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Preface

This book had its origin in September 1984, when I arrived at the U.S. National Institutes of Health (NIH) to write about another infectious disease for the National Institute of Allergy and Infectious Diseases (NIAID) and found myself housed in an office with Ruth Guyer, an immunologist turned science writer who was producing a newsletter called the AIDS Memorandum. Talk around the NIH campus was intense with regard to the new disease AIDS, and a number of NIAID scientists working on AIDS were next door or downstairs from our office. Confessing that I had never heard of T cells and B cells, which seemed to be involved somehow with AIDS, I asked Guyer to enlighten me, and so began my education into molecular immunology and virology. As a historian, I wondered who was collecting materials such as the AIDS Memorandum and conducting interviews with scientists working on AIDS, and I found out that no formal historical process existed at NIH. Here was a new disease, key investigators working around me, important discoveries going on, and no one was capturing this? It seemed a dereliction of duty for a historian not to make some sort of attempt to document what was occurring.

In 1986 I had the good fortune to become the founding director of the Office of NIH History and Stetten Museum, a position from which I was able to include what by then was beginning to be called HIV/AIDS documentation efforts alongside other initiatives to document biomedical research history at the United States’ foremost medical research institution. Because my research on HIV/AIDS was conducted over more than a quarter century, however, I have incurred more debts to more people than I can possibly acknowledge. The number of NIH staff who went out of their way to assist me at various times is far too large for me to name every person, but to them all I am most grateful. My colleagues in the Office of Communications at NIH, mostly trained as journalists, were welcoming to a historian and taught me much about excellence in writing and thinking about a public audience. Don Ralbovsky collected ephemera for the Stetten Museum during the 1990 “Storm the NIH” ACT UP protest. Dennis Rodrigues worked with me for some years on the AIDS oral history project, bringing his expertise as a former staff member of the NIH AIDS Executive Committee. The communications staff in the NIAID and the National Cancer Institute (NCI) worked intensely with me in 2001 to prepare the website “In Their Own Words: NIH Scientists Recall the Early Years of AIDS,” which was launched to mark the twentieth anniversary of the AIDS epidemic.

My own staff in the Office of NIH History and Stetten Museum also helped in many different ways. Archivist Brooke Fox worked heroically to organize the mountain of AIDS materials generated at NIH, including photos, oral histories, and documents. Her successor, Barbara Harkins, responded to every request for access to these materials as the writing was in progress. Michele Lyons cu-rated the artifacts collected by the Stetten Museum. Caroline Hannaway expertly edited many of the AIDS oral histories. The historical offices at the Public Health Service (PHS) and the Food and Drug Administration (FDA), working to preserve different aspects of the history of HIV/AIDS, were always available for consultation and advice. FDA historian Suzanne Junod took the initiative to send the Stetten Museum one of the earliest HIV test kits approved by the FDA for our collection.

History colleagues around the world also pointed me to materials and worked to preserve historical documents for future histories of AIDS. Initially, I had hoped to include an appendix listing repositories of interest to other scholars in this book, but in short order I realized that such a list would merit a book of its own. In addition, many new documentary materials are just now beginning to be organized. After my research on U.S. federal policy on HIV/AIDS in the 1980s was complete, for example, the U.S. National Library of Medicine (NLM) acquired a chronological file of correspondence about AIDS that covers all agencies in the Department of Health and Human Services that will be of great use for future scholars.

In 1988, a group of scholars in the American Association for the History of Medicine formed the AIDS History Group and elected Guenter Risse and me cochairs. In 1995 Caroline Hannaway took over as cochair with me. Until 1999 we published the AIDS History Group Newsletter, which aimed to keep people around the world—including community activists, journalists, archivists, health care personnel, and others in addition to historians—in touch with each other. In 1989 the group held a conference, “AIDS and the Historian,” at the NIH, and Guenter Risse and I edited a conference proceedings volume. Courtesy of organizational efforts by William Helfand and his late wife, Audrey, the group was also able to hold a second conference in 1993, “AIDS and the Public Debate: Historical and Contemporary Perspectives,” which brought together historians, public health officials, physicians, and pharmaceutical company officials to assess where the epidemic stood. Caroline Hannaway and John Parascandola coedited the conference proceedings volume with me. All the participants in these efforts deserve thanks for broadening and deepening my understanding of aspects of HIV/AIDS.

The scientists, physicians, public health officials, administrators, nurses, technicians, and social workers who participated in the NIH oral history project provided in-depth information over the years about how the epidemic was viewed from different professional perspectives and patiently tutored me in the science, medicine, and politics of AIDS. At the National Institute of Allergy and Infectious Diseases, I owe special thanks to Greg Folkers for assistance on many issues over two decades.

Two colleagues who also pursued AIDS oral history programs in the United States generously shared their interviews. Gerald Oppenheimer gave me access to the oral histories he and Ronald Bayer conducted with AIDS physicians in New York, and Mary Marshall Clark, director of the Columbia University Oral History Research Office, arranged for me to have digital access to them. Sally Smith Hughes, the historian who conducted and edited oral histories to document the response to the AIDS epidemic in the San Francisco Bay area, not only worked with the Regional Oral History Program at the University of California–Berkeley to make the interviews available on the Internet but also provided comments on a portion of my manuscript.

My thanks also go to the following people for reading and commenting on chapter drafts, especially for helping me clarify the science involved in AIDS research: James Curran, David Sencer, Roberto Trujillio, Anthony Fauci, H. Clifford Lane, Robert Yarchoan, Thomas Quinn, Peter Piot, and David Morens. James Mason, Harold Jaffe, and Donald Resio also guided me in understanding the details of particular issues. Their comments have made the text more accurate. Any errors that remain are mine alone.

My editor at Potomac Books, Elizabeth Demers, worked very hard to make this book happen, even in the face of the economic downturn in 2008–2009. Thanks are due to my family, especially my daughter, Emily McDonell, who transcribed some of the oral histories, and my daughter-in-law, Thyra Leslie, who helped me locate key sources. My son, Durward McDonell, and stepson, David Berger, bailed me out—twice—after computer crashes. Most of all I owe thanks to my husband, Robert Berger, who has always been my first reader and rock of stability, and who may now get to see more than the back of my head toiling at the computer on the manuscript.

Anyone who engages with the HIV/AIDS epidemic is overwhelmed by the suffering and death wreaked by HIV. Most writers hope to have a positive impact on the state of the world, and if this book can help to spur decisions that will save lives, I will be more than repaid for the effort. The book is dedicated to my granddaughter Sibyl, in the hope that she will live to see a world in which HIV/AIDS is no longer a threat to human health.


Prologue: Emergence in Silence

“We will never escape the ecosystem and the limits of the ecosystem. Whether we like it or not, we are caught in the food chain, eating and being eaten. It is one of the conditions of life.”

—WILLIAM H. MCNEILL1

On June 5, 2011, the world observed the thirtieth anniversary of the disease known as acquired immune deficiency syndrome, or AIDS. The term “AIDS” was coined to summarize a medical phenomenon whose cause was initially not known but that is now understood to embody the end-stage signs and symptoms that emerge after long infection with the human immunodeficiency virus (HIV). The actual number of people who have died of AIDS is not known. As of December 2010, some 33.3 million people were living with HIV infection. In three decades, this virus and the manifestation of opportunistic infections and cancers known as AIDS have left children without parents and countries without a sizable portion of young adults who could have served as leaders in the future. The very specific date of June 5, 1981, records the moment when medically trained individuals had become sufficiently aware that a new disease existed that they published what they knew to alert other physicians and public health officers.2 Six physicians—five in the Department of Medicine at the University of California–Los Angeles and one at Cedars-Sinai Hospital in Los Angeles—reported on the cases of five young men who suffered from a disease normally seen only in patients whose immune systems had been severely damaged.3

This publication marked the beginning of a new era in medicine. For a generation, humans had enjoyed the illusion that infectious diseases had been conquered with antibiotics and vaccines. Between the 1950s and 1981, physicians whose practice focused on infectious diseases almost always saw their patients get well. Penicillin and broad spectrum antibiotics, coupled with vaccines against polio and other childhood diseases, freed most patients and physicians in the industrialized world from the fear of death by diseases caused by bacteria, viruses, and other types of microbes. Defeating infections in undeveloped nations appeared to be largely a challenge of moral and economic will, not of medical knowledge. By the late 1970s, the main problem faced by those who were less optimistic about human triumph over microbes was convincing their colleagues, research funding organizations, and the public that their concerns had any value. Within a decade after June 5, 1981, however, it became clear that the “triumph” of humans over microbes was merely a victory in one skirmish marking the timeless competition of life-forms on earth.4

What Is AIDS?

Diseases get their names in a variety of ways. Malaria, a very old malady, took its name from the Italian for “bad air.” People living near Rome believed that illness was contracted from the bad smells, or miasmas, arising from nearby swamps long before they had any notion about microbes and mosquito transmission. Hepatitis comes from the Greek word for “liver” and means an inflammation of the liver. Today it is designated as “hepatitis A,” “hepatitis B,” etc., depending on which of several hepatitis viruses has caused the liver inflammation. Hemophilia was named from the Latin word for “blood” and the Greek word for “affection,” or “tending toward,” and describes the hemophiliac’s characteristic of bleeding easily. As a new disease, AIDS was named by the physicians, scientists, and public health leaders who were attempting to respond to it. As we will see in chapter 1, the earliest cases of what came to be known as AIDS were linked to an immune deficiency—the “ID” part of the abbreviation. These early cases were clustered into groups suffering from opportunistic infections such as a pneumonia caused by Pneumocystis carinii, a widely spread organism usually held in check by the normal immune system, and by Kaposi’s sarcoma (KS), a rare cancer seen in kidney transplant patients whose immune system had been suppressed to prevent rejection of the donor organ.5 When it became clear that the immune deficiency was not caused by an inherited genetic mutation like the one that caused hemophilia, the “A” for “acquired” immune deficiency was added. Finally, people suffering from AIDS came to their doctors with many other problems as well as pneumonia and Kaposi’s sarcoma. Some had candi-diasis, sometimes called thrush, in their mouths. Some had widespread herpes cold sores or genital sores or other viral infections usually controlled by the immune system. What physicians saw, then, was a “syndrome,” a predictable group of several symptoms, the “S” in AIDS.

When AIDS was first recognized, physicians defined the syndrome according to those infections and cancers that they saw initially. As it became clear that AIDS was afflicting many more people than originally thought and that women often had different symptoms from men, and children had different symptoms from adults, the particular problems that fell into the syndrome “S” of AIDS were expanded. Today two systems exist side by side for classifying what is exactly encompassed by the name of any particular disease, one system published by the U.S. Centers for Disease Control and Prevention (known by its historic moniker, CDC) and another by the World Health Organization (WHO). The first definition of AIDS, utilized by the CDC in 1981, was based only on clinical signs limited to the groups of people already encountered with AIDS. Over the next few years, the clinical definition was expanded as more was learned about the disease. (This will be discussed in detail in chapter 1.) In 1986 the CDC and WHO moved cautiously to define AIDS as the end-stage manifestation of infection with a particular virus. Because diagnostic tests that were appropriate and cost-effective for many different geographical locations were still being developed, the CDC was willing to define AIDS by clinical symptoms in the absence of laboratory tests for the causative virus.6 In 1993 infection with HIV was defined as essential for classifying the disease as AIDS. In 1994 WHO’s International Classification of Diseases (ICD) likewise defined AIDS as the result of HIV infection. The two systems differed with respect to the method for determining when full-blown AIDS appeared: the CDC linked it to a specific level of affected immune-system cells that could be tested for. When the level fell below two hundred cells per microliter of blood, a person was said to have AIDS. The WHO’s standard was oriented toward populations in which laboratory testing might not be readily available. It continued to utilize well-known clinical manifestations of AIDS such as recurrent pneumonias, invasive cervical cancer, neurological deterioration, and Kaposi’s sarcoma to mark the onset of AIDS.7

More recently, the definition of AIDS has changed as physicians and researchers have learned new details about the types of opportunistic infections and cancers that long-term infection with HIV permits. Ill-defined conditions such as “cardiac arrest, unspecified hypotension, unspecified disorders of the circulatory system, acute or unspecified respiratory failure, and respiratory failure in a newborn” also complicate the AIDS picture. Deaths from such conditions are now defined as caused by HIV infection if it existed as an underlying condition.8 In 1995, with the meeting of the first White House Conference on HIV/AIDS, the name of the disease shifted from “AIDS” to “HIV/AIDS,” the form in which it is now known, thirty years after it was first detected. HIV/AIDS is an infection with the human immunodeficiency virus. After a long incubation period without treatment, that infection leads to the various opportunistic infections, cancers, and other organ failures that are called the syndrome of acquired immunodeficiency.

HIV/AIDS Is a Zoonosis

HIV/AIDS is a zoonosis, a disease caused by a microscopic pathogen transmitted from other animals to humans.9 These tiny pathogens, which usually exist harmlessly in their animal hosts, may experience a mutation or a recombination of genetic materials and thereby become able to infect human beings. More than half the human diseases caused by infectious pathogens are shared between animals and humans.10 Rocky Mountain spotted fever microbes, for example, coexist happily with particular ticks. Rickettsia rickettsii, the spotted fever germ, is passed from infected female tick to her offspring via her eggs with no apparent ill effects on the ticks. If an infected tick bites a human, however, R. rickettsii organisms pass into the human’s body, where they cause a high fever and attack the cells of the circulatory system, causing leakage in capillaries that appear as spots on the skin of the victim and may, in the most severe cases, lead to circulatory collapse and death.11

Many types of pathogens cause human disease. Bacteria, viruses, protozoa, and prions are known as “infectious” because they must infect, or enter the human body, to cause illness. They are transmitted from one human host to another in several different ways. Influenza and measles viruses can be transmitted in the air between an infected person and someone else. A healthy person is bitten by an infected mosquito to become infected with yellow fever or malaria. The bacteria that cause typhoid fever must be ingested in contaminated water, milk, or food. Some pathogens, such as the hepatitis B virus, are transmitted primarily by sexual contact or via blood—through injection with a contaminated needle, through accidental blood-to-blood contact as in a multiperson auto accident, or by transfusion with infected blood or blood products.

HIV, like the hepatitis B virus, is overwhelmingly transmitted through sexual contact or via blood. HIV is called a retrovirus because as it replicates, one step in the replication process includes a reversal of the action by which other viruses reproduce themselves (see chapter 2 for more details). Initially, the retroviruses that became HIV strains inhabited nonhuman primates such as chimpanzees and sooty mangaby monkeys. In retrospect, scientists named these retroviruses simian immunodeficiency viruses (SIV). HIV appeared after a genetic change in SIV made it possible for the altered virus to “jump species” to infect and kill human hosts.12 Viruses are constantly mutating and changing, and those that resulted in the creation of HIV strains are believed to have emerged on many different occasions. Molecular research in 2006 traced the first strain of HIV identified (HIV-1) to a recombined version of a SIV of a specific type of chimpanzee, Pan troglodytes troglodytes, that evolved on three separate occasions. A second strain, HIV-2, was traced to a different SIV of sooty mangabys (Cercocebus atys).13 Between 2007 and 2010, additional research defined the origin of HIV strains even more specifically and suggested that particular SIV strains caused immunodeficiency in chimpanzees, thus making the disease AIDS not solely a human affliction.14

HIV is made up of a single strand of ribonucleic acid (RNA), which carries the genes that govern the way the virus infects a host cell and replicates itself. Around that RNA is a protein coat and an envelope of lipids, or fat, punctuated with protuberances that fit into receptor molecules in human immune-system cells and serve as keys in locks to let the virus infect the cell (see figure 5.1 for a diagram of HIV). Transmission of HIV from one host to another is not at all easy, unlike the transmission of the measles virus in aerosol droplets from an infected person’s cough or sneeze. The most common ways HIV is transmitted are via sexual relations that permit the virus to enter tiny tears in the body’s mucosal surfaces and by the kind of blood-to-blood contact that can occur when a drug user injects himself with a needle already used by someone with HIV or when a health care provider reuses a contaminated, nonsterile instrument. Transfusion with HIV-contaminated blood is another way the virus may travel from host to host, but once HIV was identified, donor screening and testing for the virus and discarding contaminated blood products became one of the highest priorities of medicine, and today blood products—at least in the industrialized world—are safe.15

The Silent Emergence of HIV/AIDS

The virus that causes the devastating symptoms of AIDS had killed the rare human host for nearly a century before physicians recognized its existence. In 2008 laboratory analysis of genetic material from HIV-infected patients indicated that HIV began infecting humans as early as 1910 around the African city Léopoldville, capital of what was then called the Belgian Congo. Today the city is called Kinshasa, and it is capital of the Democratic Republic of Congo. In the early twentieth century, Léopoldville was growing as the major navigable port on the Congo River above rapids between it and the sea. In 1898 a portage railway had been completed to transport goods around the rapids, enabling the city’s rapid expansion. Increased traffic along the Congo River may have contributed to the initial spread of HIV, but it is impossible to track down the case-by-case progress of HIV infection. Scientists now estimate that by the 1960s only about one thousand Africans had been infected with HIV.16

The most common strain of HIV outside of sub-Saharan Africa is one known as HIV-1, group M, subtype B. The group and subtype are only important in that scientists have been able to trace the movement of this particular strain backward from the United States, where it arrived in the 1970s, to Haiti, where it arrived in the 1960s, and then back to Africa, where the virus originated. Haiti was found to have the oldest AIDS epidemic outside sub-Saharan Africa, and although individual infections cannot be traced, it is known that many French-speaking Haitians with sufficient resources to flee the repressive political regime of François Duvalier (“Papa Doc”), who took power in 1957, moved to French-speaking African countries. In 1960 the Belgian Congo was granted independence and became the Democratic Republic of Congo. The Belgians left without having trained Congolese to run the machinery of government (the first Congolese graduated from college only in 1956). To help the new republic, its leaders recruited French-speaking Haitian managers from among the exiles who had fled Haiti, and for five years, Haitians essentially made the country function. By 1970 native citizens were in place to manage the bureaucracy, and with the death of Duvalier in 1971, some of the worst practices of his regime were lifted. Haitians living in Africa began to return home about the same time as the African country was renamed Zaire.17

Based on historical association, it appears that Haitians were infected with HIV while in Africa in the 1960s and unknowingly passed it along to their sexual contacts when they visited Haiti. The rate of transmission increased in the 1970s as expatriate Haitians returned from Africa to take up residence again in Haiti. In the 1970s and into the 1980s, the Haitian capital, Port-au-Prince, became a popular vacation site for some homosexual men from the United States who took advantage of the willingness of some Haitian men to engage in sex with other men to earn a living. Two groups of scientists believe that HIV was transmitted to the United States and other countries in the Western Hemisphere via Haiti, but this argument has been challenged by others who believe the Haitian AIDS epidemic was seeded by tourists coming into Haiti from other places and seeking paid sexual encounters. What is certain, however, is that Haiti has a higher prevalence of HIV than the Dominican Republic, which shares the same island of Hispaniola.18

Recognition of AIDS as a New Disease in Humans

The recognition of AIDS as a new disease in humans is much clearer in hindsight than it was as it unfolded. Knowing now that the origin of the causative virus was in sub-Saharan West Africa raises the question of why AIDS was not first identified there but instead in the gay communities of major cities in the United States. The answer undoubtedly lies in the difference between how medicine is practiced by physicians and experienced by patients in Africa and in the United States. Africans who succumbed to AIDS in the decades before 1981 were likely poor, rural people who rarely consulted physicians who practiced Western medicine. The Haitians and Europeans who contracted AIDS in Africa may have consulted Western-trained doctors, but they represented too few cases at any one time to alert physicians that a new pattern had emerged. Conversely, physicians and nurses, seeing an African with a fever and wasting, would likely attribute the symptoms to any of a host of fevers present in tropical countries.

Peter Piot, who headed the Joint United Nations Programme on HIV/AIDS (UNAIDS) from 1994 through 2008, recalled the first case of AIDS he saw in Antwerp, Belgium. He had been participating in a postmortem exam in the late 1970s of “a Greek sailor, who came from what was then called Zaire [now Democratic Republic of Congo] and who had been a fisherman in Lake Tanganyika—he had died with something very unusual, with disseminated crypto-coccal meningitis; in other words, an infection with a fungus that is very rare, and certainly if it’s disseminated. And that was the first time [I saw a case of AIDS]. We knew afterwards because we had kept all the specimens, including blood, and he was HIV positive.”19

Judith Williams, a medical social worker at the National Institutes of Health, described her experience in 1964 with an African she believed had AIDS. While working in children’s health in Nigeria, where her husband had been posted with the U.S. State Department, Williams recalled,

I was in the village, doing the well-baby clinic, and they [the people] said, “Would you come with us to see this man who is very ill?” So we walked to a little hut that they had built outside of the town, and I said, “What is the problem with this man? What is wrong with him?” They said, “He has slimming disease.” I said, “Oh, slimming disease. But what does he do for a living?” They said, “Well, he was a monkey hunter. That is who gets slimming disease, monkey hunters.” . . . So we went to this little shack that they had made for him, and the man was completely emaciated, just bones, and probably suffering from diarrhea and all sorts of problems. There was not really much that could be done for him. The villagers said, “No, no, they always die. What happens is, when they start to get sick, we bring them out here and then we take care of them until they die.”20

In contrast, most of the earliest AIDS patients in the United States were largely Caucasian, upper-middle-class homosexual men with health insurance who regularly consulted physicians when they fell ill. The physicians who treated these individuals saw an increasing number of unusual opportunistic infections and cancers among their patients, who had not experienced such problems in the past. These physicians thus recognized a disruption in the medical history of their patient populations that led them to question idiosyncratic diagnoses and wonder about the possibility of a novel disease process.

AIDS History Tells Us about Ourselves

The history of AIDS, like the histories of all epidemics, tells us much about the medical ideas, political organization, and cultural beliefs that define human social organizations as they face the challenge of epidemic disease. These ideas and beliefs also shaped the actions of physicians seeing patients in daily practice and of public health physicians attempting to reduce disease incidence on a societal scale. Religious and other cultural beliefs contributed significantly to how communities helped or shunned those infected and how those not infected might be taught to avoid the disease. Books, movies, newspaper articles, and even ephemera such as AIDS-prevention posters and messages on matchbook covers have been shaped by the cultural beliefs of their authors. Commercial interests, primarily pharmaceutical companies, developed therapies under the dual demands of profit making and ethical responsibility. The marketers of quack remedies also appeared shortly after the new disease was identified and have continued to prey on desperate people for three decades. Alternative ideas about the cause of AIDS took hold at high political levels in some cases and created roadblocks to effective treatment of people with AIDS in entire countries. Those who spread urban legends and conspiracy theories about AIDS exploited the developing Internet and World Wide Web to gain support for their ideas. Demands for cures and prevention by social groups affected by AIDS changed the way that health lobbying was accomplished and altered some aspects of medical research protocols for new drugs.

Sources of Information

The AIDS epidemic unfolded just as the computer was revolutionizing communications throughout the world. This means that documentation of the earliest years of the epidemic exists largely in paper records—books, newspapers, magazines, official reports, government hearings, memos, letters, and the like. Some of these have been digitized; others have not. Other sources include still photographs, video recordings from television, artifacts collected in museums, and oral histories. As the transition from letters written on paper to e-mail messages occurred, many important communications were deleted and are thus unavailable for review. Once electronic record archival policies were implemented, the digital documentary record improved. With the advent of the World Wide Web, a great deal of information, both old and new, gravitated to the Internet. Major AIDS organizations—whether for-profit, nonprofit, governmental, or international—developed websites to convey current information, and over time, they also made archival materials available. The Internet also permitted real-time discussion of ideas concerning AIDS. The free online encyclopedia Wikipedia, for example, contains in its editorial section on AIDS discussions that still rage about various aspects of the disease.

For the historian, the sheer volume of materials available is overwhelming. It would be impossible to provide details on every event and every important person in AIDS history, or even every archival repository with materials about the pandemic, and the result would be unreadable. This great mass of facts is best understood via a historical narrative that attempts to sort out and highlight particular issues relevant to AIDS today. Thus my account is “a” history of AIDS as opposed to “the” history of AIDS. I witnessed the unfolding epidemic as the agency historian at the U.S. National Institutes of Health (NIH) during a period when NIH medical researchers worked to understand how HIV affected the human body and to devise some intervention to prevent or treat the disease process. My personal interest is thus strongest in conveying how mainstream science and medicine came to understand this disease and responded to it within the social and political contexts of the last decades of the twentieth century and the first decade of the twenty-first. Much more about the economic, political, and social dimensions of the AIDS epidemic has been written by others, and I have followed the work of many other scholars in preparing the chapters dealing with those matters. It is my hope that this book will help illuminate how those in the health care professions responded to this new disease in our time, especially those who sought to comprehend and describe AIDS, to identify its cause, and to develop preventive and therapeutic interventions to slow or stop the devastation wreaked by HIV on the human species.


1
What Is This New Disease?

“The work in AIDS was very difficult because we didn’t know where we were going. We were blind people in a dark room, and if we had seen the light, we didn’t know if we would recognize it.”

—SELMA DRITZ1

How does a physician know that a medical condition in one of his or her patients constitutes a new disease? Why would a physician even think that a new disease has emerged rather than that he or she is simply not recognizing the signs and symptoms of an existing disease? AIDS has been identified in retrospect as a disease caused by a retrovirus that gained the ability to infect humans after the recombination of genetic material in a virus that infected nonhuman primates, but when the first article describing a potentially new disease was published in 1981, AIDS was no more than five documented cases of an unusual opportunistic infection normally seen only in people whose immune systems had been suppressed for organ transplantation or cancer therapy.

In the thirty years between June 1981 and June 2011, the disease AIDS has been defined in different terms by the medical community, by the groups of people who suffered from AIDS, by cultures and religions around the world, and by people charged with making political decisions within those cultures. In this chapter, I explore how a new disease is recognized and defined, because that changing consensus holds powerful consequences for those who contract the disease as well as their families, friends, employers, and fellow citizens.

What Is a Disease?

In the Oxford English Dictionary, the word disease is defined first as “an absence of ease . . . a cause of discomfort or distress” and second as “a condition of the body, or some part or organ of the body, in which its functions are disturbed or deranged; a morbid physical condition; a departure from the state of health.”2 Both definitions describe a sense of illness, but neither provides details for how diseases are identified or named. Since the time of the ancient Greeks, one way physicians have named diseases is by describing their physical manifestations: what we call epilepsy, for example, was known to them as the falling sickness because of the seizures that caused a person to fall down. Fevers, themselves a reflection of the physical state of being hotter than normal, were described with adjectives such as “relapsing” and “spotted,” according to observable symptoms.

It is important to understand that thinking about any disease always develops within larger intellectual concepts about how the human body works. Until the last decades of the nineteenth century, there was no place in medical thinking for the idea that microscopic pathogens could cause specific diseases or even that the fever one person had was necessarily caused by the same thing that caused similar fever symptoms in someone else. The balance of body fluids, or “humors”; the individual constitution inherited from parents; the good or bad influences of environment and diet; foul-smelling miasmas thought to carry disease—these were the principal features of a physician’s intellectual framework for explaining fevers, digestive problems, balance difficulties, vision, hearing, wasting, reproductive, and all other disease issues.

Toward the end of the nineteenth century, new medical ideas and laboratory technology fostered a radical change in the understanding of infectious diseases. Individual researchers, such as Louis Pasteur in France and Robert Koch in Germany, conducted studies that convinced other scientists and physicians that particular bacteria and protozoa (germs) caused anthrax, cholera, and tuberculosis. In the 1880s Koch published several versions of a laboratory method, which he called postulates that had to be satisfied, by which scientists might demonstrate that a particular germ caused a particular disease (see figure 2.7 for the classic version of Koch’s postulates).3 By the turn of the new century, most mainstream physicians, public health officers, and scientists who studied microorganisms accepted the germ theory of infectious disease.

The general public was slower to accept this new concept of disease causation.4 Some groundwork had been laid at the end of the eighteenth century by the introduction of vaccination against smallpox, although widespread vaccination was not common in many locales and no one could explain exactly how or why vaccination worked. Pasteur’s demonstration that his vaccine against rabies would protect against that deadly disease further promoted his argument that microscopic pathogens caused disease, as did Joseph Lister’s success in preventing death from “putrefaction,” which we would call infection, by using carbolic acid to kill germs in the operating theater.

The single event that finally convinced the public of the germ theory’s merit was the 1891 demonstration by Emil von Behring that serum, the liquid part of blood, taken from someone who had recovered from diphtheria, could be injected into a person suffering from the disease, and afterward, the patient would be restored to health. Behring’s work was based on the similar results of Japanese scientist Shibasaburo Kitasato, who had previously developed a successful serum therapy against tetanus. In 1894 Behring began producing “serum therapy” commercially with the Hoechst pharmaceutical company. Soon, parents who had perhaps watched one child die from diphtheria while a physician held its hand witnessed the miracle of seeing another dangerously ill child sit up and function again within a day or so after receiving an injection of diphtheria antiserum. Such a powerful demonstration won strong public converts to the new thinking.5 Power to cure disease, not the publications and logic of laboratory science, convinced the public that the germ theory was correct. Both laboratory evidence and the ability to restore sick people to a healthier state, if not to cure them, became important in the history of AIDS at different moments and with different consequences, as we shall see in chapters 2 and 5. In 1901 Behring was awarded the first Nobel Prize in Physiology or Medicine for his work on serum therapy in diphtheria.6 It is generally believed that the Nobel committee should also have honored Kitasato but that European nationalism and perhaps racism led to Kitasato’s being excluded.7 The awarding of the Nobel prize for the work demonstrating the cause of AIDS was similarly limited to researchers of one European country and produced a scientific controversy, as we shall see in chapter 2.

First Encounters: Defining AIDS as a New Disease

The fable of the elephant and the blind men, each of whom felt a different part of the large beast and insisted that what he felt represented the entirety of the animal, accurately reflects the first human encounters with the new disease AIDS. Those suffering from its symptoms and their caregivers perceived AIDS in the most direct and painful way, but as a group, they had no way of understanding that what was happening within their bodies represented a new disease entity. The practicing physicians who treated these patients served as the front line in recognizing a new disease and attempting to ameliorate its symptoms. Close behind them came public health officials who sought to understand the disease on a population-based scale and to protect society at large from a new disease about which very little was known. Physicians and scientists who worked in medical research collaborated with their colleagues in an effort to understand the pathophysiology— the disease process in the human body — and to devise interventions to ease the suffering. Both public health and medical research personnel needed funding for their work, however, so city, state, and national governments were faced with decisions about how much money and effort to expend on research, monitoring, and treatment. This political calculus occurred many times in societies around the world, some of which held different views about illness, about who got sick and why, and about the role of governments in responding to disease outbreaks.

Fear of infection, a very old response to disease, fueled the reactions of many in these societies. When AIDS was shown to be sexually transmitted, religions and cultures around the world responded according to their own views of appropriate sexual behavior. Businesses, ethical and unethical, realized that a new disease offered an opportunity to develop treatments that would generate income. Newspapers, magazines, television, and eventually the Internet provided information about AIDS, sometimes helpful, sometimes exploitative. An ever-active culture of paranoia saw sinister plots in the advent of a new disease and disseminated urban legends and allegations that provided a constant counterpoint to the efforts of mainstream medicine to address AIDS. In this chapter, I will look at the initial response to the advent of AIDS.

Patient and Caregiver Experiences

Between the time HIV emerged through a change in a virus that infected other primates and the late 1970s, those people who suffered from AIDS certainly knew they were ill but had no understanding that their afflictions were the symptoms of a new disease. In the late 1970s enough people who previously had been healthy consulted Western physicians about AIDS symptoms to raise the possibility in the minds of those doctors that a new disease had appeared. Looking backward, many physicians remembered seeing patients or receiving puzzling telephone calls asking for consultations about unusual cases. These cases were noted in Africa, Haiti, the United States, and Europe, especially in countries such as Belgium, with former colonial ties to French-speaking African countries.8

AIDS was first recognized among homosexual men in large cities in the United States. About three weeks before the first medical publication about AIDS appeared, the New York Native reported on rumors of a “gay cancer” circulating in New York’s gay community but, relying on knowledge purportedly relayed from the CDC, stated that the rumors had no substance.9 Randy Shilts, in his book And the Band Played On: Politics, People, and the AIDS Epidemic, wrote movingly in 1987 about the initial appearance of AIDS from the perspective of someone who lived in the gay community in San Francisco and, as he later revealed, was infected with the AIDS virus himself.10 His book articulated an agonizing cry of Why? Why the gay community? Why now, just as gay life had become open after such a long period of oppression? Who was to blame? In detail, Shilts chronicled the efforts of individuals to care for their friends and lovers who suffered from AIDS. He described the tragedies of some patients whose families rejected them and a caring, end-of-life reconciliation of other patients with families who reconnected with their sons after the onset of AIDS.

Shilts and others have written about the impact of AIDS on the gay communities in the United States, and it is important to understand the status of homosexuals in U.S. society at the time that AIDS appeared. In the heady period of the 1970s, ignited by riots that occurred in June 1969 in response to a police raid at Greenwich Village’s Stonewall Inn bar in New York (a meeting place for homosexual men), the gay community resolved to demand civil rights rather than be treated as second-class citizens.11 For many in the gay community, freedom from the fear of discrimination also meant freedom to enjoy their sexuality with few or no concerns about disease. Physicians, both gay and straight, who saw an increase in sexually transmitted diseases among their gay male patients worried about the increasing toll repeated infectious diseases took on the bodies of men who had a large number of sexual partners.12 Shortly after the AIDS epidemic began, some leaders of the gay community likewise began counseling caution in sexual activities. Larry Kramer, a founder of the Gay Men’s Health Crisis (GMHC) group in New York City, wrote in 1981 in the New York Native:

It’s easy to become frightened that one of the many things we’ve done or taken over the past years may be all that it takes for a cancer to grow from a tiny something-or-other that got in there who knows when from doing who knows what. But something we are doing is ticking off the time bomb that is causing the breakdown of 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 discarded, rather than be reckless?13

Kramer’s warning that gay men should reassess their sexual behavior was received with hostility and derision by some in the gay community, even as friends and colleagues fell ill.

Practicing Physicians Who First Recognized AIDS

A striking characteristic of the recognition of AIDS as a new disease—far different from the recognition of most new diseases before it—is that although it presented as unusual infections and cancer, its essence as an immunological disorder was perceived rapidly by most physicians who encountered a patient. Beginning in the 1970s, a century of immunological study, coupled with the emergence of laboratory techniques for studying living things at the molecular level, produced new knowledge about the two arms of the immune system and how they were related. As figure 1.1 shows, humoral immunity is made up of immune system cells called B cells (because they originated in the bone marrow). When a B cell encounters an antigen, a molecule or substance that is foreign to the body (such as an invading virus), it engulfs the invader and “presents” a protein from the invader to another immune-system cell, the helper T cell. The helper T cell secretes chemicals called lymphokines that enable the B cell to multiply into plasma cells that secrete specific antibodies, proteins used by the immune system to identify and neutralize foreign molecules, that lock onto the invader. The helper T cell also triggers the development of memory B cells, which “remember” that particular invader’s immunological signature. If it again attempts to invade the body, those memory cells signal other B cells to ramp up production of antibodies that neutralize the invaders before they can cause disease.

This immunological process is the basis for making vaccines such as those against polio and measles. Disease-causing viruses are grown in a laboratory and then killed or rendered harmless. The material thus produced and containing the viruses is injected into people who have not suffered from the disease, and the B cells perform their memory process so that if a person encounters live, virulent viruses, antibodies will be produced to stop the virus from causing disease. Although the theory of vaccine production is simply stated, actually producing effective vaccines is a long and arduous process. For most viral diseases, however, from West Nile fever to the common cold, no preventive vaccine has ever been successfully produced.

Cellular immunity is the second arm of the immune system. Figure 1.2 shows how helper T cells (named because they are processed through the thymus gland as they mature) are also activated when macrophages “present” an antigen to them. In cellular immunity, the helper T cells secrete lymphokines that direct other macrophages, granulocytes, and even some other T cells to identify and destroy infected cells. Still other T cells, called suppressor T cells, recognize when the microbial threat has been defeated and shut down the immunological response.

The key, or master, cell in both humoral and cellular immunity is the helper T cell. This cell is relentlessly destroyed by HIV, which explains why the immune system cannot respond to opportunistic infections and cancers when most of the helper T cells have been destroyed. In the late 1970s the ability to characterize the cells of the immune system and describe their actions was in its infancy and was one of the most exciting new intellectual fields in medicine. Damage caused to the immune system in the process of organ transplant or chemotherapy for cancer had made physicians aware that certain infections and cancers normally kept in check by the immune system became life threatening to patients undergoing these procedures.14

In early 1981, therefore, when physicians in Los Angeles encountered patients with fevers, weight loss, and infections such as Pneumocystis carinii pneumonia (PCP) and thrush (oral candidiasis), they realized that the immune systems of their patients must be damaged. What had caused the damage was puzzling because these patients previously had been generally healthy and had no history of organ transplant or cancer chemotherapy. By June 1981 several California physicians were ready to suggest that the symptoms represented a syndrome not previously seen. Michael Gottlieb, a thirty-three-year-old assistant professor of allergy and immunology at the medical school of the University of California–Los Angeles (UCLA), was one of these physicians. He had personal knowledge of five cases, one of which he learned about from a former student, Wayne Shandera, who in 1981 was the epidemic control officer in Los Angeles for the CDC.15 Gottlieb initially hoped to write about these cases as a possible new disease and publish the article in the distinguished New England Journal of Medicine, but he discovered that its publication schedule precluded quick reporting. He stated,
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Figure 1.1. Humoral immune system. In addition to triggering the production of antibodies, the helper T cell instructs some B cells to remember the invader so that antibodies may be produced quickly if the body encounters it again. This diagram also shows that the helper T cell is the master cell governing humoral immunity. HIV destroys these T cells, leaving the body unable to mount a humoral response against invading microorganisms. Figure from Understanding the Immune System, National Institutes of Health, NIH Publication No. 88-529, 1988.
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Figure 1.2. Cellular immune system. This image shows how the helper T cell orchestrates the cellular immune response. HIV destroys these T cells, leaving the body unable to mount a cellular response against invading microorganisms. Figure from Understanding the Immune System, National Institutes of Health, NIH Publication No. 88-529, 1988.

In April 1981, I telephoned Dr. Arnold S. Relman, who was then the editor of the Journal, to request information about the speed of the review process and to ask his advice about how to inform doctors rapidly about a development that might have important public health implications. I also thought that the report of a new immune deficiency with a possible infectious cause might merit publication in the Journal. I recall describing the outbreak—in what now seems a colossal understatement—as “possibly a bigger story than Legionnaires’ disease.” Relman said that the peer review process took a minimum of three months and suggested publication of a brief report in MMWR [Morbidity and Mortality Weekly Reports, published by the CDC], noting that this would not preclude the publication of a full article later.16

Gottlieb and Shandera sketched out an article that appeared in the MMWR on June 5. Authored with his colleagues Howard M. Schanker, Peng Thim Fan, Andrew Saxon, Joel D. Weisman, and Irving Pozalski, Gottlieb’s article noted that all five of the patients were homosexual men, but the title of the paper addressed only the unusual infection and its location: “ Pneumocystis Pneumonia—Los Angeles.”17 In 1981 the MMWR was not widely read by physicians, but when the Gottlieb paper was followed in July and August by two more MMWR papers linking the rare cancer called Kaposi’s sarcoma to patients in San Francisco, California, and in New York, some of whom also suffered from PCP, the word about a possible new disease began to spread rapidly.18 By December, detailed studies of defects in the immune systems of patients suffering from these ailments were published in mainstream journals such as the New England Journal of Medicine.19

The July MMWR paper emerged from a different medical specialty, dermatology. Practicing dermatologists in New York and San Francisco saw unusual purple skin lesions that were surprisingly diagnosed as Kaposi’s sarcoma, a rare cancer but one known to be relatively benign and which usually affected aging males of Eastern European or Mediterranean heritage. There was some speculation, not proven, that cytomegalovirus (CMV) might be involved in its causation. Alvin Friedman-Kien, a dermatologist practicing in New York, was one of the people who first recognized that the unusual cases of KS in young men signaled something new. “There were three cases in the medical center during the year before I saw my first three cases,” he stated in an interview, noting that none of his colleagues who saw those cases “thought [they were] unusual enough to write up” for a medical publication.20 By early March 1981 Friedman-Kien had personally seen two cases, and after consulting with colleagues, especially oncologist Linda Laubenstein, he learned that at least twenty cases in gay men could be identified in New York. He then contacted colleagues in San Francisco, particularly his longtime colleague Marcus Conant. Conant discussed the situation with other San Francisco dermatologists and rapidly identified six more KS cases in gay men, including the editor of San Francisco’s gay newspaper, the Advocate. Some of these patients also suffered from Pneumocystis pneumonia. With twenty-six cases documented, Friedman-Kien and more than forty of his colleagues submitted a report to the CDC that was published on July 3 as “Kaposi’s Sarcoma and Pneumocystis Pneumonia among Homosexual Men—New York City and California.”21

On August 28, a third MMWR paper referencing reviews of the literature on Pneumocystis pneumonia and Kaposi’s sarcoma reported that since the July 3 paper came out, seventy additional cases of KS or PCP or both had been reported in individuals with no known underlying condition. The summary table in this article noted that one woman, suffering only from PCP, was included in the seventy cases. The race of the woman was not noted, nor was her sexual preference. Of the men, the racial composition included Caucasian, African-American, Hispanic, and “unknown.” A large majority of these patients were homosexual, but some declared themselves to be heterosexual and, for others, the information was not collected.

AIDS was thus identified first by U.S. physicians trained in immunology, infectious diseases, dermatology, and oncology. The rapid circulation of information by telephone and by word of mouth at professional meetings, in addition to the articles in the MMWR during the summer of 1981, ensured that news of this new disease came to be known quickly within U.S. medicine. Word also spread around the world via the same mechanisms and because of the authority inherent in peer-reviewed medical literature. Physicians also accepted that the malady being described was an immune deficiency problem. In September, physicians at Hvidovre Hospital, University of Copenhagen, Denmark, reported two cases of Kaposi’s sarcoma in homosexual men, one of whom had had contact with the gay community in New York City.22 In December, British physicians reported a case of PCP in a forty-nine-year-old homosexual male admitted to the Royal National Hospital, Bournemouth, who had contact within the previous year with gay friends in Miami, Florida. In France, a group of young clinicians led by an infectious disease specialist, Willy Rozenbaum, and immunologist Jacques Leibovitch, formed a Working Group to collect and disseminate information about the incidence of AIDS in France.23

The exception that perhaps proves the rule of how quickly and widely the new disease characterized by immunological deficiency was becoming accepted came in a paper about a patient who reported having profuse diarrhea for nearly nine months. He was found to have intestinal cryptosporidiosis, a waterborne disease caused by a one-celled protozoan organism. During treatment, he developed an infection with cytomegalovirus, a virus that also soon became associated with AIDS symptoms. The paper’s authors, a group of investigators at Harvard Medical School, had seen five patients with intestinal cryptospo-riosis. Four others were confirmed to be immune deficient; this had not been confirmed in the fifth patient before death.24 Retrospectively, this paper was classified by the U.S. National Library of Medicine as an “AIDS paper,” and the symptoms reported certainly reflect what was later learned about various manifestations of AIDS. Because the patients did not present with PCP or KS, however, the authors did not suggest that they were suffering from the new disease.

AIDS was first identified within the gay communities of Los Angeles, San Francisco, and New York, hence its first appellations linked the disease to homosexual men. Michael Gottlieb noted that he and his colleagues “called it GRID, Gay Related Immune Deficiency, out of no disrespect, out of no wish to stigmatize. But in our little microcosm that’s all we saw. We have five gay men, so why not be out there and say ‘Yes, this is gay-related in our experi-ence.’”25 In December 1981 two physicians at Duke University reported a case of the new disease in The Lancet and proposed the name “gay compromise syndrome.” Thus, even though in retrospect physicians recall seeing women and heterosexual men with the symptoms of AIDS, the first reported cases all described gay males and indelibly linked AIDS in the minds of many as a disease of homosexual men.

The initial responses of physicians in Los Angeles, San Francisco, and New York to the new disease were twofold. First, physicians attempted to ameliorate their patients’ symptoms with existing therapies. Pentamidine isethionate was one of the drugs available to suppress the ravages of Pneumocystis pneumonia when first-line drugs were ineffective, and traditional cancer chemotherapy was available to treat Kaposi’s sarcoma. What physicians quickly realized, however, was that their patients improved from KS or PCP only to fall ill to some other opportunistic infection. Because of this, these physicians knew that a great deal more information was needed in order to help their patients. They thus sought secondly to educate their peers and people judged to be at risk in how to recognize the new disease. They also joined with public health agencies to conduct pilot studies that would provide more data about the disease.

In San Francisco, Marcus Conant and his colleagues organized a Kaposi’s sarcoma study group that held its first clinic on September 21, 1981, to treat patients and discuss cases. San Francisco General Hospital, a part of the School of Medicine at the University of California–San Francisco (UCSF), expanded this work into an AIDS clinic that became a widely known and respected center for treatment and research.26 In April 1982 attorney Frank Jacobson pressed Conant to raise money for AIDS education in the gay community. The result was the formation of the Kaposi’s Sarcoma Research and Education Foundation.27

In Los Angeles, Michael Gottlieb collaborated with the dean of the School of Public Health at UCLA to sponsor an educational workshop about the new disease for physicians from Los Angeles and surrounding counties. An “ongoing dialog with leaders of the gay community, physicians associated with gay organizations,” and student groups at UCLA was also supported by the UCLA Center for Interdisciplinary Research in Immunological Diseases, headed by Gottlieb’s colleague John Fahey.28 The administration of UCLA, however, in contrast to that at UCSF, was not anxious to have the UCLA hospital known as a center for AIDS patients. The clinic for AIDS patients at UCLA was “officially and deliberately named the Adult Immunodeficiencies Clinic,” a reflection of UCLA’s concern that patients and medical students might not come to a hospital where they thought they might contract AIDS.29 Eventually, Michael Gottlieb left UCLA to continue his AIDS practice in the private sector.

Public Health Officials

The practicing physicians who first recognized that something new was occurring turned to two government institutions for help: first, their own city or county public health department and, second, to the U.S. Centers for Disease Control. The individuals who led these agencies were trained in epidemiology, the study of epidemics on a large scale, and they had learned on the job how to work with legislators to promote public health policies for their jurisdictions. Public health physicians differed from private practitioners in that they wanted to pursue a career that would have an impact on large populations instead of focusing on individual patients one at a time.

In the decades after the polio vaccine was introduced in the 1950s—following soon on the heels of the development of penicillin and broad spectrum antibiotics in the 1940s—complacency about epidemic infectious diseases resulted in their study being neglected and in loss of funding and prestige for public health agencies. One lecturer at the 1971 annual meeting of the American Public Health Association commented on the sad state of public health departments in the United States: “Fragmentation of programs is rampant,” he said. In many locales “the hospitals with their outpatient departments and other public services are becoming the centers of health activities. In New York City, for example, the once famous Health Department has become a pale shadow of its former self.”30 Dedicated public health officers were still needed in the United States, but they were rarely viewed as being at the forefront of medicine. Serious epidemics and new diseases were thought to occur primarily in undeveloped areas of the world, such as sub-Saharan Africa. The appearance of Lassa fever in 1969 in Nigeria and Ebola fever in Zaire in 1976 reinforced this view. Even the surprise outbreak of an exotic and deadly fever in Marburg, Germany, was traced to infections from laboratory African Grivet monkeys, whose habitat was the savannahs of Sudan, Eritrea, and Ethiopia.31

One of the singular exceptions in the United States to this decline was the teaching program of King K. Holmes at the University of Washington. In the 1960s Holmes had followed his interest in microbiology and medicine into the field of sexually transmitted disease epidemiology. In an interview with historian Gerald Oppenheimer, Holmes described the excitement of working in a field where there were no “wise old people at the top to say, ‘That’s a stupid idea. Don’t do it.’”32 Holmes also held a commission in the U.S. Public Health Service and was connected to the CDC while doing research at the University of Washington funded by grants from the NIH, so he had an insider’s knowledge of the federal government’s public health and medical research activities. During the 1970s fellows in his program spread out to academic and governmental positions in sexually transmitted disease epidemiology that positioned many of them to move into AIDS public health and medical research leadership positions.33

In the late 1970s, moreover, two new diseases appeared in the United States that slightly shook the American public’s complacency about the dangers of infectious diseases. In 1976 at an American Legion convention in Philadelphia, Pennsylvania, a mysterious respiratory malady struck 182 Legionnaires or members of their families; 29 of them died. This disease outbreak led to “an investigation of unprecedented magnitude” by the CDC, conducted under the critical eyes of the mass media, which raised questions about the ability of biomedicine to respond to unknown pathogens. Six months later, however, CDC microbiologists identified a bacterium, Legionella pneumophila, as the etiological agent. Its affinity for growing in modern air-handling systems led to its distribution through the air to unwary victims.34 In 1980 a toxin-producing organism, S taphylococcus aureus, was identified by a CDC task force as the culprit in sickening nearly a thousand menstruating women and causing the deaths of forty. Toxic-shock syndrome was linked to infection via highly absorbent tampons.35 As types of microorganisms already known to medicine, the germs that caused Legionnaires’ disease and toxic-shock syndrome were identified by existing laboratory investigative methods and were treatable with antibiotics.

The agency that handled the outbreaks of Legionnaires’ disease and toxic-shock syndrome was the U.S. Center for Disease Control. Created in 1946 in Atlanta, Georgia, as the Communicable Disease Center, the CDC trained epidemiologists for rapid response to infectious, primarily communicable, epidemic outbreaks such as typhoid fever and measles. As the belief that infectious diseases had been conquered became widespread in the 1960s and 1970s, CDC leadership responded by broadening the agency’s mission and changing its name to Center for Disease Control. In October 1980 the CDC underwent a reorganization that made the name of the umbrella organization plural (C enters for Disease Control), and its mission statement was broadened to “developing and applying disease prevention and control, environmental health, and health promotion and health education activities designed to improve the health of the people of the United States.”36 The Center for Infectious Diseases and laboratories specializing in tuberculosis and sexually transmitted diseases remained devoted to the agency’s historic mandate to respond to communicable disease outbreaks. Other components focused on health promotion and education, environmental health, prevention services, professional development and training, and occupational health and safety. The CDC, like the rest of the U.S. medical establishment, was not expecting to face a new and deadly infectious disease like AIDS.

Many close personal ties existed between CDC personnel and staff at state and local health departments. The CDC trained physicians, nurses, and other allied health personnel in its highly regarded Epidemic Intelligence Service (EIS). When they completed their training, EIS officers were posted to state health departments around the country, and many leaders on the local and state levels had taken the EIS training in Atlanta. As noted previously, Wayne Shandera was the CDC’s epidemic control officer in Los Angeles when Michael Gottlieb, his former teacher, asked about the possibility of getting the word out quickly about the Pneumocystis pneumonia cases via the CDC’s Morbidity and Mortality Weekly Report. Similarly, in New York City, the new health commissioner appointed in 1981 to improve the city’s health department was David J. Sencer, a former director of the CDC (see figure 1.3).
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Figure 1.3. City of New York Department of Health team that responded to AIDS, with Mayor Edward Koch in 1998. Seated, left to right: Polly Thomas, Anastasia Lekatsas, Mayor Koch, Commissioner David Sencer. Standing, left to right: Mary Chamberland, Rand Stoneburner, Irwin Davison, Katherine Lord. Courtesy of Polly Thomas, MD, photograph by Fredric Bell.

Legionnaires’ disease and toxic-shock syndrome were fresh in the minds of public health epidemiologists called in to address the apparently new disease characterized by opportunistic infections and Kaposi’s sarcoma. The CDC’s initial response to AIDS was described by James Curran, who headed the agency’s AIDS effort for fourteen years: it started with a meeting “convened in the CDC director’s conference room. People from all parts of the CDC got together. . . . We had scientists from Cancer, Parasitic Diseases, STDs, Viral Diseases, and other people. We talked about what this meant and what we thought it was.”37They organized a task force on Kaposi’s sarcoma and opportunistic infections and elected Curran chair (figure 1.4). The project was initially funded for three months.38

The first goal of the task force was to determine that this apparently new syndrome was real, that it was occurring in the populations and geographical areas reported, and that the CDC could verify these things. In this effort, members contacted major hospitals, “all State and local health departments, as well as academicians throughout the world, predominantly in Europe and Latin America, and universities to inquire about whether they were also seeing these cases.” The task force also contacted cancer registries—databases holding information about cancer types seen in particular geographical areas—in New York and California, as well as the registry maintained by the U.S. National Cancer Institute (NCI), to verify that Kaposi’s sarcoma “was not occurring in young men in the United States prior to 1980.”39 As the sole supplier of the second-tier antibiotic used to treat Pneumocystis carinii pneumonia, the CDC held in its own records evidence that between 1967 and 1980, in spite of thousands of requests for the drug pentamidine isethionate, “there were no requests for this drug in persons, adults without underlying illness.” By April 1982, however, 50 percent of the demand came from patients with the new disease.40
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Figure 1.4. James Curran, leader of the CDC AIDS Task Force, 1986. Courtesy of Centers for Disease Control and Prevention.

The next step for the CDC was to assign the EIS officers currently serving in the eighteen largest metropolitan areas in the country to investigate and characterize individual cases that had been identified. To this end, a case definition for this new syndrome was established; this became the first of many “definitions” of AIDS. It was defined as “life-threatening opportunistic infections or Kaposi’s sarcoma in people with no case of underlying immunosuppression.” The most important characteristic of the case definition, Curran noted, “was that it was specific . It was not so important that it be sensitive initially. But it was important that it be specific because when you are determining whether a problem is new and looking for the etiology, you have to make sure that you do not over diagnose it.”41

The task force initially excluded other manifestations of AIDS that were not recognized as such in the beginning. An unintended consequence of the first definition of AIDS was that, although it was designed for epidemiologic surveillance purposes, some federal agencies utilized it to determine which AIDS patients qualified for Social Security disability payments. Those with different manifestations were excluded because their symptoms did not fit the narrow definition being used to study the disease epidemiologically.42 Within a year, in September 1982, the CDC expanded the case definition to “a disease, at least moderately predictive of a defect in cell-mediated immunity, occurring in a person with no known cause for diminished resistance to that disease” and noted the difficulty of differentiating manifestations of AIDS from other immune deficiencies. This editorial comment also pointed out that in ignorance of the cause of AIDS, there was no “reliable, inexpensive, widely available test” to diagnose it, reflecting the reliance of late-twentieth-century medicine on laboratory tests that produced some observable change to confirm existence of a disease entity.43

In New York City, the CDC worked with Alvin Friedman-Kien and other physicians who had seen the first KS and PCP cases and with the New York City Department of Health (DOH). Polly Thomas, a pediatrician and CDC-trained EIS officer assigned to the DOH, described the initial activities of the department:

We proceeded to go talk to as many people with this syndrome as we could, and they were all gay men. The men were identified by physicians who were calling illness reports in to Dr. Friedman-Kien. And then at some point in the autumn of ’81, we formalized the way New York City doctors could notify us of this unusual syndrome. We sent letters to all the infectious disease doctors, infection control officers, cancer doctors, telling them that the health department needed to hear about these cases in order to get them recorded. We used some simple forms and the doctors were eager to report their cases.44

In San Francisco, Selma Dritz, assistant director of disease control for the San Francisco Health Department and the person on the front line of the city’s public health response to AIDS, noted that the San Francisco Health Department enjoyed an advantage at the beginning of the AIDS epidemic that other large urban health departments did not. The geography of the city of San Francisco made it a “compact city . . . just fifty square miles; it’s a square seven miles on each side. . . . The compactness of the city made it possible for us in the health department, police department, fire department, to know practically everybody active there,” she told historian Sally Smith Hughes in an interview.45 The Health Department also had a coordinating office for gay and lesbian health services, which met every week with members of that group. “Each week I would report to them how many more new cases there were, how many more new deaths,” Dritz said.46

In addition to surveillance work in Los Angeles, New York City, San Francisco, and Atlanta, the CDC conducted a case control study comparing 50 patients with 120 homosexual men who were not ill. The results from Los Angeles were published the following June; the results of the national study were delayed until 1983 because budget constraints at the CDC slowed the analysis.47The epidemiological study showed that the single variable most closely associated with illness was a large number of male sex partners per year. Those sick with the new disease “were also more likely to have been exposed to feces during sex, have had syphilis and non-B hepatitis, have been treated for enteric parasites, and have used various illicit substances.”48

The first peer-reviewed results from the CDC’s surveillance work were published in January 1982 in the New England Journal of Medicine . Focusing on 159 cases of Kaposi’s sarcoma or opportunistic infections between June and November 1981, the task force noted that the one woman and several men who stated that they were not homosexual did admit to being injecting drug users. For the first time, it was clear that the new disease might be transmitted in blood as well as by sex.49 In January 1982 the CDC’s hemophilia expert, Bruce Evatt, learned that an elderly hemophilia patient in southern Florida had died of Pneumocystis pneumonia. The doctor suspected that the Factor VIII the patient received—that is, the clotting factor derived from pooled blood that permitted him to live a normal life—might have been contaminated with something, perhaps a virus, and was the source of the infection. By the early summer, two more hemophiliacs, in Ohio and Colorado, also developed Pneumocystis pneu-monia.50 By July 9, the CDC had reports of thirty-four cases of AIDS in five states.51 To the epidemiologists at the CDC, these data indicated very strongly that a blood-borne pathogen, probably a virus, was causing the disease. In December 1982, when a case of AIDS was identified in a baby who had received a transfusion at UCSF from a donor who was subsequently diagnosed with AIDS, it represented “the nail in the coffin” as proof that AIDS was transmissible by blood, according to Selma Dritz.52

On July 13 a meeting about the new disease, sponsored by the National Institute of Environmental Health Sciences, one of the NIH institutes, took place. All interested parties were scheduled to present updates and propose hypotheses about the disease’s cause. William Foege, CDC director, presented information about the disease in three hemophiliacs. Foege’s data were so compelling in support of a transmissible, blood-borne, and sexually transmitted agent, probably a virus, that all other presenters, who had planned to discuss the possibilities that the disease was caused by environmental toxins, drugs, immune overload, and other agents, changed their presentations to indicate that these environmental factors might be cofactors to a causative virus.53

Two weeks later, at similar meeting sponsored by the New York City Department of Health, cases of AIDS were reported in all of what the media termed “4-H” groups: heroin addicts (injecting drug users), heterosexual hemophiliacs, Haitians, and homosexual men.54 Knowing that diseases did not single out countries or ethnic groups, the attendees were concerned as to why Haitians should appear as a risk group, but the data collected identified enough Haitians who fit the case definition to make “Haitian” appear as a category. The correlation between Haitians and AIDS, as opposed to any other national group and AIDS, would not be explained for more than two decades, and before more was known about AIDS, Haitians suffered from discrimination because of this initial finding.55 The late July meeting, which was attended by a number of NIH researchers, prompted one attendee to recommend that NIH mount “a most urgent response,” including the commitment of monies “in excess of our one million dollars.”56 Within two weeks, an NIH-wide working group on the “epidemic of acquired immunosuppression, opportunistic infections, and Kaposi’s sarcoma” had been established to disseminate information among interested investigators at NIH and to maintain liaison with the CDC.57

At the higher administrative level of the Department of Health and Human Services (DHHS), findings about AIDS were circulated through regular meetings of U.S. Public Health Service (PHS) agency heads with the assistant secretary for health.58 Discussions at these meetings were aimed at responding to the emerging disease as health professionals within the context of the political realities of the newly inaugurated administration of President Ronald Reagan. Worldwide, new reports continued to be published in the medical literature about the occurrence of Kaposi’s sarcoma and opportunistic infections. Cases were reported in Japan, Spain, Denmark, and the Netherlands.59

Medical Researchers

During the first two years of the AIDS epidemic, 1981 and 1982, the new syndrome was described epidemiologically. Until there was some understanding about what exactly constituted the illness, it was impossible to determine a cause and devise an effective intervention. Nonetheless, some medical scientists who devoted their careers to laboratory and clinical research were drawn to explore the mysterious immune deficiency. Those scientists who were physicians had chosen a third pathway within medicine. Rather than treating individual patients with known remedies as practicing physicians did or studying, planning, and executing population-wide interventions, such as mass vaccinations, as public health physicians did, medical researchers worked in laboratories and clinics trying to understand how the human body works in health and disease. These physicians and their scientist colleagues valued the intellectual rewards of solving highly complex biological problems. In contrast, practicing physicians valued most highly the satisfaction of healing individual patients or at least ameliorating their pain, whereas public health physicians chose the rewards of identifying health threats to entire populations and devising interventions to prevent or treat them.60 From the earliest days of the epidemic, medical researchers consulted with their counterparts among practicing physicians and public health officials, a result of longstanding relationships formed during medical training and frequent attendance at professional association meetings. Alvin Friedman-Kien, for example, had spent two years at NCI in Bethesda, Maryland, as a clinical associate while discharging his military obligation, so he was familiar with NIH scientists and policies.61

When William Foege asked Vincent T. DeVita, director of NCI, to assign a liaison to the CDC’s task force on AIDS, DeVita chose William D. DeWys, chief of the Clinical Investigations Branch, Cancer Therapy Evaluation Program, Division of Cancer Treatment.62 A young investigator interested in the possible connections between viruses and cancer, DeWys also chaired the first national conference on the new disease cosponsored by NCI and CDC.63 This meeting was held in September 1981, with the goal of developing “a coordinated strategy regarding the etiology and treatment” of the disease.64 Participants realized that at that time, they faced a chicken-and-egg problem. Which came first, the wasting syndrome or the cancer and/or opportunistic infections?65 What did emerge from this conference was the conviction that studies of this new disease should be conducted systematically, under a common protocol, with all patients enrolled in the CDC case-control study.66

Many who have written about the AIDS epidemic have strongly criticized governments or the medical establishment for not devising a way to halt the epidemic immediately and for having some members who expressed homophobic personal feelings or who did not resign their positions in public health and medical research to protest the lack of interest in AIDS by the conservative political administration of Ronald Reagan. These criticisms embody the frustration at mainstream medicine’s inability to live up to a public image that, however overstated in fact, had come to be expected of it because of antibiotics, the polio vaccine, organ transplants, and other high-profile achievements. It also indicates that physicians, public health officials, and medical researchers were expected not to embody human frailties such as desire for prestige or wealth. They were also assumed to enjoy political clout to change local, state, and national health policies that they largely did not have. Many physicians, public health officers, and medical researchers absolutely deserved to be called “heroes” for their efforts on behalf of early AIDS patients. Others harbored personal antipathy against homosexual men, just as they and others had not valued women or minorities in the years before AIDS. In short, the medical community was made up of fallible human beings. What is striking in retrospect, however, is how steadfast the majority of public health and medical research physicians and scientists who addressed AIDS were in the face of criticism from all sides. AIDS patients and their caregivers demanded cures that could not be produced. Conservative politicians, religious groups, and voters demanded that money be spent on diseases they did not connect with sex and sin. These ongoing battles will be discussed in more detail in chapter 4.

In retrospect, the most disturbing aspect of the medical response during 1981 and 1982 came from those physicians who oversaw the blood supplies in the United States and in other countries. Their reaction to the suggestion by infectious disease and public health physicians that the new disease might be blood-borne reflects the starkly different concerns of medical subcultures. On July 17, 1982, the CDC’s assistant director, Jeffrey Koplan, presided over a meeting of twenty-eight people representing government, blood banks, pharmaceutical manufacturers, the Hemophilia Foundation, and the National Gay Task Force. Despite the compelling evidence of the hemophiliac cases that AIDS had a blood-borne cause, virtually all of the participants outside the government wanted more definitive proof that a blood-borne infectious agent was present before altering any procedures that might threaten a steady supply of blood for the nation.67 They viewed blood banks as a national resource, repository of “a gift given by one citizen for the welfare of another, unknown.”68 To blood bankers, excluding groups such as homosexual men or Haitians smacked of the old racial discrimination that denied African Americans the right to donate blood for a Caucasian recipient. Harvey Klein, chief of the Department of Transfusion Medicine at the National Institutes of Health, noted that blood bankers feared any decision that would remove large numbers of donors to blood banks. “Without pretty good proof that you were helping the blood supply, you might, in fact, end up with people dying because there was not enough blood avail-able.”69 The struggle over the safety of the blood supplies in countries around the world will be discussed in detail in chapter 3. A small positive footnote to the contentious July 1982 meeting was that participants agreed to name the disease Acquired Immune Deficiency Syndrome, or AIDS.70

Social and Political Context

“Medicine is a social science,” wrote nineteenth-century physician Rudolf Virchow, “and politics is nothing more than medicine on a grand scale.”71 The AIDS epidemic, like all other medical and scientific phenomena, occurred not as an abstract biological phenomenon but as a disease in human societies that had diverse political and cultural views. In retrospect, many of the views of people with AIDS, assumptions about how to prevent and treat diseases, how to allocate economic resources within health systems, and what roles governments should play, are easily sorted into decisions that contributed to easing the epidemic or to making it worse. One of the hallmarks of literature and other media relating to AIDS is a strident tone reflecting a desire to allocate blame and hold someone or some institution accountable for the suffering.

In the United States, the year 1981 marked not only the recognition that a new disease had emerged but also a new political and social era of conservatism. The previous decade had witnessed a transition from the economic security of the 1960s to inflation triggered by the guns-and-butter policies of the administrations of Lyndon Johnson and Richard Nixon during the Vietnam War; from the political liberalism that produced the civil rights laws of the 1960s to a conservative backlash at particular elements of change, such as school busing and affirmative action to promote racial integration. The country had been deeply shocked by the Watergate scandal in the early 1970s. During President Jimmy Carter’s administration, an economic condition called stagflation— inflation in a stagnant economy—and a new sense of international vulnerability, resulting from the abduction of U.S. hostages by Iranian militants in Tehran, further eroded public confidence in the federal government.

In January 1981 Ronald Reagan was inaugurated as the fortieth U.S. president. In his inaugural speech, he asserted, “Government is not a solution to our problem. Government is the problem.” The Reagan administration moved quickly to downsize executive branch agencies, including the health agencies. The hospitals run by the U.S. Public Health Service since 1798 were closed in 1981. The CDC’s budget was slashed. Efforts were launched to reduce FDA regulatory oversight and rein in medical research spending by the NIH. One policy analyst at the time observed that the most striking gap in Reagan administration health policy was “the absence of any positive agenda to address pressing problems in the health care sector.”72

A political philosophy that aimed to reduce the role of government in American life—with the exception of spending for national defense—was not conducive to a rapid response by the White House to news of a new disease outbreak, and indeed, none was forthcoming during 1981. In January 1982 C. Everett Koop was confirmed as U.S. surgeon general after a contentious public relations battle focusing on Koop’s published opposition to abortion. Within the Reagan administration, however, Koop had little power. With very few resources and instruction from the White House that AIDS was not a topic the administration wished to engage, Koop was not permitted to provide national leadership as a spokesperson on AIDS until 1986, during Reagan’s second term.73

In 1982 Congressman Henry Waxman, representative of California’s thirtieth district, which included much of Los Angeles, where the first AIDS cases were reported, held a hearing about the new disease. Waxman listened to statements from officials involved with AIDS at the CDC and the NCI, from physicians involved with the care of the earliest AIDS patients, from an AIDS patient who spoke about his and others’ suffering from the disease, and from the president of the American Public Health Association (APHA). A Democrat, the congressman repeatedly asked about funding for epidemiological studies and research grants related to the new disease, and repeatedly, he heard that these had been cut by the Reagan administration. The APHA president was blunt: “In the last two years, the Centers for Disease Control has lost twenty-seven percent of its coping capacity, ultimately its ability to respond to problems of disease and contagions in this country. The NIH, which is supposed to be producing the scientific research that guides this Nation’s curative interventions, has lost thirty percent of its real funding, and this next year can grant only twenty-seven percent of the approved new and competing research awards.”74Waxman was pleased to get this information on record and endorsed the need for Congress to do more to respond to AIDS. It would be five years, however, before substantial AIDS funding emerged from the U.S. Congress (see chapter 4 for detailed discussion of this).

Another outcome of this first political hearing on AIDS was an image that came to dominate medical understanding of AIDS. James Curran told Wax-man, “Recent studies in New York and California would suggest that this is merely the tip of the iceberg, that there may be tens of thousands of men who have milder breakdowns or milder compromises in their immune systems.”75The iceberg image was used by speakers three more times before the hearing ended to indicate that identified cases of AIDS represented only one-eighth of the number of people infected with the presumed causative pathogen. There was little question that less than one year after the existence of the disease had been recognized, epidemiologists feared that AIDS could become a worldwide scourge.
 
The End of the Beginning

Between 1981 and 1983 AIDS was recognized as a disease occurring predominately in the gay communities of urban centers in the United States but also among injecting drug users, recipients of blood and blood products, and, unaccountably at the time, people from Haiti. Those who suffered the debilitating infections and cancers and those who cared for them, both health care personnel and caregivers at home, were stunned by the inability of modern medicine to restore them to health. The advent of AIDS stands as a watershed in medical history, a humbling reminder that after less than four decades of apparent triumph over microbial pathogens, humans will never be able to divorce themselves from the exigencies of being a part of the natural world.

During these two years, the medically trained personnel who made the greatest contributions were the practicing physicians who recognized that something new needed to be addressed and the federal, state, and local public health officials who worked together to describe as exactly as possible what was happening. The discipline of epidemiology provided the tools they used and guided their conclusions that AIDS was most likely caused by some pathogen, probably a virus that was transmissible by sex, by injections with contaminated needles, and in blood products. The skepticism of other physicians and scientists not schooled in epidemiology led them to demand more persuasive evidence— some sort of laboratory demonstration of causality—before they were willing to endorse complex and expensive measures such as changes in the way blood and blood products were handled. By March 1983, however, public health officials felt sufficiently confident that a transmissible agent was responsible for AIDS that the CDC issued guidelines for prevention even in the absence of knowledge of the cause. These guidelines basically advised prudence: people should not have sex with those who are ill with AIDS, gay men should know that multiple sexual partners increases their likelihood of acquiring AIDS, populations at high risk of AIDS should abstain from donating blood, physicians should recommend that people about to undergo surgery donate their own blood in advance in case it should be needed, and safer blood products should be developed for hemophiliacs.76

James Curran pointed to June 1981 through March 1983 as the period in which he believes the CDC made its “most difficult, but also most productive and important contributions.” It was not just the agency’s ability to gather epidemiologic data of a high quality quickly and to develop consensus in the scientific community that AIDS was caused by some infectious agent. It was “also in convincing and communicating to people and getting people together, especially scientists, blood bankers, and the gay community. These were a lot of unnatural partners,” he stated.77

During this same two-year period, members of the gay communities in large U.S. cities established organizations to support AIDS patients and their caregivers and to stay in contact with public health officials to learn new information that might help halt or diminish new cases of the disease. Larry Kramer and a number of other leaders in New York’s gay community met in the fall of 1981 to discuss strategies to help. In 1982 they founded the Gay Men’s Health Crisis.78 In San Francisco, a similar self-help plan played out. One of the earliest people in San Francisco to be diagnosed with AIDS was a registered nurse named Bobbi Campbell. In April 1982 Campbell described how he and a fellow patient at the Kaposi’s Sarcoma Clinic at the University of California–San Francisco had started a support group for others in San Francisco struggling with KS.79 Also in this period, the beginnings of political advocacy on behalf of more funding for surveillance, research, and care of AIDS patients emerged. Their flowering in the years that followed would change the way other groups conducted health lobbying as well. This phenomenon will be discussed in greater detail in chapter 4.

In the spring of 1983 Campbell and others rallied in Denver, Colorado, on behalf of self-empowerment for people suffering from AIDS. Taking the civil rights movement of the 1950s and ’60s and the feminist movement of the 1970s as their precedents, they issued the Denver Principles, demanding that they not be treated as patients but as “people with AIDS (PWAs).” In addition, they strongly urged that PWAs be included on any government or medical committee addressing the AIDS epidemic at any level and that PWAs practice and support safer sexual practices and inform any partners of their health status.80Never before had those with a disease self-identified as a distinct interest group, but people with AIDS used the label PWA to empower themselves and demand dignity in a largely unaccepting social climate.81
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Pneumocystis Preumonia — Los Angeles

In the period October 1980-May 1981, § young men, all active homosexudls, were.
wreated for biopsy-confirmed Preumocystis carinii preumonia ot 3 different hospitals
in Los Angeles, California. Two of the patients died. All 5 patients had laboratory-
confirmed previous or curent cytomegalovirus {CMV) infection and candidal mucosel
infaction. Case reports of these patients follow.

Patient 1: A previously healthy 33.yearold man developed P. carinii preumonia and
oral mucosal candidiasis In March 1981 aftar a Zxmonth histary of fever associated with
Clevatad fiver enzymss, leukopenia, and CMV viruria. The serum complement fixation
CMV titer in October 1980 was 256; in May 1981 it was 32.° The patient’s condition
deterionated despite courses of treatment with trimethoprim sulfamethoxazole (TMP/
'SMX), pentamidine, snd scyclovir. He died May 3, and postmortem exsmination showed
cesidual P. carinif and MV posumonia, but no evidencs of neoplasia.

Patient 2: A previously healthy 30-vear-old man developed P. cerinii preumonia in
April 1981 sfter 3 Smonth history of fever each day and of elevated iver-function tests,
CMV viruria, and documented seroconuaersion to CHIV, ., an acute-phase titer of 18 and
2 convalescent-phasa titar of 28" in anticomplement immunofiuorescence tests. Other
Seatures of his ilness included leukopenia and mucosal candidiasis. His pneumonia re
sponded 10 a course of intravenous TMP/SMX, but, as of the latest reports, he continues
to have 3 fever each day.

Patient 3: A 30year-old man was well until January 1881 when ho developed eso-
phageal and oral candidiasis that responded to Amphotaricin B treatment. He was hospi-
Tlized In February 1981 for P. carini pneumonia that respanded to oral TMP/SNIX. His
esophageal candidissis recurred after the pneumonia ias disgnosed, and he was again
given Amphotericin B. The CMV complement fixation titer in March 1981 was 8. Mate-
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