human situation as it is lived. The pur-
pose of hermeneutics is to evoke think-
ing in the reader concerning the matter
at hand; specifically, the life experiences
of the participants as they unfold in the
context of the time, their history, and
their social relationships in their respec-
tive worlds.

While the thinking that accompa-
nies hermeneutical scholarship is reflec-
tive, reflexive, and circular in nature, de-
scribing the process of hermeneutical
analyses may suggest a linearity and
structure that belies the seamless, fluid
nature of this approach to inquiry. Al-
though a brief summary of the herme-
neutical analyses utilized in this study is
described here, adapted from Diekel-
mann,* the reader is referred to several
authors—Benner,* Diekelmann and
Ironside,’® Gadamer,”® Grondin,>* and
Palmer®*—who discuss hermeneutical
methodology in more detail.

What follows is a description of one
application of the interpretive method
referenced above. Study investigators,
who functioned as an interpretive team,
read each interview to obtain a general
understanding of the text. During each
of a series of research meetings over an
18-month period, common themes
were identified within each interview
and each investigator shared her or his
written interpretations with the team.
Dialogue among team members clarified
the analyses. As the investigators ana-
lyzed subsequent interviews, each text

was read against those that preceded it
while comparing and contrasting
themes. Thus, new themes were allowed
to emerge, and previous themes were
continuously refined, expanded, and in-
corporated in other themes or deter-
mined unwarranted. During the pro-
cess, the investigators clarified any dis-
crepancies in interpretations by return-
ing to the interview text or by
re-interviewing participants for clarifi-
cation. Three re-interviews were con-
ducted to clarify meanings. Phenomena
were not reduced to differences or sim-
ilarities, but rather, the investigators
worked together to explicate the prac-
tices of identifying the seemingly simple
and overlooked intent.

Looking at interview texts in paral-
lel, the investigators worked to identify
and explore recurring themes that cut
across interview texts. During this pro-
cess, the investigators reread and studied
interpretations generated previously to
see if similar or contradictory interpre-
tations were present in various inter-
views. Although an underlying assump-
tion of hermeneutical analyses presumes
that no single correct interpretation ex-
ists, the investigators’ continuous ex-
amination of the whole and the parts of
the texts with constant reference back to
the participants ensured that interpre-
tations were focused and warranted. In-
cluding the reader in the interpretation
is an important aspect of hermeneutic
analyses. During weekly meetings, the
investigators read and exchanged written
interpretations and discussed how ex-
cerpts and interpretations supported or
did not support the author’s interpreta-
tions. Whenever conflicts arose between
interpretations of the interviews, the in-
vestigators returned to the text and pro-
vided extensive documentation to sup-
port the interpretations.

Reading across texts from African-
American scholarship and literature on
African-American health issues, the in-
vestigators worked to remain open to
potential difficulties in the identification
and interpretation of common themes
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while bringing them into conversation
with the existing literature. The purpose
of this procedure was to conduct critical
learning using other interpretive ap-
proaches to extend, support, or over-
come the themes identified using her-
meneutics. In this way, analyses pro-
ceeded in cycles in which understand-
ing, interpreting, and critiquing are in
the center of the dialogues and discours-
es pursued.> Like the hermeneutic cir-
cle, interpretations were considered
complete but never-ending.?’

The hermeneutical approach provid-
ed the opportunity for investigators
working on this interpretive study, and
for non-JHS interpretive researchers, to
review the entire analyses for plausibili-
ty, coherence, and comprehensiveness.
In addition, some participants in the
study were asked to read interpretations
of their interviews as well as the inter-
views of other participants to confirm,
extend, or challenge the analyses. Oth-
ers, not included in the analyses but
likely to be readers of this study, re-
viewed the written interpretations. This
review process exposed unsubstantiated
and unwarranted interpretations. In the
final research report sufficient excerpts
from the interviews were used to allow
the reader to participate in the analyses.
The purpose of the research report is to
draw the reader into the interpretations
of the texts by providing a wide range
of verbatim, unedited, explicated text
and multiple interpretations. After this
step, the reader can then recognize the
sources of the common practices or
themes reflected in the actual texts. The
reader is then free to agree or disagree
with the interpretations offered.

RESULTS

The interpretive phase results de-
scribe patterns and themes that the re-
searchers derived from hermeneutic
analyses of transcripts of individual (34)
and group (10) interpretive interviews.
In the course of reporting the themes
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and patterns, a model was developed for
use in recruitment. These patterns and
themes reflect a process model for mo-
bilizing community support and partic-
ipation for the JHS using insights and
understanding of community members
themselves. In addition, an extensive re-
search report was written that included
all quantitative and qualitative find-
ings.”” The report became the manual
for preparing and training recruiters for
enacting the Community-Driven Model
in recruiting for the JHS and will pro-
vide the basis for its ongoing evaluation
throughout the process of RRA.

Derived from the analyses of partic-
ipant interviews and the findings of the
qualitative part of the study, this model,
in contrast to a community-based mod-
el, includes the key constituents in new
ways. For example, in a Community-
Driven Model, strategies for recruiting
and retaining participants specifically in-
clude community members as co-inves-
tigators. Community members become
caring participants using their wisdom
and knowledge to assist in creating a
space and place in the community for
the JHS. Together they help in over-
coming barriers to participation. In ad-
dition, hermeneutical analyses of inter-
views pointed to the strategies for lan-
guage and study protocol that are cul-
turally appropriate and sensitive to
safeguarding community concerns iden-
tified and described in the interviews.
Three patterns emerged reflecting all the
themes of common experiences of Jack-
son African Americans regarding partic-
ipation in the JHS. They are:

1. Interpreting the Concerns of the
JHS Family: Safeguarding Politi-
cal and Moral Concerns

2. Gathering the JHS Family: A
Community-Driven Model for
Recruiting and Retaining Re-
search Participation

3. Friends of the JHS: Growing,
Cultivating, and Building Com-
munity Partnerships

“Gathering the JHS Family” will be pre-
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sented with key issues and principles of
a Community-Driven Model, including
patterns, themes, and further explica-
tions of how the emerging model over-
comes barriers to participation identi-
fied by participants. Selected strategies
are presented that reflect the emerging
Community-Driven Model.

A COMMUNITY DRIVEN
MODEL OF RECRUITMENT
AND RETENTION: KEY
ISSUES AND PRINCIPLES

To be optimally effective, the JHS
will require attention to both the de-
mands of good science and the demand
for co-participation and inclusion of the
Jackson area African-American com-
munity. A Community-Driven Model
of research co-participation offers pos-
sibilities for enacting a research ap-
proach which respects each side of the
research enterprise—the researchers and
the research participants. Individuals
outside the mainstream of academic sci-
ences who do not share the same access
to social or economic resources and who
have little voice in shaping scientific
agendas or social policies are admitted
to new partnerships with the research
community. This way of thinking about
research requires a shift in perspective
on the part of the researcher—a shift
that incorporates a view of study partic-
ipants as “knowers and knowledge
workers.” Study participants have
knowledge or information relevant to
themselves, as well as the study. Partic-
ipants harbor a different yet valid set of
values, worldviews, and ways of carrying
out their lives within the context of the
study.>® This shift also requires a will-
ingness to understand and accept par-
ticipant values, knowledge, and tradi-
tions as a foundation to conducting the
study as well as a commitment to mean-
ingful action. Such action involves
members of the community in plan-
ning, implementing, and evaluating re-
search studies as “resource collabora-
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tors’—that is as partners and central
participants rather than as ancillary re-
actors to an already developed idea or
plan.”” The JHS consent form, jointly
developed with community members,
incorporates the notion of researcher-
participant reciprocity by including a
mutual pledge of participation empha-
sizing the relational principle of co-in-
vestigation.

In some ways, this community-driv-
en approach used in the PRRS is not
new. Community-based approaches for
health research have become increasing-
ly popular among scientists as a step to-
ward resolving the potential conflicts
between science and community needs
and addressing the problems of imple-
menting the research early on.”® Such
models vary in the level of participatory
involvement in the research process.
Consultative or collaborative models are
most common centering on involving
the community in planning and con-
ducting the research, identifying topics
of importance to the community, and
providing feedback to the community.
Such approaches provide a valuable ve-
hicle for effective health research partic-
ipation. Community-based approaches
are particularly effective in studies with
health screenings, illness identification,
referrals and assistance with behavioral
changes.” The issue, though, is not just
community participation (community-
based models) but co-participation in all
aspects of the research program (Com-
munity-Driven Model).

A Community-Driven Model ex-
pands a community-based model to one
characterized by collegial relations. In a
Community-Driven Model, researchers
and participants work together—co-par-
ticipating and offering different skills in
a process of mutual learning. Therefore,
the issue is not one of community or
researcher control, rather there are ex-
amples throughout the research pro-
gram where both the researcher and the
community make a major contribution.
Though the other is always involved, at
the end of the day, the researcher and



the community are co-equals.®*' Com-
munity-driven research is critically dis-
tinctive from other forms of research be-
cause it emphasizes conducting research
with the active engagement of the com-
munity as a social and cultural entity vs
conducting research in a community
simply as a setting to conduct research.’®
Key principles of this Community-
Driven Model have been synthesized
from the existing literature and include:

* Appreciating the Black communi-
ty as a unit of identity; this concept is
not the same as geographic or demo-
graphic clusters of predominately Black
persons. In this model, community in-
corporates both the geographic bound-
aries as well as the sense of cultural iden-
tity shaped by shared values, social and
political experience, and common fate.
Heterogeneity is recognized. In partic-
ular, this model reflects a basic assump-
tion of the African-American culture—
communal essence or groups of persons
organized around the notion of “per-
sons-in-relation.”®?

* Building on community strengths
and assets, and networks of trusting re-
lationships to support and expand social
processes of working together.

* Creating collegial partnerships
among researchers and researched with
each participating and sharing influence
across all components of the research
process.

* Committing to tangible commu-
nity benefits resulting from the research
conducted.

* Developing processes of co-learn-
ing and empowerment that attend to so-
cial inequalities. A Community-Driven
Model fosters reciprocal transfer of
knowledge, skills, capacity, and power
among all participants. Learning from
the “local theories,”® practical knowl-
edge and shared wisdom of the com-
munity, researchers and participants
alike engage in co-generative learning®
which explicitly attends to the ways in
which inequality shapes co-participa-
tion.

* Engaging in a cyclical and iterative

process of building and maintaining
partnerships, across all phases and com-
ponents of the research process. The re-
search design and operational proce-
dures enact scientific protocol informed
by the experiences and knowledge of
those who will be studied.

* Fostering wide dissemination of
research findings as well as knowledge
gained through community-driven pro-
cesses to all partners. This principle of
dissemination includes participant con-
sultation and collaboration prior to sub-
mission of articles for publication, ac-
knowledging contributions of partici-
pants, and, wherever possible, develop-
ing co-authored publications.

Challenges, conflicts, and barriers
are inherent in such a model. Identify-
ing who represents the community will
be an early barrier to overcome in order
to avoid conflicts among participant
groups. The lack of mutual trust and
respect among the proposed partners is
well documented in the research and
clinical literature. Once established,
trust cannot be taken for granted and
will require constant vigilance by all.
The continued presence of inequitable
distribution of power among the com-
munity, researchers, and health profes-
sionals makes shared control a difficult
ideal. Researchers are likely to encounter
institutional as well as historical and in-
dividual barriers to accomplishing
shared control. Conflicts over meanings,
language, values and beliefs, assump-
tions and priorities are inevitable, ne-
cessitating conjoint development of op-
erational norms. Such a model of re-
search will be time-consuming and will
represent a substantive revisioning to-
ward a multi-method inclusive science.
Significant time is required to establish
and maintain trusting relationships
among the research as well as the par-
ticipant community. This expenditure
of resources and time is often viewed as
tangential to the purpose of the re-
search. Unless such an investment is
made in both populations, historical ev-
idence supports the theory that recruit-
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ment using this approach will be diffi-
cult, potentially diminishing and threat-
ening the results of the study.

When the key issues and principles
of the emerging Community-Driven
Model are incorporated with unique
pattern and themes, this model is a
promising example of a new and poten-
tially successful approach to recruitment
and retention of African-American re-
search participation.®

A COMMUNITY-DRIVEN
MODEL: PATTERN AND
THEMES

Pattern: Gathering the JHS
Family—A Community-Driven
Model of Recruitment and
Retention

The pattern “Gathering the JHS
Family: A Community-Driven Model
for Recruitment and Retention” is re-
flected in 2 of the 3 key themes: “Par-
ticipants and Community as Co-inves-
tigators: Inviting Participation”; and
“Welcoming and Staying: Creating
Space and Place.” The JHS is a family
study. Yet, more than simply a “family
study,” the JHS is also about becoming
a family, African and European Ameri-
cans together. Family is not an entity
that can be “recruited”; families can
only be gathered together over the
course of time. Similarly, continuing
membership in a family is not about
“retention”; but about varying ways and
levels of participation over time. Rein-
terpreting the traditional language of
“recruiting and retaining” to become
“creating family, gathering, and partici-
pating” allows researchers to ask differ-
ent questions. One important question
for recruiting and retaining persons as
part of this study becomes: How can we
gather and participate as a family as re-
searchers and participants? This ques-
tion is seldom considered in designing
research studies. Rather, investigators,
often in isolation from the community
they intend to study, develop the details
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of the research expecting that partici-
pants will recognize the importance of
the scientific contributions and join in
as subjects. A very different approach is
required when researchers are dealing
with a group, a community that has
been wused in research. Researchers must
refrain from designing studies in isola-
tion from the community they intend
to study; something must pull them
back from this stance. One “something”
is the possibility for a new research com-
portment™® that turns on a Community-
Driven Model of recruitment and reten-
tion. Such a model envelops participants
and community as co-investigators by
listening and joining together to invite
research participation.

Theme: Participants and
Community as Co-Investigators

One of the most striking findings of
this research was the extent to which the
participants in the PRRS came forward
to express their interest and intent to be
involved in this study in a meaningful
way. For example, only 8.7% of the re-
spondents to the PRRS structured sur-
vey indicated they would not likely par-
ticipate in the JHS. The participants
stories challenged the interpretive team
to reflect on the potential for the JHS.
The challenge involved finding new so-
lutions for age-old health problems
while dispelling age-old suspicions in
creating the JHS family. One partici-
pant offered the following advice:

... a study of this kind, what it can do
by those of us who are African Americans
becoming a part of the solution to this
problem . . . to help alleviate the problem
[among our people] by sharing with the
purpose, the problem, the purpose of the

* Comportment, in this study, refers to
a way of behaving that brings to bear the
situated context and the actions of persons.
In other words, comportment is more than
externally observed manner or behavior. It
is a kind of behavior that is shaped by the
context-specific concerns, purposes, goals,
and commitments and allows what matters
to show up. Comportment is constituted by
our interpretive understanding.
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study and what this will result, possibly
result in, I think that will help a lot in
resting or retiring or resigning certain
possible suspicions about what people
might fear.”

In conventional research, partici-
pants are considered subjects for inves-
tigative study. Certain controls must be
in place between the researcher and the
researched. However, this relationship is
being challenged and dangers explicat-
ed. For example, the word “subject” can
connote subjugation and allegiance to
the power or dominion of another, in
this case, the researcher. Epidemiological
studies, especially longitudinal cohort
studies where research participation ex-
tends over time, have modified that tra-
ditional researcher-researched relation-
ship to consider persons who are studied
as “participants.” This denotation opens
the possibility for shared involvement.
The participants in this study suggest
yet another possibility—researchers and
participants as learners and co-investi-
gators. The meaning of co-investigator
is a relationship of partnership and shar-
ing of power, “shar[ing] with the prob-
lem, the purpose . .. and what this will
result, possibly result in.” In interpretive
research, participants become co-inves-
tigators as they converse and ask ques-
tions that are meaningful. These partic-
ipants-as-co-investigators suggest myriad
ways for new research partnerships that
include collaborating in the design of
the study as well as in its ongoing evo-
lution and monitoring. Researchers be-
come learners and participants become
teachers.

Learning together is offered as one
possibility for this new partnership as is
keeping open the possibility for undis-
covered learning and novel ways of
thinking:

“Well, studies that lend themselves to-

ward genetic type conclusions . . . I dont

quite feel comfortable . .. if a person is
going into a study with a preconceived
notion that something is genetic, that re-
ally it’s not genetic, I think that it colors
it in a way that doesn’t really let you get
the full benefit of what the findings are.

Because, I think because you are African-
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American you [are] gonna have a higher
incidence of heart disease or high inci-
dence of stroke or whatever, just because
you are African-American is a myth.
That is not a good conclusion. What,
what I would like for the study to do is
to come up for the reason, with the rea-
sons why. Not say that, ... if ... T am
born African-American, but ... if you
took the condition of my heart, and
compared it to any other race of person
that has the same kind of care of the
body, you know, exercise, attitude, en-
vironment of love and all that, I've got
a feeling those hearts [would] be func-
tioning just about the same way. So, [it
is important for the JHS] to look at
what’s happening in the, in the Black
community . . . then if we find if a con-
clusive statement that [environment] has
less to do with it than genetics, then ok,
that’s the finding of this study . . . But I
think that probably I would need to . . .
hear, just hear, . .. that we go into this
(JHS) looking at the disease in relation-
ship to what . . . to lifestyle, [stress, dis-
crimination, living situation], and that
kind of talk I think would be the thing
that would convince me that we’re not
saying: ‘Born Black youre going to die
carlier with heart disease,” you know, in-
stead of saying that ‘they could be.” ...
And if ’'m a part of a study that can help
make that happen for my people, I'd be
happy to be a part of something . . . that
lets [us all] look at what the truth is . . .
But that’s what I want my people to do
is look at the reason why. That’s what I
want. And to be a little part of that, that
is the way to go. Looking at the truth,
that's where we gotta go, to the truth,
not make excuses.”

This participant’s story warns of the
importance of studying genetics exclu-
sively: don’t tell us it is our race that
matters most without a broad-based
study that includes the realities of our
daily lives. The participant reminds us
that our preconceptions of what might
be involved are necessary but not suffi-
cient and can limit understanding. She
calls us to keep open a future of possi-
bilities that transcend race or genetics or
even environment In addition, this in-
dividual cautions us to assure that un-
covering the practical wisdom and in-
sights of participants continues as a part
of ongoing research. Friere® elaborates
further:



“The truth is, however, that the op-
pressed are not ‘marginals,” are not peo-
ple living ‘outside’ society. They have al-
ways been ‘inside’-inside the structure
that made them “beings for others.” The
solution is not to “integrate” them into
the structure of oppression, but to trans-
form that structure so that they can be-
come ‘beings for themselves.””

These participants call us to think
together, as researchers and participants,
in new ways to uncover innovative ways
of thinking. Thinking is a central prac-
tice of all researchers and scholars.
Thinking is also a common, day-to-day
lived (embodied) experience of being
human. Thinking-as-lived, or the em-
bodiment of our life experiences, is of-
ten reflected as problem solving in
which the unknown becomes known,
questions are asked and answered. Par-
ticipants can be included in many ways
by researchers. In this study, by engag-
ing the community in interpretive
scholarship during this PRRS, the JHS
has already taken the first step toward
creating a new vision of relationships
between researchers and participants,
opening the possibility for participants
and community to share the role as co-
investigator. As one participant said, “So
we are kind of serving as ones who are
helping to develop the study ... with-
out [our] participation, there won't be a
study!” What might these new possibil-
ities mean for the JHS? What are the
lessons of a Community-Driven Model
that will lead the researchers to consider
different approaches so that the com-
munity concerns of being guinea pigs,
treated like rats, and the legacy of Tus-
kegee are addressed? How will research-
ers comport themselves? How will they
shift and share power with each other
and the participants? How will research-
ers and participants reach out initiating
different approaches to know and con-
nect with one another?

As the interpretive investigators lis-
tened to how involved these participants
wanted to become, they were struck by
the possibilities for co-participation by
community representatives at a// levels

of the study. Community co-participa-
tion on the Recruitment Committee
was already assured within the JHS or-
ganizational structure; but, what might
occur if co-representation was extended
to assure that community voices were
present at the highest level of the study?
These structural changes might mean,
for example:

* Reconfiguring the Steering Com-
mittee to include voting community
members.

¢ Including community members as
co-authors on papers that report study
findings.

* Holding open-site visits by repre-
sentatives from the sponsoring institute
announced to the community and
scheduled in locations to accommodate
community attendance.

* Co-writing the Manual of Opera-
tions for examinations and interviews as
well as training manuals for recruiters
and clinic staff.

* Developing an Oversight and
Evaluation Committee comprised of
community members that meets bi-an-
nually to review the evaluations from
the study participants and suggest ways
to improve or change interactions with
co-participants regarding the conduct of
the study.

The Community-Driven Model en-
courages and develops substantive or
subtle new standards for conducting re-
search in a variety of racial and ethnic
communities. Revoking the modernist
image of inquiry that turns humans into
objects and gives researchers power over
them, this community-driven approach
encourages the development of new col-
laborative relationships characterized by
reciprocal, trusting, and non-oppressive
interactions between researchers and
those studied.®” The most profound leg-
acy of the JHS and the emerging Com-
munity Driven Model may be providing
an opening to think together—research-
ers and participants—about these ideas
and other possibilities, as well. New in-
sights into an inclusive approach for re-
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cruiting and retaining participation in
medical and other research have resulted
from the emerging Community Driven

Model.

Theme: Welcoming and
Staying: Creating Space and
Place for the Jackson Heart
Study

How physical space and welcoming
practices influence participation was a
common theme for the JHS. The space
and place for the JHS is the Jackson
Medical Mall. Newly remodeled and de-
veloped from an almost abandoned
shopping mall in central Jackson, it of-
fers a “one-stop shopping” approach to
medical care including the Public
Health Department, the outpatient clin-
ics of the University of Mississippi Med-
ical Center as well as numerous medical
support facilities and health education
services. The JHS location is in an eco-
nomically challenged section of the city;
and, the Jackson Medical Mall brings
the potential to unite and revitalize this
particular community. The JHS family
identifies the JHS facility, located in the
Jackson Medical mall, as a setting which
offers them a warm welcome, and a hos-
pitable sense of communal belonging
and identity. ARIC staff introduced the
interpretive team to the important con-
cept of place and belonging: “it has to
be sensible to their needs.”

The ARIC staff suggested that many
participants were lost to follow-up be-
cause of the rundown appearance, in-
hospitable location and predominance
of White employees in the old study

space.

“The accommodations that they [JHS]
have for people, it's gonna make all the
difference in the world whether or not
these people are gonna wanna come
back. When they come in, they should
be comfortable, and have enough people
like them, or working with them, to
make them feel comfortable, and more
will continue to participate . .. I think
we need to make a note of this and pay
more attention to them ... We need to
be more sensible to their needs . . . thats
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what’s gonna get more of the partici-
pants to participate.”

This problem may have the appearance
of being “solved” since the JHS has a
new building, which is well appointed
and hospitably located within the Afri-
can-American community with an Af-
rican-American staff. Yet, these ARIC
staff urged the team to evaluate more
than simply the space where clinic ex-
aminations occur. Team members called
the team to look at the “heart” of the
JHS as a home. Similar to the analogy
of house and home, a house can be
bought and sold, but a home can only
be created. Home is a place where per-
sons come to be safe and feel nurtured,
a meaningful place of true community
where supportive presence, rather than
distrust abounds.®® The staff’s attention
to consistently keeping the clinic space
clean and tidy is reflective of caring and
creating a sense of hospitality. How staff
dress communicates to the public an
image of professionalism, confidence,
and welcoming and encourages persons
to return to the clinic. The following
excerpt from one of the participants de-
scribes the changing experience of
“home” in the ARIC clinic and high-
lights concerns of space and caring;

“When you first start out in a place and
it’s all spic and span, but down through
the time, if it’s not really kept up, you
know, tidy, it would go down. . . . in the
first beginning it seemed like it may have
been in a litde better kept up. More like
a clinic or like in a hospital or something
... Also some of the folks that was in
there was dressed different from . . . the
beginning because at first they all, every-
body with uniforms on. I feel like in a
clinic or anything dealing with people,
the way I was taught when I was going
to school . .. is you need to be dressed
properly and everything to keep down
germs ... And just something about a
uniform, it’s different from just plain old
work clothes, sweaters and jeans and
stuff like that. It just sounded like at the
[it] just made a differ-
ence to a lot of people . . . if you're deal-
ing with people health wise, giving tests
and doing exams on people, I feel like
you need to be dressed like a nurse.”

clinic to me . ..
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As a medical establishment, the JHS
also brings with it the potential for im-
personal, inhospitable treatment. Partic-
ipants in the PRRS told stories exem-
plifying a failure to connect with staff
and the erosion of trust that occurred as
a result of these practices.” Most often
these stories portrayed hurried clinician-
researchers who, albeit doing their “job”
well, did not take time with partici-
pants. These staff failed to visit, con-
verse, go beyond straightforward in-
structions or provide reassurance to par-
ticipants. One participant tells of her ex-
perience in being recruited to enroll her
son, recently diagnosed with sickle cell
disease, in a research study. An uncaring
and poorly timed request to take part in
a study eroded her trust in the infor-
mation and ended in her refusal to take
part:
“There was another study going on for
sickle cell and I wasn’t sure if, what she,
what they were trying to do in the long
run would benefit me or hurt me. She
really didnt explain it very well . .. And
she basically said, “Well we got this study
going on and I think you should partic-
ipate in it and welll give you $25 for
coming every month and here, read this,
sign it and mail it back’ and I, you know,
I had doubts. When she said, you know,
rattled off all this misinformation I had,
I immediately had doubts . . . because of
the way she presented it ... I didn*
think she was very caring, not that I
didn’t trust her but I just had some
doubts about her method and what she
was trying to do. ... I didn’t partake in
the study. She didn't follow-up to call,
she never called me to say “Well, did you
read that information? What do you
think? Do you have any questions?’ She
never did that. Nor did I volunteer to
call her and ask her any questions, be-
cause I just didn’t feel a connection at

all with her.”

Knowing whether participation will
benefit or harm relies on both good in-
formation and a caring presentation.
Both of these fundamental principles are
necessary for individuals to assess the
risks and benefits of participation. This
exemplar story reminded the team that
comportment speaks. This moving story
also reminded the team that attention
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to the small acts of caring that can pro-
vide assurances of good will despite the
impossibility of absolute protection
from harm or security is essential to wel-
coming the JHS family of researchers
and participants alike. Reflecting on the
subtle practices through ongoing story-
telling and interpretive sessions is cen-
tral in the Community-Driven Model.

ARIC participants also reminded the
interpretive team of how small acts in-
fluence retention and continued partic-
ipation in the research study. Partici-
pants told of times when they were
greeted with “kind, gentle words,”
transportation was provided for them,
or they received a letter from the study
staff. In addition, the individuals
stressed how these seemingly simple acts
sustained their participation, got them
“involved in the study . .. [made them]
feel worthy ... [and] let the people
know that this is not a business or pro-
fessional thing, this is a personal thing;
that we care.” Few would disagree that
space and welcoming practices influence
participation. This theme made staff
mindful from the beginning of the im-
portance of these often taken-for-grant-
ed practices. Sessions with recruiters and
all staff to share their experiences of
both connecting and breakdown keep
attention focused on small acts.

What it takes to show trust through
“walking the talk” is revealed in the
“small acts” that are familiar. These sim-
ple times cannot be predicated or
planned, but they are not insignificant.®
An ARIC participant, who had never
owned one before, saw the simple gift
of an umbrella as “pretty special.” What
makes these times so significant for
healthcare professionals and clients? The
small acts described in this study appear
meaningful to participants and are cen-
tral to the success of the study. In their
simplicity, small acts offer hope for a
caring world. Dressing to please others,
remembering a name, or sending a letter
when one is not legally required all
speak to “walking the talk” of engen-
dering community and through small



acts creating the JHS family in caring
ways. Small simple acts are remembered
and their meanings are inexhaustible.”
From a community-driven perspective,
staff activities can enhance the value of
these small acts by planning staff activ-
ities that reflect these gestures:

* Engaging in small acts of caring
and recognition in all phases of the
study—respectful recognition of person-
hood including direct eye contact, call-
ing by name including salutations, and
never assuming the familiar.

* Involving @/l the researchers in re-
cruiting by having at least one night a
month where researchers accompany the
recruitment team in making home visits
to invite participation.

¢ Staff sharing in meals and other
planned community activities to nurture
connections.

* Making time and opportunity for
researchers and staff for listening to
community stories, such as tales of fam-
ily and daily happenings.

* Sending birthday, Kwanzaa, or
other holiday cards to all study partici-
pants each year as a remembrance dur-
ing special times of the year.

» Scheduling recruiters to spend
time in the clinic each week welcoming
participants they have recruited and
providing a continuing connection.

e Taking every opportunity to rec-
ognize and offer tangible incentives in
appreciation for their participation that
remind persons of their membership in
the study.

* Providing each participant with a
certificate of membership in the JHS
cohort that is suitable for framing.

Some of these activities are com-
mon, familiar and successful recruit-
ment strategies. However, in the emerg-
ing Community-Driven Model, these
small acts are privileged, even when they
are viewed as time consuming and re-
sources are scarce. In the Community-
Driven Model, these small acts are pre-
served as hallmarks of a central com-
mitment to engendering community. As

humans we live in community; the issue
is how we live. Communities can be car-
ing and connected as they welcome and
gather people together or they may be
isolated places only emphasizing indi-
viduals. Because humans are social be-
ings by nature, community is a neces-
sary utility. The community “as” gath-
ering and staying lays forth a commit-
ment to creating and recreating new
communities. Consequently, the possi-
bility for anything to emerge is pre-
served. Such could be the case for the
JHS. From the hymn, The Ister River,

“It is useful for the rock to have shafts,

And for the earth, furrows

It would be without welcoming, without

stay.”

Does attending to these subtle prac-
tices of welcoming and gathering make
a difference in recruitment and reten-
tion? In this passage, the “useful” des-
ignates an essential community of rock
and shaft, earth and furrow. This essen-
tial community is in turn determined by
the nature of welcoming and staying
practices.”! Perhaps it will be the small
acts of caring that will make the wel-
coming and staying practices of the JHS
community of researchers and partici-
pants a new platform for biomedical re-
search that is inclusive and overcomes
disparities which like rock is solid and
like earth, fertile.

The multi-method approach to in-
terpreting the interview data collected in
the PRRS contributed to an under-
standing of new approaches to recruit-
ment and retention from multiple per-
spectives. Important community prac-
tices such as welcoming and staying,
and engaging the community as co-in-
vestigators were identified in the service
of creating a new model for overcoming
barriers to research participation.

A COMMUNITY-DRIVEN
MODEL: OVERCOMING
BARRIERS OF RESEARCH
PARTICIPATION

Participant narratives consistently
identified issues of trust as a significant
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barrier to research participation. No
guarantees of participation are certain
even when trust building strategies are
implemented. Interviews and examina-
tions may be seen as an imposition, even
when the study is known and interview-
ers are of the same ethnic and social
group. Participation in research studies
may not have high priority for persons
with many competing demands on time
and problems in their lives. Caring for
minor children and other relatives and
the need to work at multiple jobs are
just some of the competing barriers to
taking part among otherwise willing in-
dividuals. Despite individuals' desires
and best intentions, it is not always pos-
sible to fit participation in a research
study in among the demands of life.
Work schedules were commonly cit-
ed as a reason for non-participation in
ARIC: “it was just my job what really
kept me from participation like I could
have.” For many, taking off a day for
the study would set in place a disruptive
domino effect in the workplace:

“Well see the only thing ... the reason
why I want’ able to just attend, continue
to keep coming is the kind of job I have
... Where I work at it-it would kind of
throw things out of whack if I'm off and
they would have to get somebody to
work in my place in order to let me off
and then there is somebody go’'n have to
try to get somebody to work in that per-
son’s place that is in my place. And it
was just hard for me to get off, you
know. The only time that I would really
be able to just come would maybe round
vacation time or something like that,
you know. It was just my job was what
really kept me from, you know, partici-
pating like I could have.”

Saturday appointments alleviated
some of the scheduling conflicts but
PRRS participants suggested that get-
ting special dispensation for workers to
be off to come to the study would make
it possible to continue participation.
Gaining support from the workplace
“would make it easier for me and every-
body else that wanted to participate. It
sure would.” Even when participants
were “convinced it would be worthwhile
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[the JHS would] have to

work around people’s schedule . .

enough . ..
. give
you plenty, plenty time ahead so you
can plan or ask to schedule time off . . .
but if something arises and I have to
reschedule because of work, then I have
to do that.”

Others simply have no way to get to
the study site.

“... transportation I think a lot of peo-
ple, especially that’s elderly ... a lot of
us don’t seem to have adequate means to
get around and do a lot of things ...
some of us are stll poor. I mean not
saying, using that as a crutch cause it’s a
lot of Black people got money. But
there’s also still some in poverty . .. and
I think transportation would be a help.
Being that we are doing this from the
heart, you know.”

The recruiters must use current knowl-
edge about removing barriers, such as
transportation, to make it easy for peo-
ple to participate in the study. In addi-
tion, having resources to use in adapting
recruitment to respond to individual
needs is necessary. Doing this “from the
heart” indicates Aow this recruitment
strategy is implemented in the emerging
Community-Driven Model. Participants
tell us that persons would more likely
come if this support were provided. Ex-
amples include:

* Flexible scheduling to accommo-
date busy schedules. While the demands
of the study protocol (fasting) require
early morning times, offering Saturday
appointments as well as supporting per-
sons who may have to cancel multiple
times before actually completing their
visit could make all the difference.

* Providing childcare and transpor-
tation.

* Negotiating with employers to
provide paid leave policies for employees
participating in the JHS.

Fear of receiving troublesome health
information is a common concern in
many cultures but in the emerging
Community-Driven Model common
concerns such as these are addressed
with participants. Many participants tell
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of the culturally embedded practices of
avoiding routine health care for fear of
finding out something is wrong.

“Well it is, its some people that are
afraid to go to doctors. I don’t know why
they don’t, you know, they just, its a
lady that work down there with me. She
don’t miss a day from work and I asked
her, I said ... ‘Don’t you ever have to
go for your check-up?” You know, like I
have to go, you know, get my check-up
and my blood pressure checked and ev-
erything . .. ‘Naw I don’t go, I don't go
to no doctor.” I say “Why don’t you go
to the doctor?” T'm scared they go'n find
something.” I said “Well wouldnt you
feel better to know if you, you know, if
you go and they do find something may-
be they would, it would be better where
they could treat you and get you well
than to just walk around and not
know.””

And another participant describes:

“It's a number of barriers . . . we need to
look at to overcome fear [of health care]

. cause especially in the Black com-
munity, it’s your experience and attitudes
about health care ... I think really fear
of the unknown . . . fear of when you go
to the doctor you hear that you have
something wrong with you. Fear of
what’s next, so it kinda gets down to that
... you have to reach people where they

»

are.

Frightened as many may be of dis-
covering health problems, participants
also spoke of the difficulties of accessing
care for identified conditions. For many,
money is a barrier; and, participants
raised some of the moral and ethical is-
sues associated with providing health
care in an observational study: “It’s good
to know. But don’t find out something
and then not offer to do anything about
it.” The emerging Community-Driven
Model is a context-specific model that
reflects both the particular study and re-
search population. For example, the
voice of Tuskegee is heard again as par-
ticipants describe these concerns:

“We think about the Tuskegee (empha-
sis) research, you know . .. and we tend
to think that was a betrayal of sorts and
so we are not real anxious about partic-
ipating in anything that has to do with
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anything that was a promise to help us
get better but in fact it was not.”

In contrast to not having healthcare
access, another common story is that
participants see no need for participa-
tion. Individuals may already have basic
health care and consequently see no
point in going for additional examina-
tion when they have no health con-
cerns.” Another participant reflects, “. . .
that is probably one of the key points
why when it comes to medical research
in African Americans. They don’t par-
ticipate because of that idea of not really
going to the doctor unless they are really
sick.”

Therefore, for some individuals,
coming to a study is not warranted be-
cause one might find something wrong
and have no options for receiving treat-
ment. For others, participation in a
study is viewed as unnecessary without
having specific health needs. From ei-
ther perspective, according to study par-
ticipants, creating links with healthcare
providers is imperative for the success of
the study. What is challenged is how fu-
ture participants in this particular study
bring a past concern about diagnostic
studies that do not accompany the pro-
vision of services. Such assurances of
ready access to needed health care for
JHS participants are central in the
Community-Driven Model to garner
support for the study in individual pa-
tient relationships. As in business rela-
tionships, cultivating a friendship with
the community of health professionals
such that they know about the JHS, can
celebrate its contribution to the health
of Jackson and let their patients know
of the importance of their participation
in this historic study could make a pos-
itive contribution to individual response
to the study. Other possibilities include:

* Training staff to recognize and
connect JHS participants with potential
health care or social needs with the JHS
social worker.

* Negotiating with health and social
care providers to provide special access



for JHS participants ranging from pro-
viding a free medical visit to connecting
with medical assistance programs to as-
sist in meeting health needs.

* Placing display racks about the
JHS and its services in healthcare pro-
vider offices.

* Providing opportunities for partic-
ipants to return to the clinic to discuss
the results of their examination once all
blood tests and other results are re-
turned.

Despite all these and other efforts,
participants also remind us that every-
one will not accept the invitation to par-
ticipate—it takes personal desire:

<

‘... its just ... got to come from that
individual. It’s that individual that’s just
really got to be the one to want to do
this and wants to learn more about their,
you know, how their future, how their
health is. . . . it’s got to come from inside
... you've got to have that desire. In or-
der to do anything you've got to have
that desire to do it. And if you have that
desire to do it, you will do it. But it’s
got to come from within.”

Participation cannot be forced, only in-
vited or suggested: it is a choice. In
training recruiters, the nuanced practic-
es of inviting individuals, not interview-
ing them, are stressed.” Likewise, be-
coming aware of the subtle potential for
coercion as recruiters and other staff
helps to overcome barriers. Building
partnerships to provide time off work,
transportation and medical care are un-
derscored as ways that participatory bar-
riers can be overcome. Recruiters must
take care to balance “making it easy” to
participate while respecting personal
preferences. Not accepting an invitation
to be a study examinee should not be
equated with losing favor within the
partnering community.

SUMMARY

This emerging Community-Driven
Model of recruitment and retention
links all levels of involvement in a seam-

less partnership which incorporates a
sense of shared identification with a
group, a shared fate as well as self and
collective efficacy.”> This multilevel
model suggests that what occurs at one
level is intimately linked with all other
levels. The model emphasizes partici-
pation, caring, sharing, responsibility to
others, and conceives of power as an ex-
panding commodity across recruiting,
clinic visits, data analysis and study pre-
sentations at professional meetings. Col-
lective action enables this model, it is
not “given.” The concept of this model
relies on storytelling sessions at all levels
and on listening to each other in order
to hear what is really being said. As Col-
lum7®129 suggests, “the time is ripe for
an overarching unity of interests
that drops the old model of rich White
relinquishment and poor Black empow-
erment . .. that only creates false divi-
sion that are irrelevant to the real lives
and problems. [Listening] to stories re-
told ... project(s) the possibility of a
common struggle for common inter-
ests.”

Thus, a Community-Driven Model
accepts that there is a balance between
achieving the goals of the research effort
and achieving the goals of the commu-
nity in solving real life problems. For
the JHS, this means a model of recruit-
ment and retention that is embedded
within new research partnerships calling
out the best in us, seeking to answer
important research questions while find-
ing new ways to live together that are
co-equal. Such partnerships are built on
engendering mutual trust and respect,
nuanced sensitivity to cultural practices
and an openness to creating new affili-
ations (identities) that attend to bonds
formed by inclusion and community
building. All the while, rigor in scien-
tific research is maintained as a shared
value. Listening to participants’ narra-
tives, the “how tos,” or practical strate-
gies, of gathering, inviting, welcoming,
and staying gives way to an emerging
Community-Driven Model for recruit-
ing and retaining participants.
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DISCUSSION

This discussion of the PRRS from
the interpretive phase of a multi-meth-
ods research design presents knowledge
of factors inhibiting and facilitating Af-
rican-American research participation.
Interpretive interviews yielded insights
into the development of a process-ori-
ented Community-Driven Model of re-
cruitment and retention. Multiple prac-
tical strategies for recruiting and retain-
ing the cohort emerged from the PRRS
that informed selection and training of
recruiters, methods of entering the field
for recruitment and data collection, as
well as culture and site-specific strategies
for RRA. As a process model, the Com-
munity-Driven Model continues to
emerge as it is enacted in the JHS. De-
fining the attributes (themes) and eval-
uating the success of this model is on-
going. The impact of this model on
RRA awaits the culmination of enroll-
ment and the baseline clinic examina-
tion, and ultimately the continuation of
JHS participation into annual follow-up
and future clinic examinations.

To summarize, this emerging Com-
munity-Driven Model of recruitment
and retention for African Americans in
a major biomedical study:

* Guides the selection and training
of recruiters, community contacts and
clinic staff by:

1. involving persons from the
community in the interviewer
selection and training process
to assure that the nuances of
culturally appropriate com-
munication and discernment
practices are woven through-
out the training process for all
staff.

2. holding regular collaborative
storytelling and feedback ses-
sions among recruiters to
share interviewing experienc-
es and strategies that work,
which expand their individual
skills.

3. recruiting clinic staff from the
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Jackson African-American
community that uses story-
telling as an approach in
which participants feel more
at ease in asking questions
and expressing concerns
about the study.

. training clinic staff with com-

munity input to focus on is-
sues of sensitivity in the con-
sent process and openness to
discern the best method of
presentation for each partici-
pant which could increase
participation levels.

. hiring of recruiters to assure a

“good mix” not only of di-
verse ethnic groups but of age
and gender consistent with an
emphasis on family and en-
gendering community.

. hiring persons who are dedi-

cated to the project and its
importance—“people per-
sons” who are friendly, sin-
cere, and personable.

* Identifies specific strategies of re-

cruiting that enact African-American

family values by:

1. using storytelling as a com-

munication strategy and giv-
ing voice to the study
through story. For example,
instead of presenting illustra-
tions or descriptors of a study
of hypertension and heart
disease, the convincing con-
versation might be a story
about hypertension or heart
disease that shows the “bot-
tom line” of health benefits.
A recruiter might turn the ex-
periences from interpretive
interviews into scripts or “sto-

researchers and staff to mu-
tually support each other in
the study.

. focusing recruiting in target-

ed segments of the sampling
area for a designated period
of time to allow teams of vol-
unteers—students, church
members, neighborhood
groups and researchers—who
are providing a community
service to saturate the area
with information. Recruiters
would follow up within a set
time frame to actively recruit
the identified sample in that
area.

sending birthday, Kwanzaa,
or other holiday cards to all
study participants each year
as a remembrance during spe-
cial times of the year.

* Includes strategies that build and
sustain a “home” for the JHS family by:
1. recognizing that a building

that reflects the caring of the
JHS is a clean, welcoming
space that repeatedly is at-
tended to and kept that way
over time.

. initiating an organization that

lives up to its promises of re-
specting the time of partici-
pants, researchers, and staff.

. scheduling recruiters to spend

time in the clinic each week
welcoming participants they
have recruited and providing
a continuing connection and
clinic staff helping recruiters.

. providing flexible scheduling

to accommodate busy sched-
ules.

vide information and emo-
tional support for participants
at each phase of the study.

. placing a “suggestion box” in

a prominent location in the
clinic so that participants can
comment on their visit and
staff interactions.

. following up on study con-

tacts with study satisfaction
questionnaires, the content of
which is hermeneutically co-
designed with the communi-

ty.

. providing a study “hot line”

where any compliments,
complaints, or suggestions
can be addressed and adver-
tise it widely to all partici-
pants and staff alike.

* Inspires interest in creating allianc-
es and building new paths to participa-

1. disseminating the communi-

ty-driven motto that was gen-
erated from this study for the
JHS, A Legacy of Health,
throughout the community
in written and verbal com-
munication.

. recognizing businesses as par-

ticipating “Friends of the
Jackson Heart Study.” Much
as local businesses create part-
nerships with local schools to
support education, the JHS
and businesses could work to-
gether as partners in creating
a legacy of health for the

Jackson community.

* Informs culturally appropriate

protocols and consent by:

. including culturally appropri-

ry lines” for use in future re- * Involves the community in ongo- ate language that must come

cruiting. ing oversight and monitoring of recruit- from continuing conversa-
tions between JHS investiga-

tors, the Council of Elders,

2. developing multi-level friend- ment and retention activities by:

ship networks or “extended 1. developing a core of ARIC
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family units” in neighbor-
hoods, at the work site, in
churches and other commu-
nity settings as well as among

volunteers to serve as the JHS
Council of Elders. In addi-
tion to advising the recruit-
ment team, they might pro-
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and the community to im-
prove recruitment, retention,
data quality, and complete-
ness.



2. using a video tape or a photo
novella consent developed
with the community toward
improving understanding of
the JHS by study participants
and leading to higher levels of
comfort with participation.

3. including language developed
by the Council of Elders,
community members, and
JHS investigators in consent
material that could help im-
prove understanding of the
consent process.

* Guides the initiation of strategies

to overcome barriers to participation by:
1. training staff to recognize and
connect JHS participants

with potential health care or

social needs with the JHS so-

cial worker. This would en-

sure that persons in need

could be linked with available

resources.

Additionally, this emerging Communi-
ty-Driven Model:

* Recognizes that recruitment and
retention, while ostensibly about going
out and getting people to come for clin-
ic examinations and continuing with
annual follow ups, is really about the
processes of gathering and co-creating a
family, building reciprocal partnerships
which can make a difference in study
outcomes.

* Appreciates that the success of the
study turns on building trusting rela-
tionships “one pebble at a time” with
the community and among the re-
searchers. For this to occur, a significant
investment in time and resources will be
required for the co-investigative team of
participants, community, and research-
ers.

* Recognizes that the issues of di-
versity that divide the Jackson, Missis-
sippi, population, Black and White, par-
ticipant and researcher, patient and
healthcare provider, are brought togeth-
er in this study and must be addressed
in new ways for the JHS to succeed. Ad-

ditionally, that creating new partner-
ships is at the heart of new research
comportment that is fair and respectful
of individual’s similarities and differenc-
es while celebrating diversity. As Ghandi
cogently reminds us: “We must be the
change we want to see in the world.”

IMPLICATIONS

This study respectfully challenges a
singular commitment of biomedical re-
search to knowledge generation and ex-
plores the undiscovered, untested, and
unintended consequences of traditional
scientific research. For example, research
practices of recruitment may be taken
for granted, albeit effective and efficient
in mainstream European-American pop-
ulations. However, these research prac-
tices have resulted in low participation
for African Americans. This study offers
a beginning for creating culture- and
site-specific models that address low
participation. This emerging Commu-
nity-Driven Model of recruitment and
retention is one such possibility for gen-
erating practical knowledge from shared
experiences that creates approaches
based on new partnerships among re-
searchers, staff and community partici-
pants. According to James Baldwin,”

“Everything now, we must assume, is in
our hands; we have no right to assume
otherwise. If we—and now I mean the
relatively conscious Whites and the rel-
atively conscious Blacks, who must, like
lovers, insist on, or create, the conscious-
ness of the other—do not falter in our
duty now, we may be able, handful that
we are, to end the racial nightmare, and
achieve our country, and change the his-
tory of the world. If we do not now dare
everything, the fulfillment of that proph-
ecy, recreated from the Bible in song by
a slave, is upon us: God gave Noah the
rainbow sign, no more water, the fire
next time!”

In the process of identifying infor-
mal leaders in the community who will
join with researchers as co-investigators
to recruit and sustain the involvement
of 6,500 JHS participants, these co-in-
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This emerging Community-
Driven Model of recruitment
and retention is one such
possibility for generating
practical knowledge from
shared experiences that creates
approaches based on new
partnerships among
researchers, staff and

community participants.

vestigators, “handful that we are,” are
challenged to promote the development
of grass roots leaders who will be able
to cultivate and nourish a genuine har-
mony among races and cultures.
Brought together by their commonness,
rather than their differences, these co-
investigators can use collective intelli-
gence, imagination, humor, and courage
to learn and to teach others a new lan-
guage of collaboration and cooperation
for the good of the community, the na-
tion, and the world. Guided in story-
telling and ever increasing cycles of un-
derstanding by the participants, re-
searchers and participants can join
hands, together moving from cultural
awareness, the recognition of cultural
differences and relativism, to a post-eth-
nic community where each culture or
subculture is viewed from its own per-
spective and its practices valued. Such
can be the legacy of the Jackson Heart
Study.
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