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The Epicentre

By Wilson Lee

Near Durban, Kwazulu-Natal, South Africa - The sun is shining brilliantly, squeals of laughter from playing children ring through the neighbourhood and crisp, white laundry flaps gently in the breeze. Yet even in this idyllic setting it’s an act of monumental bravery for Mpume Ndmela to simply walk the bumpy roads of the township she’s called home all her life. 

Her neigbhours in the tightly-knit Black township of Hambanathi, located about forty minutes outside of Durban, and even gossiping strangers use to point at her and hold up the three finger sign that has become the unspoken symbol for the disease ravaging their community and country. People still shun her for being HIV positive and outspoken, but many others are finally beginning to listen to her and the increasingly shrill public awareness campaign messages now inundating them.

“I had no choice,” she said with a mix of defiance and resignation in her voice. “There’s no cure and so I had to take a stance instead of having people point fingers,” she added.

The stigma associated with HIV/AIDS remains one of the greatest stumbling blocks in South Africa’s desperate fight to contain the pandemic sweeping through the entire country. And nowhere is the stigma greatest and the ravages of the disease most penetrating than in the province of Kwazulu Natal, where Mpume Ndmela lives and struggles to counsel both the infected and affected.

So great is the spread of the disease in Kwazulu Natal, the most populous of South Africa’s nine provinces with almost nine million residents, that it’s being called the epicentre of the pandemic in South Africa. And given the almost incomprehensible rates of infection in this country it also makes Kwazulu Natal the epicentre of the pandemic in Africa and hence the world.

Medical researchers point to the legacy of Apartheid, which they say created two of the principal reasons they believe the pandemic is so widespread in South Africa: the lack of social cohesion and gross disparities in income distribution. Professor Tim Quinlan, a health economist with the University of Natal, Durban’s Health Economics and HIV/Aids Research Department, says the migratory labour system developed under Apartheid, which continues to exist, forced Black men to leave their families for long periods of time to work the mines in neighbouring Gauteng province. The men were forced to live in single-sex hostels where contacts with prostitutes accelerated the spread of the disease, especially within the Black population. 

Researchers also believe the problem is particularly concentrated in Kwazulu Natal because two of South Africa’s largest ports – Durban and Richards Bay – are located in the province. Researchers have found the disease has spread along trucking routes, where prostitutes ply their trade. An estimated 8000 trucks enter KZN’s ports every single day. Professor Quinlan says South African truckers are part of a relatively small group of men with disposable incomes who are largely responsible for spreading the disease to their wives and girlfriends. 

“The ‘sugar daddy syndrome’ is a real problem. Men with money in an impoverished society like South Africa and especially those who are away from home for long stretches of time are able to obtain sex and therefore HIV/AIDS easily,” he said.    

But despite the ongoing research and public education campaigns popular myths about HIV/AIDS prevail. Ndmela says many people think of the disease as a homosexual or drug users’ disease. Others believe that it’s a curse from the ancestors for living a bad lifestyle. But the most disturbing myth is the widespread belief that sleeping with a virgin will cure the disease.

It’s in this context that Ndmela struggles to have her voice heard through this confusing cacophony of myths, misinformation, fear and outright hostility to any message about HIV/AIDS.  Even worse, it’s almost as though the residents of Kwazulu Natal have resigned themselves to the inevitability of contracting the disease, which has already infected 11.7 per cent or more than one million of Kwazulu Natal’s general population. 

“I felt there was no one to help me and no one to help others. I was dying and nobody was helping me even though I was living with them. I’ve seen people in the community dying in their houses alone. I also use to hide myself and go from work right to bed. I only had this question, ‘Why me?’” she said.

That nagging question isn’t so important to Ndmela anymore. She figures she’s still alive after eight years of being HIV positive because God wanted her to help herself and to help others. She’s even forgiven the boyfriend who she suspects gave her the virus. He died of pneumonia, but there was little doubt it was aids. Now, a year after she came to the realization that she needed to talk about the unspoken disease killing her and her neighbours, she’s making up for lost time engaging anybody who will listen and even those who are reluctant to hear what she has to say about the disease. 

Working with the Sinikithemba Aids Care centre in Durban, Ndmela has participated in counseling training sessions learning about what is slowly killing her and countless others around her and now spends her flagging energies educating the ignorant and counseling the sick and their caregivers. The 37-year-old goes from home to home in squatter camps and townships that dot the verdant sugarcane fields around Durban spreading her compassion and understanding of the disease.

“Sometimes they don’t know that they can live with you, hug you, that you can still have a future, that they have to love you as a normal human being,” she said.

It’s small but courageous efforts like Ndemla’s that’s so crucial to South Africa’s struggle to contain the disease that has literally spread like a wildfire since it was first noticed in the early nineties. The simple act of talking about the disease, says Dr. Robert Pawinski, a medical researcher at the Nelson Mandela School of Medicine at the University of Natal, Durban, is slowly beginning to stem the tide of the pandemic as the entire country begins to wake up from an ignorance and fear induced slumber to the death lurking everywhere. 

“More people are using condoms and young people are having sex later,” he said. Still, despite those encouraging signs, Dr. Pawinski says the latest statistics around HIV/AIDS in South Africa and especially in Kwazulu Natal paint a troubling picture of fear, shame and ignorance: 42 per cent of HIV/AIDS patients in Kwazulu Natal have never told anyone about their illness. Even more alarming, 33 per cent of those who have told someone about their illness have experienced violence. 

The community of HIV/AIDS activists, researchers and doctors has struggled for almost a decade to sound the alarm. And, at times, those efforts have been undermined by the very government elected to represent the people of South Africa, including the estimated 11.4 per cent of the entire population that’s infected and even greater numbers caring for loved ones.  It was only late this year after intensifying international pressure that President Thabo Mbeki accepted publicly the connection between HIV and AIDS and agreed to begin limited distribution of Nevirapine, an anti-retroviral medicine that’s been proven effective in reducing the rate of HIV transmission from pregnant mothers to their babies in 50 per cent of cases.

“There’s no doubt that it’s a key, key constraint. There’s currently no visible leadership, no Black leaders, or football stars willing to speak out. South Africa lacks a Magic Johnson, someone with a major profile who will come out and say, ‘I have it,’” said Dr. Pawinski.

But slowly, ever so painfully slowly, the three finger sign for HIV/AIDS is increasingly being uttered. And the ones speaking it, like Ndmela, are being hailed for their courage. But that courage is not of one, but of many, including her two children and her own mother.

“It was very, very hard to accept. I prayed hard, ‘God, please help me,’ If I don’t accept it my daughter would die because of me. When my daughter got sick I had to be there,” said Mpume’s mother, Theodora Ndmela. 

With that single and simple act of courage, Theodora Ndmela became part of a growing informal, community-based system of care that is stepping in to provide palliative care to the countless numbers of poor South Africans who lack access to quality healthcare. At first, both she and her daughter, were ostracized by their neighbours, but as more people died in their township from the ‘three-finger disease’ they began to tentatively approach them to talk about the strange illness killing so many of their loved ones.

“When our neighbours heard that Mpume was having this disease they spoke a lot her name and they were saying all these things because they believed their daughters are not like mine. But I went and spoke to them and told them that it is among us and I told them not to laugh at others because maybe their kids already have it. Now they are coming to me and asking for help. Other people with kids who have this disease say, ‘come and help us because you’re used to it,’” she said.

With more than 7000 new infections everyday in Kwazulu Natal, 2000 of which are children, Dr. Pawinski says every effort, even the comparatively small contributions of the Ndmela family, are significant in helping turn the tide of the disease. In the absence of such efforts, medical experts say the life expectancy in Kwazulu Natal will fall ten years from 48 to 38 years by 2007.

“The response needs to be a prioritized and synergistic with non-governmental organizations, the department of health, doctors, medical researchers, communities and businesses. There’s no way one individual or single sector of society can respond effectively,” he said. “But, finally, it’s beginning to happen,” he added.

