EDITORIAL

Rectifying Institutional Bias in Medical Research

NCREASING THE REPRESENTATION OF WOMEN AND
racial and ethnic minorities in human research
has become a national priority. Federal agen-
cies have made inclusion of women and minori-
ties an explicit criterion on which applications
for clinical research funding are judged.! The need for
this affirmative action stems from a historical bias favor-
ing white men. As with most other institutions in the
United States, medical research no longer actively ex-
cludes women and minorities. But the history of these
institutions, the way they were designed and built—
predominantly by and for white men—slants them in a
way that continues to limit access for other groups.

See also page 108

Federal efforts to remedy this institutional bias have
not been very successful. Data from cancer clinical trials
suggest that minority representation in research has not
only failed to increase but has actually declined over time.*

Distrust of research and researchers is commonly be-
lieved to be a major, ongoing impediment to minority
participation. African Americans in particular have many
reasons to distrust the medical research enterprise. These
reasons include the persistence of racially segregated medi-
cal facilities into the 1960s and the infamous Tuskegee
Syphilis Study. In that 40-year study, federally funded
investigators, in the name of understanding how syphi-
lis behaved in African Americans, purposefully with-
held effective treatment from infected African American
men. The study was finally stopped in 1972 after a whistle-
blower divulged the story to the press.’

Some might wonder whether these decades-old events
still affect attitudes today. In the current era of the Bel-
mont Report, the federal Office for Human Research Pro-
tections, and vigilant institutional review boards, does
minority distrust in research persist? In this issue of
Archives, the study by Rajakumar and colleagues* re-
minds us that it does. In a survey of parents visiting an
academic pediatric clinic, African American parents ex-
pressed greater distrust in research than white parents
did. Parental distrust was in turn associated with less posi-
tive attitudes toward research and less willingness to en-
roll children in a clinical study.

There are many reasons that these results should not
be surprising. Although it has been over 40 years since
civil rights legislation was passed, this is a relatively short
time to heal the wounds of the preceding 400 years.” More-
over, recent studies show that minority patients con-
tinue to experience racial discrimination in health care

settings and receive lower quality care than the white ma-
jority. In this light, one might wonder why distrust of
medical care and research among African Americans is
not greater than it is.

In fact, the study by Rajakumar et al may underesti-
mate the true prevalence and impact of distrust of medi-
cal research among African Americans. Parents sur-
veyed in this study felt enough trust to bring their children
to a clinic affiliated with a research institution and to par-
ticipate in this survey. Other studies suggest much greater
distrust in medical care and research among African
Americans. For instance, alarmingly high proportions of
African Americans endorse genocidal theories about HIV/
AIDS™® and birth control.’

It is important to note that the negative attitudes ob-
served in the study by Rajakumar et al applied to the re-
search enterprise—the people and institutions carrying
out research—mnot to the concept of research per se. Al-
though many parents, especially African American par-
ents, endorsed the notion that participation in medical
research carries excessive risk, nearly identical num-
bers believed that participants in research received bet-
ter medical care than nonparticipants. The vast major-
ity, even among those with high levels of distrust, had
positive views about research.*

Given these generally positive attitudes, it is worth ask-
ing whether minority distrust in the research enterprise
represents an important problem. The standard reason-
ing is that distrust leads to lack of participation in re-
search, and that lack of participation limits the general-
izability of research findings. However, a recent analysis
of participation in clinical trials raises questions about
whether distrust is a significant contributor to low par-
ticipation in research among minorities." In addition, few
have challenged the assumption that underrepresenta-
tion of minority groups limits generalizability. In the
realms of biomedical and clinical research, the notion that
generalizability requires broad racial representation sug-
gests that race is an important biological trait that strongly
influences the physiology, natural history, diagnosis, and
treatment of medical illness. The biological conception
of race underlying this assumption is the same one that
motivated the presumably well-intentioned scientists who
conceived the Tuskegee Syphilis Study. How often does
the course of an illness or the effectiveness of treatment
truly vary by patient race? Collective data from drug trials
among adults with congestive heart failure—an area in
which race is often cited as an important variable—
suggest that drug effectiveness does not vary substan-
tially by patient race'! and that the problem of general-
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izability of basic and clinical research findings across racial
groups is largely overstated.

This is not to say that minority distrust is not a
cause for concern. While limited participation by
Americans of a minority race or ethnicity probably
does not substantively affect the generalizability of
basic and clinical research, the same is not true for
social, behavioral, and health services research, in
which socioeconomic, cultural, and experiential differ-
ences across racial and ethnic groups play important
roles. Limited minority participation also impedes sci-
entific progress on conditions like sickle cell disease
and HIV/AIDS, which disproportionately affect minor-
ity populations. Among those who do participate in
research, mistrust may affect the validity of study find-
ings if participants’ wariness affects their adherence to
experimental protocols or their responses to ques-
tions.'? Perhaps most importantly, distrust in medical
research may reflect an underlying distrust in our
health care system, which may in turn contribute to
disparities in health care and health status.

We must be careful not to dismiss distrust as unwar-
ranted or as a misperception that we should address by
trying to change patient and parental attitudes. Given the
prevalence of racial disparities in the quality of health care
and ongoing concerns about the quality of informed con-
sent in clinical research,'® distrust is far from unwar-
ranted. Rather, it should be viewed as a reflection of the
trustworthiness of our own institutions."

Viewing the problem as a matter of institutional trust-
worthiness, rather than patient or parental trust, opens
the door to potential solutions. If distrust stems from a
historical bias that slants our research institutions, then
trust will come only if we rectify those institutions, by
redesigning them and strengthening the foundation on
which they are built. Most importantly, we must shift own-
ership of the research enterprise, such that scientists and
research participants, and academic centers and com-
munities, become equal partners. As suggested by Raja-
kumar et al, research participants and the communities
in which they live and with whom they affiliate should
have a major role in the governance of research projects
and in decision-making. This model, known as commu-
nity-based participatory research, has long been a standard
approach in certain scientific disciplines. The medical re-
search enterprise—to use Everett Rogers’ terminology for
diffusion of innovations'>—has been a laggard with re-
spect to community-based participatory research. It is high
time for us to accelerate adoption of this progressive ap-
proach. Imagine if in 1947, after penicillin had been es-
tablished as effective therapy for syphilis, the men par-
ticipating in the Tuskegee study, or perhaps their families
and community leaders, had been at the table with the
research scientists, helping to make the decision whether
to administer curative therapy or to continue to with-
hold it.

Community-based participatory research, however, is
only part of the solution. From the perspective of mi-
nority communities, research institutions will continue
to have a biased slant until more people from their com-
munities are part of those institutions. Many minority
groups are grossly underrepresented in the health care
professions and in the research enterprise. If we want our
study samples to be broadly representative, then we
should make every effort to make our institutions equally
representative by increasing the presence of minority cli-
nicians, scientists, and members of research teams and
institutional review boards. If we want minority com-
munities to participate in our work, we must first fix the
racial and ethnic imbalance that continues to tilt our ivory
towers.
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