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FOR JONATHAN STARCH,

WHO TOOK A SURVIVOR AND

WALKED HIM BACK TO LIFE





Grief is a sword, or it is nothing.

PAUL MONETTE
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PROLOGUE

The Memorial Service

The experience of death, which had bound them together a quarter century ago, unexpectedly reunited them on an unseasonably warm January afternoon in 2013. They made their way down East Thirty-second Street in Manhattan just after two o’clock, wending sedately toward the stark black doorway of the Cutting Room, a performance space hosting the memorial service for Spencer Cox, one of the country’s most recognizable AIDS activists. Long before the glass doors swung open, a line stretched down the block. Taxicabs deposited luminaries from the worlds of science and medicine, of theater, advertising, and media, of activism, art, and academia, people from all over the United States, from Europe and Africa. Many of them were hollow cheeked and balanced on canes or on one another, slowed by age or disease or a reluctance to reenter the community of the grieving. Even the nimble among them wore haunted expressions. If you knew what to look for, you saw in their faces the burden of a shared past, the years and years of similar services. This was what survivors of the plague looked like.

The crowd swelled to five hundred. Some among them were adorned in mementos: faded protest buttons or T-shirts with militant slogans. This was the generation that fought AIDS from the dawn of the global pandemic. Most had been members or supporters of the AIDS Coalition to Unleash Power, or ACT UP—the radical protest organization that started in New York City but went on to count 148 chapters in 19 countries, with perhaps 10,000 members at its peak. The movement collapsed in the mid-1990s, when the advent of effective medicine finally staunched much of the dying. In the decades since then, it had seemed that the menace had receded, at least in America. But death convoked them once again.

Few people personified the epidemic’s long history in America more than Cox. A college dropout, he was just twenty years old when he got his grim diagnosis. Given only a few months to live, he threw himself into ACT UP, becoming a central player in the movement’s Treatment + Data Committee, where patients and their advocates puzzled through the science of virology, chemistry, and immunology. Their insights won them audiences with researchers in the deepest corridors of science—audiences, then respect, then working partnerships; it was the first time patients had joined in the search for their own salvation. Cox, a consummate networker, illustrated the developing science by submitting his own health complications to the scrutiny of reporters. In his drive to give the disease a face, he kept no aspect of his life with HIV offstage—not his rapid viral mutations, his enlarging lymph nodes, the humiliating and painful diarrhea that regularly sidelined him, or the cruel complication that turned his left eye cloudy and useless.

That was how I first met him. In the winter of 1988, he brought me his latest laboratory results to help describe how certain experimental drugs were thought to work, and how, in fact, they routinely failed. We met in a dark coffee shop late in the morning. Short and smooth faced with dark eyes and floppy black hair, he arrived Brando style in industrial work boots, jeans tight as a sunburn, and a black leather bomber jacket over a white T-shirt—the uniform of ACT UP. His youth disarmed me. He looked like a teenager, not yet able to grow a beard. But he displayed a researcher’s grasp of his own cellular tapestry and a facility for rendering complex immunological principles into everyday language. He was anything but self-pitying. Reaching into a canvas army surplus bag, he spun a sheath of his lab results across the table, accompanied by a line from Bette Davis that was lost on me. Until recently, Cox had learned much of what he knew from the movies, especially those of the 1940s and ’50s, or the theater, which had been the subject of his aborted education.

Over the ensuing years, he became a principal source for much of my AIDS reporting, and among the most effective treatment advocates in the field. But his seminal achievement came in the area of biostatistics. It was Cox who conceived the drug trial innovations that in record time helped to bring to market the therapies that stopped HIV from being an automatic death sentence. He claimed no credit for this, and until shortly before his death only a few insiders were aware that a self-taught person with AIDS—by training an actor—had made this history-changing contribution.

Since that stunning breakthrough in 1996, the new treatments had reached millions of people worldwide, returning to them the promise of a near-normal life-span. Some had been just breaths away from their own deaths. But after a few weeks on treatment they rose from their hospital beds and, against all reasonable expectation, went home to resume an ordinary life. So dramatic was their resurrection that stupefied doctors began calling it the Lazarus effect.

And yet the pharmaceutical marvels Cox fought so hard to bring into existence failed him in the end. His infection proved to be resistant to many drug combinations. The country’s best doctors tinkered with “salvage” regimens specifically for him, accomplishing numerous barely-in-time rescues. For over half his life Cox careened from one medical trauma to another, maintaining his darkly comic facade, though in recent years he had grown weary. The last time I saw him he spoke of feeling run-down. When he checked into the hospital a few weeks later, his viral load was overbearing and his T-cell count, which had been in the healthy range, had sunk to just thirty, putting him at risk for a host of fatal infections. Doctors diagnosed hypoglycemia and severe pneumonia. By the following Tuesday, forty-four years old but wracked and worn as a guerrilla commandant, he died from multiple complications of AIDS.

So went the global AIDS pandemic in its fourth decade. A precise number of the dead can’t be fixed, as the majority have fallen in areas of sub-Saharan Africa unknown to doctors or census takers. At the time of Cox’s death, the body count was as high as forty million, which is nearly twice the devastation of the bubonic plague that threatened humankind in the fourteenth century. In the United States, the official count was 658,507 dead by the end of 2012—an approximate figure, despite its ring of precision. In the early years especially, many people were declared dead from other causes in order to spare the relatives from stigma or because doctors mistook the symptoms. Or the deceased went down as suicide statistics instead, having chosen pills or bullets or the high-rise window over the inevitable.

Though so much has changed, so much is still the same. Around the globe two million people still die from AIDS every year because the cost of the effective medicines—under a dollar a day—is prohibitive. In America, where the price is fifty times higher, a federal law provided the treatment to indigent patients since 1987, adopted under intense lobbying by gay leaders, though access to the medicine was spotty nonetheless, because a prescription was required and many could not afford to visit a doctor. The year Cox died, 13,711 other Americans were claimed by AIDS. As in the epidemic’s very first year, most belonged to communities that were stigmatized, marginalized, feared, or hated. Cox had begun his journey through the plague as a gay man at a time when most Americans supported laws criminalizing homosexuality. He finished his life entirely dependent upon social services for his day-to-day living, and on probation for a criminal conviction after a descent into common drug addiction.

Few of his old colleagues knew about Cox’s last days. The members of ACT UP had drifted far apart in recent years. Even Cox’s old HIV-positive support group, men who had relied upon one another in the way one does in wartime and made a blood vow to be at one another’s side when the time came, scattered once AIDS went from a mostly fatal disease to a condition that could for the most part be managed. “When we realized we weren’t going to die,” said David Barr, who convened the support group, “instead we all got sick of each other.”

That could not have been foreseen at the support group’s height. In the epic struggle for survival that consumed the plague years, these men—Barr, an attorney by training; Peter Staley, a former bond trader; Gregg Bordowitz, an experimental filmmaker; Derek Link, a onetime bookstore clerk; Mark Harrington, a film archivist—were among the recognized generals, the architects and administrators of the movement’s public health strategy. Successive presidential administrations sought their insights, and Nobel Prize winners adopted their critiques. Global pharmaceutical companies succumbed to their demands, at first out of fear of guerrilla protests and later out of respect for their minds. Embracing their reputations for arrogance, insolence, and prominence, they had jokingly called themselves “the HIVIPs.” That anyone with HIV had a chance for an ordinary life was thanks to the work they did.

Yet their extraordinary journeys had rendered them mostly unprepared for an ordinary life. In countless ways, survival, unexpected as it was, proved as hard to adjust to as the plague itself. Many in the at-risk communities shared this paradox, whether or not they’d been infected themselves. Nobody left those years uncorrupted by what they’d witnessed, not only the mass deaths—100,000 lost in New York City alone, snatched from tightly drawn social circles—but also the foul truths that a microscopic virus had revealed about American culture: politicians who welcomed the plague as proof of God’s will, doctors who refused the victims medical care, clergymen and often even parents themselves who withheld all but a shiver of grief. Such betrayal would be impossible to forget in the subsequent years. As when the gates of Auschwitz were thrown open at last, this new era only made it possible to finally grasp the hideousness of what came before. “So for us,” wrote Primo Levi about his own liberation, “even the hour of victory rang out grave and muffled, and filled our souls with joy and yet with a painful sense of prudency so that we should have liked to wash our consciences and our memories clean from the foulness that lay upon them; and also with anguish, because we felt that this should never happen, that now nothing could ever happen good and pure enough to rub out our past, and that the scars of the outrage would remain within us forever, and in the memories of those who saw it, and in the places where it occurred and in the stories that we should tell of it.”

The burden of memory was something Cox spoke about with deep insight. Sensing its toll on the mental health of survivors, he formed a new organization to bring attention to the second crucible. In our “hour of victory,” depression and isolation were expanding problems. So was a syndrome labeled “survivor’s guilt,” an idea that bound those who remained more to the dead than to the living. Add to this the unrecognized health consequences common among those diagnosed in the 1980s—including rapid aging issues, and an onslaught of end-of-life cancers and conditions. Cox saw all of this coming. He issued white papers and penned op-eds, but despite those efforts, he was unable to spark the interest of researchers or funders, much less of the generation of gays who never experienced the plague. His new organization withered, and he sank deep into his own depression and isolation.

I remained closer to him than most of his friends over his final year. In our last conversation, he bitterly complained that the community that inherited the advances he helped wrought, who lived integrated lives as gay citizens, who went on to fight for marriage equality and against discrimination in the military, whether or not they’d been infected, had abandoned his generation and forgotten the events that had shaped them. He felt erased, his suffering—which in the past had enlightened the public and challenged science—suddenly insignificant. His new policy was to talk as little about his personal health as possible. It wasn’t until after he died that I learned that Cox, a regular poster on the website Gawker, used the nom de plume “French Twist 40” to describe his agony in those final months. “Some days, I’m fine, and get around with no problem,” he wrote. “Other days, I’m curled in [the] fetal position in bed the whole day (and more often, several days), racked with pain the whole time. Some days I’m on the subway getting the stink-eye from some old or pregnant lady who clearly wants my seat, and can’t tell just by looking at me that I’m sitting because I’m on my way home from a doctor’s appointment, and if I stand for one more minute, I’m going to fall on the ground.”

When grieving friends were packing away Cox’s possessions after his death, they found a shelf of unopened medicine bottles and a drawer of unfilled prescriptions. Apparently Cox had stopped taking his hard-won medicine, accounting for his quick demise. Angry speculation about this consumed his friends, but most agreed it signaled a post-trauma syndrome unique to survivors. Many of the five hundred people waiting outside the Cutting Room recognized that they shared the symptoms. In the tradition of the movement, people in line accorded it an irreverent name—AIDS Survivor Syndrome, or ASS—and took it very seriously.

The doors swung open at precisely 2:30. The mood inside was mostly somber and reflective, despite the efforts of a pair of drag queens done up as Joan Crawford and Cox’s totem, Bette Davis, greeting the mourners. A video played scenes from the old films that always ran through Cox’s mind and frequently spilled from his lips. The camp sensibility was lost on almost nobody except perhaps for Cox’s mother, Beverly, who had traveled up from Atlanta. She steadied herself on the arm of Nick Cox, Spencer’s only sibling, who was also gay. They took seats in the first row, alongside friends of the family. A mother’s grief was a thick wall around them.

When Larry Kramer arrived, one of the organizers took him by the arm. “Follow me, I have a seat for you,” he said, leading him through the crowd to the second row. Among the activists, Kramer alone was accorded this special treatment. No individual was more responsible for galvanizing the AIDS movement than Kramer. His plays, books, and essays over the years pushed the gay community to demand that the world take notice. Now seventy-seven, he stayed as busy as ever, though AIDS had slowed him noticeably and he too felt a touch of the survivor’s syndrome. That morning he seriously considered not coming. What finally motivated him to take a cab uptown was a need to stand with his fellow survivors, for whom his emotions were boundless. “Love was always love, anytime and anyplace,” Gabriel Garcia Marquez wrote, “but it was more solid the closer it came to death.”

Chip Duckett, a professional party planner who had organized the affair, walked to center stage to begin the service. “If there was ever any question that Spencer Cox would stop at absolutely nothing to be at the center of attention”—he broke for over-eager laughter—“this is it.”

He passed the microphone to a succession of speakers, eventually introducing Mike Isbell, Cox’s partner for more than eight years. After their breakup they had remained friends for many years, but as he had with so many people, Cox pushed Isbell away as his troubles grew. They hadn’t spoken in some time. “Spencer often didn’t make it easy for people who loved him,” Isbell began. “The AIDS epidemic traumatized Spencer, and I imagine this trauma stayed with him until the end. I recall being at dinner parties—some of you were probably there—or out to meals with friends, where someone would talk about ‘living with AIDS’ and Spencer would immediately reply, ‘I’m not living with AIDS, I’m dying of AIDS!’ He’d say this in a tone of defiance, but I knew he was scared to death.”

Isbell spoke of how ironic it was that Spencer lost his way after the treatments arrived and the lifesaving mission came to an end. “He desperately wanted another life outside of AIDS,” he said, looking around the overflowing room. “It seemed that in the ‘treatment era,’ he was always in search of something but not finding it.”

Peter Staley was the last to speak. He had been unable to sleep the previous few nights, struggling to find the words to make sense of Cox’s death and life. Staley was among a small group of people who had raced to Cox’s side when they’d learned about the final hospitalization. By the time he arrived, Cox was already in steep decline. He’d gone into cardiac arrest three times, and his kidneys had failed. Staley stood outside the hospital door as medical personnel rushed in and out. He could hear the defibrillator lifting Cox’s chest off the table again and again. When Cox was stabilized, Staley and Tim Horn, another activist, were allowed inside briefly. Minutes later came another heart attack and another brutal resuscitation.

From his telephone, Staley posted a note to a private Facebook message group where he’d been coordinating support for Cox. It landed in my phone with a vibration and a jingle as I stood in the cold morning sun on Sixth Avenue, a mile and a half away: Spencer passed. I slumped, lightheaded and bereft, against a plate glass window.

The four weeks between then and the memorial service had done little to dim Staley’s pain. He placed the pages of his planned eulogy on the small lectern, squinting into the harsh stage lighting to study the faces before him.

He said, “I first met Spencer when he started showing up at ACT UP meetings in the fall of ’eighty-eight. We were all so young. I was younger than most. But he was seven years my junior.”

He caught his breath, remembering.

“It was a wonder watching him wow the FDA, and in meetings with the biggest names in AIDS research, like Anthony Fauci. He earned the respect and the love of his fellow science geeks and those of us lower down the learning curve….Eight million on standardized regimens. Eight million lives saved. It’s a stunning legacy, and so bittersweet. How could that young gay man, confronted with his own demise, respond with a level of genius that impacted millions of lives but failed to save his own?”

Staley spoke of Cox’s last failed burst of activism, and called on the weathered activists to snatch meaning from his death. “He spoke out forcefully about the depression and PTSD that the surviving generation of gay men from the plague years often suffered from, regardless of HIV status. While many of us, through luck or circumstance, have landed on our feet, all of us, in some way, have unprocessed grief, or guilt, or an overwhelming sense of abandonment from a community that turned its back on us and increasingly stigmatized us, all in an attempt to pretend that AIDS wasn’t a problem anymore.”

He scanned the vacuum-quiet room. “That is Spencer’s call to action,” he said, “and we should take it on.”





PART 1
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When It Rains, It Pours





1

Independence Day

I arrived in New York City for the first time on a college sojourn from Michigan, in September 1978, for an internship at the United Nations and a chance to explore Christopher Street, the mountaintop of gay life. At nineteen, I was not yet comfortable with the longings of my heart. But Manhattan struck me as a city of promise, at once grimy and magical, an enormous, thrilling place where people could hide and be found. I committed to both city and self after collecting my degree in June 1981. My college roommate Brian Gougeon and I took up in a tiny one-room apartment in Midtown, sleeping chastely on opposite edges of a narrow, lumpy bed.

Gougeon had grown up in a large Catholic family in a rural part of Michigan, yet he possessed an innate cosmopolitan sensibility, which I lacked thoroughly, an easiness with being gay, and a strong ambition as an artist. I envied Gougeon’s ability to create beauty from nothing, which suited our finances. On our walls he hung his paintings, mostly of faraway places he’d only imagined. One featured pyramids and palm trees, which he titled “Egypt.” Another depicted an idealized living room scene. He called this one “Home,” though in significant ways he had never truly felt at home, nor had I, not until getting to New York. We were part of the largest influx of gay men and lesbians in New York’s history, a vast gay reverse-diaspora; born into exile and separated from our own kind, we were reassembling in a place that had only existed in the imagination, the “new City of Friends” conjured by Walt Whitman a hundred years before. “Home” was an ambition, as fanciful as the pyramids.

Our timing was unfortunate. Just two weeks after unpacking, on the Friday of the long July 4 weekend, The New York Times carried the first news of the plague. “Rare Cancer Seen in 41 Homosexuals,” ran the headline. The cases were concentrated in Manhattan, with a few in the San Francisco Bay Area as well, and consisted of violet-colored spots appearing somewhere on the body, easily mistaken for bruises though they were sometimes raised and textured. The cancer was not just skin-deep; it killed by spreading to the lung, liver, or spleen. One in five was already dead. The article noted that “most cases had involved homosexual men who have had multiple and frequent sexual encounters with different partners, as many as 10 sexual encounters each night up to four times a week. Many of the patients have also been treated for viral infections such as herpes, cytomegalovirus and hepatitis B as well as parasitic infections such as amebiasis and giardiasis. Many patients also reported that they had used drugs such as amyl nitrite and LSD to heighten sexual pleasure.”

I later learned that men who read the paper on the ferries to Fire Island that day, having immediately recognized themselves in those demographics, spent the long weekend examining one another’s flesh. They found purple lesions by the dozens. It was possible to stand on those boardwalks and pool decks and beaches that weekend and foretell the whole terrible future. But none of the signs appeared among our new acquaintances in the city. We thought for a while that our economic marginality put us out of reach even from this—what became a disease of the poor began by assaulting the gay bourgeoisie, the “Beautiful People of the Fire Island Pines,” as a popular ad described the niche.

Although a doctor in the article called the outbreak “rather devastating,” I was more annoyed than alarmed by the news. The story seemed like a new slander on the gay community, which had existed cohesively for barely more than a decade since the Stonewall Riots in 1969. Every advance since then was met by an extreme and paranoiac counterforce. The 1970s produced the fiercest round of anti-gay legislation the nation had ever known, hammered into place in the name of protecting children, of all things, from us. Dozens of states and cities adopted measures preemptively blocking gay rights ordinances. Anita Bryant, a Miss America runner-up and the movement’s obstreperous leader, still exercised considerable national influence on the July morning when the “Rare Cancer” story hit. It was impossible to read the news outside of this context; it seemed like just another lie, a call to more hatred, a fiercer backlash. Anyone could see prejudice in what news of us was or was not being covered. On the day in 1980 that the U.S. Senate candidates John Lindsay, Bess Myerson, and Elizabeth Holtzman debated their gay rights planks before a citywide gay Democratic club—a first in history and the suggestion of coming political clout—the Times instead ran a story entitled “Rest Room Shut to Foreclose Use by Homosexuals,” the toilet in question being in suburban Westchester County. A few months later came one of the most hideous anti-gay crimes in the nation’s history, when a madman drove through the Village emptying a submachine gun into crowds of gay men. He killed two and seriously injured seven. For the community, it was a devastating watershed; for the Times, it merited a few paragraphs inside, with no mention of other rampages in the weeks and months leading up to it, no quotes from advocates, no elegiac background stories about the victims, and no follow-up coverage in the coming days of the large candlelight vigil for the victims outside St. Vincent’s Medical Center or the community’s two memorial services that drew thousands and thousands of gay men and lesbians.

I didn’t bother to check for spots in the mirror. I had never contracted a venereal disease. Though the potential for unlimited sexual exploration is what drew me to New York in the first place, I had had fewer than a dozen sexual experiences in my life (a number of them women) and I struggled with self-confidence. My childhood had been a difficult one on account of my gayness. I paid a steep price every day for being effeminate and soft-voiced, not just when a pack of young men separated me from my friends behind the auto shop and left me broken on the ground, or buried me in a dozen fists on the basketball court, purpling my cheeks under the supervision of the coach, who locked eyes with me and rejected my pleas for help with a bemused smile—I feared him most, for his authoritative complicity, for closing the official court of appeals to the likes of me. I was seized with fear almost every moment. I felt it at the Marathon gas station, in the 7-Eleven parking lot, outside Woodland Mall, every time the eyes of a stranger flickered with recognition. My innate demeanor betrayed me; I was incapable of getting away with the lie.

By my eighteenth birthday I’d had just two furtive sexual interludes with men: one with a middle-aged Mexican gentleman who gently undressed me one New Year’s Eve, and the other with a spirited and “straight” twenty-one-year-old motel clerk from Canada who sprung into my bed to demonstrate the multiple “disgusting things” he had learned from other guests. Those two men were the first hapless evidence that I wasn’t alone. Had I been more resourceful, or less isolated, I might have discovered the affirming work of James Baldwin and Gertrude Stein, or the first dozen or so nonfiction books already published from gay social thinkers. Instead, I went to the card catalog in the school library to look up “Homosexuality.” My heart pounded with fear of being caught. There, just past “Homogeneous” and “Homo sapiens,” was the card that said: “Homosexuality. See ‘Sexuality, deviant.’ ” Moving through the literature I learned that “oral regression” (Edmund Bergler) and “paraphilia” (Sándor Ferenczi) had caused my “sociopathic personality disturbance” (the American Psychiatric Association). I was clearly ill. Mine was a “counterfeit sex,” a “third sex,” an “intermediate sex” which precluded any expectation for happiness. Dr. Stanley F. Yolles, the director of the National Institute of Mental Health, part of the U.S. Public Health Service, wrote, “With broadened parental understanding and more scientific research, hopefully, the chances that anyone’s child will become a victim of homosexuality will eventually decrease.” I was a scourge, something to be eradicated. I entered counseling at nineteen and let a psychologist put me through a discredited regimen called Reparative Therapy, alleged to make me straight.

I don’t know how, but I eventually dismissed the entire public discussion about my condition as bunk. By the time I relocated to New York, I had rejected every authoritative thing published or said about my kind as malicious calumny. It was into this category that I put the Times article about a new disease that could somehow distinguish one’s sexual orientation. I crumpled my copy of the paper in disgust. In any case, officials from the Centers for Disease Control doubted it was contagious.

—

THE AIR that Friday morning was hot and close, sluiced by sheets of rain. Inside a cramped medical office, dog-legged off the dark lobby of an apartment tower on West Twelfth Street in Greenwich Village, Dr. Joe Sonnabend, a specialist in infectious diseases, was swallowing his own anger, a copy of the Times in his grip. He had been expecting the “Rare Cancer” story; in fact, he was partly responsible for getting the news out in the first place. He had seen the malignancy in one of his own patients, and in May had discovered that there were eighteen other cases at the NYU Medical Center, all in young gay men. This was astonishing to him. Previously, Kaposi’s sarcoma, the cancer in question, was so rare it struck just two Americans out of every three million, almost always very old men of Jewish or Mediterranean background. It was typically so slow to progress and clinically so meaningless in terms of morbidity and mortality that there was no need even for treatment. Sonnabend learned of the other cases from Dr. Joyce Wallace, to whom he had referred his KS patient, and she had learned of them by calling the National Cancer Institute in Bethesda, Maryland. Someone there referred her to the NYU Medical Center’s Dr. Alvin Friedman-Kien, an overnight KS expert who was quietly treating the majority of the new patients.

Eighteen KS patients were a significant cluster, a trumpet call that said something remarkable was going around, Sonnabend felt. In his opinion, doctors throughout New York should have been alerted to the outbreak. At a minimum, he believed, the CDC and officials at the NYU Medical Center should have reached out to the doctors with bustling gay practices, like his, telling them what to look for and what to do with suspected KS cases. The oversight disgusted him. Though soft-spoken and remote, Sonnabend was quick to disappointments and muffled rages. He held people to towering, often impossible standards, and he was prone to interior furies against those who disappointed him or systems that failed his moral test. The silence around KS was one such failure. “To me, this is absolutely, absolutely extraordinary,” Sonnabend stammered. “By the time you get to number five and number six, you know something is under way.”

In New York medical circles, Sonnabend was a curious, enigmatic figure. He had studied medicine and infectious diseases in his native South Africa, and for many years worked as a research scientist in the UK, where he held prestigious appointments at the University of Edinburgh and the National Institute for Medical Research. His specialty was interferon, a natural protein produced by white blood cells to fight off infections; he had trained with Alick Isaacs, interferon’s discoverer. The field was new and relatively little had come from it so far, but interferon research held the promise of being useful in the war on cancer, as the compound also seemed to show antitumor activity. A temporary professorship at the Mt. Sinai Medical School first lured Sonnabend to New York in 1969, and the offer of a grant to set up his own interferon lab brought him eagerly back in 1977.

He was a changed man in New York City, animated by the promise of personal freedoms that were unthinkable in Johannesburg or even in London at the time. He left behind an untidy private life that included a wife and two sons (by two other women) as well as a history of numerous, mostly fleeting encounters with men. Now middle-aged, lanky, and tank-chested, with a speckled beard and thick eyebrows, he found it possible in New York to uncage his desires for men without shame. He settled on Greenwich Street, emboldened in the neighborhood’s restaurants and clubs, especially the anything-goes International Stud, which he visited many evenings before bed; he had only to cross the street. He also developed significant though short-lived love relationships in New York City, including with a male model who lived with him for a year and a half, and with Harley Hackett, a mild-mannered and generous playwright who held him in reverence and awe. He was, finally, a contented man.

Then, in 1979, his research grant was not renewed, leaving him suddenly jobless and panicked. His savings were unlikely to outlast the slow pace of job hunting in academia. So at age forty-four, he borrowed $25,000 and went into private practice, taking along Hackett, now just a good friend, as his office manager. It would be Sonnabend’s first turn as a treating physician. He settled on a boutique practice diagnosing and treating gay men with venereal diseases. It was work a good deal beneath his ability and training but it capitalized on his research background in infectious diseases and his independent experience in the field: to supplement his professor’s salary, he had moonlighted in the city’s Bureau of Venereal Disease Control as director of continuing education. He knew next to nothing about flu and broken bones, but at the darkfield microscope and the anoscope alike he knew he could render a peerless service to patients. Indeed, it was the only field in which he felt he could responsibly practice on his own.

There was no shortage of business. The 1970s saw an explosion of sexual experimentation across America. At a time when the birth control pill freed sex from at least one of its consequences, “swinging” and “free love” flourished among heterosexuals. Feminist literature on sex and power proliferated. Among gay men the sexual revolution was profound and significant. Before the Stonewall Riots, homosexuals were an “unacknowledged minority…without a spokesman, without a leader, without a publication, without a philosophy of life, without an accepted justification for its own existence,” as a 1951 bestseller put it. The era of Gay Liberation began a process of discovery. To act flauntingly on one’s sexual appetence was essentially an act of rebellion, but also of self-affirmation, identity exploration, and community forging. What from the outside might have looked like pure carnal zeal was the rudimentary first pass for this emerging young culture.

A tidal wave of disease followed. In some quarters of the community, lengthy diagnostic profiles became bragging rights. But whether embraced or regretted, VD was suddenly a fact of gay men’s lives, and around the gay precincts of New York people knew to see Joe Sonnabend, as much for his discretion and geniality as for his apathetic billing practices. He soon had a patient base of well over one thousand, and even more over at the Gay Men’s Health Project, the inexpensive community clinic on Sheridan Square where he volunteered, and where I first met him, as a patient, in 1981. Syphilis, hepatitis, herpes, venereal warts, and gonorrhea were at record highs, and the trend showed no signs of reversing. Unusual cases of protozoan infestations of the gastrointestinal tracts of gay men had risen 7,000 percent in the previous six years and were now so common that a new diagnosis was officially coined, gay bowel syndrome, recognized by the McGraw-Hill manual Colorectal Surgery, an industry standard, and the Centers for Disease Control alike. There appeared to be concomitant epidemics of cytomegalovirus and Epstein-Barr virus, and a bizarre incidence rate of lymphadenopathy—knobby and swollen lymph nodes, which one would expect to encounter infrequently. Sonnabend diagnosed lymphadenopathy in 40 percent of his patients, a consequence, he believed, of the body’s reaction to various other venereal infections. That same causal link could also have explained the simultaneous preponderance of enlarged spleens, low white blood cell counts, and low blood platelets.

But Kaposi’s sarcoma?

When he first heard about Friedman-Kien’s cluster, Sonnabend called him immediately. Friedman-Kien, a brash and well-regarded dermatologist about Sonnabend’s age, confirmed his unusual caseload. Previously in his long career he had seen only seven or eight cases, in elderly men as expected. He saw his first anomalous KS lesion in January 1981, on the flesh of a young man originally from the Midwest who worked as a decorator in the city. The KS was only part of his troubles. He had been treated for a remarkable constellation of health challenges including fever, weight loss, enlarged spleen and liver, and hardened lymph nodes in his neck and groin. Surgeons had opened his abdomen, removed his spleen, and taken biopsies of his liver and lymph nodes, but nobody had thought to wonder about the lavender splotches covering his legs. The laboratory confirmed Friedman-Kien’s suspicion about KS. Within weeks, he diagnosed a second patient, a witty Shakespearean actor with lesions on his face, a disaster in his line of work. Both men were gay, a fact Friedman-Kien, not himself out to his colleagues, found unusual enough to bring up at the hospital’s biweekly tumor conference.

Soon another NYU doctor, an oncologist named Linda Laubenstein, told him she had a few KS cases. Like some of Friedman-Kien’s patients, hers had collapsing immune systems as well, and all were gay. Suspecting there might be others, Friedman-Kien queried half a dozen gay and lesbian doctors in the city and contacted a gay dermatologist in San Francisco, Dr. Marcus Conant, to see if the disease cluster had traveled. Conant was unaware of the problem. But the following night, after attending a Bay Area dermatology meeting, he called Friedman-Kien with a quavering voice. Three cases, he said, all gay. Days later he called to raise the total to six.

As Sonnabend listened to Friedman-Kien’s history, he itched to return to the laboratory. It would be easy enough to learn if an infectious agent were involved, Sonnabend figured. He would start by looking at interferon, his old métier. Friedman-Kien offered to make room for him in his own lab, and he accepted.

Before ending the call, Sonnabend allowed himself a smoldering rant, decrying the silence around the disease cluster and delivering an emphatic plea for Friedman-Kien to sound the alarm throughout the city. With the authority of the NYU Medical Center behind him, his warnings would reach every area practitioner and, eventually, every gay man with KS lesions, bringing them into immediate care. Friedman-Kien, rankled by the scolding, said he had already alerted the gay doctors he knew and was already preparing a physician warning about the unusual cluster.

That was in May. When no public announcement appeared in June, Sonnabend’s mood darkened further. In the first days of July, he leaned over his typewriter to pound out the alert himself. He was not sure how he would disseminate it, but even before he could make copies, Friedman-Kien beckoned him to his NYU office. There, in what seemed to Sonnabend like a kind of performance piece, Friedman-Kien grabbed the phone and dialed Lawrence K. Altman, the New York Times science writer and a doctor himself, an acquaintance of Friedman-Kien’s from their training days, finally doing what Sonnabend had requested in the spring. He told Altman about the mystery and announced that a letter alerting his fellow physicians would go out with the morning mail.

So Sonnabend wasn’t surprised to see Friedman-Kien quoted prominently by Altman in the Times on July 3, announcing the gay cancer. What did surprise him was news that the current weekly journal from the CDC, issued that same day, contained a detailed report on the mystery, and one of its lead authors was Friedman-Kien. Sonnabend drew the least generous conclusion from this. The journal piece must have had weeks of pre-publication drafting and review. Had Friedman-Kien delayed going public in order to complete the article, he wondered (and Friedman-Kien denied), assuring maximum personal exposure for himself? In that time, how many doctors mistook lesions for bruises? And meanwhile, the caseload had grown from eighteen to forty-one.

Greed and personal aggrandizement, Sonnabend fumed, was going to be the soil from which this plague would bloom.

—

WHEN LARRY KRAMER read the Times piece in his large apartment at Two Fifth Avenue, his thoughts were very personal. He had come of age in the furtive 1950s, then left for London and a series of screenwriting jobs that kept him somewhat naïve to the sexual revolution of the American 1960s. He returned stateside after the sexual radicalism had already taken hold, with the resulting conveyor belts of antibiotics, antifungals, and microbicides. He found the sexual Olympics unnerving; when it came to matters of the flesh, he was Jane Austen in Erica Jong’s world. For so many in the community now, whether or not someone was bedworthy had eclipsed all other attributes to become the singular measure of a man. Kramer was past forty, balding, and boxy in the waist. He had a steely brow and soft shoulders. His considerable warmth and intelligence sometimes served him well enough, but any luck in dating invited even more frustration, as he tended to fall in love with the people he slept with, leading to unhappy tension on the subjects of monogamy and cohabitation. Breakups and heartbreaks added up, most dramatically involving the bright-eyed and delicate architect David Webster, ten years his junior.

Their nasty separation turned Kramer against the gay world entirely, which he burlesqued in a venomous 1978 novel he called Faggots. The book, a thinly veiled roman à clef, took readers through clubs with names like “The Toilet,” through sex acts involving fists, bodily waste, and nephews, all of it fueled by more than seventy recreational drugs the totality of which caused impotence and gave rise to dull stretches of sadomasochism to fill the drug-addled hours. In his view, the new world that gay men had built was devoid of evolutionary purpose, its inhabitants no more advanced than randy bonobos.

Condemnation for the work and the author was fierce and widespread. The gay bookstore in New York refused to stock Faggots, and the Canadian gay newspaper Body Politic, not content with a vituperative review, urged a boycott. His pilloried acquaintances and ex-lovers howled about his caricatures, none more than Webster himself, parodied as a depraved and shallow leather queen called Dinky Adams. It was “a total invasion of my life,” Webster protested. “Larry was going through my drawers, piecing together scraps of paper in the wastebasket.” Its publication made Kramer into a pariah. That summer, he stayed away from Fire Island and obsessed bitterly over his thorough rejection—personally, socially, sexually, and now literarily.

Then came the Times piece about gay cancer. Kramer immediately seized upon it as his vindication: gay men were involved in something that was not just disastrous to the soul, in his view, but incompatible with life. In the previous year, a number of Kramer’s friends had come down with ailments that stumped the best medical minds in New York City. Reading the article, he recognized that they had similar venereal disease profiles. So did Kramer, for that matter. He felt the burn of imaginary KS lesions on his legs and arms.

Immediately following the holiday weekend, he called Dr. Friedman-Kien, and a few days later arrived for an appointment on the seventh floor of the NYU Medical Center, overlooking the East River. There in Friedman-Kien’s tiny waiting room Kramer bumped into a friend, Donald Krintzman, a marketing director for the Joffrey Ballet. “Yes,” Krintzman offered, looking ashen and panicked, “I’ve got Kaposi’s sarcoma.”

Friedman-Kien examined Kramer inch by inch and found no signs of cancer. Kramer’s feeling of relief was overwhelming, and short-lived. “We’re only seeing the tip of the iceberg,” the doctor told him. “We don’t know what it is. It would appear to be a virus, but we don’t have any concrete evidence.” Noting that the Times had gone silent, he added, “I don’t think anybody is going to give a damn, and it’s really up to you guys to do something.”

Friedman-Kien had joined Sonnabend in the research lab, but he lacked financial support. “We’re applying to the NIH for funds, but we won’t get money,” he told Kramer. “Just to collect specimens and freeze them—a freezer is an expensive item, and nobody will let me put my specimens in their freezer because they think they spread the disease.” He had received $1,000 from the philanthropist Lily Auchincloss, who was concerned about her gay brother, but it was barely enough. He implored Kramer, whom he considered “somebody who’s known in the community,” to do what he could to help.

Kramer had never engaged in any kind of community organizing before. But his mother was once a Red Cross executive in suburban Washington, D.C., where he grew up, so he knew what it took to gather resources in an emergency. He promised to help. It was the right thing to do—and also an opportunity for social rehabilitation.

In August, Kramer submitted a fund-raising appeal for publication in the New York Native, a tabloid-sized newspaper aimed at gay men. Though it had only a few thousand readers, there existed no better way to reach the people worried about the new disease. “In the past,” Kramer wrote, “we have often been a divided community; I hope we can all get together on this emergency, undivided, cohesively, and with all the numbers we in so many ways possess.”

Later that week he hosted a gathering at his apartment. About eighty people attended, including the writer Edmund White, Dr. Sonnabend, and Kramer’s unlucky friend with KS, Donald Krintzman. Friedman-Kien addressed the crowd, describing the cases he’d seen and repeating what he’d heard about similar cases in California—mostly in San Francisco but also in Los Angeles now, where doctors had reported a cluster of gay men coming down with pneumocystis carinii pneumonia, or PCP, a disease as relatively uncommon as KS, normally striking only a few hundred Americans a year, typically organ transplant recipients who required strong immune-suppressing medication to prevent rejection. This was more evidence that severe immune suppression was involved. Untreated, PCP resulted in a quick and agonizing death akin to drowning. With timely access to pentamidine, a drug administered intravenously, the death rate could be lowered to 50 percent. But as a sign of how rare PCP was, pentamidine was no longer in production; for emergencies, the CDC kept only a small national reserve. A treating doctor had to call CDC headquarters in Atlanta to request that doses be shipped out on overnight planes. In New York, doctors dispatched messengers to meet incoming shipments at JFK airport, hoping to reach the patients in time.

The way Friedman-Kien explained it, both the pneumonia and the skin cancer indicated the arrival of a never-before-seen disease with an inexplicable predilection for gay men. “We think there might be something about gay sexual activity,” he remembered telling them.

Lacking any better data, he advised sexual restraint.

There was an immediate uproar. “It was pandemonium,” he recalled. “The reply was, We have fought for this freedom and we’re not giving it up.” Edmund White remembered it somewhat differently. “Everybody looked at everybody like, Is this guy crazy?” Still, $6,635 was raised for his research efforts that night, and follow-up campaigns were planned, specifically on Fire Island.

Over the next several weeks, Kramer emerged as the de facto leader of the response effort, passing out literature and calling for a community-wide fund-raising drive, but almost no more money materialized. Too many gay men refused to allow his social rehabilitation. As the playwright Robert Chesley wrote in the Native, “Now, with Kaposi’s sarcoma attacking gay men, Kramer assumes he knows the cause (maybe it’s on page 37 of Faggots? Or page 237?), and—let’s say that it’s easy to become frightened that Kramer’s real emotion is a sense of having been vindicated, though tragically: he told us so, but we didn’t listen to him; nooo—we had to learn the hard way, and now we’re dying. Read anything by Kramer closely. I think you’ll find that the subtext is always: the wages of gay sin are death.”

To which Kramer parried, also in print, “Why is Bob Chesley not chastising The New York Times for ignoring us? Why is he not going after CBS and NBC and ABC for not running any items whatsoever on their programs?…

“Why is he not asking every homosexual in this city: Why are we here? What are we here for?”





2

Early Thinking

Sonnabend had a numbing schedule of work in the summer of 1981. Through the week, his office filled with frightened young men with a confounding array of symptoms. And every Saturday morning he studied their sera under microscopes in his borrowed NYU Medical Center lab. His initial thesis about interferon had proved correct: he identified dozens of his patients who tested positive for extremely high levels of a subset called alpha interferon, in response to significant infection, though by what wasn’t clear. Rudimentary as it was, this discovery was important. It meant the disease was caused by a pathogen rather than by a chemical, such as recreational drugs, or by homosexuality per se, a macabre suggestion being advanced in certain quarters. “The idea…is bizarre to me,” Sonnabend told a writer for Emergency Medicine. “I don’t think anyone is claiming that homosexuals are so biologically different.”

On the two coasts, he was joined by a handful of physicians treating the mysterious cases. Most were very young—a decade behind Sonnabend and Friedman-Kien in age and experience—and most were themselves gay, part of the first generation of out-of-the-closet doctors. Perhaps it was a consequence of his dyspeptic personality, but Sonnabend dismissed most of them as timid, unimaginative, and undertrained, and he removed himself from their social circles, though they tended to share common ground in their political views, which leaned far to the left. Sonnabend considered medical care a right, not a commodity. He could easily spend an hour examining patients, unconcerned about the impact on his cash flow or the bottleneck it created in the waiting room. Most patients considered the long delays a small price to pay for his attentiveness, his reassuring telephone reports, his willingness to make house calls, and his heartfelt interest in their journeys through gayness. Even before KS and PCP, he was unusually devoted to his patients. Now the worry consumed him. He began to feel that everything in his life up to this point—his experiences with interferon, venereal disease, virology, gay men, bench research—everything had been part of some cosmic plan to prepare him for this challenge. From his first phone call to Friedman-Kien, he felt the whole weight of the community of gay men upon him.

According to the CDC, by the end of August the official number of sick patients had almost tripled, to 111. Sonnabend feared the problem was much larger than that. In his practice alone, he now had three patients with KS and scores more with swollen lymph nodes. Leaving work late one Saturday, he confided in a colleague that his exhaustive efforts in the laboratory had failed to produce a working hypothesis linking them all to a single syndrome. There was one thing, though: he discovered an overwhelming epidemic of an old infection, cytomegalovirus; almost every one of his patients showed telltale antibodies for CMV, remarkable since only one-third of the general population tested positive. A member of the herpes family, CMV could be passed by way of semen and urine. But it was known to be dangerous only for newborns, resulting in seizures, pneumonia, and enlarged organs. In adults it ordinarily provoked no symptoms whatsoever, certainly not catastrophic immune suppression, and never death. But there was an undeniable flood of CMV in the gay community, as confirmed by a later study of gay men under thirty in San Francisco: 93 percent had been exposed to CMV, and a disquieting 14 percent were actively contagious at the time of testing. Unlike with some other viruses, getting CMV once didn’t make a person immune to getting it again. Following the law of probability and a reasonable estimate of the community’s sexual appetites, if one in six gay men was contagious, a typical sex life resulted in almost sixty new exposures every year.

It was at least plausible, Sonnabend thought, that an onslaught of CMV re-infections could destroy one’s immune system and open the door to conditions that strike the weak—the so-called “opportunistic infections,” like PCP. But how to explain the KS cases? No cancer had ever before been thought to be opportunistic. What might CMV and KS have in common? This question weighed heavily on Sonnabend’s mind as he drove toward home that evening. He hadn’t planned to stop at the baths. When he saw the rugged facade of the century-old Everard Spa Turkish Bathhouse on West Twenty-eighth Street, he spontaneously slid his car into a parking space without giving the detour much thought.

He unsnapped his seat belt and popped a penicillin pill into his mouth. For his tours through the sexual landscape, Sonnabend swallowed antibiotics to avoid infection. As unconventional as this seemed, it wasn’t novel. During World War II, the U.S. Army handed out “chemical prophylactics” to soldiers leaving on furlough (or immediately upon their return). Military medical officers called it “early treatment,” though it functioned as a preventative to block syphilis, gonorrhea, and cancroid before the infections could take hold. The evidence for its efficacy was spotty and dated back to the 1940s, but in Sonnabend’s personal experience it was solidly reliable. The one time he forgot the pill resulted in his only bout with VD. “Risk reduction,” he called the approach. Still, most public health experts discouraged the practice as unwise. The overuse of antibiotics risked creating resistance to the pills and giving rise to super strains impervious to available medicines.

He climbed a flight of stairs, paid five dollars to a distracted attendant, scrawled his name unintelligibly into a ledger, and took a locker key, hoping a relaxing interlude might ease his mind. After undressing, he headed for the showers, the threshold to the dark catacombs that filled two floors. It took a long time beneath the hot water jets for his thoughts to turn to the surrounding scene. A man stood opposite him, also showering. On his legs was an array of purple splotches.

Sonnabend’s heart pounded. “I’m a doctor,” he blurted out, “and if you don’t mind my asking: The stuff on your legs?”

The man smiled politely. “Bruises,” he guessed. “We were moving furniture.”

“There’s something going around,” Sonnabend continued, his voice rising with urgency. “You should see your doctor.”

“A few minutes later I saw him checking out,” Sonnabend told me long afterward, “and I went to him and I said, This is my name, this is my telephone number. And in fact he came and saw me on Monday at my office.” They both went directly to see Alvin Friedman-Kien. “Alvin didn’t think that they were cancer, but in that climate you never knew. It’s a gay guy and he’s got purple things. So we did a blood count on him.”

“What did it turn out to be?” I asked.

He shook his head. “Bruises. Just bruises. I was hallucinating disease, I was seeing it everywhere.”

And this was still only the beginning.

—

LATE ONE MORNING a few weeks later, Sonnabend pulled a file from the stack of patient records that Harley Hackett had prepared for him. Next up was Michael Callen, one of Sonnabend’s first patients when the practice opened in 1979, and by far his favorite. Twenty-six years old, tall and confident, Callen had flowing hair, satiny skin, and eyes the color of jade. He was, he himself acknowledged, a markedly effeminate young man, skinny and wan. Adding to this overall impression, he possessed a voice that naturally reached falsetto ranges, a voice that brought him as much admiration as a singer as it did grief as a high school student in Ohio, where his father derided him as “a sissy” and boys in his gym class had made a sport of holding him down and soaking him with their urine. He found his way to New York after college, settling down in the “gay ghetto,” as the part of Manhattan between Fourteenth Street and Houston Street was known—Greenwich Village, the East Village, and Alphabet City were among the few neighborhoods where it was possible for gay men and lesbians to live without constant fear of being evicted, menaced, or assaulted.

Like many others in the ghetto, he found work in the clerical industry. His job as a legal secretary barely taxed his intelligence but left ample time to pursue songwriting and performing, which he considered his true loves. What he loved even more, though, were the city’s bathhouses, bookstores, and sex clubs, which became his abiding distractions through much of his twenties. This made him one of Sonnabend’s more frequent patients as well.

Doctor and patient had much in common. As a child in Johannesburg before following his mother into medicine, Sonnabend showed great promise as a musical composer, and he dreamed of scoring for the silver screen, as did Callen. And, of course, they shared a passion for the bathhouses. The doctor was never coy about his own sexual practices. For him, as for Callen, sexual abandon was a means not only of release, but also of liberation, a utopian ideal and a necessary antidote to years of repression.

It was likely that even Sonnabend’s most sexually adventuresome patients attached some residual shame to their desires, considering the hostilities experienced by most gay people of that generation. Only a few years earlier, same-sex attraction was classified in the Diagnostic and Statistical Manual of Mental Disorders as a sociopathic personality disturbance. Until the mid-seventies electroshock therapy was ordered for recalcitrant cases. Gay sex was still illegal in most of the country, a felony in some states. Suspicion of homosexuality was enough to block applications for security clearance, deny housing, defrock clergy members, fire schoolteachers, and bar foreigners from entering the United States, even as tourists. It would be nearly impossible to avoid internalizing the stigma. Sonnabend considered it important when speaking to his patients to defend sex generally and anal sex particularly. He could be extraordinarily frank. “The rectum,” he would say, “is a sexual organ, and it deserves the respect that a penis gets and a vagina gets.”

It took some time, but Sonnabend did come to accept that this liberation strategy had its perils. No patient illustrated the risks more than Michael Callen. In a few short years, Callen had been treated for shigella and other bacteria of the gut, chlamydia, syphilis, gonorrhea, human papilloma virus, herpes simplex I and II, amebiasis including giardia lamblia and entamoeba histolytica, plus mononucleosis, urethritis (nonspecific), and the complete hepatitis suite: A, B, and non-A/non-B, later reclassified as C, D, and E.

What brought Callen back now was another case of gonorrhea, though the new mystery illness was not far from his mind. “What do you think about all of this?” he asked Sonnabend. “You think it’s some kind of new virus?”

Sonnabend “moaned like a cow in labor,” Callen told a friend later.

Was there something Callen might do to protect himself?

Sonnabend tapped Callen’s lymph nodes along his jawline and under his arm. They were hard. He considered Callen’s extreme accomplishments in the city’s sexual arena and his utter failures as a musician.

“Move,” he answered curtly. “Get out of New York.”

This seemed an outrageous proposal to Callen, who had finally found sanctuary in New York’s gay community. He showed his anger and Sonnabend immediately regretted his flippancy. That night, Sonnabend called him at home to apologize. And he offered an amended answer to Callen’s question: what Callen could do, he said, was to give blood for a small study he was undertaking. Four other patients had already agreed to become research subjects. The object of the study was to look at the immune function of gay men who did not have either KS or PCP, but who had similarly long VD histories and swollen lymph glands. Callen was initially reluctant, but Sonnabend prevailed.

When next they saw one another, Sonnabend extracted a quantity of blood to ship to the lab, with instructions to examine a subset of Callen’s white blood cells called T-cells (because they’re produced in the thymus). T-cells, which coordinate the body’s immune response, come in two sorts: CD4s and CD8s. The CD4s are considered “helper” cells. When disease strikes, they manufacture cytokines that serve as field marshals to coordinate and execute the body’s immune response. Without CD4 cells, the body is vulnerable to every known infection. The CD8s, known as “killer” cells, then physically destroy the infected cells. On average, a healthy person has anywhere from 600 to 1,100 CD4 cells per cubic millimeter of blood and 400 CD8s. The technology for counting these cells was only a few months old.

The results came back quickly and were as worrisome as Sonnabend suspected. Callen’s CD8s had remained stable but his CD4s had plummeted—his immune system was “compromised,” as were those of the four other patients he studied. Delivering the news, Sonnabend counseled against dire conclusions. “I don’t want to frighten you because we really don’t know what this means other than that you’re susceptible to disease and you should probably be careful,” he said. He added that there was no demonstrated connection between being compromised and getting the new disease.

Still, Callen was inconsolable. That afternoon he called his parents and announced, “I’m going to get cancer—I feel I should tell you.”

Recovering from her initial shock, his mother, a schoolteacher, took refuge in midwestern optimism. “You’re made from good American Indian and Pennsylvania Dutch stock,” she reminded him.

“Mom,” he persisted, “I’ll probably be dead in six months.”

But in the coming weeks the spots didn’t come and his lungs didn’t fill. By Christmastime he was sometimes able to push his presumed fate out of mind. He still had not met anyone with “it.” By year’s end, there were 180 cases of KS, PCP, or other unusual infections from at least fifteen states, with New York City hardest hit. Of that number, only one of the victims was a woman. Of the men, 90 percent identified as gay or bisexual and the rest were presumed to have lied.

Half those patients were dead. Some met their ends so quickly they were only diagnosed posthumously. Though she didn’t know it initially, Dr. Barbara Starrett saw her first case in mid-November 1981. The young man was anemic and had advanced syphilis, which caused a carpet of pink bumps all over his body. For Starrett, this was nothing unusual. As the director of lesbian and gay medical services at the St. Mark’s Community Clinic, a free facility based in the East Village, she had seen a stupefying number of gay men with syphilis. But this case defied treatment. The patient’s anemia worsened to the point of grave concern. She told him she wanted him in the hospital for tests. Instead, he headed home to
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