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PREFACE

I first met Ophelia Haanyama in 2004 at a conference on HIV and AIDS sponsored by the Swedish International Development Cooperation Agency (SIDA), where she spoke openly and with great dignity about the experience of living with HIV. Afterward I contacted her and arranged a brief interview. When she began describing her two worlds, Zambia and Sweden, I soon put down my pen, realizing her story could not be told in a single article.

The following year we began working together on this book. As a journalist, I had previously reported on the HIV epidemic in countries such as Uganda, Brazil, Haiti, Cuba, and Cambodia, but the journey I made with Ophelia was a different matter entirely. We went from villages in rural Zambia to youth detention centers in South Africa to banquets in Manhattan. I was invited into Ophelia’s nuclear family in Sweden and her extended family in Zambia. I became caught up in her life, full of surprises and transformations. It’s especially difficult for me to grasp that two of the people I met at the beginning of the journey are no longer alive. It makes the HIV epidemic frighteningly personal, no longer merely official statistics in reports.

This book draws on four trips to Zambia and interviews with Ophelia, her immediate family, and other relatives. I have also incorporated interviews with individuals involved in the campaign against HIV and AIDS, both in Sweden and in Zambia.

I describe the HIV epidemic primarily from the perspective of Ophelia and her family rather than as it affects the population of Zambia more generally. The names of certain individuals have been altered to protect their privacy.

Many thanks to Ophelia and her mother Emma for letting me share their everyday lives.

Agneta Larsson, Stockholm, September 2007
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1

“I’m sorry to have to tell you, you’ve tested HIV positive.”

Ophelia doesn’t recognize the term in Swedish and has to ask the doctor to repeat what he just said.

“You are at risk of developing a disease known as AIDS.”

Dr. Lars Andersson sits opposite her, cool and professional, calmly awaiting her reaction. His gray hair is unruly, and Ophelia can see a green surgical shirt under his unbuttoned white coat. Outside the window the December day is bleak and dreary.

The only mental images Ophelia can conjure up are prostitution, poverty and homosexuality – and none of them applies to her.

“You’re lying!” she says. “Just because I’m black and African, you think I have AIDS.”

“You don’t have AIDS, you’re HIV positive,” Dr. Andersson replies, kindly and patiently. “We’ll do the test a second time, but this result was positive.”

Suddenly Beverly, back home in Zambia, comes into her head. Beverly, who carried a cup around to spit into. Most people figured she had TB or cancer. No one could stand sitting next to her in the canteen, with her spitting and coughing up phlegm. When she became too sick to go on working, her co-workers would take turns visiting her at home. By the time she died, her mind had gone and she was completely helpless. Now the same thing was in store for Ophelia: she’d become emaciated, be covered with skin lesions…

Ophelia stares at the desktop, her head buzzing and pounding.

“What’s the treatment?

“At present there is none. For now all we can do is wait.”

These are painful words, but Ophelia feels nothing. She had gone to the hospital clinic because she realized she was pregnant and wanted an abortion. And now this instead. She’s completely taken aback; it had never crossed her mind that she might be HIV positive. She hardly even knows what that means.

Dr. Andersson’s mouth is still moving. He seems reassuring and sympathetic, but Ophelia isn’t taking in a single word of what he’s saying. Afterwards she has no memory of how she got home from the hospital.

Before even taking off her coat, she phones her sister Janet at work.

“They tell me I have AIDS!”

Janet, who has an HIV-positive friend in Sweden, is silent at first.

“Did you hear what I said? I’ve got AIDS.”

Her sister’s tense voice answers: “I’ll be right there.”

Ophelia panics when she realizes how grim the diagnosis is. And yet she still clings to hope, at least for the first week. Lars Andersson is a gynecologist, not an expert on viral diseases, as he himself pointed out. What does he know about HIV? When she has her appointment with the specialist the truth will come out: It’s all a mistake; the test results were mixed up. She’ll go back to being what she was before: a 24-year-old woman with her whole life ahead of her.

Denial is like a drug that keeps her going.

Ophelia has the abortion as scheduled, before the second set of test results comes back. Still in shock, she doesn’t remember much about that trip to Danderyd Hospital, this time with Janet. But she does recall being all alone on the operating table, with the bright lights, the smell and the silence.

The doors open and the surgical team comes in. Five people who look more like astronauts in space suits gather around her. Ophelia can barely see their faces behind the thick plastic visors they wear to keep off any possible drops of blood. Double latex gloves reach halfway up the sleeves of their extra thick surgical coats. They seem to be moving in slow motion. Ophelia remembers thinking they could be on their way to decontaminate a nuclear reactor.

This is the moment when Ophelia becomes painfully aware of the stigma of her illness. She feels more like hazardous waste than a human being.

At the end of the week she gets the results of the second HIV test from Dr. Lennart Skog. He, too, is calm and professional. The second test is also positive.

“How long do I have left?” Ophelia asks.

He stops her, saying: “Slow down! Let’s start at the beginning and talk about what kind of virus you have and what makes it different from others.”

He tells her that soon there may be drugs that inhibit the virus, but today there are none.

“So why bother coming for checkups? Will I have an appointment every month or two to talk about how I’m going to die? Isn’t there anything at all you can do for me?”

This was in 1991. There was nothing. No drugs, no hope. Looking back, Ophelia remembers sitting across from her doctor countless times, shouting:

“You just sit here and get paid for doing nothing! What’s the point of knowing my status? I’ll die soon no matter what!”

Lennart Skog remains calm during her outbursts, letting Ophelia get her misery out, though he doesn’t have any consolation to offer. All she wants to hear him say is that soon there will be a cure.

“I can’t predict how long you’re going to live. The answer is very individual, depending on your body’s supply of T helper cells. You may have a year, you may have five …”

The only thing he can tell her with certainty is that unless a treatment is developed, HIV will lead to AIDS and then to death. The average time from contagion to serious illness is eight to ten years.

Her appointments at the hospital actually serve only one purpose. Every time, Ophelia asks: “You’ve had other patients. How did it go for them?” Then, without waiting for an answer, she does some cold-blooded mental calculations. She hears herself saying:

“By my count I’ll be dead by 1996.”

Ophelia goes back to Danderyd Hospital for tests every two months. In the early 1990s there was no way of measuring the amount of virus in the blood. Counting a particular type of white blood cells called T helper cells or CD4 cells could nevertheless give a clear indication of the status of the patient’s immune defense. A person in good health has approximately 1,000 cells per microliter blood. A person with 200 or fewer is at risk of developing AIDS. Ophelia’s count is usually around 250.

She’s 50 cells from the magic line, and her emotions run the gamut from euphoria when it is still 250 to depression when it drops to 249. The count becomes the focus of her life. In the waiting room the patients even compare T helper cells with each other.

“Lucky me,” she thinks to herself when she meets someone with a count below hers.

Ophelia gets every infection that passes by, from throat abscesses to genital fungal infections. She becomes more and more of a hypochondriac, and the slightest little cut makes her run to the clinic. She often gets herpes cold sores all around her mouth. The first time this happens she rushes frantically to the hospital, convinced that this is it, she’s developed AIDS.

Soon she has to confront something far worse than worrying about infections—stigmatization. Fear of abandonment and a sense of worthlessness and shame gradually overwhelm her.
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