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On May 16 1997, before a group of people assembled in the East Room of the White House, then President Bill Clinton uttered the following words: 

“. . . today America remembers the hundreds of men used in research without their knowledge and consent.  We remember them and their family members.  Men who were poor and African American, without resources and with few alternatives, they believed they had found hope when the United States Public Health Service offered them free medical care.  They were betrayed.  


Medical people are supposed to help when we need care, but even once a cure was discovered, they were denied help, and they were lied to by their government.  Our government is supposed to protect the rights of its citizens; their rights were trampled upon.  Forty years, hundreds of men betrayed, along with their wives and children, along with the community in Macon County, Alabama, the City of Tuskegee, the fine university there, and the larger African American community.


The United States government did something wrong – deeply, profoundly, morally wrong.  It was an outrage to our commitment to integrity and equality for all our citizens.”


President Clinton was referring, within the context of making an apology, to what has been described in the New York Times on July 26, 1972 as “the longest non-therapeutic experiment on human beings in medical history.”  The official name of this 40 yearlong study was “The Tuskegee Study of Untreated Syphilis in the Negro Male.”  The study was initiated and directed by the United States Public Health Service, later in conjunction with the Centers for Disease Control.  The study’s objective was to observe the course of the disease in the subjects and to perform autopsies on the bodies of deceased subjects.  


Although reports on the study were published in a variety of leading medical and scientific journals during this 40-year period, not until a former USPS employee leaked the story to a reported in 1972 was the study ended.  This employee, Peter Buxton, had attempted to get his superiors to end the study and went to the press only after his efforts at working within the system produced no results.


 The reaction to this news resulted in many denunciations of the study, hearings before Congress, and settlement of a lawsuit that paid sums ranging from $37, 500 to $5,000 to the study’s subjects and their families.  Additionally, the federal government paid several million dollars to cover medical care for the surviving subjects and their families.  


Over the years since the study was ended by the Secretary of Health, Education, and Welfare, Casper Weinberger, on November 16, 1972, an ethical consensus emerged in which most commentators agreed that the study involved three consistent research abuses.  

“First, the study involved deceptions regarding the very existence and the nature of the inquiry into which individuals were lured.  As such, it deprived those seeking care the right to choose whether or not to serve as research subjects.  Second, it entailed an exploitation of social vulnerability to recruit and retain research subjects. 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."


Let’s take these charges in turn.  First, the subjects were not told and were not aware that they were involved in a study nor were they told that they had syphilis.  According to a report issued by the Tuskegee Syphilis Study Legacy Committee, a report that apparently contributed to President Clinton’s decision to apologize: 

"The physicians conducting the Study deceived the men, telling them that they were being treated for 'bad blood.'  However, they deliberately denied treatment to the men with syphilis and they went to extreme lengths to ensure that they would not receive therapy from any other source.  In exchange for their participation, the men received free meals, free medical examinations, and burial insurance." 
 


These extremely poor and uneducated Black men, most of whom had never been to a doctor, were led to believe that they were receiving medical therapy and so that they were agreeing to something aimed at maintaining and/or restoring their health.  This was false.  At one point in the study, the investigators decided that they needed to collect spinal fluid from the men, a painful procedure that would provide information about the progress and state of the disease but which had no therapeutic value for the men.  This procedure was deliberately and explicitly represented to the subjects as their last opportunity to obtain important medical therapy for free for their so-called “bad blood.”  A diagnostic procedure was intentionally misrepresented as a therapeutic procedure.  The men were not told that autopsies would be performed on their bodies and their relatives were induced to agree to this by being offered funds to cover the costs of burial.  Many otherwise could not afford even a pauper’s grave.  


Second, these men were illiterate, poor, and inclined to trust medical and governmental authorities representing themselves as the men’s benefactors.  The offers of free medical care, burial insurance, and the like provided the subjects with highly valued resources to which they would otherwise have no access.  An offer of this kind would be irresistible to rational persons in their situation.  Because they were illiterate, the men had no way of gaining information about their condition or about the nature of the alleged therapies they were being offered for free.  Dr. Sidney Olansky, who directed the study from 1950 – 1957, stated that: “The fact that they were illiterate was helpful too, because they couldn't read the newspapers."
  From the standpoint of the investigators, these men represented a unique opportunity to learn the natural history of syphilis, an opportunity that was unlikely to occur again, and they did what they believed was necessary to capitalize on it.


Third, when the study began the standard treatment for syphilis “. . . consisted of painful injections of arsenical compounds, supplemented by topical applications of mercury or bismuth ointments.  Although this therapy was less effective than penicillin would prove to be, in the 1930s every major textbook on syphilis recommended it for the treatment of the disease.”  At first, these treatments were administered to the men but in dosages that were regarded as insufficient to have any therapeutic effects.  Soon though even this was discontinued and the only treatment given was a pink aspirin pill.  

Concerning denial of treatment, one commentator writes: "One of the most chilling aspects of the experiment was how zealously the PHS kept these men from receiving treatment.  When several nationwide campaigns to eradicate venereal disease came to Macon County, the men were prevented from participating.  Even when penicillin was discovered in the 1940s, the first real cure for syphilis, the Tuskegee men were deliberately denied the medication.  During World War II, 250 of the men registered for the draft and were consequently ordered to get treatment for syphilis, only to have the PHS exempt them.  Pleased at their success, the PHS representative announced: 'So far, we are keeping the known positive patients from getting treatment."

This ethical consensus has been attacked in two recent scholarly essays: one published in March 2000 in the Archives of Internal Medicine and entitled, “Unraveling the Tuskegee Study of Untreated Syphilis,”
 and the other published in Perspectives in Medicine and Biology in Autumn of 1999 and entitled, “The Scientific Environment of the Tuskegee Study of Syphilis: 1920-1960.”
  The challenge to the ethical consensus around the Tuskegee Study posed by these essays consists in a number of claims.  

1. The study was not racist because studies involving withholding of treatment for syphilis from white men had been conducted prior to the Tuskegee study, the Tuskegee study involved black medical professionals, black medical professionals in Macon County were aware of the study and offered no objection to it, and white medical professions who had been involved in philanthropic medical work on behalf of African Americans also offered no objection.  

2. To condemn the study because informed consent was not obtained f is anachronistic because the “legal concept of informed consent was not formulated until 1957, a quarter century after the inception of the Tuskegee Study. The tradition of paternalistic secrecy in the doctor/patient relationship  was enunciated in the Hippocratic Corpus, and there were no generally accepted ideas before World War II about what information physicians were obliged to give their patients.”

3. Withholding treatment from the men was not immoral because doubts existed about the efficacy of the treatments that were standard before the general availability of penicillin, especially in the late stages of the disease, and because some evidence indicated that, in many instances, untreated syphilis eventually became non-infectious and posed no serious health threats to persons infected.  These treatments for syphilis were beyond the financial means of the subjects anyway and so they would have gone untreated in any case.  Furthermore, prior to 1960, scientists were apprehensive about using penicillin in patients in the final stages of syphilis and cure of late stage syphilis was improbable anyway even with penicillin.  

Let’s take these challenges in turn.  First, while white men were involved as untreated subjects in studies of late stage syphilis, no known such study persisted as long as the Tuskegee study and no such study occurred after the Tuskegee study was initiated.  The fact remains that the longest non-therapeutic medical study of human subjects was perpetrated only on black men.  No other group has deliberately been put at this kind of risk for so long.  Yes, black medical professionals did participate in the studies and, yes, they did fail to object to it.  This establishes nothing about whether the study was racist.  Groups subject to mistreatment have often had to endure the cooperation of some of their own members with their oppressors.  Sometimes such cooperation is self-serving while other times it is misguidedly meant to be altruistic.  In any case, the fact remains that an overwhelmingly white medical establishment initiated this study, kept it hidden from the public, prevented these men from getting treatment from outside sources, and deemed the study an opportunity too valuable to be allowed to pass.  

By my lights, the most disturbing feature of this challenge to the moral consensus surrounding the Tuskegee study, is its implicit assumption that medical scientists and practitioners are somehow unaffected by the larger social context in the ways that ordinary people are.  Let’s remind ourselves of the racial environment at the inception of the study.  In the late 19th and early 20th centuries, white medical professionals were concerned to the point of obsession with what they regarded as anatomical defects in the bodies of black people.  As Gregory Pence notes in his examination of the study, “Although comparable defects in white patients went unreported, defects in black patients were described in great detail in medical journals and became the basis for sweeping conclusions . . .”   Black people were routinely described as sexually overdeveloped and, as a consequence, intellectually undeveloped.  The accounts of black anatomy and physiology in the medical journals of the day provide ample evidence that physicians and other scientific researchers were no less guilty of accepting and advancing anti-black racial stereotypes than their lay counterparts.  Even after the many gains in the social standing and circumstances of black Americans generated by the civil rights movements of the 1950s and 1960s, the majority of positions of power and authority were, right up to and past the time when the study ended, occupied by men who were socialized and schooled to believe in the inferiority of blacks.  Time and again, historians of science have shown that even when they adhere scrupulously to the standards of scientific rigor of the day, scientists are prone to accept the racial ideology of the day and to structure their scientific work in ways that support that ideology or which at least do not pose any significant challenges to it.  Implicit in this first challenge to the moral consensus surrounding the Tuskegee study is what I believe to be an untenable assumption that somehow scientists, like those involved in the study, were not as much a product of the racist environment around them as their lay peers.  Little evidence exists to support this view and much exists to refute it.

As for the second challenge, the claim that it is anachronistic or presentist to criticize the study because the concept of informed consent had not been legally codified until 1957 strikes me as utterly misguided.  At most, what this entail is that by not getting the consent of the men, the researchers were doing something immoral that they did not know to be immoral.  Furthermore by 1947, the Nuremberg Code had been created in response to the atrocities committed by the Nazis in the name of medicine and science.  While the Code did note the importance of knowing the natural history of diseases and said nothing about how this knowledge was to be obtained, it also explicitly stated that failure to get the informed consent of human subjects in experimentation was immoral.  Moral obligations are not always codified in law, even when they should be.  It certainly does not speak well of the moral character of the investigators and authorities in the Tuskegee study that their moral sensibilities were unaffected, at least with respect to black people, by the Nuremberg Code and the lessons learned from the horrors of Nazism.  Finally, even if one accepts that the no duty of obtaining informed consent applies in this case, even before the Nuremberg Code, indeed since the days of Hippocrates, physicians have acknowledged a moral duty to act for the good of their patients and above all to avoid doing harm to their patients.  The investigators and authorities in this study instead made obtaining information about the natural history of syphilis in black men a matter of more importance than their well-being.  Even though the ethos of medicine, until fairly recently, was paternalistic, we must remember that a paternalist acts for the good of those over whom he is exercising control.  The good of these men seems rarely, if ever, to have entered the thinking of the folks responsible for this study.  

With respect to the alleged doubts about the efficacy of the treatments for syphilis that were standard prior to the general availability of penicillin, the medical establishment that evidenced such doubts with respect to treating the men in the Tuskegee study apparently did not doubt enough to object to these treatments being recommended as the proper way of dealing with syphilitic patients in every medical textbook of  very relevant medical textbook of the era prior to penicillin..  Why were their doubts about the efficacy of these therapies so potent in the one case and not the other?  Also, the Tuskegee study itself provided the investigators with an opportunity at least to attempt to determine whether penicillin, once it became available, was an effective therapy in late stage syphilis.  They had a population of men in late stage syphilis who were under their control.  No such attempt was made.  Why?  Again, apparently the opportunity to observe the natural history of this disease was their overriding concern.  And, one can even plausibly claim that the course of the disease was of less importance to the investigators than being able to view its effects by means of autopsy upon the deaths of the afflicted men.  Record keeping in the study was extremely shoddy and the principal investigators would be absent from participation in the study for years at a time.  If the course of the disease was so important, then why was there such a lack of rigor in record keeping?  I would suggest that what was of paramount importance to these researchers was the opportunity to examine the effects of untreated syphilis in the corpses of these black men.

The two essays challenging the ethical consensus about the racism and immorality of the Tuskegee study accept the conclusion reached by many commentators that contemporary African American mistrust of the medical establishment, manifested in low rates of participation in organ donation, blood donation, and preventive medicine programs, is traceable to their knowledge and assessment of the Tuskegee study.  The authors of these essays hope that by rehabilitating this study, a significant step towards dismantling that mistrust will be achieved.  My sense is that they are deeply mistaken.  While one cannot demonstrate with mathematical certainty that the Tuskegee study was immoral and racist, certainly the available evidence best supports the conclusion that it was.  A better step toward undoing black mistrust of the medical establishment would be open and forthright criticism of episodes of misconduct in medical research, open and forthright discussion of the steps that have been taken to prevent future instances, some effort to do reparative justice to the victims, and open and forthright willingness to admit that scientists, even when scrupulously adhering to the standards of scientific rigor of the day, are no less carriers of the prejudices of the time than their lay counterparts. Indeed, given the cultural authority that science often has here in the so-called West, this admission is especially important.
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