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Uses and Abuses of Tuskegee 

T 
he Tuskegee syphilis study has 
come to symbolize the most egre- 
gious abuse of authority on the part 

of medical researchers. Tuskegee has also 
come to serve as a point of reference for 
African Americans distrustful of those 
with power, emblematic of the history of 
a people enslaved and then subject to so- 
cial, legal, and political oppression after 
the end of  formal servitude. When 
Tuskegee as a symbol of research abuse 
and racial oppression are merged, a po- 
tent device is at hand for uncovering pro- 
found social injustice (I). When, howev- 
er, the legacy of Tuskegee is incautiously 
invoked, it can serve to make considera- 
tion of complex matters involving re- 
search with socially vulnerable people all 
but impossible. 

To understand both the uses and abuses 
of Tuskegee requires that we understand the 
story of what happened in rural Alabama 
between 1932 and 1972. As Dart of its study 

Although Tuskegee was a study that the 
PHs adapted to changing circumstances, it 
is possible to derive three features that 
characterize the consistent research abuses 
that occurred. First, the study involved de- 
ceptions regarding the very existence and 
nature of the inquiry into which individuals 
were lured. As such, it deprived those seek- 
ing care of the right to choose whether or 
not to serve as research subjects. Second, it 
entailed an exploitation of social vulnera- 
bility to recruit and retain research sub- 
jects. Third, Tuskegee researchers made a 
willful effort to deprive subjects of access 
to appropriate and available medical care 
as a way of furthering the study's goals. 

Thus viewed, Tuskegee touched on is- 
sues central to research ethics and can 
serve as a standard against which to judge 
contemporary examples of research abuse. 
But, as a historical event involving the ex- 
ploitation of African Americans that en- 
tailed the examination of a racist thesis, the 

of the long-term ef- 
fects of syphilis, the 
United States Public 
Health Service (PHS) 
denied treatment to 
399 poor African 
American men suf- 
fering from the ter- 

Within weeks of the 
first news reports of 
Tuskegee, the Afri- 
can American press 
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tiarfeffects of the and African ~ m e r i -  
disease. Researchers can political leaders 
and physicians in- began to view a host 
volved in Tuskegee of medical and pub- 
chose not to inform lic policy issues 
the study's partici- through the lens of 
pants that they were Tuskegee (3). "Tus- 
infected with syphilis kegee," which quick- 
or educate them re- ly became a meta- 
garding its treatment phor for genocide, 
or prevention. ~ ~ ~ h ~ ~ ,  Remorse. President Clinton apologized to the vic- crystallized a history 
they lured men to the t i m ~  of theTuskegees~~hilis study 16 May of medical neglect 
study by offering free treatment for "bad and abuse that was a consequence of social 
blood"'-a generic term that referred to a and political disempowerment (4). In this ar- 
variety of ailments. The PHS thwarted all ticle, we examine the uses and abuses of 
efforts the men made to receive treatment Tuskegee in three highly visible AIDS-related 

$ from other sources. When penicillin dramat- debates, which spanned the past decade. 
3 ically altered the treatment of syphilis in the Needle exchange. The provision of ster- 

1940s, the PHS withheld it, arguing that ile injection equipment to intravenous drug 
never again would they find such a group of users has been proposed as a way of inter- - s untreated individuals (2). rupting the spread of HIV infection since 

2 
5 

the mid-1980s (5). Wherever needle ex- 
!! change vrograms emerged African Ameri- - .  - - .  8 The authors are in the Program in the History of Pub- can leadership gave voice to their dismay - 
!z lic Health and Medicine. Division of Sociomedical Sci- 
2 ences, The Joseph L. Mailman School of Public Health, and fury, rooted in suspicions that the failure 
g Columbia University, NewYork, ~~10032-2625,  USA. to provide adequate treatment to drug users 

represented a form of genocidal neglect (6). 
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In New York City, because of political op- 
position to needle exchange from both law 
enforcement proponents and the African 
American community, the city's health com- 
missioner was compelled to present his 1988 
needle exchange effort as a small experiment 
designed to determine whether such a radical 
innovation could reduce the incidence of in- 
fection among drug users without encourag- 
ing drug use (7). Ironically, the very political 
cover that the experiment was designed to 
provide set the stage for the charge of 
"Tuskegee." In denouncing the experiment, 
Benjamin Ward, the City's African American 
Police Commissioner, alluded to the 
Tuskegee syphilis trials when he explained 
that his community felt "a particular sensi- 
tivity to doctors conducting experiments, and 
they too frequently seem to be conducted 
against blacks" (8). Reverend Reginald 
Williams echoed his sentiments, combining 
the imagery of Tuskegee and genocide: 
"Why," he demanded, "must we again be the 
guinea pigs in this genocidal mentality?'(9). 

When David Dinkins, long opposed to 
needle exchange, became the city's first 
African American mayor, he almost imme- 
diately ended the trial. Yet by the mid-1990s, 
the intense African American opposition to 
needle exchange had all but vanished- 
eroded by the apparent effectiveness of such 
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efforts and by the fragmentation of opinion 
among African American leaders. As 
Tuskegee ceased to sei-ve as a tool for ciitics 
of needle exchange it increasingly becaine a 
symbol for the advocates of such efforts. It 
was in this context that a furious debate 
emerged when the NIH funded a clinical tri- 
al in Anchorage, Alaska, to determine 
whether over-the-counter sale of injection 
equipment-a practice permitted in Alaska 
but prohibited in many jurisdictions with se- 
rious drug problems-was more effective 
than formal needle exchange programs. 

In October 1996; ~ e t e r ~ i r i e  and Sidney 
Wolfe, pl~ysicians at Ralph Nader's Public 
Citizen's Health Research Group. sharply 
attacked the S2 .4  million study. They 
charged that the study was "deceptive" in 
failing to inform participants of the relative 
benefits of the needle exchange and that it 
'"actively prevented' [those assigned to the 
pharmacy arm] from obtaiili~lg access to 
clean needles tlrough the needle exchange" 
(10). Equally troubling, one of the study's 
measures of efficacy-the incidence of hep- 
atitis B infectio11-was utterly preventable 
by a vaccine. Lurie and \Volfe concluded, 
"The parallels hhre to the Tuskegee Syphilis 
Study . . . are clear" (11). In an unprecedent- 
ed reaction, NIH director Harold Varlnus 
suspended the study pending review by an 
outside committee, which concluded that 
the study was no Tuskegee, describing the 
critique of the study as "misunderstanding, 
mischaracterization, or both" (12). 

With the study set to move forward, 
bioethicists Arthur Caplan and George An- 
nas continued the attack, maintaining that 
the study amounted to allowing re- 
searchers to "stand by and observe as their 
subjects develop devastating diseases that 
could be prevented.'' "This," they contin- 
ued "is the lesson learned in the notorious 
Tuskegee syphilis study.. . . It is not ethi- 
cally acceptable to learn froin the misery 
of the vulnerable without protecting them 
from known risks of serious harm" (13). 

Both iterations of the needle exchange 
debate revolved around pressing questions 
of fairness in dealing with vulnerable pop- 
ulations. However, the charge of the 
Tuskegee-like abuse of research subjects 
was inappropriate in each instance. The 
failure to provide adequate treatinent op- 
tions for drug addiction, central to the 
complaint of African American opponents 
of needle exchange, most certainly repre- 
sents tragic neglect and an example of 
gross inequity. But not all injustices are the 
equivalent of those represented by 
Tuskegee. Whereas in Tuskegee the PHs 
used the social circumstances of poor Afri- 
can American men to manipulate thein into 
a study that would deprive them of treat- 
ment, proposals to provide sterile injection 

equipment seek to address the vulnerable 
sihlation of those exposed to HIV by offer- 
ing a potentially life-saving intervention. 

Strong as is the evidence for the relative 
efficacy of needle exchange: the failure to 
establish such programs also does not con- 
stitute Tuskegee-like abuse. Those who 
were to be enrolled in the Alaska study 
would not suffer covert manipulation de- 
signed to deprive ipdividuals of access to 
potentially effective care. Only insofar as 
the oiiginal study failed to offer hepatitis B 
vaccination to participants did it arguably 

that when she first learned of the CDC 
studies in May 1993, she "was just so as- 
tounded. This was the Tuskegee experiment 
all over again" (1 6). 

Arthur Amman; a professor of pediabcs 
at the University of Califoinia and head of 
the Pediatric AIDS Rcsearch Foundation 
echoed her view. "The maintenance of 
anonymous test results at a time when treat- 
ment and prevention are readily available," 
he obsei~ed "will be recorded in history as 
analogous to the Tuskegee 'expeiiment"'(l7, 
18). But unlike Mayersohn, he opposed 

Editorial comment. Cartoon f rom 27 July 197 
Constitution. 

involve an ethical lapse-a lapse addressed 
by the NIH despite the recolnmendations of 
its ethical review pailel. But that lapse, in 
and of itself, did not constitute the kind of 
abuse represented by Tuskegee. 

Blinded seroprevalence studies. Be- 
ginning in 1988, health departments: with 
the support fro111 the U.S. Centers for Dis- 
ease Control and Prevention (CDC), con- 
ducted studies of HIV infection in the pop- 
ulation by testing blood samples, stripped 
of all personal identifiers. When subject to 
ethical review, experts deemed such screen- 
ing unproblematic (14). As it involved sam- 
ples of blood not identifiable individuals, 
informed consent \ a s  considered .unneces- 
sary (15). However, anonymization preclud- 
ed notification of infected individuals. 

As early clinical intervention became 
the standard of care, these studies came un- 
der attack. Notably, it was only those stud- 
ies involving \omen and infants that drew 
the critical challenge. Nettie Mayersohn, a 
deinocratic representative in the New York 
State Asseinbly who believed infected ba- 
bies-most of whom were the children of 
poor, minority women-had a right to test- 
ing and treatment. She therefore advocated 
mandatory newborn testing. She explained 

mandatory testing. 
On a federal level, Mayer- 
sohn's challenge was mir- 
rored by Congressional 
Representative Gary Ack- 
ennan. In Mav 1995 he un- 
veiled legislation to un- 
blind the CDC newborn 
seroprevalence study (18). 
For Acke~man: it was sim- 
ply unacceptable that un- 
co~lsented testing continue 
in a context precluding no- 
tification (19). His New- 
born Infant HIV Notifica- 
tion Act carried the support 
of 220 House members, in- 
cluding 3 1 members of the 
Congressional Black Cau- 
cus, some of who withdrew 

2, The Atlanta their endorsement as the 
question of n~andatoiy test- 
ing came to dominate. 

Speaking before the House Colnmerce 
Committee, Ackerman warned, "There 
was one point in our society, a 1-ery dark 
day when people were allowed to walk 
around after being tested with a dread dis- 
ease just so the medical establishment 
could.. .see what happens. .." (20). In re- 5 
sponse to the broad support behind Acker- 5 
man's Newborn Infant HIV Notification 
Act, the CDC-opposed to mandatory $ 
testing-preeinpted Ackerman's proposal $ 
and announced it would suspend the new- 5 
born serosurvey, effective 12 May 1995. 
Ackerman angrily alleged that the CDC 2 
was driven by the simple desire to avoid ij 
the taint of Tuskegee (21). 2 

Changing therapeutic prospects ap- S 
peared to alter radically the context of $ 
blinded testing, lending credib'ility to the 6 
charges of "Tuskegee." However, neither 8 

5 the CDC nor state public health depart- 
inents engaged in blinded testing made ef- 5 
forts to deprive individuals of the opportu- 
nity for voluntary testing. Nor was there 2 
an effort to divert women who sought di- 
agnostic testing from treatment for them- $ 
selves or their infants. The very purpose of 
the studies was to identify populations at $ 
increased risk for HIV so that efforts to 5 
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identify individuals in need of  care could 
be giken the greatest priority. 

Third World HIV Prevention Trials. In 
February 1994, the Data Safety and Moni- 
toring Board of the U.S. National Institute 
of Allergies and Infectious Diseases inter- 
rupted AIDS Clinical Trial Group (ACTG) 
Study 076 (22).  The preliminary data re- 
vealed a statistically significant and dramat- 
ic difference in vertical HIV transmission 
rates from mothers to their newborns, be- 
tween \iromen who received the active regi- 
men and the placebo group. 

The regimen quickly became the stan- 
dard of care in industrialized nations, where 
no trial &at would deny access to the 
ACTG 076 regimen or to a potentially 
equivalent intervention would satisfy the re- 
quirements of ethical reviebir. In developing 
countries, however, the costs of the 076 regi- 
men ($800 for the drug alone) put it out of 
reach. It \as, therefore, a matter of some ur- 
gency that trials begin to determine whether 
radically cheaper alternatives could reduce 
maternal-fetal HIV transmission. The CDC 
and NIH launched nine placebo-controlled 
trials, all subject to careful ethical review, in 
developing countries. 

Nevertheless, on 18 September 1997, 
Marcia Angell, executive editor of the Ne~v 
England Jozlrnal of Medicine, denounced 
the placebo-control trials in Africa, Asia, 
and the Caribbean. Citing the Declaration of 
Helsinki for authority, she noted that control 
groups had to be provided with the best cur- 
rent therapy, not simply that which was 
available locally. Taking her lead from Lurie 
and Wolfe, who first drew the coinparison to 
Tuskegee in regard to the Third World stud- 
ies as they had in Alaska, she argued "The 
justifications are reminiscent of  those for 
the Tuskegee study: Women in the Third 
World would not receive antiretroviral treat- 
ment anyway, so the investigators are simply 
observing what would happen to the sub- 
ject's infants i f  there were no study." 

Hobirever problematic the efforts to ob- 
tain informed consent in the Third World 
investigators clearly made efforts to inform 
the enrolled women that they would be part 
of a study to reduce maternal transmission 
o f  HIV and that some would receive a 
placebo. No attempt was made to exploit 
the social vulnerability of  the women in- 
volved. Indeed, it was the very poverty of 
the nations within which these women 
lived that served as the predicate for the 
challenged studies. Only to the extent that 
these women could be said to have a realiz- 
able claim on the care available in industri- 
alized nations would the conduct o f  a 
placebo control trial have mirrored the de- 
privation of  Tuskegee. But then any trial to 
find a cheaper and potentially less effective 
regimen-whether placebo controlled or 

not-birould have been unethical as well. To 
the extent that the search for a less costly 
and potentially less effective intervention 
could be justified by the desperate need to 
find affordable interventions, the analogy 
to Tuskegee entailed a gross distortion. 

Yet to the extent that women in poor 
countries have a moral-as contrasted with 
a realizable--claim on the care available to 
women in industrialized nations. critics 
helped to underscore the profound injustice 
that characterizes the world distribution of 
medical resources. Unfortunately, the invo- 
cation o f  Tuskegee launched a furious 
methodological debate that diverted atten- 
tion from an analysis of the very poverty 
and inequality that necessitated the chal- 
lenged studies. 

Conclusion. When we understand 
Tusltegee as  emblematic of  a history o f  
racism and the experieilce of  social, eco- 
nomic, and political disempowerinent, its 
legacy does inuch to explain the atmosphere 
of  mistrust that surrounds research, espe- 
cially when the subjects of study are poor, 
~ulnerable, and are the potential targets of 
exploitation. That legacy is especially help- 
ful in explaining the profound suspicions 
expressed by African Americans when the 
prospects of medical experimentation pre- 
sent themselves. Thus understood, Tuskegee 
underscores the ilnpol-tance of carefully and 
sensitively seeking to establish trust where it 
is absent or where historical experience has 
shattered it. As important, Tuskegee can 
draw our attention to the inevitable moral 
challenges that will emerge when research 
involves those who are socially vulnerable. 

But for Tuskegee to sene as a useful anal- 
ogy for illuminating research abuse, the chal- 
lenged study must meet some reasonable, 
general criteria. It must involve deception 
regarding the nature and very existence of 
the research study, it must capitalize on social 
deprivation or vulnerability, and not only 
must it fail to provide the best available effec- 
tive therapy but it must also conhive to keep 
individuals from receiving such therapy. 

The past decade has demonstrated that 
the charge of "Tuskegee" i s  extremely effec- 
tive in riveting public attention, but just as 
research demands of  its practitioners that 
they adhere to standards of moral responsi- 
bility, challenges to research carry with 
them certain moral obligations. Those who 
would use Tuskegee to indict research ef- 
foi-ts bear responsibility for how they deploy 
the legacy of that awful historical episode. 

While Tuskegee can stimulate produc- 
tive reflection on questions of social justice, 
its reckless invocation risks derailing seri- 
ous and sustained discussion of the dilem- 
mas posed by research with k~~lnerable pop- 
ulations. Ironically, it can also make current 
research abuses pale in conlparison to the 

historical syphilis study, thus minimizing 
their gravity. The abuse of  Tuskegee has 
consequences not only for present discus- 
sion, but also for the past. It threatens to rob 
Tuskegee of its unique value and meaning. 
It misuses the memory of the 399 African 
American men whose most basic rights 
were violated for 40 years. In so doing, it di- 
minishes the significance of their suffering. 
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