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4. Rationale;:

In recent decades, a concerted effort has been made to include diverse groups in
clinical research. These efforts are important in order to fully understand the disease

processes and causes of persistent health disparities among historically underrepresented



groups, particularly African Americans (Hieat, 2002). Unfortunately, many existing
studies examining how to encourage minority participation in research only address
recruitment strategies and not retention. A meta-analysis of 95 reports analyzing
recruitment and retention of racial/ethnic minorities in clinical research found only 13%
involved longitudinal or multi-wave studies (Yancey, 2006). The majority of reports
were clinical trials or prevention trials with relatively short follow-up periods (Yancey,
2006).

The Atherosclerotic Risk in Communities Study (ARIC) provides an opportunity to
examine and report the retention of African American study participants over a 27 year
follow-up period and identify some factors associated with retention of this group. We
will compare African American participants, as well as Jackson and Forsyth subgroups of
the African American cohort, to Whites. Although the construct of race in health, which
is certainly not primarily biologic, has been debated, we believe social and cultural
aspects of race taken together with clinical measures will help illuminate factors that go

into potentially differential attrition rates among African Americans and Whites.
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5.  Main Hypothesis/Study Questions:

We hypothesize that African Americans will die, be lost to follow-up, or refuse to
participate in the ARIC study at higher rates than whites over the 27 year follow-up, and
there will be differences in CVD, self-reported health, and socioeconomic (SES) risk
factors between races that may be associated with differential attrition rates. We also
believe there will be race-specific differences in CVD risk factors between study
participants who have remained active ARIC participants, participants who have died,

and participants who were lost to follow-up or withdrew from the study.



The proposed study overlaps significantly with ARIC MS#2382 “Examining the
Healthy Cohort Effect: Predictors of Attrition in the Atherosclerosis Risk in Communities
(ARIC) Study”, of which Dr. Anna Kucharska-Newton is now the lead author. We have
discussed the overlap with Dr. Kucharska-Newton and agree that by specifically focusing
the present proposal on the association of race with attrition we will be examining only
one of the factors that may lead to non-participation. Dr. Kucharska-Newton is also a

member of the writing group for the present manuscript proposal.

6. Design and analysis (study design, inclusion/exclusion, outcome and other
variables of interest with specific reference to the time of their collection, summary
of data analysis, and any anticipated methodologic limitations or challenges if
present).

For the analyses, we will exclude non-white and non-African American participants,
leaving 15,689 individuals whose censoring status was tracked from baseline, 1987-89,
through visit 5, 2011-13. We will use available censoring data to create three
participation categories, ‘remained active,” ‘lost or withdrew,” and ‘died,” by visit 5 for
analysis.

Our first aim is to illustrate the retention rates of ARIC participants from baseline
visit 1, 1987-89, through visit 5, 2011-13, stratified by race. Race and center specific
life-tables will be created, showing, over time, the proportions of participants who (i)
died, (ii) were lost or withdrew from continued contact, or (iii) remained active (i.e.,
continued study phone calls) through 2013. Our second aim is to describe retention in
relation to baseline characteristics or certain characteristics after baseline (incident CVD,
self-reported health, and SES). We will describe race and center specific prevalences or
means and standard deviations for risk factors formerly mentioned. Our third aim is to
determine how attrition between 1987 and 2013 affected the previously reported risk
factor differences between African Americans and whites. We will evaluate prevalences

for visit 5 risk factors, stratified by race, among those who attended the visit 5.
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