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A Legacy of Distrust: African
Americans and Medical Research

-~

Vanessa Northington Gamble, MD, PhD

After the abuses of the Tuskegee Syphilis Study were revealed,
the federal government strengthened regulations to protect the
subjects of human experimentation. These increased safeguards,
however, have not erased many African Americans’ fear that
they wilt be abused in the name of medical research. The tenac-
ity of this conviction is understandable if one examines the
broader history of race and American medicine. The goals of
this short essay are twofold: {1) to place the Tuskegee Syphilis
Study within its historical context and (2) to examine how race
and racism influence contermporary biomedical research.

A historical analysis of racism and American medicine illumi-
nates the ways in which the profession has been used to sup-
port racist social institutions and has, in turn, been influenced
by them. Examination of this history demonstrates why so
many African Americans mistrust the medical profession and its
institutions. As efforts begin to include more African Americans
int clinical trials and to develop community-collaborative
research programs, this legacy of distrust must be addressed,
not dismissed as paranoia or hypersensitivity. The challenge is
10 understand and confront the historically based realities
behind these sentiments.

An understanding of the Tuskegee Syphilis Study and its
impact on African Americans is imperative for medical
rescarchers. Although the study is not the only case in which
black people have been exploited in the name of medicine, it
has come to symbolize such abuse. The history of the study is
often used to demonstrate why African Americans should not
cooperate with medical researchers. Most recently, its specter
has been raised in connection with human immunodeficiency
virus prevention programs.

Law professor Patricia A. King warns that the Tuskegee Syph-
ilis Seudy should serve as a caveat to medical researchers when
they analyze racial differences between whites and blacks. She
writes that “in a racist society that incorporates beliefs about
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the inherent inferiority of African Americans in contrast to the
supetior status of whites, any artention to the question of diffes-
ence that may exist is likely to be pursued in a manner that
burdens rather than benefits African Americans.”! The premise
underlying King’s comments is that medicine is not a value-free
discipline. Rather, it has reflected and reinforced the beliefs,
values, and power dynamics of the wider society. Accordingly, it
has been influenced by issues of race and racism. History shows
numerous examples of the use of medical beliefs to support the
alleged inferioricy of black people.

Medical theories, for example, were used to justify the
enslavement of Africans. Antebellum physicians contended that
black people possessed peculiar physiological and apatomical
features that justified their enslavement. This medical dis-
tinctiveness, they argued, made Africans not only inferior but
inherently suited for slavery. For exarnple, the physicians theo-
rized that Africans had thicker skins, which allowed them to
tolerare better the rays of the sun. They also observed, in this
case accurately, that black people seemed to be less susceptible
than white people to some diseases, such as yellow fever and
malaria. Plantation owners took note of these observations and,
without qualms, worked slaves in environments such as
mosquito-ridden swamps, which they believed detrimental to
white people.? 7

Medical theories influenced societal attitudes that held that
black people were inferior and inhuman. Such atritudes under-
scored the use of slaves and free black people as subjects for
medical experimentation and demonstration in the antebellum
South.3# Although poor whites were also used as subjects,
blacks were used far more often: Harriet Martineau, after an
1834 trip to Baltimore, commented that “the bodies of col-
oured people exclusively are taken for dissection, ‘becaunse the
whites do not like it, and the coloured people cannort res-
ist) ™5 In 1839 abolitionist Theodore Dwight Weld asserted,
““Public opinion’ would tolerate surgical experiments, opera-
tions, processes, performed upon [slaves], which it would exe-
crate if performed upon their master or other whites.”®

Two antebellum experiments, one carried out in Georgia, the
other in Alabama, confirm Weld’s charge. In the first, Georgia
physician Dr. Thoras Hamilton conducted a series of brutal
experiments on a slave to test remedies for heatstroke. The sub-
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ject of these investigations was Fed, who had been loaned to

Hamilton as repayment for his owner’s debt. Fed was forced to

strip and sit on a stool on a platform placed in a pit that had

~been heated to a high temperature. Only his head was above

cound. Over a period of two or three weeks, the man was
placed in the pit five or six times and given different medica-
tions to determine which enabled him best to withstand the
heat. Each ordeal ended when Fed fainted and had to be
revived. But note that Fed was not the only victim in this exper-
imeny; its whole purpose was to make it possible for masters
to force slaves to work still longer hours on the hottest of
days.”

In the second experiment, Dr. J. Marion Sims, the so-called
father of modern gynecology, used three Alabama slave women
to develop an operation to repzir vesico-vaginal fistulas.
Berween 1845 and 1849, the three slave women on whom Sims
operated each underwent up to thirty painful operations. The
physician himself described the agony associated with some of
the experiments.# He wrote, *The first patient | operated on
was Lucy. . . . That was before the days of anaesthetics, and the
poor girl, on her knees, bore the operation with great heroism
and bravery.” This operation was not successful, and Sims later
attempted to repair the defect by placing a sponge in the blad-
der. This experiment, too, ended in failure. He noted, “The
whole urethra and the neck of the bladder were in a high state
of inflammation, which came from the foreign substance. It had
to come away, and there was nothing to do but to pull it away
by main force. Lucy’s agony was extreme. She was much pros-
trated, and I thought that she was going to die; but by irrigat-
ing the parts of the bladder she recovered with great
rapidity. . . . ” Sims finally did perfect his technique and uld-
~ately repaired the fistulas. Only after his experimenration

*h the slave women proved successful did the physician
attempt the procedure on white women volunteers. He found,
however, that they could not, or more accurately, would not,
withstand the pain and discomfort that the procedure entailed.

The black women had no choice but to endure. They, like Fed,
were forced to submit because the state considered them prop-
erty and denied them the legal right to refuse to participate.
This history of medical experimentation on slaves profoundly
influenced African-American attitudes toward the medical pro-
fession even after the Civil War. In the 1920s, for example,
many black people believed that they would be experimented
upon if they entered hospitals.” Thus, the legacy of distrust pre-
ceded the 1932 initiation of the Tuskegee Syphilis Study.

The influence of racism on medicine did not end at -
Appomattox. The medical and public health journals of the late
nineteenth and early twentieth centuries contain many articles
thar discuss the health problems of African Americans. Many of
the discussions focused on syphilis. White physicians main-
tained that intrinsic racial characteristics such as excessive sex-
ual desire, immorality, and overindulgence caused black people
to have high rates of syphilis. As Dr. Thomas W, Murrell noted
in 1910, “Morality among these people is almost a joke and
only assumed as a matter of convenience or when there is a
lack of desire and opportunity for indulgence, and venereal dis-
eases are well-nigh universal.”10 De, H. H. Hazen echoed this
sentiment: “The negro springs from a southern race, and as
such his sexual appetite is strong; all of his enviconments stimu-

this appetite, and as a general rule his emotional type of

Jion certainly does not decrease it.”11 Physicians also
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pointed to alleged anatomical differences—large penises and
small brains——to explain the disease rates.!2

White physicians, in the early twentieth century, believed that
syphilis was difficult to treat in black patients because they

could not be convinced to come in for treatment or, if they did,

to follow the treatment regimen. In the words of Dr. Eugene

Corson, “this absolute indifference [to treatment] is a charac-

teristic of the negro, not only as regards syphilis, but of alf dis-

eases. He is simply concerned with the present moment of
suffering, and not always concerned then,”13

Historian Allan Brandt has argued that these assumptions
regarding black people and venereal disease influenced the phy-
sicians who initiated the Tuskegee Syphilis Study. He writes:
“The premise that blacks, promiscuous and lustful, would not
seek or continue treatment, shaped the study. A test of
untreated syphilis scemed ‘natural’ because the USPHS pre-
sumed the men would never be treated; the Tuskegee Study
made that a self-fulfilling prophecy.”?# The Tuskegee Syphilis
Study thus did not occur in a vacuum, It represented the con-
tinuing influence of racist thought not only on medical theory
but on physicians’ perceptions of a group of people and conse-
quently on the treatment, or lack of treatment, individuals
would receive.

The United States Public Health Service {USPHS) initiated the
study in 1932 to document the natural history of syphilis.1s
The subjects of the investigation were 400 poor black share-
croppers from Macon County, Alabama, with latent syphilis
and 200 men without the disease who served as controls. The
physicians conducting the study deceived the men, telling them
they were being treated for “bad blood.” The men, for exam-
ple, were informed that lumbar puncrures were therapeutic, not
diagnostic,

As part of the project, however, the USPHS deliberately
denied treatment to the men who had syphilis and went to
extreme lengths to ensure that they would not recejve any.
When the Tuskegee Syphilis Study Began, the standard therapy
for syphilis consisted of painful injections of heavy metal com-
pounds, such as arsenic and bismuth, which had to be adminis-
tered for up to two years. Although this therapy was less
effective than penicillin would later prove to be, in the 1930s

every major textbook on syphilis recommended it for the treat-
ment of the disease at all stages. Published medical reports have
estimated that between 28 and 100 men died as a result of their
syphilis. In exchange for their participation, the men received
free meals, free medical examinations, and burial insurance.

The Tuskegee Syphilis Study continued until 1972. Through-
out its 40-year history, accounts of the study appeared in prom-
inent medical journals. Thus, the experiment was widely known
in medical circles. As late as 1969, a committee from the Cen-
ters for Disease Conrrol examined the study and decided to
continue it. Three years later, a USPHS worker, who was not a
physician, leaked details about it to the press. Media disclosure
and the subsequent public outrage led to the termination of the
study and ultimately to the National Research Act of 1974,
This act, established to protect subjects in human experimenta-
tion, mandates institutional review board approval of all feder-
ally funded projects with human subjects.

After the study had been exposed, many black people
charged that it represented “nothing less than an official, pre-
meditated policy of genocide.”*5 This was neither the first nor
the last time that the issue of genocide has been raised with
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regard to the relationship of African Americans and medical
research. It has been associated with the development of birth
control programs and with the sickle cell anemia screening pro-
grams of the 1970s.15-18

Most recently, both genocide and Tuskegee have come up in
connection with acquired immunodeficiency virus (AIDS). In
September 1990, an article entitled “Is it Genocide?” appeared
in. Essence, a black woman’s magazine. The author noted: “As
an increasing number of African-Americans continue to sicken
and die and as no cure for AIDS has been found some of us are
beginning to think the unthinkable: Could AIDS be a virus that
was manufactured to erase large numbers of us? Are they trying
10 kill us with this disease?”1? In other words, some members
of the black community see AIDS as part of a deliberate plort to
exterminate African Americans. The views of James Small, a
black studies instructor at City College of New York exemplify .
this position. “Our whole relationship to {whites] has been of
[their] practicing genocidal conspiratorial behavior on us, from
the whole slave encounter up to the Tuskegee Study,” Small

" contends. “People make it sound nice, by saying the Tuskegee

‘study’, but do you know how many thousands and thousands
of our people died because of that?”*?

It would be a mistake to dismiss such ideas as those of a
paranoid extremist. In 1990 a survey conducted by the South-
ern Christian Leadership Conference found that 35% of the
1,056 black church members who responded believed that
AIDS was a form of genocide.2® The legacy of Tuskegee has
also influenced the wariness that many African Americans
maintain toward needle exchange programs.2h?

“The Tuskegee Syphilis Study symbolizes for many African
Americans the racism that pervades American institutions,
including the medical profession. A lastng legacy of the study is
African Americans’ distrust of medical researchers. Dr. Stephen B.
Thomas, director of the Minority Health Research Laboratory
at the University of Marytand—College Park, laments,
“Although everyone may not know the specifics of the Tuskegee
experiment, they have enough residual knowledge of it so that
they mistrust government-sponsored programs, and this results
in a lack of participation in [AIDS] risk-reduction efforts.”t?
Alpha Thomas, a Dallas health educator, University Hospital,
often confronts the legacy of Tuskegee. She notes that “so many
African American people that I work with do not trust hospi-
tals or any of the other community health care service providers
because of that Tuskegee Experiment. It is like . . . if they did it
then they will do it again.”*°

The strengthening of safeguards and the reforms in research
standards thar followed the public disclosure of the abuses of
the Tuskegee Syphilis Study have been insufficient to change
African Americans’ historically based fears of medical research.
These apprehensions contribute to the low enrollment rare of

African Americans in clinical trials.?3 A 1989 study conducted
by pharmacologist Craig K. Svensson demonstrated the under-
representation of African. Americans in clinical trials. He
reviewed 50 clinical trials for new drugs that had been pub-
lished in Clinical Pharmacology and Therapeutics for the three-
year period 1984-1986. He discovered that the percentage of
black subjects was less than their percentage in the cities in
which the research was conducted and less than their percent-
age in the general population of the United States, More recent
studies confirm this underrepresentation of African Americans
in clinical trials for AIDS drugs.2+23

Why this underrepresentation of black people? As one physi-
cian has put it, “We're battling centuries of mistrust based on
historical actions of the very institutions involved,”26 The atti-
tudes and practices of medical researchers towards African
Americans also cannot be discounted. Once at a job interview, 1
was told that black people are not included in clinical studies
because “it is a well-known fact that they are noncompliant.”
Furthermore, in the past, most clinical researchers have used
white men as the standard or norm from which to extrapolare
data to the rest of the population. Young white men were pre-
sumed to be 2 homogenous population that had fewer con-
founding facrors. Members of minority groups and women were
frequently excluded from clinical studies. However, federal
guidelines now call for the inclusion of these groups in stdies
unless a compelling feason exists for their exclusion. '

Does it matter that African Americans have been excluded
from therapeutic drug trials? In the case of the Tuskegee Syph-
ilis Study, clearly the inclusion of the men in a nontherapeutic
experiment was detrimental to their health; today, however,
exclusion from a therapeutic one may be harmful. For example,
recent studies suggest that there are racial and gender differ-
ences in the therapeutic efficacy of some drugs.>$2728 In addi-
tion, it is crucial to have African Americans participate in
clinical and public health studies that examine diseases and
conditions that disproportionately affect them.

The researchers associated with the innovative research-strat-
egy to examine preterm delivery in African-American women
recognize that a historically-based mistrust still influences Afri-
can Americans’ perceptions of biomedical research. They under-
stand that these attitudes represent a significant research
.obstacle. These researchers have chosen not o cavalierly dismiss
this legacy of distrust but to confront it: They have acknow!-

edged thar the voices and experiences of African-American
women are crucial for the project’s success. In a radical depar-
ture from traditional scientific studies, the investigators have
actively solicited advice about the study from the African-
American lay community. Their goal is to develop a collabora-
tive research study that is conducted with African-American
people, not or them. The efforts of these researchers are a sig-
nificant step in eroding the legacy of discrust that has so pro-
foundly shaped the relationship of African Americans to
medicine.
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