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Chapter 1
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Private Acts, Social Consequences


Seven years ago the Centers for Disease Control reported the existence in California of a pattern of extraordinary illnesses among young gay men whose immune systems had been so compromised that they had lost the capacity to combat a host of lethal diseases. These were the sentinel cases of what has since become a pandemic of potentially catastrophic dimensions. In the years since AIDS was first discovered, America has been compelled to confront a challenge that is at once biological, social, and political. The epidemic will continue to make its demands felt for many years to come, since what some had believed might be a short-lived episode like toxic shock syndrome or Legionnaire’s disease has proven to be quite different, and no end is in sight. Predictions of the ultimate toll in the United States over the next decades range into the hundreds of thousands. However this modern epidemic is brought under control, it is clear that no part of American social and political life will remain untouched.

It was in June 1981 that the Centers for Disease Control began to report the appearance in previously healthy gay men of diseases that in the past had occurred only in individuals whose immune systems had been severely compromised.1 It was in that month that Morbidity and Mortality Weekly Report, the CDC’s official publication, reported that between October 1980 and May 1981 five young men in Los Angeles had been diagnosed with pneumocystis carinii pneumonia. In an editorial note, the outcropping was termed “unusual.” The Report suggested, by way of explanation, “an association between some aspect of homosexual lifestyle or disease acquired through sexual contact and pneumocystis pneumonia in this population. Based on clinical examination of each of these cases, the possibility of a cellular immune dysfunction related to a common exposure might also be involved.”2

One month later, the CDC reported that in the prior thirty months Kaposi’s sarcoma, a malignancy unusual in the United States, had been diagnosed in twenty-six gay men in New York City and California.3 Eight of the patients had died within two years of diagnosis. In each of these cases two factors were striking: the youth of the victims—in the past, Kaposi’s had been reported only in elderly Americans—and its “fulminant course.”

On the first anniversary of the CDC’s first report MMWR published an update that documented reports of 355 cases of Kaposi’s sarcoma and/or serious opportunistic infections, especially pneumocystis pneumonia. Of these, 79 percent were either homosexual or bisexual. Among the heterosexuals, the dominant feature was a history of illicit intravenous drug use.4 One week later MMWR reported on a single cluster of cases in Los Angeles and Orange counties, California, in which there was the suggestion of “possible [personal] association among the cases.” A number of competing hypotheses were presented to explain the new syndrome, one of which involved an infectious agent.5

By mid-1984, the causative agent for AIDS was identified. Called HTLV-III by Americans and LAV by the French, the virus ultimately was to be named the Human Immunodeficiency Virus (HIV). A retrovirus, HIV had the capacity to integrate itself permanently into the genetic material of the cells it attacked, rendering the host individual infected for life. Years could elapse before the first clinical signs of disease. Yet in the asymptomatic state the infected individual could be transmitting HIV. Indeed, we now know that even before the first cases of AIDS had been discovered, a “silent epidemic” had commenced, many thousands having been infected and rendered infectious.

In June 1986, five years after the first AIDS reports, the United States Public Health Service estimated that between 1 and 1½ million Americans were infected with HIV.6 How many would ultimately develop AIDS or be afflicted with AIDS-related complex (ARC)—a range of disorders which, though typically less severe than those associated with AIDS, could on occasion be fatal—could not be known. The PHS estimated that between 20 and 30 percent would develop AIDS by 1991.7 Looking further into the future, the National Academy of Sciences and the Institute of Medicine predicted in 1986 that over the next five to ten years 25 to 50 percent of those infected would develop AIDS.8 By 1991, most agreed, upwards of 270,000 cases of AIDS would have been recorded since the first cases were noted a decade earlier, and 170,000 deaths would have been attributed to the disease.

Made at a time when just over 20,000 cases had been counted, the projections foretold a staggering set of events within the next years. Absent an unanticipated breakthrough, the development of a vaccine capable of protecting the uninfected, or a therapy capable of preventing viral replication in those already infected, the statistics of 1986 thus carried a grim message. Like an approaching tidal wave first perceived at a great distance, the vast anticipated exaction in suffering and death had about it a tragic inevitability.

What the more remote future might look like was more difficult to foretell, depending very much on the pace of scientific progress and, as important, on the success of efforts to slow the rate of new infection. But many sober observers were willing to draw a picture of great severity. Thomas Quinn of the National Institute of Allergies and Infectious Diseases declared in early 1985, “This illness now ranks as one of the most serious epidemics confronting modern times.”9 In her fall 1985 address to the Institute of Medicine, June Osborn, dean of the School of Public Health at the University of Michigan, told her audience, “We in the United States have a world-class epidemic on our hands, which we have exported so effectively that the rest of the world is only a little bit behind us.”10 Speaking of the potential global impact of AIDS, the Institute of Medicine and the National Academy of Sciences estimated that worldwide infection could be as high as ten million.11 In January 1987, Secretary of Health and Human Services Otis Bowen warned, “If we cannot make progress, we face the dreadful prospect of a worldwide death toll in the tens of millions a decade from now.”12 AIDS might indeed dwarf the earlier epidemics of smallpox, typhoid, and the Black Death. More apocalyptic was Stephen J. Gould, the popular but trenchant science writer and scientist who wrote in the Sunday Magazine of the New York Times that the AIDS epidemic could, before its end, fell one quarter of the globe’s population.13 Even when, within a year, the direst of these projections would be viewed as the product of undue alarm—at least for the advanced industrial world—none would deny that in the next years the United States would witness a grave medical and social challenge.

Like the epidemics of prior eras, AIDS has the potential for generating social disruption, for challenging the fabric of social life, for inspiring rash and oppressive measures, the more so since it has been indelibly marked in the United States by the social position of those who have borne the brunt of the disease in its formative period. Gay men and intravenous drug users have from the beginning comprised close to 90 percent of the cases. Increasingly a disease of the underclass, AIDS will in the future be affected by the cultures of the ghettos and will in turn have a profound impact on those cultures. As the disease spreads more rapidly among heroin users and their sexual partners, the color of those who fall victim will darken even further—as of 1987, 40 percent of all AIDS cases were black and Hispanic—thus adding another dimension to the perceived threat to society by the bearers of HIV infection, whether symptomatic or not.

In the face of this extended viral siege, American social institutions will be confronted with anxieties that may threaten the capacity to develop measured public policies based on reason and a scientific understanding of how HIV transmission occurs. The threat of AIDS may elicit Draconian measures and an unreasoned reliance upon coercion that could, while justified in the name of the public health, actually subvert the prospects of effective public health policy. Fear of how the rational exercise of public authority could ineluctably lead to repressive and counterproductive interventions may, on the other hand, immobilize those charged with the responsibility of acting to protect the public health. Will our capacity for social reason allow us to traverse a course threatened by irrational appeals to power and by irrational dread of public health measures? Will reason, balance, and a search for modest but effective interventions fall victim to a rancorous din? At stake is not only the question of how and whether it will be possible to weaken the viral antagonist, but the kind of society that America will become in the process. Statesmanlike leadership by public health officials based on a recognition of the importance of restraint in the exercise of their power will be critical. So, too, will the development of social policies that reflect a recognition of the collective responsibility for meeting the needs of those who fall victim to AIDS and pursuing vigorously the daunting scientific challenge posed by the AIDS virus. Only if this challenge is met can success be expected in eliciting the cooperation of those who are socially vulnerable and most at risk for HIV infection in the task of long-term behavioral change. Only if this challenge is met will it be possible to limit the toll of the epidemic in the years ahead.

Protecting the Realm of Privacy—Protecting the Public Health

The central epidemiological and clinical feature of AIDS, and the feature that makes the public health response to its spread so troubling for a liberal society, is that the transmission of HIV occurs in the context of the most intimate social relationships or in those contexts that have for nearly three-quarters of a century proved refractory to effective social control. The transmission of AIDS occurs in the course of sexual relationships, both heterosexual and homosexual, of childbearing, and of intravenous drug use. Fueled by the struggles of blacks, women, gay men, and lesbians, and the dedication and energy of civil rights and civil liberties organizations, over the past two decades the evolution of our constitutional law tradition, as well as our social ethos, has increasingly underscored the importance of privacy and of limiting the state’s authority in these realms. Against this constitutional tradition and social ethos, AIDS has forced a confrontation with the problem of how to respond to private acts that have critical social consequences.

Starting with the landmark 1965 case of Griswold v. Connecticut, in which the Supreme Court struck down Connecticut’s effort to prohibit the use of birth control devices by married couples, America’s highest tribunal, as well as many of the most important appellate courts in the nation, began to chart a course that resulted in the flowering of a jurisprudence of privacy.14 To those who sought to restrict the Court’s concern to the married, Justice Brennan had declared, “If the right to privacy means anything, it is the right of the individual, married or single, to be free from unwarranted governmental intrusions into matters so fundamentally affecting a person as the decision of whether to bear or beget a child.”15 When the Court went on to protect the possession of pornography in the home, it declared, in the words of Justice Marshall, “Whatever may be the justification of other statutes regarding obscenity, we do not think they reach into the privacy of one’s home. If the First Amendment means anything, it means that a state [may not tell an individual] what books he may read or what films he may watch. Our whole constitutional heritage rebels at the thought of giving government the power to control men’s minds.”16 For those who sought to press the Court still further, it was not the sanctuary of the home itself that was critical but the intimacy of the acts combined with the effort to shield them from the view of those who might be offended that created the right to invoke the protective mantle of privacy. “Granting that society can proceed directly against the ‘sexual embrace at high noon in Times Square’ an appeal to such extremes should not provide the pretext for withdrawing all constitutional protections from sexual conduct whenever the participants fail to hermetically seal their actions,” wrote Laurence Tribe, the liberal theorist of constitutional law.17 Whatever the “threshhold of harm” required of the state when it seeks to intrude upon intimate acts in public, the threshhold rises “when the conduct occurs in a place or under circumstances that the individuals involved justifiably regard as private.”18

Writing in 1980, fifteen years after the Griswold case, Kenneth Karst noted the sweep of the Court’s efforts to protect privacy. More than fifty cases dealing with matters such as marriage, divorce, family relations, and decisions about whether to bear children had been decided. What linked the cases despite their diversity was a single theme, “the freedom of intimate association.”19 For Tribe, whose scope of interest went much further than that of Karst, what was so striking was the way in which the Court had searched the Constitution’s language and spirit to provide justification for the expanding right of privacy. These rights had “materialized like holograms from ‘emanations’ and ‘penumbras’ … [and even] ‘shadows’ … of the First, Third, Fourth, and Fifth Amendments.” But wherever the constitutional grounds had been rooted, “they [had] inspired among the most moving appeals in the judicial lexicon.”20

This sweeping constitutional legacy, the product of a complex interaction of a liberal court, under the initial leadership of Earl Warren, with the broader social challenges of the 1960s and 1970s, left unanswered the fundamental question of just how far the protective mantle of privacy might be extended. But just as the definition of privacy had emerged out of the political matrix of a reformist era, it was clear that a more conservative social climate and a more conservative judiciary would produce a less expansive conception of a protected realm for the individual.

The Supreme Court had not even in its most activist phase extended to homosexuals the protection against state intrusion. It is therefore not surprising that in June 1986 a conservative Court under the leadership of Warren Burger upheld Georgia’s sodomy statute making homosexual acts a crime. Handed down by a bitterly divided tribunal in the fifth year of the AIDS epidemic, the decision in Bowers v. Hardwick denied that homosexuals had a “fundamental right … to engage in consensual sodomy.”21 Appeals to history, tradition, and the wisdom of the legislatures of the twenty-four states that outlawed homosexual conduct, even in private, were used to vanquish the claims of those who sought to extend the protections developed over two decades to gay men and lesbians.22 In his concurring opinion, Chief Justice Burger wrote, “To hold that the act of homosexual sodomy is somehow protected as a fundamental right would be to cast aside millennia of moral teaching.”23 It was in the dissent, written by Justice Blackmun and joined by three additional justices, that the jurisprudence of privacy found its voice. “If [the right to privacy] means anything, it means that before Georgia can prosecute its citizens for making choices about the most intimate aspects of their lives, it must do more than assert that the choice they have made is an ‘abominable crime not fit to be named among Christians.’”24 What the Court’s majority had failed to recognize was that “the right of an individual to conduct intimate relationships in the intimacy of his or her own home [is at] the heart of the constitution’s protection of privacy.”25

Paralleling the evolution of the Court’s development of a robust doctrine of privacy in the 1960s and 1970s was a growing appreciation among many students of the criminal law that the very effort to enforce such sanctions with regard not only to consensual sexual activity but to the use of drugs as well, required that the state’s agents engage in activities that were inherently corrupting. Filling jails with those arrested for the possession of drugs, alcoholics arrested for public drunkenness, and prostitutes had done little to resolve the problems besetting urban society but had strained severely the courts and prisons. The result was a “crisis of overcriminalization.”26

Among liberal theoreticians an implicit ideology of restraint emerged to reflect the newer perspective on the limits of the criminal law, and on the capacity of all agencies of social control to compel adherence to standards of personal behavior where no complainant existed. When framed in the diction of sociology, this ideology focused on the unintended negative social consequences of “labeling” deviant behavior.27 When framed by the concerns of law enforcement, it centered upon the “victimless crime.”28 Never fully and explicitly embraced, this perspective was, nevertheless, often reflected in the shifting strategies of social control and law enforcement. The sheer pragmatics of seeking to prevent the collapse of the criminal justice system under its own self-imposed burdens demanded such restraint.

While the law and jurisprudence of privacy evolved around sexuality, intimacy, and procreation, that centering on epidemic control remained largely frozen in time, the product of an earlier pattern of disease, a limited therapeutic capacity on the part of medicine, and a permissive standard of review by the courts when confronted by challenges to the exercise of the state’s “police powers”—the constitutional basis for government interventions when threats to the public health were posed. In the face of tuberculosis, smallpox, scarlet fever, leprosy, cholera, bubonic plague, and venereal disease, public health officials had been able to offer little but the blunt instrument of isolation and quarantine when they attempted to limit the ravages of disease. When brought before the courts, officials were typically vindicated, regardless of the exactions on liberty demanded by their intercessions. Deference to legislative decisions and administrative findings was the hallmark of the era. Looking back on the court cases decided early in the century from the vantage point of contemporary standards of constitutional law, legal scholars have noted a marked “preference for social control over individual autonomy,” in the earlier period.29

In 1901, for example, the Supreme Court of South Carolina, in a case that has become a celebrated instance of capitulation before unreasonable state authority, permitted the quarantine of an elderly woman suffering from anesthetic leprosy, though it acknowledged that there was “hardly any danger of contagion.” The woman had lived in the community for years, had gone to church, taught school, and conducted her social life without ever having transmitted her illness to others. Yet the court decided that it was “manifest that the Board [of Health] were well within their duty in requiring the victim [of the disease] to be isolated given the ‘distressing nature of her malady.’”30 It mattered little that this woman would be deprived of her freedom—no less so than if she had been arrested, charged, and found guilty of a crime. “The individual,” held the Supreme Court of South Carolina, “has no more right to the freedom of spreading disease by carrying contagions on his person than he has to produce disease by maintaining his property in a noisome condition.”31

In efforts to control venereal disease, state public health officials routinely detained prostitutes, subjected them to physical examinations, and often quarantined them on no greater showing of proof than that they were prostitutes and presumptively infected.32 That the women were of “infamous character” played no small part in such decisions. But these women were not alone. Though there were some exceptions, most notably the refusal of a federal appeals court to uphold the quarantine of an entire neighborhood inhabited by Chinese in San Francisco as a way of containing an outbreak of plague,33 the refusal of the courts to intercede in matters of public health followed naturally from the standard of judicial review applied.34 A showing of some reasonable relationship between the public health measures adopted and the unimpeachable goal of reducing the spread of infectious disease was all that was required.35

Into the 1950s and 1960s, in the few cases involving tuberculosis control, the courts continued to demonstrate deference to the determinations of state health officials seeking to maintain authority over “recalcitrants” who refused to take the medication that rendered them noninfectious.36 As late as 1966 a California court could grant the government plenary power in the face of disease by stating that “health regulations enacted by the state under its police power and providing even drastic measures for the elimination of disease … in a general way are not affected by constitutional provisions either of the state or national government.”37 But important changes in constitutional law would ultimately render such case law of limited precedential import. A radical transformation in judicial thinking, marked by a dramatic enhancement of due-process protection, would inevitably affect the willingness of the courts to tolerate restrictions on rights considered fundamental, even in the face of a modern epidemic.

Instead of deferring to legislative and administrative decisions, courts would exercise their power of review, demanding that government bear a heavy burden in justifying its impositions. Where “fundamental” rights were entailed, the standard of judicial examination that was to emerge would indeed be exacting. Under such circumstances the courts would apply the standard of “strict scrutiny” and would demand of the state that in seeking to achieve a “compelling state interest” it draw its restrictions “narrowly,” relying upon the “least restrictive” alternative necessary.38

But despite the emergence of this standard, what would remain—had to remain—a matter of controversy was the scope of the rights to be defined as fundamental. As in the case of “privacy” the task of defining would be essentially political, the product of the interaction between prevailing judicial philosophies and the broader social climate. As the AIDS epidemic produced sharp encounters over the exercise of the state’s public health authority, the courts would inevitably provide forums for struggles over the definition of the protected realm of fundamental rights. Precedent and the language of prior cases would structure the style and diction of the judicial decisions, but the outcomes would inevitably reflect the prevailing balance of political and ideological forces.

Reflecting the new willingness to challenge the imposition of restrictions in the name of health, a federal appeals court rejected—just two years before the CDC reported the first cases of AIDS—the effort on the part of the New York City Board of Education to isolate mentally retarded school children—among whom hepatitis B was endemic—from other pupils in public schools. Gone was the deference to determinations made by responsible public officials. “The School Board was unable to demonstrate that the health hazard … was anything more than a remote possibility.”39 Given the cost to the children involved—stigma and isolation—the court found the government’s efforts unacceptable.

On the eve of the AIDS epidemic, Laurence Tribe had sought to capture the liberal constitutional conception of the powers of government when faced with a grave threat to the public health. “In an epidemic,” he wrote, “it may be unquestioned that the state should require vaccination and quarantine.” But that broad principle, he warned, could not be so construed as to justify the imposition of constraints or the deprivation of the fundamental rights of the weak in ways that bore no clear and demonstrable relationship to the legitimate concern for the protection of the public health. In each case when the state acted, Tribe asserted, it would be necessary to ask, “Who is being hurt? Who benefits? By what process is the rule imposed? For what reasons? With what likely effect as precedent?”40 How far from the day—in 1900—when a treatise on constitutional law could declare that before the demands of public health, “all constitutionally guaranteed rights must give way”!41

Personal Behavior and Social Burdens

This then was the legal-social context within which AIDS intruded upon America, forcing a consideration of how profoundly private acts with dire implications for the commonweal might be controlled.

The only effective public health strategy for limiting or slowing the further spread of HIV infection is one that will produce dramatic, even unprecedented, changes in the behavior of millions of men, women, and adolescents in this country, not only by those already infected, but also by those who are as yet uninfected. Such changes will require modifications in behaviors that are linked to deep biological and psychological drives and desires. Acts of restraint and even deprivation for extended periods, if not for the lifetimes of those infected and those most at risk for becoming infected, will be required if the AIDS epidemic is to be brought under control. Our collective fate is utterly dependent upon private choices, choices that will be made in the most intimate of settings beyond the observation of even the most thoroughgoing surveillance. We are ultimately dependent on the emergence of a culture of restraint and responsibility that will shape such choices. At a minimum such a culture would underscore the importance of preventing harm to others through HIV transmission and of preventing the birth of infants with AIDS. In a more robust form it would go further, stressing a communal concern over the extent to which individuals place themselves at risk for infection with the AIDS virus.

Like all grave social challenges, the AIDS epidemic thus imposes the necessity of transcending the self-interested perspective so characteristic of everyday life. It demands the emergence of a sense of communal responsibility, of the recognition of a moral obligation to desist from acts that may place others at risk. That it is the most private dimensions of daily life that are implicated in the transmission of HIV infection will make this transformation all the more difficult to accomplish. Vigilance and self-protection will, of necessity, remain critical. But the protection of others, of intimates, is the moral standard against which behaviors will have to be judged. Sexual practices, drug-using routines, childbearing decisions will require searching scrutiny in light of the threat posed by the AIDS virus.

The transmission of HIV has as its first and most obvious consequence a private tragedy: the infection of another human being. It is the intimacy of the transaction that has led some to warn against state involvement. “The disease’s mode of contagion,” has written Richard Mohr, a philosopher, “assures that those at risk are those whose actions contribute to their risk of infection…. It is the general feature of self-exposure that makes direct governmental coercive efforts to abate the disease particularly inappropriate.”42 But to conceive of the transmission of AIDS between consenting adults as belonging to the private realm alone and therefore beyond the legitimate concern of the state would be a serious mistake. Private choices involving the transmission of HIV infection cannot, and should not, be, like decisions about religious commitments, for example, a matter of public indifference. They have profound social implications. Each new carrier of HIV infection is a potential locus of further social contamination. When few individuals in a community are infected, the prospect of undertaking individual and collective measures designed to prevent the spread of AIDS is enhanced. When, however, the level of infection begins to reach a critical mass, when a level of saturation is approached, the prospect for adopting an effective program of prophylaxis is diminished.

In mid-1986 some epidemiologists estimated that more than 50 percent of the gay men in New York and San Francisco were infected with HIV.43 In Los Angeles one study suggested that the level of infection was 31 percent among gay men.44 Among intravenous drug users in New York City, the estimate of infection was over 60 percent.45 At the end of 1987 one in sixty-one women who bore a child in New York City was infected with the AIDS virus.46 There were, however, many regions of the country, especially in nonurban areas, where rates of infection were much lower. As a clinical intervention would seek to block viral replication in infected individuals, the challenge posed to the public health is to prevent the replication of New York and San Francisco.

Though there are differences because AIDS is an infectious disease, the problems posed by the new epidemic are similar in many ways to the problems posed by a host of behavior-related diseases—lung cancer, emphysema, cirrhosis—with which public health officials have had to deal since the surgeon general issued his first report on smoking in 1964. Ironically, at the very moment that an ethos of privacy was being enunciated, founded on philosophical individualism, the collective significance of every individual’s acts began to assume greater currency in public debates.

The publication in 1975 of “A New Perspective on the Health of Canadians” represented a renewal of the public and official discussion of the role of government in modifying personal behaviors linked to disease and death.47 In that report, Marc Lalonde, the minister of national health and welfare, bluntly stated, “Self-imposed risks and the environment are the principal or important underlying factors in each of the five major causes of death between ages one and seventy, and one can only conclude that unless the environment is changed and the self-imposed risks are reduced, the death rates will not be significantly reduced.”48 But even the pursuit of health had to be bounded by other considerations, especially when matters of liberty and privacy were at stake. Lalonde not only recognized the risks involved, but was alert to the nature of the opposition his challenge could well provoke: “The ultimate philosophical issue … is whether and to what extent government can get into the business of modifying human behavior, even if it does so to improve health.”49

These themes found expression in the United States two years later with the publication of the widely read and debated essay, “The Responsibility of the Individual,” by John Knowles, president of the Rockefeller Foundation. Though he noted the extent to which environmental and socioeconomic factors contributed to behavior with disastrous consequences for health, it was his striking comments on personal responsibility for morbidity that were so provocative. For Knowles, the social consequences of individual behavior in terms of the cost of medical intervention could no longer be tolerated: “The costs of individual irresponsibility in health have now become prohibitive. The choice is individual responsibility or social failure. Responsibility and duty must gain some degree of parity with right and freedom.”50

The untoward social, but especially economic, consequences of individual behavior were to become the leitmotiv of the American debate over health, life-styles, and government policy. It clearly was central to Joseph Califano, secretary of the Department of Health, Education, and Welfare in the administration of President Jimmy Carter. In his introduction to Healthy People, the American analogue to the Lalonde report, Califano wrote, “Indulgence in private excess has results that are far from private. Public expenditures for health care are only one of the results.”51 While acknowledging that there might well be controversy and debate about the appropriate role of government in urging citizens to give up their pleasurable but harmful habits, Califano argued that “there could be no denying the public consequences of these private acts.”52

For some, the tone of the literature on individual behavior and health was unacceptably moralistic. Critics on the left were especially acute in focusing on the “victim blaming” dimension of the arguments that seemed like so many poorly masked attempts to divest the government of any responsibility for caring for those who were ill and for the failure to focus on the social roots of the behaviors that were so clearly linked to illness and death.53 Ultimately, however, there was a shared recognition that government had an important role to play in affecting disease-producing life-style decisions, that a failure to act would represent a dereliction of the responsibility “to promote the general welfare.” But despite that common outlook, there remained sharp disagreements over the modes of intervention that might be relied upon by the state as it sought to shape individual health-related behaviors. Matters of liberty and the legitimate boundaries of public authority were at the heart of the debates. The specter of Big Brother, of the overbearing state intruding itself into the realm of privacy, and of Prohibition, America’s disastrous Noble Experiment, haunted the encounters.

If the discussion of how health officials might act to modify cigarette and alcohol consumption as well as vehicular behavior could provoke such consternation, how much more intense would be the concern when the transmission of HIV infection was involved. In each of the former cases government could, if it chose to, radically affect the social context of private behaviors through product design, through pricing and taxation mechanisms, through the regulation and control of acts that take place in public. Invasions of privacy would be largely unnecessary. With the transmission of HIV, the public dimension of the acts that are critical for public health is exceedingly limited. The bedroom, not the highway or the commercial outlet for alcohol or tobacco, is involved. More important, sexual behavior and childbearing decisions are not the equivalents of smoking, drinking, and driving. They touch on intimate decisions that only the most totalitarian society could, without great trepidation, consider the realm of appropriate direct state regulation.

Politics, Public Health, and Civil Liberties

In the face of the AIDS epidemic the central problem before public health officials is how to change AIDS-related behaviors. The very privacy of the acts involved in the transmission of HIV infection imposes practical limitations; the importance of eliciting the cooperation of those most at risk for AIDS and of fostering the development of a culture of restraint and responsibility imposes political limitations; and the importance of privacy and civil liberties to American society imposes ideological limitations on the public health strategies that could be called on in the struggle against the epidemic. Rigorous surveillance and attempts at the regulation of the private acts linked to AIDS—were they possible—would not only entail morally repugnant invasions of privacy, evoking images from Orwell, but would be counterproductive as well. Both philosophical and pragmatic considerations thus dictate a common course within which the defense of public health and respect for civil liberties are joined. Yet it would represent a gross simplification to assert that in the effort to confront AIDS the claims of public health and civil liberties must invariably coincide.

The ethos of public health and that of civil liberties are radically distinct. At the most fundamental level, the ethos of public health takes the well-being of the community as its highest good and in the face of uncertainty—especially where the risks are high—would, to the extent deemed necessary, limit freedom or place restrictions on the realm of privacy in order to prevent morbidity from taking its toll. The burden of proof against proceeding from this perspective rests upon those who assert that the harms to liberty would, from a social point of view, outweigh the health benefits to be obtained from a proposed course of action.

From the point of view of civil liberties, the situation is quite the reverse. No civil libertarian denies the importance of protecting others from injury. The “harm principle” enunciated by John Stuart Mill is in fact the universally acknowledged limiting standard circumscribing individual freedom. For twentieth-century liberals and civil libertarians that principle has typically accorded considerable latitude to measures taken in the name of public health—indeed more so than some contemporary civil libertarians find comfortable. But since from a libertarian point of view the freedom of the individual is the highest good of a liberal society, measures designed to restrict personal freedom must be justified by a strong showing that no other path exists to protect the public health. The “least restrictive alternative” is now the standard against which civil libertarians measure any course that affects basic freedoms. When there are doubts, a heavy burden of proof must be borne by those who would act to impose restrictions.

These two abstractions, liberty and communal welfare, are always in a state of tension in the realm of public health policy. How the balance is struck in a particular instance in a function of philosophical and political commitments, and empirical matters: How virulent is a particular agent against which action is contemplated? With what degree of ease can it be transmitted? Are there therapeutic interventions that can blunt the consequence of infection? Does the epidemiology of transmission permit effective intervention? In the case of AIDS, the capacity of America to tolerate over an extended period the social stress engendered by a stark pattern of morbidity and mortality and the anticipation of ever greater losses in the future will determine how such empirical matters, philosophical concerns, and political perspectives are brought to bear on the making of public health policy.

In the fall of 1985—not long ago, but at a time when the number of AIDS cases was still relatively small—at the height of a wave of social anxiety and conflict about AIDS, an article entitled, “AIDS Isn’t a Civil Rights Issue. It’s a Genuine Plague” appeared in both East and West coast newspapers.54 In his widely read challenge to the liberal community, Richard Restak wrote: “Plagues are not new. What is new are efforts by medically unsophisticated politicians and attorneys to dictate policy in regard to an illness that has the potential for wreaking a devastation such as has not been encountered on this planet in hundreds of years.” Disturbed by efforts to defend the right of school children with AIDS to attend class as well as the employment rights of food handlers and medical workers afflicted by the disease, Restak asserted that what was of preeminent importance was the attainment of an understanding of “all the ways” in which the AIDS virus was transmitted. Prior to such a firm scientific understanding, “political posturing, sloganeering, hollow reassurances and the inappropriate application of legal remedies to a medical problem can only make matters worse and potentially imperil the health of us all.”

Restak’s ideal of a public health strategy to combat AIDS that would be free of political and philosophical considerations is a chimera. Invoked here by an opponent of the broad interpretation of the requirements of civil rights and individual liberties, this vision paradoxically has also inspired those who have asserted that the advocates of more restrictive measures have permitted politics to intrude upon their outlook. The standard of a public health policy untouched by extrascientific considerations involves a profound misconception, a failure to apprehend the inherently political nature of all public health practice.

To speak of public health policy as if it could be apolitical represents an effort to mask the play of social forces appropriately called forth in the making of decisions affecting the communal welfare. Not to be confused with the reckless and irrational disregard of hard-won understandings of how specific diseases are transmitted or with the willful distortion of empirical findings, this perspective compels us to acknowledge that facts alone do not dictate the course of public health action. It is not simply that the inevitable uncertainties that confront decision makers require resolution, and that each such resolution requires a balancing of benefits and costs affecting the interests of men and women and the relationship between competing social values; more important, the body with which the public health is concerned is no mere passive organism upon which neat clinical maneuvers can be performed. Rather it is the body politic itself. Negotiation, trust, cooperation, and sometimes coercion, are always central to the practice of public health. These are especially important in the case of AIDS. It is only the retrospective reconstruction of the history of public health—involving a political amnesia—that permits contemporary critics to charge that we have become the victims of a modern disorder involving the distortion of all social practices by fractious considerations.

With AIDS, where the intimate behaviors of men and women have been implicated in the spread of a lethal illness, and where only the radical modification of these behaviors can alter the trajectory of morbidity and mortality, it was inevitable that political controversies touching the central values of a liberal society would be provoked. Because of the organizational and intellectual capacity of gay communities across America to compel attention to matters of privacy and the limits of the state’s legitimate public health powers, the debates during the first years of the AIDS epidemic took on their unique public character. How different the situation would have been if AIDS first and overwhelmingly had struck black and Hispanic heroin users and their sexual partners. The profound issues raised by government efforts to control an epidemic spread by private and typically consensual acts would not have changed, but certainly they would not have been given the same salience.

Now that the role of heroin users and their sexual partners in the spread of AIDS has begun to arouse so much concern, the contours of the public health debate will inevitably change, affected as much by factors of class, race, and ethnicity as by some of the unique problems raised by the heterosexual transmission of HIV infection.

No issue will more dramatically underscore the tension between the rights of privacy and the demands of the public health than that posed by the transmission of the AIDS virus by largely impoverished black and Hispanic women to their offspring. The importance of preventing the birth of infants who will go on to develop AIDS will force a confrontation over how HIV-infected women ought to exercise their hard-won reproductive rights, and may, given the social status of the women involved, threaten the very existence of those rights. Furthermore, the color and social status of those who become infected with the AIDS virus as a result of intravenous drug use may evoke repressive policies that are not only inimical to civil liberties but destructive of the prospect of establishing a bond between public health officials and men and women already profoundly distrustful of public authority. If public health officials are seduced by the allure of power or are driven to coercion by the pressure of politicians, they will be unable to pursue those policies most likely to contribute to the emergence of a culture of restraint and responsibility among those whose life circumstances make the prospect for such a culture so problematical. They will have failed to meet the challenge of AIDS.

In the next years AIDS will impose sharp demands on American political and social institutions. To meet them effectively, not only health officials but the broader public must examine the history and legacy of the first years of the epidemic. An understanding of the forces called into play by AIDS, the costs of false starts, the errors of omission and commission in facing the threat of HIV transmission, and the fragility of the achievements in limiting the spread of the viral antagonist will be critical if the challenges of a maturing epidemic are to be met forcefully and with due regard for the preservation of the important social values at stake.


Chapter 2
 [image: Image]
Sex and the Bathhouses
The Politics of Privacy


Because from the beginning of the AIDS epidemic, homosexuality had been so starkly identified with the new fatal disease, it was inevitable that deep antipathies would be tapped as American social institutions began to respond to the crisis. It was also inevitable that dread that antihomosexual forces might be mobilized in the name of public health would frame the reaction of gay political organizations that since the 1960s had been engaged in a struggle for civil rights and social toleration. In the course of that struggle, and working against the legacy of fear, the defense of privacy became a central feature of gay political ideology. In the era of homosexual repression, secrecy was the only safeguard. In the era of gay self-affirmation the demand for a right to privacy became the touchstone of a social movement that drew ideological support from the much broader movements of the 1960s and the evolving jurisprudence of sexuality in the United States. Since the state had criminalized homosexuality it was only natural that gay political groups would adopt as part of their strategic posture the civil libertarian’s suspicion of government.

What a bitter irony, then, that the very survival of gay men during the AIDS epidemic would require a strategy that would subject their most intimate behaviors to close scrutiny and necessitate calls by public health officials and gay leaders alike for the radical transformation of sexual conduct. Historically rooted antagonisms to the agencies of government would have to be confronted and overcome if effective interventions were to be developed.

For public health officials, whose legacy of anti-venereal disease campaigns included periodic sweeps of red-light districts and closure of houses of prostitution and whose control of epidemics had historically relied upon coercive state power, the ultimate challenge was to develop a language and practice of public health that would encourage the participation, rather than the resistance, of gay men. They would have to press for changed sexual behavior without appearing to don the robes of moralism. Collaborative relationships with gay organizations would have to be built without antagonizing conservative social forces that would consider such efforts a public sanction of immorality. Finally, it would, at times, be necessary to exercise public health authority in opposition to the most articulate forces in the gay community.

These challenges would present themselves dramatically, first in San Francisco and then in New York, in the furious and deeply divisive debate over gay bathhouses. Commercial enterprises that permitted and facilitated multiple and often anonymous sexual encounters, the baths had emerged in the 1970’s as a singular expression of bold gay sexuality. That they existed so openly was evidence of a changed sociopolitical climate of sexuality, at least in the most cosmopolitan American cities. Their fate would be brought into question by the AIDS epidemic, when the demands of public health confronted the claims of an inviolate domain of privacy. Would the intimacy of the sexual encounters that occurred within the baths transform their public character? Would the public character of the baths divest the sexual encounters that occurred within them of their private and protected status? As these issues were encountered, they would reveal profound differences over the very definition of privacy and the appropriate claims of the community when faced with an epidemic.

AIDS, Sex, and the Gay Community

In the first year of the AIDS epidemic, as the number of new cases continued to mount, case control studies undertaken by epidemiologists began to identify what was believed to be a subset of homosexual men who were more likely to be at risk for developing Kaposi’s sarcoma and the other opportunistic infections associated with immunosuppression.1 These men were more likely to have had many anonymous sexual partners, to have had a history of a variety of sexually transmitted diseases, and to have engaged in sexual practices that increased the risk of exposure to small amounts of blood and feces. Early on, the director of the Centers for Disease Control noted that “the most important variable was that AIDS patients had more male sexual partners than the controls, an average of sixty per year for patients compared to twenty-five per year for the controls.”2

As each new report documented the outcropping of the pattern of lethal opportunistic infections and Kaposi’s sarcoma among gay and bisexual men, concern mounted in gay communities across the country, but especially on the East and West coasts. The suggestion that there might be a link between sexual lifestyle and the likelihood of falling victim to the disorders reported by the CDC in its accounts of the unfolding epidemic forced some gay commentators to ask disturbing questions about the pattern of sexual behavior that seemed responsible for the still inexplicable and fatal diseases. But concern and rising anxiety were, even in the first months of the epidemic, balanced by efforts to contain the panic that could be socially and psychologically disruptive to gay men and that, it was feared, might spark a wave of antigay outbursts from those who would be threatened by the “gay cancer,” first called “gay-related immune deficiency.”

Writing in the New York Native, a local gay newspaper, just months after the CDC’s first reports of pneumocystis carinii pneumonia and Kaposi’s sarcoma, Lawrence Mass, a gay physician, explored the question of whether an infectious agent or some environmental factor could best account for the immunological suppression of the men who had fallen ill.3 He also noted the possible contributory roles of anal trauma and of multiple sexual partners. Thus did gay men begin to traverse the treacherous sociomedical terrain that was to open the question of what it was about gay culture and gay sexual practice that could be responsible for the new diseases. Characteristically, this article, designed to meet the needs of a nonprofessional audience, both acknowledged the possibility of a grave medical threat and stressed the need to contain anxiety. Citing an early AIDS researcher, the article ended on a strangely antialarmist note. The new disease might represent the beginning of a “significant epidemic” but “this is no reason to panic, to respond to this news with alarm.”

But despite such efforts to preserve a concerned, cautious, and watchful stance, some writers in the gay press believed that alarm was appropriate and that, at the very least, a direct confrontation with the behavior of gay men was required. Larry Kramer, the successful screenplay writer, who would later author The Normal Heart, a bitter play about the social response to AIDS, sounded the tocsin in the fall of 1981.4 Noting the rising number of cases—though in retrospect they were still so few—he wrote, “It is difficult to write this without sounding alarmist or too emotional or just plain scared. … The men who have been stricken don’t appear to have done anything that many New York gay men haven’t done at one time or another.” In the face of scientific uncertainty, he cried out, “We’re appalled that this is happening to them and terrified that it could happen to us.” Responding some months later to those who were critical of his emotional tone and to his suggestion that what gay men did to themselves or with each other was responsible for the spread of AIDS, Kramer wrote, “But something we are doing is ticking off a time bomb that is causing a breakdown in immunity in certain bodies, and while it is true that we don’t know what it is, specifically, isn’t it better to be cautious until various suspected causes have been discounted rather than reckless?” In Los Angeles the publisher of the Advocate, David Goodstein, echoed Kramer’s sentiments—but in a far more restrained manner—when he wrote in early 1982, “Whether we like it or not, the fact is that aspects of the urban gay lifestyle we have created in the last decade are hazardous to our health…. Our lifestyle can become an elaborate suicidal ritual. Our safety and survival depend on each of us and our individual behavior.”5 Nathan Fain, who provided much of the Advocate’s reporting on AIDS in 1982, underscored the tension that informed the emerging debate about AIDS and sexuality, a tension between the importance of sexual caution and the specter of moralism. “One word is like a hand grenade in the whole affair: ‘promiscuity.’”6

The tentative manner in which the gay press addressed these matters early in the epidemic reflected both profound disagreements within the gay community and deep anxieties about how the open discussion of gay sexual culture and practices might create an ideological climate within which the hard-won advances of greater sexual tolerance in America could be swept away in the name of public health. Writing of these two dimensions of the debate, Lawrence Mass said, “Outside the gay community the current epidemic is already inspiring the kind of medical-moral speculation that swept England a century ago. Within the gay community, a parallel crisis of ideology is threatening to explode. With much confusion on all sides, advocates of sexual ‘fulfillment’ are being opposed to critics of ‘promiscuity.’”7

Out of this crisis began to emerge a consensus on the part of physicians caring for gay men and those nonphysicians who monitored the scientific literature for the readership of gay newspapers and magazines. By mid-1982 the voice of sexual moderation began to assume the characteristics of an orthodoxy demanded by health, the health of each gay man as well as the health of the gay community. Physicians, many of them gay, began to urge their patients to exercise caution, to choose fewer partners, those in good health. “It is not sex itself as the moralists would have it, but the number of different sexual encounters that may increase risk.”8

The growing recognition that engaging in sex with many anonymous sexual partners increased the risk of AIDS cut across the controversy over whether such behavior was itself hazardous or whether it was hazardous because it enhanced the prospect of coming into contact with an as-yet-to-be-discovered infectious agent. Among the most articulate antagonists of the pattern of behavior involving multiple anonymous sexual partners was Joseph Sonnabend, a physician who treated many early AIDS patients. He rejected the suggestion that a specific infectious agent could account for AIDS. It was “promiscuity” itself, with the attendant multiple and repeated bouts of sexually transmitted diseases, that produced such catastrophic clinical consequences. Sonnabend propounded his thesis in medical journals and the gay press. Fully aware of how provocative his use of the term “promiscuous” would be, he used it precisely for that reason. “There can be no equivocation. Promiscuity is a considerable health hazard.”9 Alert to how his message might be appropriated by moralists who opposed homosexuality, he assumed the mantle of a value-free medical scientist. “This is not a moralistic judgment, but a clear statement of the devastating effects of repeated infections.” While he avoided attributing blame to those who in the past had engaged in promiscuous behavior, he was harsh in what he had to say about physicians, including himself, who had failed to speak clearly and bluntly about the toll taken by sexually transmitted diseases. “A desire to appear nonjudgmental, a desire to remain untinged by moralism, fear of provoking ire, have all fostered a conspiracy of silence…. Gay men have been poorly served by their medical attendants during the past ten years…. For years no clear message about the danger of promiscuity has emanated from those in whom gay men have entrusted their well-being.”

Sonnabend’s thesis, measured in its tone, was put even more forcefully by two gay men, Michael Callen and Richard Berkowitz, in an essay published in the New York Native.10 Assuming full responsibility for the diseases that now afflicted them, they warned the gay community about the necessity for radical behavior change. The unwillingness to acknowledge the consequences of sexual excess had silenced the gay community, “but deep down we know who we are and why we are sick.” Situating the explosion of sexual activity in the 1960s and 1970s in the context of a rebellion against a “sex-negative culture,” they warned that what had been proclaimed as “healthy” self-affirmation “now threatens the very fabric of urban gay male life.” With foreboding, they portrayed the prospect of state intervention if the gay community did not assume a direct role in effecting a radical modification of the pattern of promiscuity that was responsible for AIDS. But more, they warned about survival itself. “The motto of promiscuous men has been so many men, so little time. In the 1970s they worried about so many men; in the 80s we will have to worry about so little time. For some, perhaps, homosexuality will always mean promiscuity. They may very well die for that belief.”

Paired with this angry cry in the same issue of the Native was Peter Seitzman’s “Good Luck, Bad Luck: The Role of Chance in Contracting AIDS.”11 A physician, and member of the gay and lesbian medical group, New York Physicians for Human Rights, Seitzman centered his argument on the existence of a transmissible agent and then suggested that just as was the case with hepatitis B, with which gay men were so familiar, there were probably asymptomatic carriers of the yet-to-be-discovered agent. The conclusions he drew were dire. “You can control promiscuity. But your one partner may be infected. Is this fair? No. Is it possible? Yes.”

Despite the radical disjunction between the two etiological perspectives, Seitzman believed that there was the basis for a common practical approach to meeting the crisis posed by AIDS. It centered on the recognition of the risk associated with promiscuity. “They believe promiscuity is the cause. I believe promiscuity allows the spread. We all seek to curtail promiscuity itself.” But given the common goal, Seitzman believed it nevertheless critical to distance himself from the accusatory tone that was so central to the article written by Callen and Berkowitz. Guilt, he asserted, could only confound an already tragic situation. “No one has done anything wrong or immoral…. It’s no one’s fault… it’s simply a nightmare come true…. We are victims and not the guilty, and if we can’t convince ourselves of that, then how can we expect the rest of society to see us that way?”12

Moralism was not only a threat because of the rationalization it could provide for those all too ready to launch an antihomosexual crusade but because of the resistance it would provoke within the gay community to the “lessons” now painfully being learned from the unfolding pattern of morbidity and mortality. But the brutal truth of the consensus on the risks of sexual encounters with many anonymous partners did in fact provoke expressions of opposition, some that reflected the desperation of those who viewed their culture as under attack, others of a more personalistic kind.

The calls for restraint were sometimes seen as nothing more than thinly disguised demands for a return to sexual conventionality. Once again, it was argued, physicians were seeking to establish their dominance over homosexuality, now with the collaboration of those who carried their message in the gay press. In a particularly extreme example of the antagonism provoked by medicine’s warning, Michael Lynch wrote in the Body Politic, a Canadian gay journal, “Gays are once again allowing the medical profession to define, restrict, pathologize us.” To follow the advice of physicians would involve a renunciation of “the power to determine our own identity,” and would represent “a communal betrayal of gargantuan proportions” of gay liberation founded upon a “sexual brotherhood of promiscuity.” Doubts about the scientific foundations, on the basis of which the cautionary advice was being proffered, inspired others. “I feel that what we are being advised to do involves all of the things I became gay to get away from…. So we have a disease for which supposedly the cure is to go back to all the styles that were preached at us in the first place. It will take a lot more evidence before I’m about to do that.”13

It mattered little, at times, whether the calls for sexual moderation and caution were presented as a requirement of prudence or as a moral imperative. Writing in response to the cautionary advice that appeared in the New York Native, one correspondent asserted that the risks involved in hailing a taxi were a greater threat than sexual relations with a stranger.14 Faced with constraints that would follow from the warnings about promiscuity—“they are actually asking us to avoid all casual sex”—he preferred to take his chances. “I refuse to blight my life in order—supposedly—to preserve it.” Even when the risks of AIDS were not disputed, hostility surfaced when the provision of information took on an instructional tone. So antagonistic were some to the overt efforts to modify sexual behavior, by those who saw it as their professional or communal responsibility to warn about AIDS, that they responded as if a threat to privacy and “self-determination” were at stake. “One must regulate one’s life based on enlightened thinking, not on hysterical fear. I really do not think it appropriate for any doctor, any victim, or anyone, to tell me what I ought to do; just give me the facts, and I’ll decide, thank you.”15
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