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FOREWORD

Dear Friends,

To experience the stigma of being HIV positive, to care for someone you love who is living with AIDS, to bury a parent who has died from AIDS, to look into the eyes of children whose parents have succumbed to the disease—these are the realities lived and relived and relived again and again in Africa.

To many people, it is suffering they are aware of, but they are removed from it. This is a book to take away the distance. To raise awareness of the awful realities of this disease and its consequences. We are made for togetherness, members of one family in God’s global village. We are all affected by this disease, and its consequences will haunt all our futures.

I commend Miles Roston for the outstanding work he is doing to encourage us to reach out to our sisters and brothers with compassion, and of course the young and courageous Kevin Sumba. Together, they are asking the difficult questions of each of us: what will we all do to help the millions of children affected by this epidemic, and what will we do to prevent more millions of children from being orphaned?





God bless you




-Desmond M Tutu, Archbishop Emeritus  
June 2006









Does it matter to anyone if there is one less of us?

Does it matter if any of us live or die?
















PROLOGUE
HAPPY BEGINNINGS



Orphan c. 1300, from L.L. orphanus “parentless child” (cf.  O. Fr. Orfeno, It. Orfano), from Gk. Orphanos “orphaned,”  lit. “deprived,” from orphos “bereft” . . .




This is a book about HIV/AIDS that actually has some happy endings. For millions of people—adults and children—suffering the effects and the fallout of this dreaded disease, there is far too much misery, with no happy endings to their stories these days. But there can be. There can be many more happy endings, and beginnings.

I have traveled across our globe to meet people who have been affected by this disease, from leaders and scientists to local workers and patients, including a man who died the day after I last saw him because he did not have medicine. That was how I started to become affected. To quote a heroic nurse in a ward of dying patients, “Even if you are not infected, we are affected so much.”

Most of all, I became affected by the children I’ve met who were affected so much by this disease, children left to live alone because of their parents’ deaths, some HIV positive themselves. There are over fifteen million of these children worldwide, the majority of them in sub-Saharan Africa. By 2010, some estimates say there will be eighteen million. And there are forty million-plus people living with HIV/AIDS worldwide; twentyfive million people have died of the disease at the time of writing—twenty-five million individual human beings.

Numbers can mean so little these days. Statistics are hard to relate to. But here are some ways to think about it. The population of California is about thirty-six and a half million. One whole California is not equal to all the HIV positive people in the world. Texas has a population of twenty-three and a half million. One Texas is not even equivalent to all those who have died.

In terms of AIDS orphans, think of New York state, with a population of nineteen million. Poof! Imagine it in 2010 magically as an AIDS orphan country—literally only filled with children whose parents have died because of this torturous disease.


France and the United Kingdom have a population of sixty million each. Imagine one-third of these as orphaned children. Imagine in 2010 half of the population dead.





Even imagining HIV/AIDS and its effect on children this way doesn’t really bring home the enormity of this disease’s impact. It still doesn’t encapsulate the suffering of these millions of individual human beings—the loneliness the children endure, or the amount of discrimination and fear they encounter in their communities.

Though I traveled among these children, I didn’t really feel this disease myself until I allowed myself to be affected so much by one child. A boy named Kevin.











CHAPTER ONE
 MEETING KEVIN SUMBA

I had a brief. I was finally to do a film on HIV/AIDS for a group of nonprofit organizations, which in turn were funded by the Bill and Melinda Gates Foundation. My fiancée, Sarah Lambert, also a filmmaker, and I were partners in a small New York-based production company. We had been trying to get films about the epidemic funded for years, notably a film about the race for an AIDS vaccine, but to no avail.

On some level, our attachment to the cause was personal. Sarah had grown up as a child actress in Australia, where many of her friends and members of the theater and film community were stricken with the disease. I’d grown up in New York with my parents and younger brother and sister. Though my father and mother were often poor in money, they got us—via scholarships— into an alternative private Waldorf school. I’d come of age in the ’80s, when the HIV/AIDS epidemic was raging through the arts community. (And I’d had the privilege of developing projects with John Glines, who produced the well-known play about AIDS, As Is.) Now I was a supposed grown-up in this production company focusing on social issues for adults and children alike. But raising any money for a film on the realities of HIV/AIDS seemed nigh on impossible. (Ironic, really, in the age of reality television.)

However, in 2001, through the World Conference on Religion and Peace—an organization working with the commonalities of all religions, and whom we’d done films for previously—partnering with four other organizations to help orphaned and vulnerable children, we would at last get to make a film on the epidemic, focusing on the AIDS orphans. I would direct it, due to my experience in Sierra Leone in West Africa. (At the time, Sarah and I were also working with children worldwide, directing an animated and live-action sixty-five-part series called Aliens Among Us, which starred real children and an alien, a little less real.) Sarah would produce from our offices in New York.

For this first shoot, I was working with the NGO consortium’s media representative, Beatrice, from Italy, as well as a local crew and Christian, a cameraman from New York. We were looking for children orphaned by the epidemic, to film their stories and show the problems created by the disease, especially in the poorer areas struck by HIV/AIDS. The idea was that somehow, by showing the stories of the children affected by AIDS, we could cut through the extraordinary swath of conflicting feelings and taboos surrounding the epidemic.

After all, this disease is special, to put it mildly. It is mainly transmitted when human beings have sexual intercourse. With thousands of years of religious and cultural prohibitions regarding sex, we as human beings have been unable to rise to the pandemic’s challenge: to approach people who have acquired this disease through sex without the weight of those thousands of years of judgments and prejudices. In some sense, we still blame the victim in regard to AIDS.

But children are innocent, right?

Children whose parents have died or have HIV can’t be blamed by any of us, can they? In this film, we hoped that perhaps by looking at the “innocent” victims of the epidemic, we humans—including myself—could find a way toward finding compassion without condemnation toward anyone caught in the midst of this epidemic.

Along with a local crew, Beatrice, Christian, and I went to Kisumu, the biggest town in Western Kenya, right on Lake Victoria. This area had been hit especially hard by the epidemic. There, we went into a slum called Pandipieri and visited the Pandipieri Catholic Centre, a compound of a few simple buildings set in the midst of the clutter of clay shacks that formed the community. This was a local organization founded by a Dutch priest named Father Hans that had been highlighted by people in the capital of the country, Nairobi, as actually doing something concrete in its community. (Pandipieri, I was told, literally meant “watch your backside.”)


In a tiny room upstairs in this slum, we explained what we were looking for to Nathalie, a strawberry-blonde young woman in her thirties from the Netherlands, then in charge of the center. Also with us was Sister Bernadette, an Irish woman in her late fifties, and Joseph, a slender young local Kenyan man who looked maybe twenty-two or twenty-three. I was surprised to hear that, as young as he was, he was the Pandipieri counselor. 

We told them we were hoping to meet and get to know and film children orphaned by the HIV/AIDS epidemic. I explained that I’d been working with children on a children’s series, turning their own stories into dramas starring themselves, with the process itself being fun. With this particular project, we wanted to create an experience that could be similarly fun for the child, but at the same time moving for adult viewers.

Christian, Beatrice, and I listened as Nathalie, Joseph, and Sister Bernadette discussed the possibilities. They nodded most when discussing one boy whom they had recently come across. He was a twelve-year-old whose mother had died of AIDS and who now, unlike the majority of such children, lived alone. Joseph had just begun counseling him, and had learned of him through a teacher at a local elementary school. His name was Kevin.

We drove down the main road a bit, past people bicycling and goats meandering, then walked through a series of clay shacks with tin roofs, surrounded by piles of muck and stray garbage, in which large pigs and scrawny chickens rooted around. We passed food stalls of old timber, where tomatoes, onions, and other vegetables were being sold. In a tiny enclosure, a man—the local “butcher”—roasted meat over the ground. The competing sounds of African reggae and religious hymns blared from various shacks.

One drunk old man latched on to Beatrice, who kept on trying to explain to him what it was we were trying to do. In reality, he could not understand. Here were a bunch of muzungus  (white people) with some modestly well-off Kenyans and two video cameras wandering around his neighborhood. What were we doing there, in an area where even the police didn’t often go?

Kids peered out from underneath their mothers’ skirts, women washing the laundry in blue plastic buckets. They seemed so curious about us, which I thought odd. As this place was the epicenter of the epidemic in Kenya, surely they were used to journalists crawling over it? Surely they were used to cameras? No, that wasn’t the case.

As we walked, Joseph told me about his own life; he had been selling secondhand clothes on the street before getting a job with Pandipieri and finally being promoted to counselor with only a modicum of training. At least, he said, he lived in the same community (he pointed over the shacks toward his home), so he understood what they were going through.

Hidden away in a small courtyard was Kevin’s little shack made of cracked brown clay walls, a rusting corrugated tin roof, and a green door. Neighbors watched us as we approached: small children dressed only in T-shirts, an older woman scrubbing clothes in a washbasin, and another woman a few shacks down just lying on a mattress on the ground.

Kevin came to the door. He was dressed in a frayed but impeccably clean white shirt and khaki shorts—his school uniform. This thin twelve-year-old boy was ever in that school uniform. After Joseph explained who we were, we entered Kevin’s home and sat with him. He had a small front room with wooden slats for windows (which looked out onto the back of the alley—basically, the latrine). The walls were of mud, but the place was clean and tidy. He had a coffee table, surrounded, oddly enough, by seven chairs. A lot of chairs for one boy living by himself. (I found out later that they belonged to his mother. When I asked him why he didn’t sell them, he just looked at me as if I were crazy. He couldn’t sell them: “They belonged to my mother.”) In the back was a small dark room with just enough room for his bed and a tiny lamp.

Joseph told Kevin who we were, and prodded Kevin to tell us some of his story. The boy began very reluctantly, in monosyllables for the most part, answering our questions translated through Joseph into Swahili. He seemed a child wounded beyond measure, but who could not or would not expose it; indeed, the wound was almost too dangerous to expose. Throughout the week that we spent with him on this first trip, he would remain shy, unable to open up, but we managed to piece together some of the basic elements of his story.

Kevin’s mother had died about two years previously. I don’t remember him saying of what then, although we knew that it was of HIV/AIDS. That was of course something he could not disclose to the community at large.

There was a simple funeral. Afterward, an aunt (although I was later to learn that, in this culture, an older woman who is a friend of the family is often called an aunt) had remained with Kevin to take care of him. However, after a few weeks, Kevin came home from school one day to find her gone. None of the neighbors knew where she went.

From that day on, he lived on his own.

To make money, he would go to the open-air markets and buy raw peanuts for some thirty-odd shillings. In his shack, he would then roast the peanuts in a pan, salting them, and cooking them over a paraffin stove. He would bring them to a woman who had been a friend of his mother. The woman sold the peanuts along with her other wares by the lake, where the fishermen gathered in the mornings with their small blue boats and hand-drawn nets. Then, a few times a week, he would pick up the money from her back in town, where she sold secondhand clothes later in the day. He would get about 150 shillings. (At the time, the exchange rate was about seventy-eight shillings to the U.S. dollar.)

At this time, primary school in Kenya cost far more than someone like Kevin could obviously afford. Besides books, there were also tuition and other sundry fees. Having the uniform, and desperate to stay in school, he snuck into the classroom every day, avoiding any time when roll calls would be taken or fees requested.

At night, he would come back home to his shack and cook himself sukamaweeki when there was money for food. (Sukamaweeki, literally meaning “pushing the week,” is basically chopped kale, which if you “push” it can last you the week.) Kevin would sit at his little coffee table surrounded by his mother’s chairs. He would study if he had money for paraffin and then go to sleep every night, as he did acknowledge, “very lonely.”

This was how Kevin had survived, roasting these peanuts about twice a week for the last two years, with no counselor to talk to. None of the teachers in school knew that he was living alone or that his mother had died. He had presumably attended church, because he seemed religious, but didn’t seem to be connected to any of the priests there.

He told us all this over a period of days. One night at his shack as he spoke to us, a neighborhood chicken came in, clucking. At times the chicken was louder than poor shy Kevin. As night drew near, the chicken insisted on coming in and out, in and out, as we left the door open for the last light we could get for filming.

I remember Kevin well at this moment, lit only by the paraffin lamp—a little boy alone in a shack. Alone.

The reason his plight had been discovered was that one day his teacher, Miss Nancy Otieno, had asked him to come along to help clean a church with some classmates. He had told her that he couldn’t, as he had to go and see a woman in town. When she asked why, he told her he had to pick up money. When she began pressing as to why he had to pick up money, she had seen the tears start from his eyes. That’s when he’d told her his story. This had happened only a few weeks prior to our meeting him.

Kevin’s teacher had called Pandipieri Catholic Centre, and that’s when Joseph had been brought in, so Kevin would at least have someone to speak to, to confide in. The teachers and the headmaster at school were looking for a way to get Kevin’s school fees paid, even considering whether they might collect contributions from the parents of other kids at the school who could afford it. This was something they’d done for other orphans, but it was getting difficult now, as there were everincreasing numbers of these children.

With the local Kenyan crew (Wanjuhi and Stephen), we filmed Kevin’s story. We re-created his life: going to the market and buying peanuts, roasting them, living by himself, walking to school by himself. Early on, Stephen acted as “translator.” Those who know me well know that at the best of times I am a complete mumbler. When I first started directing Kevin, it went like this. I would say, “Kevin, can you move your chair and then go to the stove?” But instead of translating my English into Swahili, Stephen would just repeat in English what I had said—only with a Kenyan accent! That, Kevin seemed to understand.

We had a good time filming. Kevin even laughed sometimes in his shy, lost way. And it seemed that as a result of our filming, he would now definitely be able to stay in school.

But this was not one of the happy endings I mentioned earlier. This was not an ending at all. This was just a beginning.

I didn’t know at this point that this boy, who it seemed did not speak “Milesian” English, would play such an important part in my own life in the years to come.
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