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1

Ryan

I’ve thought about this book for a while now, though it never occurred to me how to start off.

I suppose one could begin with statistics, with numbers and charts and facts that paint the perfect picture of horror that is the global AIDS epidemic: more than 25 million lives lost in thirty years, 34 million people living with HIV/AIDS around the globe, 1.8 million deaths per year, nearly 5,000 lives taken each and every day, the sixth leading cause of death worldwide.

But I’ve always found it impossible to comprehend these statistics. The tragedy is so immense, the figures are so enormous, there’s simply no way to wrap your mind around it all.

Let’s leave the numbers for later, and begin with a story instead.

After all, I’m not a statistician; I’m a musician. I’ve made my living telling stories through songs. It gives me incredible joy the way people connect with my music. That is all I hope to do in this book – to tell stories that connect people with this epidemic, so we can work together to end it.

The first story I’d like to tell you is an amazing one. To understand the AIDS epidemic, to understand my passion for ending it, you need to know about Ryan White. It all goes back to my friend Ryan.

Ryan came into this world with a rare and terrible genetic disease, haemophilia, which prevents the blood from clotting and leads to uncontrollable bleeding. Haemophilia is a manageable condition today, but in the early 1970s, when Ryan was born, it was a dangerous and often fatal disease. As an infant, and then as a child, Ryan was in the hospital again and again.

Then, as if the hand he’d been dealt wasn’t difficult enough, the poor boy contracted HIV, the virus that causes AIDS, through a treatment for his haemophilia. At age thirteen, the doctors gave Ryan a grim prognosis: less than six months to live. He held on for more than five years. And in that short span, Ryan accomplished what most could not hope to achieve in a thousand lifetimes. He inspired a nation, changed the course of a deadly epidemic, and helped save millions of lives. Imagine, a child doing all of that, a sick boy from a small town in Middle America. It sounds like a movie script, like a bedtime story, like a miracle. And it was a miracle. Ryan’s life was an absolute miracle.

It must have been 1985 when I first learned about Ryan. I was at a doctor’s appointment in New York. I forget why I was there. I picked up a magazine from a stack in the waiting room. I was mindlessly flipping through the pages when I came across an article that would change my life. I couldn’t believe what I was reading, that a boy was being kept out of school, and his family was being shunned and tormented, because he had AIDS.

Ryan lived with his mother, Jeanne, and his younger sister, Andrea, in the small town of Kokomo, Indiana. Jeanne worked at the local General Motors car factory for twenty-three years. The Whites were a blue-collar family through and through, much like my own family growing up, which is perhaps why I instantly connected with them when we finally got to know one another.

In 1984, around Christmastime, Ryan was in particularly bad shape with a rare form of pneumonia. But tests at the hospital revealed a far worse diagnosis: he had full-blown AIDS. The pneumonia was an opportunistic infection attacking his badly weakened immune system.

As it turned out, Ryan had contracted HIV from a treatment for his haemophilia called factor VIII, a clotting agent derived from donated blood. A single dose of factor VIII could include plasma pooled from thousands of people, and some of them had HIV. Because the HIV virus itself wasn’t identified until the mid-1980s, there was no way to screen for the disease. That’s how HIV-contaminated factor VIII was administered to patients in the United States and throughout the world in the early ’80s, including Ryan. Thousands of haemophiliacs became HIV-positive in this way before pharmaceutical companies and the government put measures in place to test and purify factor VIII.

Jeanne waited until after Christmas to tell Ryan that he had AIDS. When he found out, Ryan knew exactly what it meant: he was going to die.

Everyone was aware of AIDS by 1984, especially haemophiliacs. While it was still a very new and frightening disease, the medical community had already figured out the basics. They had identified the HIV virus itself that year, and they knew that it was spread only by sex or by direct blood exposure. More to the point, they knew it couldn’t be transmitted through casual contact, such as sharing water fountains or toilet seats, drinking from the same glass, eating with the same utensils, or even kissing. There was simply no risk of infection from being around someone with AIDS.

But there was fear. There was so much fear. It was everywhere, a ghost that shadowed Ryan’s every move and haunted him throughout his life.

When Ryan was told about his condition, that he might not have very long to live, he made an extraordinary decision: to live out the rest of his days, however many there might be, as ordinarily as he could. He wanted to go to school, to play with his friends, and to spend time with his mom, Andrea, and his grandparents. He just wanted to be like any other child, even if his disease meant that he wasn’t. When he first learned of his prognosis, Ryan asked Jeanne to pretend that he didn’t have AIDS. He didn’t want special treatment; all he wanted was a sense, however brief, of normality.

But that would not be his fate. Ryan was never allowed to live a normal life, let alone die a normal death. Shortly after he was diagnosed, a local paper discovered that Ryan had AIDS. They ran a story about it, and suddenly the whole town – and then the whole nation – knew about his condition. After that, everything changed for Ryan and his family. As a child with haemophilia, Ryan had been treated with compassion. As a child with AIDS, many treated him with contempt.

Ryan missed the majority of seventh grade, thanks to his bout with pneumonia. He was too weak to return to school that year, in the spring of 1985. By the summer, however, he was much better. He even had a paper round. He was eager to be back in school, to play with his friends, to have a semblance of a normal life. But in late July, a month before the beginning of the new school year, the superintendent of Ryan’s school district announced that Ryan would not be allowed to attend classes in person, due to the widespread fear that he posed a health risk to his schoolmates – that by being near them, he might somehow infect them. It was decided that Ryan would attend school by phone instead.

The fear, I suppose, was understandable. AIDS was a fatal illness at the time, without exception. But it was well known that Ryan couldn’t transmit the virus to others just by being around them. After all, Jeanne and Andrea lived with Ryan. They drank out of the same glasses, ate off the same dishes, hugged him, kissed him. They were with him constantly, especially when he was most sick. Yet even their intimate proximity to Ryan hadn’t resulted in their contracting HIV. Besides, the U.S. Centers for Disease Control and Prevention (CDC) and the Indiana State Board of Health had assured the school district that Ryan posed no threat to teachers, students, or staff, and they offered guidelines for him to safely return.

Logic and science couldn’t contain the fear, however. Ryan was effectively quarantined. But he wasn’t a quitter; he never, ever gave up. Not being allowed to attend school was unacceptable to him. He decided to fight to return.

Ryan and Jeanne sued the school. They had the national medical community and the State Board of Health on their side. But the judge dismissed Ryan’s lawsuit. He said that the boy’s lawyers had to appeal the school superintendent’s decision to the Indiana Department of Education first. Ryan’s days were numbered as it was, and here was a technical decision that would further delay his going back to school. In the meantime, a special phone link was set up, and Ryan dialled into school every day.

The appeals process that ensued was long, nasty, and public, with Ryan, now fourteen years old, at the centre of it all. The local school board and many parents of Ryan’s schoolmates were vehemently opposed to him attending school. More than a hundred parents threatened to file a lawsuit if Ryan was allowed to return. In late November, the Indiana Department of Education ruled in Ryan’s favour and ordered the school to open its doors to him, except when he was very sick. The local school board appealed, prolonging Ryan’s absence from the classroom. Months later, a state board again ruled that Ryan should be allowed to attend school with the approval of a county health official.

With more than half the school year gone, Ryan was officially cleared to return to classes on 21 February, 1986. The thrill of victory, though, was short-lived. On his first day back, he was pulled from the classroom and brought to court. A group of parents had filed an injunction to block his return, and the judge issued a restraining order against him. When the judge handed down his verdict, the room packed with parents began to cheer, while Ryan and Jeanne looked on, shocked and scared. It seemed like a modern-day witch hunt, and Ryan was to be burned at the stake.

Ryan’s lawyers fought the restraining order, and he again won the right to go back to school. This time the decision was final. On 10 April, 1986, with hordes of press on his heels and some students picketing nearby, Ryan returned to classes. He was not allowed to participate in gym class, and he was made to use a separate bathroom and water fountain, and disposable utensils in the cafeteria. These were needless precautions, but Ryan agreed to them in order to assuage the fears about his misunderstood disease. Still, twenty-seven children were withdrawn from school that day. Two weeks later, parents opened an alternative school, and twenty-one of Ryan’s schoolmates were enrolled so as not to be in the same building as Ryan daily.

Back at school, and nearly everywhere he went in his hometown, Ryan was teased and tormented. He was called a ‘fag’ and other homophobic obscenities in public. His school locker and possessions were vandalised, and terrible rumours were spread about him. One anonymous teenager wrote a letter to the local paper accusing Ryan of threatening to bite and scratch other children, spitting on food at a grocery store, even urinating on bathroom walls. These were lies, of course, but it didn’t matter. Having AIDS made Ryan a freak, and regardless of what he did or didn’t do, he was considered as such.

If you can believe it, adults treated him even worse than children did. People on Ryan’s paper round cancelled their subscriptions. When he and his family went out to eat, local restaurants would throw away the dishes they used. The parents of Ryan’s girlfriend forbade her from seeing him. At one point during the Whites’ legal battle with the school district, a group of school parents demanded that the county declare Jeanne an unfit guardian in order to have Ryan taken away from her, and thus taken out of school.

It
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