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CHAPTER ONE

The Tuskegee
Experiment
and Henrietta
Lacks

In 1932 a government agency called the US Public Health
Service (PHS) organized a medical study involving syphilis, a
sexually transmitted disease that can kill those who have it.
The study centered on the small Alabama town of Tuskegee
and was carried out at a clinic on the campus of a Black col-
lege called the Tuskegee Institute. The PHS recruited 600 men
from the area to take part in the study. Of these men, 399 had
syphilis. All were African American; virtually all were poor and
uneducated. Study participants were offered medical care,
rides to and from the clinic, meals on days when they were be-
ing given examinations, and burial stipends to be paid to their
survivors should any of the participants die during the study.
Everyone involved in planning the study knew that the re-
search was not about curing the men who had the disease. At
the time, there were no truly effective treatments for syphilis.
The only available protocols involved poisonous substances
such as arsenic and mercury. These treatments were painful
and led to unpleasant side effects. As one expert put it, the
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drugs offered “more potential harm for the patient than poten-
tial benefit.”® Nor did researchers aim to find a wonder drug that
would provide a cure. Rather, researchers were simply interested
in tracking the course of the disease in those it afflicted. There
was no expectation that the men who had syphilis would recover.
But that was not what the men recruited for the study were
told. Instead, the PHS promised prospective volunteers that they
would receive appropriate treatment for what ailed them. Recruit-
ment flyers explained that all volunteer subjects would be given a
physical examination. “After [the examination] is finished,” the flyer
continued, “you will be given a special
treatment if it’s believed that you are in
a condition to stand it.” The flyer ended “They just kept saying | had
with a veiled threat, printed in all capi- the bad blood. They never
tal letters: “REMEMBER THIS IS YOUR mentioned syphilis to me, not
LAST CHANCE FOR SPECIAL FREE even once.”®
TREATMENT.”
Moreover, evidence strongly sug- —Tuskegee experiment test subject
gests that the men were not told that Charles Pollard
the study was about syphilis. Charles
Pollard, one study participant, told lat-
er interviewers that he had been recruited because he had what
researchers called “bad blood”—a catch-all term within the lo-
cal Black community for ailments both serious and benign. “They
just kept saying | had the bad blood,” Pollard reported years later.
“They never mentioned syphilis to me, not even once.” And while
some study leaders disputed Pollard’s recollections, other doctors
involved in the research backed his account.

Tuskegee and Medical Ethics

From a perspective of medical ethics, the Tuskegee study was
severely flawed. Principles of medical ethics state that studies
should only be performed on people who have given informed
consent—that is, people who know what the study is about and
what their role in it will be. The Tuskegee syphilis study failed



This photo from the 1950s shows men who
were included in the Tuskegee, Alabama, syphilis
study. From a perspective of medical ethics, the
Tuskegee study was egregiously unethical.

to provide enough information to subjects to ensure that they
could make an informed decision about whether to participate.
Moreover, by not identifying syphilis as the focus of the study,
the researchers helped spread the disease through the commu-
nity. Study participants did not know that they could infect their
wives—and their unborn children, since syphilis can be transmit-
ted to a fetus if the mother has the disease—and so dozens of
women and children became syphilitic as well.

Matters grew considerably worse in the early 1940s, when
penicillin, an antibiotic, was used to treat syphilis for the first time.
It soon became evident that penicillin cured the disease and car-
ried few negative side effects. But those in charge of the Tuskeg-
ee study decided not to dose the men in their care with penicillin.
Instead, the study continued as before, with doctors recording
the inevitable health declines of the subjects who had syphilis.
“l hope that the availability of antibiotics has not interfered too
much with this project,”® commented Raymond Vonderlehr, one
of the study’s directors, in 1952 —making the goal of the experi-
ment clear.
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No one knows how long the study might have continued. But
in 1972 reporter Jean Heller published a story about the study.
Heller's account was met with shock and horror. For decades a
government health agency—an agency dedicated to promoting
health—had lied to these Black men about their medical condition
and denied them treatments known to be effective in fighting their
disease. Though study organizers initially tried to downplay the
immorality of the experiment, most observers remained aghast.
Journalist Harry Reasoner wondered how the PHS could be “only
mildly uncomfortable” with using “human beings as laboratory ani-
mals in a long and inefficient study of how long it takes syphilis to
kill someone.””

The Tuskegee study ended soon after Heller’s account ap-
peared. But the effects lingered. The federal government put to-
gether a panel of experts to review the study; unsurprisingly, the
panel concluded that the research was “ethically unjustified.”® A
lawyer sued the government on behalf of the men in the study and
their families, eventually settling for more than $10 million. In 1997
then-president Bill Clinton apologized to the few surviving research
subjects and to the families of all who had participated. “We can
stop turning our heads away,” Clinton said. “We can look at you in
the eye and finally say on behalf of the American people, what the
United States government did was shameful, and | am sorry.”

Henrietta Lacks

The Tuskegee research project is unfortunately far from the only
example of an unethical medical study. Another example is the
case of Henrietta Lacks. Born in Virginia in 1920, Lacks was Af-
rican American and poor. One of ten children, she was raised
mainly by her grandfather and attended school through only the
sixth or seventh grade. After she was married, she moved to Bal-
timore, Maryland. According to friends and relatives, Lacks en-
joyed cooking, adored her five children, and loved to dance. As
one of her cousins put it, “We’d just get out there [on the dance
floor] and shake and turn around and all like that.”"°



Denying Treatment in Tuskegee

As time passed, doctors both in and outside of the Tuskegee study realized that they
were not permitted to treat the subjects of the experiment in any meaningful way. Since
the purpose of the study was to examine the effects of syphilis, providing medication to
combat the men’s symptoms was forbidden, even for doctors not involved in the study,
because it might interfere with the study results.

Dr. Reginald James, who worked with syphilis patients as part of public health pro-

grams in the Tuskegee area from 1939 to 1941, remembered a nurse named Eunice Riv-
ers who told him to ignore the medical needs of study subjects. “He’s under study and
not to be treated,” James recalled Rivers saying when he wanted to offer treatment to
the men. James did not have much effective medication to offer; still, he found Rivers’s
attitude deeply distressing.

Similarly, after penicillin became available, the men were not told that it might be
helpful, which might have allowed them to leave the study and seek effective medical
care elsewhere. Throughout the experiment, researchers made it abundantly evident that
the validity of their study took precedence over the health of their subjects.

Quoted in James H. Jones, Bad Blood. New York: Free Press, 1981, p. 6.

In 1951, however, Lacks began experiencing acute abdomi-
nal pain and bleeding. She went to Johns Hopkins Hospital in
Baltimore—one of the most prestigious hospitals in the country,
and one of the few in the Baltimore area that would treat Black
people—where she was told that she had cervical cancer. Lacks
told her family members that there was nothing to worry about.
“Doctor’s gonna fix me right up,”"" she assured her husband and
children. She was treated with radium, a radioactive element that
despite serious side effects was known to kill cancer cells. How-
ever, Lacks died on October 4, 1951, less than a year after her
diagnosis.

But even though Lacks was dead, some of her cells were
still alive. During her visits to Johns Hopkins, doctors had taken
samples of Lacks’s malignant cells and given them to medical re-
searcher George Gey. George and his wife, Margaret Gey, were
attempting to grow cancerous cells outside the human body. If they
could find a way to do so, they would be able to run experiments

12
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