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Introduction

Nancy Krieger


Shortly after the 1993 international AIDS conference in Berlin, the New York Times printed a telling editorial. Entitled “The Unyielding AIDS Epidemic” (1), the editorial pronounced that the conference had left a “depressing message”:


no scientific breakthrough is apt to wipe this scourge from the earth any time soon. Indeed, the existing medical weapons against AIDS are less successful now than once believed. There is little choice now but to shift the emphasis to prevention programs.



To support this stance, the editorial noted that: (a) “the drug AZT, long the mainstay of AIDS treatment, has only limited value for limited time—and is highly toxic to boot”; (b) few other drugs or vaccines seem to be on the horizon; (c) in the United States, AIDS is now “the leading cause of death among young men 25 to 44 years of age in 5 states and 64 cities”; and (d) an estimated 14 million people worldwide are infected with the AIDS virus, and this number is expected to double by the year 2000—a mere seven years from now.

In the face of “such gloom all around,” the New York Times declared (1):


The only immediate hope for containing the epidemic is a heavier emphasis on prevention programs. That means patient, persistent, unglamorous work yielding small gains in areas that are often controversial: better sex education, promotion of condoms, needle exchange programs for drug addicts, safer blood supplies abroad and better treatment of venereal diseases that foster the spread of AIDS.



Echoing these views, the internationally renowned journal Science stated that the central and “simple” message of the conference was (2, p. 1712):


… back to basics. “Basics” in this case include some very straightforward—and definitely unglamourous—strategies, such as better treatment of sexually transmitted diseases other than AIDS.



Inquiring “why, in this age of instant gene cloning and pyrotechnical retrovirology, should AIDS researchers be concerned about things as scientifically mundane as gonorrhea, syphilis, and chancroid?” (2, p. 1712), the article offered two answers: HIV spreads more easily among people with these diseases and, more importantly, none of the other biomedical interventions against AIDS seem to be working.

These candid statements are as illuminating as they are disturbing. They expose fundamental assumptions underlying the framework of the late 20th century biomedical enterprise in the United States, a framework that is hampering the fight against AIDS even as it bolsters research leading to new insights about the inner workings of the immune system and the variable forms of HIV, the AIDS virus. In a frustrated and even somewhat astonished tone, these commentaries bluntly lament the fact that science alone cannot curtail the spread of AIDS. Without any sense of shame, they deride the basic work of preventing AIDS as “unglamorous” and “mundane.” And, although the New York Times editorial concedes that AIDS prevention is difficult because it gets entangled in controversial issues, the Science article avoids such irksome matters entirely and focuses instead on the biological plausibility of controlling sexually transmitted diseases as a way of reducing the spread of AIDS.

Notably absent from either of these commentaries is any sense of outrage over the lives needlessly imperiled and those callously cut short by the many obstacles right-wing moralists, reactionary politicians, and entrenched research bureaucracies have placed in the way of developing sound AIDS prevention programs. Examples of such obstruction include: Congressional suppression of much-needed national surveys of sexual behavior in the United States (3); punitive legislation banning the use of federal funds to produce sexually explicit AIDS prevention materials that could be construed as “condoning” homosexuality (4); delays in expanding the case definition of AIDS to include conditions that exclusively affect women (e.g., invasive cervical cancer) (5, 6); and deliberate underfunding of research and interventions oriented to AIDS prevention (7).

Equally absent is any sense of the social inequalities that drive the spread of AIDS and how difficult they are to confront and change. The commentaries remain mute about the reasons why, in the United States, AIDS was permitted to run rampant among gay men and injection drug users and why the incidence of AIDS is now highest among blacks and Hispanics and is increasing most rapidly among women (8). And, although they note the alarming global projections of future cases of AIDS, there is no mention of any of the social conditions that foster the spread of AIDS in economically underdeveloped countries—whether it be the widespread poverty that endures as a lasting legacy of colonialism, the problems of rapid urbanization, or the contemporary “structural adjustment” policies imposed by the World Bank and the International Monetary Fund, which require drastic reductions in social and health services (9). In the world of these commentaries, such factors are of secondary importance: the solutions to health problems should instead lie in the realm of “magic bullets,” of technological “quick-fix” interventions designed to eliminate or stop the transmission of specific pathogenic agents without otherwise disturbing the status quo.

The purpose of this book is to offer a corrective to these simplistic but pervasive beliefs. Its chapters present alternative analyses, each premised upon the view that politics is central to understanding, shaping, and altering the course of the AIDS epidemic. Without rejecting the necessity and utility of basic biomedical research about HIV and AIDS, the authors vividly expose why and how AIDS is not and never has been simply a scientific problem. They demonstrate the folly of presuming to attack what the biomedical model considers to be the cause of AIDS—HIV, the AIDS virus—without addressing the causes of the incidence of AIDS. And, from myriad angles, the authors dissect how social inequalities and social relationships—among and between governments, communities, and individuals—critically affect the epidemic’s course. Concerned with survival, not glamour, these chapters offer concrete suggestions for research and policies that can help reduce the rate of infection and ensure the rights and well-being of those already infected.

Putting prevention first, not last, this text draws upon the insights and ingenuity of those most affected by the epidemic and links the fight against AIDS to the fight for social justice. Far from shying away from questions of politics and injustice, the authors acknowledge these inherent aspects of the AIDS epidemic, embrace the passions they arouse, and seek to put them constructively to work alongside the knowledge generated by basic research. In doing so, the authors give reason for hope, not despair. In the face of daunting odds, people committed to bettering the world have time and again devoted their full selves—heart, soul, body, and mind—to overcoming seemingly invincible foes and insurmountable barriers. In the case of AIDS, we can draw upon no less to guide our analyses and sustain our spirits as we seek to end this awful, but preventable, pandemic.



“AIDS: THE POLITICS OF SURVIVAL”: STRUCTURE AND THEMES


This volume contains 12 chapters in five sections. Each section and chapter speaks to different aspects of the AIDS epidemic, as described below.



Section I: The Politics of AIDS


The first section presents an analysis of AIDS in the United States published in 1986 in a pamphlet called “The Politics of AIDS,” written by Nancy Krieger and Rose Appleman. Prepared during the midst of the second term of the Reagan administration, the pamphlet was intended to provoke debate and discussion over why—and how—the various progressive movements in the United States should become involved in the fight against AIDS.

At the time the pamphlet was published, the majority of AIDS activists in the United States were based in the gay and lesbian communities and most of the analyses about the politics of AIDS focused on homophobia (10, 11). AIDS was depicted in the media primarily as a “gay disease”; although occasional stories focused on the plight of hemophiliacs or the threats posed by prostitutes, intravenous drug users, and Haitians, the public face of AIDS in the United States was typically gay and almost always white. The pamphlet sought to challenge this partial view of AIDS and to encourage the varied U.S. progressive movements to join the lesbian and gay communities in fighting this terrible disease. Highlighting the disproportionate impact of AIDS on people of color both in the United States and abroad, the pamphlet traced the ways in which broader geopolitical trends were shaping the epidemic’s course. In the United States, these included the Reagan administration’s courtship and manipulation of right-wing forces to help build public support for its massive military build-up and attacks on both the welfare state and the many gains won by the progressive movements in the 1960s and 1970s; abroad, critical social and political factors included the devastating legacy of colonialism and the ongoing hardships caused by economic underdevelopment.

In the light of these political and economic realities, the pamphlet argued that the fight against AIDS would not be successful if AIDS were approached “simply” as a “gay issue” or “simply” as a “health issue.” It thus urged activists of all stripes—whether based in the gay and lesbian communities, U.S. minority communities, trade unions, the health care sector, civil libertarian organizations, or left-wing political organizations—to adopt a broader framework and to become involved in what promised to be a protracted struggle. To help focus organizing efforts around AIDS, the pamphlet concluded by articulating several specific demands. These demands linked U.S. domestic and foreign policy and called upon the federal government to: (a) establish a centralized agency empowered to coordinate, fund, and enforce appropriate public health policy regarding AIDS research, treatment, and education; (b) create a national health plan guaranteeing health care for all; (c) end the “war on drugs” and instead implement needle exchange programs, provide adequate funding for treatment programs, create jobs, and revitalize the inner-cities; (d) end discrimination against lesbians and gay men; and (e) provide financial and technical support to Third World nations stricken by the AIDS epidemic.

Shortly after these demands were issued, they were incorporated into the AIDS platform of both the National Rainbow Coalition (12) and Reverend Jesse Jackson’s inspiring 1988 presidential campaign (13). The subsequent Bush administration, however, was notable in its failure to address the AIDS epidemic, and today, despite the change in administration and some shifts in the specifics of the budgetary battles, these demands remain largely unmet.




Section II: AIDS: Community Survival in the United States


Building on the framework elaborated in “The Politics of AIDS,” the next three sections contain chapters originally prepared as articles for a Special Section on AIDS published in 1990 and 1991 in the International Journal of Health Services, a multidisciplinary journal dedicated to publishing critical analyses of health and health care. The first of these sections, entitled “AIDS: Community Survival in the United States,” includes an introduction and three chapters that elucidate the realities of AIDS transmission and prevention, especially as they pertain to racial/ethnic minorities, children, and the urban poor. The introduction clarifies what is meant by describing the politics of AIDS as the “politics of survival,” and also summarizes the main points of the section’s three chapters: “AIDS Prevention in the United States: Lessons from the First Decade,” by Nicholas Freudenberg; “Epidemic in the War Zone: AIDS and Community Survival in New York City,” by Ernest Drucker; and “Pediatric AIDS in the United States: Epidemiological Reality versus Government Policy,” by Anne-Emanuelle Birn, John Santelli, and LaWanda G. Burwell.




Section III: Women and AIDS


The next section, “Women and AIDS,” examines how gender relations have shaped the spread of AIDS in both economically developed and underdeveloped countries, with special attention devoted to the situation in Zimbabwe and South Africa. The introduction describes how AIDS prevention programs have typically ignored or misassessed the specific problems AIDS poses to women and then outlines the arguments presented in the section’s three chapters: “More than Mothers and Whores: Redefining the AIDS Prevention Needs of Women,” by Kathryn Carovano; “Women and AIDS in Zimbabwe: The Making of an Epidemic,” by Mary T. Bassett and Marvellous Mhloyi; and “Human Immunodeficiency Virus and Migrant Labor in South Africa,” by Karen Jochelson, Monyaola Mothibeli, and Jean-Patrick Leger.




Section IV: Solidarity and AIDS


The last segment of the original Special Section “AIDS: The Politics of Survival” is entitled “Solidarity and AIDS.” Contending that “AIDS is a crisis of humanity, not ‘others’” and that “solidarity is our one defense,” the introduction asks the reader—you—to consider what you would do if you or your partner or your relatives or your friends were diagnosed with AIDS, and then discusses the provocative points raised by the section’s three chapters: “Human Immunodeficiency Virus in Cuba: The Public Health Response of a Third World Country,” by Sarah Santana, Lily Faas, and Karen Wald; “We are All People Living with AIDS: Myths and Realities of AIDS in Brazil,” by Herbert Daniel; and “Global AIDS: Critical Issues for Prevention in the 1990s,” by Jonathan M. Mann. Herbert Daniel died of AIDS in 1992.




Section V: The Histories of AIDS


The final section, “The Histories of AIDS,” includes a brief introduction and two chapters, one that appeared in the International Journal of Health Services after the Special Section was completed, and one that was published in the American Journal of Public Health. The introduction describes and questions how history has been invoked to understand and thereby shape the course of the AIDS epidemic. The section’s two related chapters, “Thinking and Rethinking AIDS: Implications for Health Policy” and “Understanding AIDS: Historical Interpretations and the Limits of Biomedical Individualism,” both by Elizabeth Fee and Nancy Krieger, critique two influential constructions of AIDS—as “gay plague” and as “chronic disease.” They explore the underlying assumptions of these understandings of AIDS and argue in favor of a third, more comprehensive approach to the AIDS pandemic.





CONCLUSION


AIDS is a disease that invites commentary, requires research, and demands intervention. Inevitably linking sex and death, passion and politics, it continues to generate controversy. Appearing as a new and lethal infectious disease at a time when the biomedical establishment in the United States had shifted its focus to chronic diseases, AIDS has called into question many of the premises and verities of the biomedical model. This volume helps sharpen these questions and, in doing so, may help us develop more appropriate and effective AIDS prevention strategies.
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SECTION I

The Politics of AIDS








CHAPTER 1

The Politics of AIDS

Nancy Krieger and Rose Appleman


It is quite obvious that the means and methods used in prevention of disease are those provided by medicine and science. And yet whether these methods are applied or not does not depend on medicine alone but to a much higher extent on the philosophical and social tendencies of the time…. From whatever angle we approach these problems, over and over we find that hygiene and public health, like medicine at any age, are but an aspect of the general civilization of the time and are largely determined by the cultural conditions of that time.

H. E. Sigerist, The Philosophy of Hygiene, 1933



PREFACE


AIDS, the acquired immune deficiency syndrome, has become both a health crisis and a political crisis of exploding proportions.

The devastating impact of AIDS is being felt worldwide. Within the United States, the disease has inflicted its horrors on two of the country’s most stigmatized groups—gay men and intravenous drug users—and has disproportionately affected minority communities. It has done so at a time when the U.S. health care system is already unable to meet the needs of the population, right-wing movements are active throughout the country, and the Reagan administration is engaged in a massive military buildup financed by savage reductions in social spending. Together, these factors have meant that the federal response to AIDS has not just been inadequate: it has been lethal. Countless lives have been unnecessarily lost or jeopardized and critical civil rights have been needlessly threatened.

To counter this damage and to reverse current government policy, the entire progressive movement must make the issue of AIDS a high priority on its political agenda. Only political action will secure an appropriate, scientific and humane response to this devastating disease, because politics permeates every aspect of prevention, research, and treatment. While scientists will be the ones to discover how AIDS can and cannot be spread, or to formulate a vaccine or find a cure, it is politics which will decide whether thousands or millions will die from AIDS. Politics, not science, will determine if people afflicted with AIDS are treated with compassion or repression, just as politics, not science, will decide if the government spends sufficient funds on education and research—or squanders scarce resources on mass testing and quarantine. Finally, politics, not science, will decide if AIDS becomes the disease to sink a crisis-ridden health care system or the spark to create a long-overdue nationalized health care program.

For all these reasons and more, the progressive movement cannot view AIDS as only a “gay issue” or a problem “the experts” must solve. Instead, AIDS has become a critical component of a progressive political program. The struggle against AIDS-related hysteria, discrimination and persecution and the fight for desperately needed AIDS education, research, and treatment have become inextricably linked to the defense of lesbian and gay rights, to the fight against rising attacks on minority communities, and to the struggle to protect and improve the health of the working class as a whole. Because politics will decide the course of AIDS, we must be part of shaping the course of these politics.

The help mobilize the progressive movement toward that end, Frontline newspaper sponsored a series of forums entitled “The Politics of AIDS” in various cities across the United States in the summer and fall of 1986. This pamphlet, updated through January 1987, represents an expanded version of the presentations given at those forums.

The authors of this pamphlet have both been active in the fight against AIDS for several years. Nancy Krieger most recently served as research assistant for a policy paper entitled “The Public Health Impact of Proposition 64” (California’s LaRouche Initiative) issued jointly by the Schools of Public Health of a number of California universities. She is currently a doctoral candidate in epidemiology at the University of California in Berkeley and has written on AIDS and other health issues in Science for the People, Monthly Review, and the American Journal of Public Health. Rose Appleman covers the lesbian/gay rights movement and the struggle against AIDS for Frontline newspaper and is a member of the Line of March lesbian/gay rights commission. She has also written articles for Coming Up! and the Bay Area Reporter.

Three other individuals provided substantial assistance in preparing this pamphlet and participated in the forums from which it was developed. These were Douglas Conrad, an activist in the lesbian/gay movement in the San Francisco Bay Area; Diane Jones, a member of the Alliance Against Women’s Oppression (AAWO) and a nurse on the AIDS ward at San Francisco General Hospital, and Melinda Paras, a member of the Line of March national executive committee.




INTRODUCTION


What is AIDS? What are the politics of AIDS?

AIDS is a young white gay man in Orange County, California who is having difficulty breathing. He goes to the local hospital, is diagnosed with pneumocystis pneumonia (one of the characteristic infections afflicting people with AIDS), and is told “We don’t take care of this kind of pneumonia here.” Packed into a car for a six-hour drive to San Francisco, he’s given an oxygen tank—only the oxygen runs out after four hours. When he arrives at the emergency room at 2 a.m., in a city with no friends or family, he can barely breathe. Three months later, he is dead, his name yet another swelling the ranks of the ever-expanding obituary section of the gay newspapers (1).

What is AIDS? What are the politics of AIDS?

AIDS is a child born to one of the 80,000 or so women intravenous drug users (IVDUs) in the New York City area. The child is delivered in central Harlem, a region where 40 percent of the women receive late or no prenatal care, where the infant mortality rate is nearly three times the national average, and where the main hospital recently suffered from a shortage of penicillin for a year-and-a-half because it could not pay its bills. The baby initially undergoes withdrawal from a heroin addiction inherited from her mother. Then, five months later, the child becomes ill with persistent diarrhea. At the hospital they discover that she’s not sick with one of the typical poverty-related infectious diseases that plague malnourished inner-city infants. No, the child has AIDS—and with parents unable to care for her, hospitals too crowded to board her, and foster agencies unable to place her, no one knows where or how this child will endure what promises to be a brief, sickly life (2).

What is AIDS? What are the politics of AIDS?

AIDS is the government prediction that, in 1991, health care costs for the expected 145,000 cases will be on the order of $8–16 billion. These huge expenses will be borne disproportionately by cities in which AIDS is most concentrated, such as New York or Jersey City or San Juan or San Francisco (3). Caught between pressures for “cost-containment” and health care costs rising at twice the rate of inflation, just how are these cities to cope with AIDS patients? Where will the hospital beds be found? And how will the costs be met of the multitudes of AIDS patients lacking private health insurance—both those who lost their job-related coverage because they were fired or became too ill to work and then were redlined by private insurance companies, and those who never even had private insurance, either because they were poor enough to be on Medicaid, or if not quite that poor, were among the 35 million people in this country with no health coverage at all (4, pp. 162–168).

What is AIDS? What are the politics of AIDS?

AIDS is the week of June 20, 1986 when, in quick succession, the U.S. Justice Department gave legal sanction to discrimination based on fear of contagion of AIDS, the openly anti-gay and anti-civil liberties LaRouche Initiative secured its place on the California ballot, and the U.S. Supreme Court singled out homosexual sodomy as a crime against both nature and law, citing as evidence both Biblical injunctions and Roman law. Yet this is 1986, in a society which ostensibly sanctions the separation of Church and State.

What is AIDS? What are the politics of AIDS?

As these items indicate, AIDS has become a human tragedy, a health disaster and a political crisis of monumental proportions. Ravaging the ranks of the gay community and striking scores of IVDUs, the disease has placed new and intense demands upon a health care system already unable to meet current needs—especially those of the minority communities from which almost half the cases come. AIDS has exacerbated the political tensions of cities strapped for funds for the most basic human services.

But AIDS is even more than just another disease to add to the chronic ills which burden our society in general and which disproportionately affect minority and working class communities—such as cancer or coronary heart disease or infant mortality. AIDS has a special character in the United States because it is a communicable disease which literally burst into the body politic during the first year of the “Reagan Revolution” and which primarily has hit two of the most stigmatized, isolated and disenfranchised groups of our society—gays and IVDUs. As a disease and a social disaster, AIDS has dealt yet another blow to the well-being of the poorer layers of the working class, and has forced both literal and political life-and-death issues onto the day-to-day agenda of the lesbian/gay community. Consequently, the politics of AIDS cannot be understood apart from the fact that AIDS has emerged as a deadly menace in an already frightening period of rising racism, militarism and right-wing reaction.




AIDS: THE FACTS OF THE DISEASE


Because so much of the right’s manipulation of the AIDS crisis has been based on a profound distortion of science, countering their agenda first requires knowing a few basic facts about AIDS.1



AIDS’ Impact: From Infection to Death


Though much remains unknown, a great deal has been discovered concerning this terrible disease. AIDS is caused by a virus, initially designated HTLV-III/LAV and now known as HIV, the “human immunodeficiency virus” (5). This virus attacks important regulatory cells in the immune system, the T4 lymphocytes, and it can also infect cells within the brain. By disrupting or destroying the immune system, HIV leaves the body prey to a myriad of opportunistic infections—that is, maladies caused by microorganisms which rarely create disease in persons with healthy immune systems. At present, there is no cure for AIDS, and its destruction of the immune system leads inexorably to the death of the afflicted individual.

For infection to take place, HIV must be directly transmitted from an infected person’s blood, semen or vaginal secretions into another person’s bloodstream; mere contact with skin is not sufficient. Transmission of the virus can happen in several ways: via sexual activity which leads to the tearing of membranes, through the actual exchange of blood (by shared hypodermic needles, transfusion, etc.), or from an infected mother to her unborn or newborn child. In the United States, the two most common routes of transmission are anal receptive sex and the sharing of dirty needles. Having venereal disease (VD) may also increase risk of infection, since sores may facilitate direct contact between exposed blood vessels and infected body fluids (such as semen and perhaps vaginal secretions). Because HIV will enter wherever it finds an opening, whenever particular behaviors are shared with someone who is infectious, it is a democratic creature, no respecter of color, creed or sexual orientation: AIDS is not intrinsically a “gay disease.”

Above all, AIDS is not a casually transmitted disease: where there is no exchange of body fluids, there can be no transmission. AIDS cannot be spread by a handshake or a hug, by a sneeze or a cough, or by food prepared by a person with AIDS. If AIDS were a highly contagious disease and easily spread by any of these means (or by common insects), the AIDS epidemic would already have spread rapidly throughout the entire U.S. population, instead of occurring primarily in men 20–49 years old. As additional evidence of how hard it is to get AIDS, long-term studies of the family members of AIDS patients—and of the thousands of health care workers who have cared for them—have shown that AIDS cannot be transmitted by touching or even by sharing meals, bathrooms and beds with people who have AIDS. Based on this data, the World Health Organization (6), the United States Public Health Service (PHS) (3) and its Centers for Disease Control (CDC) (7), the Institute of Medicine of the National Academy of Science (4, p. 50), the American Medical Association (8), and the deans of all 23 Schools of Public Health within the United States (9) have all concurred that AIDS cannot be spread by casual contact in the workplace, at school or at home.

Among those individuals who do become exposed to HIV, not all necessarily develop AIDS. Like many other viruses, HIV apparently does not provoke an “all-or-nothing” response. Instead, it seems to induce a spectrum of disease, ranging from infection without any symptoms to full-blown AIDS. Indeed, current evidence suggests that between 25 and 50 percent of those infected proceed to AIDS (usually within two to five years after being exposed to the virus), while another 25 percent or so develop AIDS-Related Complex (ARC) (4, p. 91). These findings imply that perhaps a quarter or more of people infected with HIV might not become ill. Why this is so remains unknown, although researchers suspect that differences in exposures to “co-factors”—possibly other diseases or substances which can depress the immune system, such as various drugs and alcohol—may account for some of the variation in response to HIV infection (10).

Regardless of the ultimate outcome of infection, people exposed to HIV generally develop antibodies to the virus within two to eight weeks after becoming infected. In contrast to most diseases, however, these antibodies are not protective; they reflect the presence of HIV, but are incapable of resisting its impact. Moreover, HIV apparently produces a chronic viral infection, such that people carrying the AIDS virus are continually capable of infecting other people. Consequently, AIDS can be spread not just by people who have symptoms of the disease, but also by people who seem healthy but nonetheless are infected with HIV (4, pp. 6, 45).

To establish whether someone has been infected, a series of tests are carried out to see if antibodies to HIV are present in the person’s blood. The two procedures used most often are the ELISA and Western Blot tests, with the latter used as a confirmatory procedure in persons who are positive on at least two ELISAs. The extra precaution of using three tests to determine if a person is truly infected is necessary because the implications of a positive test obviously are devastating.

Even more distressing, however, is the actual diagnosis of AIDS—news which currently is equivalent to saying that you have at most two to five years to live. But in addition to the harrowing fact of learning you have a terminal disease, many AIDS patients are also confronted by additional stresses due to the hysteria which surrounds this disease and societal contempt for both gays and IVDUs. An AIDS diagnosis can therefore trigger not only fears of death, but also the fear of being fired or evicted if your disease status becomes known—to which often is added the fear of having to reveal to non-sympathetic family, friends or co-workers that you are gay or have used IV drugs.

Among those who do develop full-blown AIDS, the actual illness can manifest itself in a variety of ways. This is because AIDS is a syndrome, rather than just one disease. Which opportunistic infection people get seems to correlate with their overall health status; among gay men with AIDS, Kaposi’s sarcoma is one of the most frequent appearing diseases, while tuberculosis is more common among IVDU AIDS patients (11).

After numerous bouts with several of these infections (and in the absence of any cure), AIDS patients ultimately succumb—often due to a combination of respiratory failure and deteriorating brain function. Typically, this occurs within a year-and-a-half after symptoms first appear, but a few AIDS patients have lived as long as five years after diagnosis. The length of survival apparently depends on several factors: the stage of illness at which they were diagnosed, their state of health prior to developing AIDS, and the quality of treatment they receive. Among IVDUs with AIDS in New Jersey, for example, the average interval between diagnosis and death has been only 18 days. According to Dr. John Rutledge, a New Jersey state health official, this is because these IVDUs “had very limited contact with our medical health services and they were just coming in and dying, sometimes on the same day” (12). Even under less adverse circumstances, however, minorities and/or IV drug users with AIDS, as compared to more affluent white AIDS patients, have on the whole become sicker and died sooner (11).

Unfortunately, the virus which causes AIDS presents formidable challenges to developing a treatment, cure or vaccine. Not only does it destroy the very immune system the body usually uses to fight off disease, but HIV also directly incorporates itself into the genetic material of the cells it infects. Treatment therefore requires drugs which can suppress replication of the virus and boost the infected person’s immune system, as well as be taken for a lifetime (since the virus would never be eliminated from the infected person’s body). Finding or developing safe, effective agents which can meet all these criteria will not be easy. Other properties of HIV (such as its high mutation rate) mean that designing a vaccine will also be difficult. As noted by the Institute of Medicine of the National Academy of Sciences, “the development of a vaccine against viruses like HIV has never been seriously attempted, much less achieved” (4, p. 26). Nonetheless, many researchers believe a vaccine might be made by the mid-1990s, though they caution that adequately testing it will take many more years (13).




The Origins of AIDS


At present, it remains unclear as to exactly when, where, or how AIDS entered into the human population. No data support one hypothesis advanced by certain sectors of the U.S. progressive movement: that AIDS is a consequence of CIA-inspired biological warfare. While this hypothesis is sometimes defended on the grounds that it most forcefully targets the political forces responsible for the AIDS crisis, it actually undermines a truly effective critique of the U.S. government’s backward role by putting forward a headline-grabbing claim with no substantiation.

Instead, evidence suggests that AIDS first surfaced in Central Africa during the mid-1970s (14, 15). While some have attacked this hypothesis as being intrinsically racist, the actual issue is not whether Africa is the continent of origin, but the racist manner in which Africa is being blamed for the epidemic. Plausible data, in fact, indicate that HIV may have initially entered the human population through contact with the African Green Monkey, an animal already implicated as host for the Ebola, Marburg and African Yellow Fever viruses. If true, this would not be the first time a virus which was relatively harmless in one species crossed over into a different species only to trigger a new and devastating disease (16).




The International AIDS Crisis and the Consequences of Underdevelopment


AIDS is a disease which knows no borders. Although this analysis focuses on the AIDS crisis in the United States, it is important to stress that AIDS is a worldwide epidemic. The director of the World Health Organization, Dr. Halfdon Mahler, has estimated that as many as 10 million people may already be infected worldwide (17). Not only is the AIDS epidemic spreading in Africa and beginning to take hold in Asia, but cases already abound in Australia and Western Europe, a small but increasing number are being reported in Eastern Europe, and the epidemic is escalating in the Caribbean and Latin America, especially in Haiti, Puerto Rico and Brazil (18).

Depending on whether the country it strikes is developed or underdeveloped, AIDS creates distinct patterns of disease. For example, the male:female case ratio is currently about 13:1 in the United States, yet is nearly 1:1 in several Central African countries. Similarly, the two groups accounting for over 90 percent of AIDS cases in developed countries (gay or bisexual men and IVDUs) apparently represent only a small fraction of AIDS cases reported in most (but not all) underdeveloped countries (14, 15). What accounts for these differences? While some scientists have offered racist rationales ranging from “hidden homosexuality” (4, p. 75) to “exotic sexual practices” (19), in fact the real explanation lies in the economic and political domination of the underdeveloped world by the Western capitalist countries.

The high rates of AIDS which currently plague Central African countries and Haiti are intimately linked to their histories of underdevelopment. As a consequence of distorted, export-oriented economies shaped by centuries of colonial rule, these nations typically confront problems of an increasingly marginalized peasant labor force, the social disintegration of rural society, a growing migrant labor force and the emergence of squalid slums surrounding major cities—with contingent high rates of unemployment and prostitution. Lacking adequate resources to counter the diseases which flourish under such conditions, these countries suffer enormously from malnutrition, malaria, measles, tuberculosis and venereal disease (14, 20, 21, 22).

Not accidentally, evidence suggests that these interrelated consequences of underdevelopment may exert a profound influence on the distribution and spread of AIDS. That most AIDS patients from these regions are non-IVDU heterosexuals can probably by linked to poor living conditions in several ways: (a) the presence of societal co-factors may increase the likelihood of being exposed to HIV and/or developing AIDS (such as diseases due to poor sanitation, crowded conditions, and malnutrition); (b) high rates of other untreated venereal diseases  (which may facilitate direct exchange of HIV-infected fluids during vaginalpenile intercourse); (c) the lack of adequate blood-screening tests, leading to the transfusion of contaminated blood; and (d) the widespread use of unsterilized hypodermic needles (due to lack of supplies and the imported “Western” practice of giving shots for every disease imaginable) (14, 15, 23). Under these conditions, it comes as no surprise that AIDS would spread in a heterosexual population, its transmission facilitated by the disastrous combination of high rates of HIV-infection in prostitutes and their use by traveling businessmen, professionals, tourists and soldiers.

AIDS has added a new and potentially disastrous component to the already jeopardized health status of people living under conditions of underdevelopment. In Haiti, nearly 150 of every 1,000 infants born die before their first birthday (as compared to 10 of every 1,000 among whites and 20 of every 1,000 among blacks in the U.S.), and the average Haitian life expectancy is only 47.5 years (as compared to 75 years for whites and 70 years for blacks in the U.S.) (24, 25, 26). AIDS now threatens to make these dismal statistics even more wretched because it is now striking men and women in their prime productive and reproductive years. By posing a severe threat to this critical sector of the population, AIDS threatens not just this generation but generations to come. This is because infected pregnant women can transmit the virus to their unborn children. The sorry fact that perhaps nearly 10 percent of pregnant women in some regions of Central Africa are already infected with HIV (4, p. 262) suggests that the future may well be bleak, populated by an ever-growing number of babies born with AIDS—children who are literally born to die.




The Toll of AIDS in the United States


In the United States, more than 28,000 people have been diagnosed in the five brief years between when AIDS first appeared in 1981 and the fall of 1986. Of those stricken, more than half have already died (27). Evidence suggests an additional one to two million people in the United States are infected, of whom perhaps as many as a third will develop full-blown AIDS. Moreover, in the next five years, the U.S. Public Health Service (PHS) predicts that the number of cases will multiply 10-fold, elevating AIDS to the category of “leading cause of death” in the United States (3). Indeed, by 1991, the PHS estimates that perhaps as many as 270,000 people will have been diagnosed with AIDS, of whom 179,000 will have died—a figure equal to nearly half the total number of U.S. World War II casualties.

At present, gay and bisexual men account for about 65 percent of people stricken by AIDS in the United States, and IVDUs constitute about another 20 percent of diagnosed AIDS cases. An additional 8 percent of AIDS patients are both IVDUs and either gay or bisexual (27). While the AIDS epidemic apparently attained fairly rapid widespread geographic dispersal among gay and bisexual men living in and traveling between the established gay communities located in various East and West Coast cites, the geographic spread of AIDS among IVDUs has proceeded more slowly. Currently, about 80 percent of IVDUs AIDS cases live clustered in New York and New Jersey. This distribution not only suggests that AIDS first entered the IVDU population in the East Coast but also that its spread from one IVDU community to another is hampered by mobility limitations imposed by addiction and living in inner cities.

The remaining 10 percent or so of the other “high risk groups” in the United States are concentrated among hemophiliacs and others dependent upon blood and blood products, as well as among the children and heterosexual partners of people at risk. But while the male:female ratio was initially about 19:1 in the early days of the epidemic, it has declined to less than 13:1—a consequence of the rise in rates of AIDS in women who use IV drugs or are partners of men in high-risk groups.

Heterosexual transmission, however, will probably not become as widespread throughout the United States as it is in underdeveloped regions. This is due to three factors: lower rates of untreated venereal disease, a substantially better level of nutrition and health, and the virtually non-existent use of unsterile hypodermic needles in medical settings. Still, within economically depressed regions—ranging from Belle Glade, Florida to inner-city ghettoes—evidence already indicates that heterosexual transmission may well become a dangerous health problem, leading to AIDS in both adults and newborns (28). The changing complexion of the disease is further revealed by new data which show that, in the large cities of the Northeast, straight IVDUs are the majority of new cases—of whom over 80 percent are minorities (2).




AIDS and Racism: A Deadly Intersection


Despite a barrage of media distortions, AIDS has never been a disease afflicting only affluent white gay men. True, AIDS has so far taken its most terrible toll among gay males. But it is critical to stress that neither all people with AIDS nor all gays or lesbians are either white or wealthy. From the beginning of the AIDS crisis, the disease has penetrated both minority and working class communities, and over 40 percent of those afflicted have been people of color, both gay and straight. Currently, blacks and Latinos comprise over half of the people with AIDS in New York, Philadelphia, Baltimore, Detroit, Newark, Miami and Washington, D.C. (29). Nationwide, three-fourths of the women, four-fifths of the children, two-fifths of the men and nine-tenths of the prisoners with AIDS are people of color (see Table 1; Figures 1 and 2) (30).

Approximately one-quarter of gay men with AIDS are minorities—a figure in proportion to the overall racial composition of the cities hit hardest by the disease. But adult gay or bisexual men account for only 40 percent of minorities with AIDS, as compared to 80 percent of whites with AIDS. Of the remaining 60 percent of people of color who have AIDS and are straight, the vast majority became infected because either they or their lovers used IV drugs. Accordingly, as of September 1986, minority men and women accounted for over 80 percent of heterosexual IVDUs with AIDS and for nearly 85 percent of non-IVDU heterosexuals with AIDS whose main risk factor was being the sexual partner of a person who used IV drugs (30).



Table 1
 
Percentage distribution of cases of AIDS among adults (age ≥ 15 years), by race and transmission category, as of September 1986a


	Percent of all casesb

	Transmission category

	White

	Black

	Hispanic

	Other






	  66.9

	Gay/bisexual male

	74.3

	14.8

	10.2

	0.7




	    8.0

	Gay/bisexual male and IVDUc

	64.1

	22.1

	13.6

	0.3




	  17.6

	IVDUc only

	18.5

	51.4

	29.8

	0.3




	    0.8

	Hemophilia

	86.3

	5.6

	8.1

	0.0




	    0.2

	Women whose sexual partner was a bisexual male

	47.1

	35.2

	13.7

	3.9




	    1.1

	Heterosexual whose sex partner was an IVDUc

	14.6

	47.8

	37.6

	0.0




	    1.8

	Blood transfusion

	78.3

	13.7

	5.9

	2.1




	    3.5

	Undetermined

	35.4

	43.7

	19.6

	1.3




	100.0

	
	60.4

	24.8

	14.2

	0.6








aSource: Centers for Disease Control. Acquired immunodeficiency syndrome (AIDS) among blacks and Hispanics—United States. MMWR 35: 655–666, 1986.

bTotal number of cases: 24,102.

cIVDU = intravenous drug user.

The disproportionate concentration of people of color among these risk groups clearly is a consequence of the deadly translation of racism to poverty and subsequent rates of drug abuse and ill health. Furthermore, as in the case of underdeveloped nations, this distribution of cases bodes ill for future generations. The sorry fact that black women account for 50 percent of all women with AIDS in the United States, while Latinas comprise another 20 percent, has already yielded a new dismal statistic: of 350 children diagnosed with AIDS as of September 1986, over 80 percent were minorities (30).



[image: Image]

Figure 1. Percentage of acquired immunodeficiency syndrome (AIDS) cases [reported as of September 8, 1986, and excluding 153 AIDS patients (<1 percent) of other race], by year of diagnosis and race—United States, pre-1981–1986. †Incomplete year. Source: Centers for Disease Control. Acquired immunodeficiency syndrome (AIDS) among blacks and Hispanics—United States. MMWR 35: 655–666, 1986.



The collective impact of AIDS on the overlapping gay and minority communities has been profound. In cities where the crisis is most acute, AIDS has further endangered access to health care. The monumental cost and strain of caring for AIDS patients has fallen heaviest on public hospitals, already overburdened and ill-equipped to serve those with limited resources. In the regions where the lesbian/gay population is most concentrated, almost everyone knows someone who has died. If ever a disease demanded a massive, nationally organized and compassionate response, AIDS would be the one—and yet the reality has been the very opposite.





THE SOCIAL, SCIENTIFIC, AND POLITICAL RESPONSE TO AIDS


The societal response to AIDS has been as complex and contentious as it has been callous. Pervading the reactions of the public at large has been an utter contempt, if not hatred, for gays and IVDUs. Equally explicit has been open support for the view that these groups either “deserved” to get AIDS or somehow have brought this disease upon themselves via their “deviant lifestyles.” Moreover, these attitudes—combined with U.S. society’s strong aversion to dealing frankly with the fact that AIDS is, among other things, a sexually transmitted disease—have been shared by scientists and politicians alike, thereby profoundly affecting the types of research conducted and policies propounded. With the common question being “how can this epidemic be controlled?”, these different sectors have each offered answers in accord with their basic—and often backward—beliefs about drug abuse, gays, and sexuality in general.



[image: Image]

Figure 2. Acquired immunodeficiency syndrome (AIDS) cases [reported as of September 8, 1986, and excluding 153 AIDS patients (<1 percent) of other race], by year of diagnosis and race—United States, pre-1981–1986. †Incomplete year. Source: Centers for Disease Control. Acquired immunodeficiency syndrome (AIDS) among blacks and Hispanics—United States. MMWR 35: 655–666, 1986.



At the same time, the societal response to AIDS has reflected more than just prevailing social attitudes or concerns about the implications of the epidemic for the health of the populace. Just as the public reaction has been affected by the active organizing of the New Right, so too have the scientific and political responses to AIDS been influenced by factors beyond the features of the disease itself. These include not only the ways in which U.S. capitalism affects the nature and direction of scientific research, but also the current crisis of the health care system and the huge military buildup that characterizes the Reagan era. With the epidemic erupting in a society already embroiled in bitter battles over social vs. military spending—fights which not only have pitted working class and minority communities against the Reagan administration but which have also exacerbated tactical differences within the ruling class over the best way to “keep America strong”—it is not surprising that the AIDS crisis has become an extremely symbolic, as well as cruelly concrete, social issue. Together, these crucial and diverse factors have jointly shaped the continually changing social, scientific and political response to AIDS.



The Social Response


Despite the deepening scientific understanding of AIDS, public hysteria regarding this disease has reached massive epidemic proportions. In part, this is because hysteria is a characteristic complication of epidemics, and when the disease rages for long enough, the panic finds a scapegoat. For example, the Black Death—the bubonic plague which wiped out nearly one-third of Europe in the 1400s—was blamed on the Jews, many of whom were consequently pilloried and burned at the stake. More recently, the outbreak of the plague in San Francisco in the early 1900s occurred during a time of rank anti-Chinese sentiment, such that the epidemic was wrongly blamed on the Chinese and Chinatown was quarantined.

Hysteria, Hatred and Victim-Blaming. Like any other epidemic, AIDS has its scapegoats. Yet what has given AIDS hysteria its particular virulence is that it feeds upon not only a dread of death, but a fear and loathing of homosexuals and a repugnance for IVDUs as well. Already depicted and perceived as sick, depraved, and deserving of discrimination, members of these two groups now face the charge that they are the culprits, not victims, of this devastating disease.

Indeed, the widespread public condemnation of homosexual activity and IV drug abuse has thoroughly distorted the nature and causes of these two types of behavior—as well as the differences between them. Both are portrayed by powerful forces in government, the media and the church as “sick” and “deviant” behavior, as expressions of individual pathology. But this picture is thoroughly mistaken. In the first place, being gay or lesbian is just as legitimate, valid, and socially healthy as being straight. IV drug abuse, in contrast, is destructive and unhealthy, but it must be addressed as a social, not an individual, phenomenon. Widespread drug addiction is a consequence of blighted lives brought to degradation and despair by an extraordinarily violent society suffused with rotting inner cities, racism, soaring unemployment, profound alienation, and the wholesale commercialization of commodities geared towards making you “feel good” via a “quick fix.” And until the social forces which produce addiction in the first place are eliminated, humane treatment of the drug user is the only sensible approach. But, with AIDS now regarded as manifest “proof” of the profoundly “diseased” and “decadent” nature of “queers” and “junkies,” reactionary calls to remove gays and IVDUs from the midst of so-called “civil society” have truly reached new depths.

Not surprisingly, in a society undergoing a New Right revival and already prone to victim-blaming explanations of disease causation, AIDS has more often inspired the parable of Sodom and Gomorrah than it has that of the Good Samaritan. In 1986, Reverend Charles Stanley, head of this nation’s largest Protestant denomination (the 14.3 million-member Southern Baptist Convention) declared that “AIDS is God indicating his displeasure” toward homosexuality (31). In a somewhat more secular vein, Patrick Buchanan—Reagan’s arch right-wing advisor—characterized AIDS as nature’s revenge for unnatural sex: “The poor homosexuals, they have declared war upon nature, and now nature is exacting an awful retribution” (32). That prominent spokespersons for major faiths and the executive branch of the federal government can openly utter such damning pronouncements and yet provoke little outcry is a telling indictment of how strongly the stigmatization of high-risk groups has marked the social response to AIDS.

AIDS-Related Discrimination and Violence. Given these conditions, the hysteria and hostility inspired by AIDS has literally reached from cradle to grave, affecting every major arena of social life: school, work, housing, health care, even death itself. Rather than let their children attend classes known to “harbor” AIDS students, thousands of parents have boycotted schools. Private and federal employers have fired people with AIDS and have dismissed or refused to hire gays and others whom they suspect have or are at risk for AIDS. Landlords have used fear of AIDS as a pretext to evict or to refuse to rent to tenants they suspect might be gay. Insurance companies in numerous states have begun using “lifestyle” questions to try to screen out gay men, while others have sought legislation to permit use of the AIDS-antibody test to screen applicants directly. Moreover, not only are blood-banks experiencing dangerous shortages because of a thoroughly irrational fear of contracting AIDS via donating blood, but nurses have refused to care for AIDS patients, para-medics have refused to give artificial resuscitation to gays and others whom they think might be infectious for AIDS, and undertakers have even refused to bury people who have died of AIDS.

Fear of AIDS, combined with repugnance for those whom it strikes, has also led to widespread support for gross violations of civil rights, as well as to an increase in outright violent attacks on lesbians and gays. A December 1985 survey of 2,000 people in Los Angeles indicated that over half approved of mandatory identity cards for people who have AIDS or test positive for AIDS antibody; even more favored quarantining AIDS patients and making it a crime for them to have sex with anyone (33). In addition, 15 percent supported tattooing people who test positive or have AIDS—an idea which William F. Buckley subsequently proposed in the op-ed pages of the New York Times (34).

Turning these beliefs into action, during the summer of 1986 a San Francisco teenager physically assaulted a gay man with AIDS—and then had the audacity to call the San Francisco AIDS Foundation to ask if his brutal attack put him at risk for developing AIDS (35). And demonstrating that this was not an isolated event, the National Gay and Lesbian Task Force’s report on “Anti-Gay Violence and Victimization in 1985” documented a rise not only in individual anti-gay acts explicitly linked to AIDS but also in anti-gay, anti-AIDS actions carried out by organized hate groups—such as the Ku Klux Klan, the Order, the Nazis and the White Patriotic Party (36).

While the general social response to AIDS has not been characterized by such outright violent attacks, it nonetheless has been marked by more hostility than compassion. Yet, to assume that the response will inevitably grow more vitriolic may be in error. A recent survey of residents in New York, London and San Francisco suggested that appropriate education campaigns can eventually induce the public to replace its initial high levels of ignorance, fear and strong anti-gay attitudes with a more informed and less reactionary stance (37). And, in a critical vote on AIDS policy in the November 1986 election, Californians defeated the LaRouche AIDS Quarantine Initiative by an almost 3:1 margin. Together, these two limited tests of public opinion indicate that the reactionary response engendered by the combination of fear of AIDS plus revulsion for its “high risk groups,” though certainly potent, can be combatted and curbed.




The Scientific Response


The scientific community’s reaction to AIDS was also initially hostile and inadequate, yet is now showing stronger signs of change than the general public’s. This shift is due in part to scientists’ growing understanding of the disease and their recognition that the spread of AIDS cannot be halted without cooperation of those at risk. It is also, however, a consequence of the ways in which the social and scientific responses to AIDS mutually create, condition and transform each other.

The Production of Scientific Knowledge. When evaluating the scientific response to AIDS, it is important first to stress that a disease like AIDS would make even the most rapid scientific progress seem agonizingly slow. The nature of the AIDS virus and what it does to the immune system requires that vast amounts of research must be conducted at the cutting edge of contemporary scientific knowledge. Without recent developments in molecular biology, virology, recombinant DNA technology, epidemiology, biostatistics and computer sciences, it would have been impossible for scientists to have discovered, isolated, characterized and created a test for the virus which causes AIDS in the space of only four years. Results simply cannot be produced on demand: determining why some people who test positive get AIDS and others remain well, or discovering how to make a vaccine or develop a treatment or a cure, are extremely difficult scientific questions. And answers to any of these would represent an extraordinarily important contribution to humanity as a whole.

It would, however, be a gross error to assume that the scientific process has been without flaws, or that it has been limited solely by obstacles within the realm of science. Quite the contrary, social, political and economic factors have negatively affected scientific work on AIDS from the outset.

One such factor was the initial reluctance of the U.S. scientific community to tackle a disease first perceived as primarily affecting gay men; interest picked up only when researchers realized that AIDS provided a unique opportunity to study how the immune system works. Underlying both of these impulses were the ways in which social conditions shape scientific inquiry in this country. U.S. scientists, as relatively privileged members of the society in which they live and work, obviously share many of this country’s dominant social beliefs—be they about gays, sexuality, minorities, IVDUs, and the nature of Third World societies, or the conviction that health problems can best be solved by biomedical or technological, rather than social, interventions. These attitudes in turn influence both the types of questions scientists ask and the interventions they propose, and they have served to impede progress toward understanding and fighting AIDS.

The Pursuit of Prestige and Profit. Ironically, as soon as it became clear that AIDS would be one of the “hot” research topics of the 1980s, new problems arose—this time due to rising rivalry rather than complacent neglect. Reports of tampering, sabotage, and deliberate delay of research at the Centers for Disease Control (CDC), for example, prompted a congressional inquiry in the fall of 1986. That investigation uncovered high levels of rancor and low levels of scientific productivity resulting from a combination of administrative mismanagement and scientific feuding (38). At stake not only are prestige and potential Nobel prizes, but patents and profit as well.

Perhaps best exemplifying this problem is the current [1986] dispute between French and U.S. researchers over who first discovered the virus which causes AIDS. In this fight, the French have been seeking to secure recognition of their “contributions to AIDS research and related commercial rights”—that is, the patent rights to the AIDS antibody test, which is expected to accrue yearly revenues in excess of $5 million. French scientists were, in fact, the first to isolate (in May 1983) the virus which causes AIDS, which they named “LAV” and which they shared with the U.S. researchers. But a U.S. team was the first to develop (in May 1984) a technique for growing the virus in bulk for research purposes, utilizing a virus which they independently had isolated from U.S. AIDS patients and which they called “HTLV-III.” The U.S. scientists subsequently took out a patent on the blood test in behalf of the U.S. government, a move which the French contested and finally took to court. With the suit dismissed in July 1986 (on the grounds of “no jurisdiction”), the tension between these two important research groups has only been intensified and prospects for future collaboration remain poor (39).

The profit motive may also pose as serious an obstacle to the development of a vaccine as the scientific challenge itself. Apart from complaining about research costs, the pharmaceutical industry has clearly indicated it will not manufacture an AIDS vaccine unless guaranteed a large enough market to ensure profitable returns and also freedom from liability suits (13). With several major manufacturers citing rising insurance costs as justification for halting production of critical vaccines, a spokeswoman for Genentech—one of the three major biotechnology companies working on an AIDS vaccine—bluntly stated: “no company in the country will take a new vaccine to market unless a product liability bill protecting them is passed” (40). Faced with such pressure, in November 1986 Congress approved (and Reagan signed) a “no fault” compensation bill which will be financed by a new excise tax on sales of existing vaccines. Moreover, to meet the companies’ demands for a guaranteed market, the government may have to purchase specified amounts of the AIDS vaccine once it is produced. With the public hit twice to foot the bill—once as consumers and once as taxpayers—it is clear that in an economy where profits, not health, determine what will be manufactured, the production of an AIDS vaccine will depend as much on politics as it will on science.

Social Consequences of Scientific Definitions and Recommendations. The problematic nature of the scientific response to AIDS has not been solely a consequence of the drive for glory or money. Instead, it has often been expressed through the social and political implications of what, on the surface, seem like “scientific” questions—ranging from the definition of the disease and who is at risk of acquiring it to whether antibody tests should be routinely offered and how drug trials should be conducted.

Consider, for example, the term “AIDS” itself. In 1982 the CDC constructed a narrow definition which deliberately and—at that time—appropriately focused on the severe and terminal stage of the disease. This approach not only served to ensure accurate tracking of a new disease (which, at that point, was defined by exclusion, since the virus which caused AIDS had not yet been discovered) but also reflected the relative level of ignorance of the natural history of the disease. Yet, though this categorization had primarily been intended to meet epidemiological criteria, it quickly started to serve another crucial purpose: defining who was or was not eligible for Social Security disability benefits for AIDS.

As soon as it became clear that many were becoming ill without developing the opportunistic infections described in the CDC definition, a clash over terms erupted. On one side stood people suffering from these alternate manifestations of AIDS who were fighting for their rights to receive disability benefits, while on the other were researchers insisting that the scientific definition of “AIDS” must be kept consistent. Though most of the medical community eventually accepted the term “ARC” to describe these patients whose symptoms were not within the CDC’s initial narrow definition, the government has continued to use the CDC’s restricted guidelines to establish who could receive disability benefits. Consequently, people with ARC—no matter how sick, and regardless of whether they had lost or been fired from their jobs—are not automatically eligible for “AIDS” benefits, and instead must go through a grueling process to obtain them. Although the CDC finally expanded its classification of AIDS in 1986 to recognize the full spectrum of disease (41), it remains to be seen what impact this will have on disability eligibility criteria.

“Risk Groups,” Haitians, and “Risk Behaviors.” The CDC’s definition of “risk group” has been equally charged. Its initial designation of Haitians as a “risk group,” for example, was an act which can only by chalked up to racism. This measure provoked widespread discrimination against Haitians in the United States and devastated the tourist-dependent Haitian economy. Its alleged “scientific justification” was that a substantial number of Haitians with AIDS were non-IVDU heterosexuals. Bolstering this reasoning was the CDC’s fixation on AIDS as a “gay” disease, such that it discounted the possibility of heterosexual transmission and instead labeled all Haitians mysteriously “at risk.”

As evidence of the tenacity of this ingrained belief, the CDC clung to the category “Haitian” despite data which—as early as 1984—showed that all Haitians were not at equal risk and that heterosexual transmission clearly occurred in Africa (24, 42). It was not until July 1985 that the CDC finally removed “Haitian” as a risk group, acknowledging that Haitians could not be distinguished from other groups on the basis of unique risk factors (43, p. 18). And it was not until one year later, in August 1986, that the CDC finally moved non-IVDU heterosexual Haitians out of the “no identified risk” category and placed them instead into the recently expanded and more appropriate “Heterosexual Cases” risk group (which now includes “persons without other identified risks who were born in countries in which heterosexual transmission is believed to play a major role”) (44, 45).

Another raging controversy about “risk groups” has been whether the CDC should refer to them at all, or should speak of “high-risk behaviors” instead. While the CDC and most researchers treat the term “risk group” as a way of describing the sectors most represented among people with AIDS, many gay organizations have opposed the use of “risk group” for two reasons. One is that it perpetuates the stigmatization of gays as a diseased or deviant group. The other is that it ignores the risk faced by men who occasionally have sex with other men yet do not identify as gay. Along these lines, the American Red Cross found that it received less antibody-positive blood after it changed its guidelines and begun urging all men who had sex with other men—rather than just homosexual men—not to donate (46). To turn the debate into a question of “either/or,” however, is both misleading and potentially dangerous. “High risk behaviors” among “high risk groups,” for example, do carry more risk than similar behaviors among “low risk groups” precisely because the AIDS virus is more common among members of “high” as compared to “low” risk groups. Consequently, while the CDC designation is not complete, it also is not wrong, for it provides necessary information needed to design appropriate intervention programs.

To Test or Not to Test: Antibody Status and Experimental Drugs, The scientific establishment and gay organizations have also clashed on questions surrounding use of the antibody test. This procedure was initially and appropriately designed to screen the blood supply. Bitter disputes, however, immediately developed over the question of testing individuals. These disputes centered on issues of confidentiality, the meaning of the test, and its relation to reducing HIV-transmission. Only after considerable protest did the CDC and public health officials accept the fact that the social consequences of even taking a test—that is, the implications of being labeled a “queer” or a “junkie”—meant that antibody tests must be either anonymous or thoroughly confidential. And only after additional agitation was it established that tests must not be offered without pre- and post-test counselling, given the potentially devastating effects of learning you test positive. Moreover, many in the gay community have bristled at the commonly expressed view that unless gay men definitively know their antibody status, they would not adopt “safe sex” practices. Although these tensions are far from resolved—indeed, in March 1986 the PHS recommended testing for all persons in any of the risk group categories (47)—at least consensus has been reached on one critical point: in addition to the confidentiality and counselling criteria, testing should be done only on a voluntary basis (4, p. 15).

In a related controversy, public health officials stirred up a storm of protest when they suggested that the same type of contact tracing employed for syphilis and other sexually transmitted diseases should be carried out with the partners of people who either have AIDS or test positive for the AIDS antibody.
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