My name is Lydia Mungherera and I work for TASO, the AIDS Support Organization in Uganda as an advocate and that’s my full time job. I qualified as a doctor in 1984. I was diagnosed in 1997 as and as was trying to be HIV positive in South Africa where I’ve been working for about, about 8 years. And I was very sick when I was diagnosed, of course  I’m, I felt sick, very sick  in 1996 and I got to a point of reaching the last stage of HIV when I was completely confused, I xxx had dementia, I had TB, I had thrush, I had everything that happens when a person is in the last stages of life. 
So what happened next?

When I was diagnosed I got totally demented and my family collected money and my sister came to South Africa, she is also a medical doctor. And she came to, yes she wanted to see how I was cause I sounded very sick as very confused. My brother was also working in South Africa but in another town about 800 kilometers away so he told them that, you know, I am very sick, I didn’t seem like myself. So when she got there, she first of all thought, she got to see how I was but when she found me, she found me admitted in a hospital in South Africa where I was totally neglected and mistreated. I was thrown on the floor, was being sedated with valium, I was put on anti TB drugs and I think I was on asic-t only as one drug and I was treated with a lot of stigma. And then she decided with my brother rather regardless whether I should come home. So she brought me home and I was totally demented by the time I got home. I can’t remember that trip, bits and pieces of that trip. When I got back home, I was very sick and I was taken to the drug clinic as I said I was sickle count test done and I had a sickle count of one. 
Did you have any idea or why did you actually have the test?
Actually I was taken to the test by my coworker xxx because I can’t remember costant to anything, I can’t remember very much but I think because I had all the signs in terms of HIV and so they decided to test me, I had TB and they decided that you know the best way for distribute was to test me. I lost my husband in 1992 to disseminated TB and I guess, I suspected it was clearly that he could have, because he was very sick that he had HIV. But I still had total denial and stigma cause I was perfectly OK, I continued working and I was perfectly normal. I just think I didn’t want to face the reality that I was, as I started breaking down in 1996, it was in 1996 I didn’t want to accept I had HIV and at that time in South Africa it was very stigmatizing to even think about test and because my husband didn’t test either. I think I just felt totally depressed, and neglected and I’d given up. I thought he was going to die, and I was going to be with me every day that sooner, the day I would go back to Uganda, the better. I was being told that by the nurses, I could remember that very well, I could even remember the faces of the nurses who kept on talking, who kept talking to me at that time. 
So how did you turn your life around?

I had close family support, my parents were still alive. Family and I think that was, I would say family support was the greatest support I had. And then of course I signed to xxx therapy and after I slowly recovered, it took time which was in November, I think December, November, December is when I can say that I was almost back on my feet and in January I started to do some work and I really got better. I went out. My father knew Majoor Baramira who is the connate and founder of the National xxx of People Living with HIV/AIDS and he said. He said xxx the TV and talking ands saying that he is HIV positive but he is strong and he’s formed this organization so my father said, “I think you should go and see him” so he found him and talked to him and I went to see him and I joined the taskforce of the National xxx Network of People living with HIV/AIDS and so who are busy looking at ways of following networks and building capacity of people living with HIV. I think that gave me encouragement to live. 
Now you do very important work.

I think what happens I had a lot of mentors.  Majoor Baramira was one of them, Millie Catana and other, other people who had been there before me. And then of course when we, when we went to South Africa and formed this International Treatment for business coalition of great activists from other countries, and we all got together and formed this movement. I think the movement taught me a lot and gave me the strength to do what I do and in 1999 I joined TASO as a part-time doctor and still I was in the movement and growing strong in the movement and I think I came back to my old self again. And in 2003 I started this Mama’s Club. The Mama’s Club was an idea which came up when I sort of started psycho-social support for them, I knew that would be such great work and indeed the first group of mothers I went down public cause I was working upstairs in the headquarters. You know we had three floors and second and third floors was headquarters. I decided to go down to the ground floor and said and asked them this is where  actually seen these clients, we call them clients coming in to help me recruit mothers, HIV positive mothers, those who are expecting and those who have children up to 3 years. Of course I, we, I couldn’t take all mothers but I knew that mothers who just had babies, who were expecting babies up to 3 years, we could look at, I could look at, the health well-being of the mother and the child, the development of the child from 0 to 3 years. So they started recruiting these mothers for me I got 50 mothers and the first thing I did is that I collected a smaller group of mothers in one room, called my friends who are working in generated programs, we were about, how much, 12 people who later on formed the Advisory Committee. And we sat the mothers down in the room and asked them about their problems and we found out they had such huge problems. First of all they are being stigmatized by health workers, the labor work, especially the midwives. Many of them are rejected by their, their partners. Many of them were, were grossly poor women who didn’t even have proper homes, they are staying in the slams and they xxx their properties taken from them, their homes taken from them. Some had lost their husbands, their partners and after losing their partners their in-laws went in and took property from them. So I found that there were so many problems and depressing stories. And I asked them what would they like, would they like to have, form this group where they could meet regularly and talk about shared experiences. And the mothers said yes, and so we started meeting monthly. We asked them which day they would like of course the clinic days were very difficult cause they had to see the doctors, be given treatments and go for lab tests. And so we decided that they meet on Fridays and all said that the last Friday of the month they would come together, we were meeting at TASO. Later on, TASO of course needed all this space for these activities, for the activities which I knew I was part of TASO so they gave us a space to meet and so the cab group and the mothers became, you know, they said they wanted to continue of activities so after about two years TASO decided that they would cover us, give us a little funding cause I, I, I  put the case to TASO that most of these mothers didn’t have transport, this was not their regular commute days, day, so they gave us some money and got some volunteers to come and come and start training them, to teach them about how to live positively, about disclosure, about safe motherhood, about nutrition, about xxx and that’s how the movement, the mother’s club grew. 
So what do you think ought to happen with the training of health workers?

Well I think that we need to go around and assist our health workers. And with the, with the  Uganda Medical Association for example, I work, I share the HIV/AIDS Committee. Some years ago I came up with this concept of xxx , I mean, the concept turned into a proposal and together with a colleague of mine who was the general Secretary of the Medical Association at the time, we wrote up a proposal which has never really been funded so far but we, we actually put the proposal out to the Global Fund at the time I am sure we were going to get funds to carry out this proposal and the Global Fund was suspended in Uganda. And and and and and  we sat with that proposal. But the main thing was actually, the main objective of this proposal was to go out and use our Professional Association, the Medical Association to work together, at the Professional Association, and that’s a dentist, a pharmacist, allied medical workers, and get together and see how we can go out and sensitize the health workers. So that we can, not only looking at reducing the stigma within ourselves, cause we have very poor health. We have, we have workers that got very poor health, eating behavior, that’s very obvious, and we have very stigmatized and have so much denial without being through it so I know. So I thought this is the best way to going around. We decided to do it in five regions first in Kampa, five regions because Kampa is divided into districts and into regions and so we decided to go into five regions and sensitize health workers and use people like myself who have openly declare our, my status to go out and encourage health workers and talk to them and say destructive destructive destructive a death, a death sentence to be diagnosed with HIV even  if you are a health worker you can still have this disease let’s encourage more health workers to go for testing. 
And then, what would you say to a woman who has diagnosed and wants to become a mother?

I would say I think every woman has a right to become, to become a mother but I would just tell women who has been diagnosed and wants to become a mother that as long as you got hospital, anti natal clinic, be monitored by your physician and and and, if you if you are positive it’s correct to go through xxx mother child transmission who is now available in most places. There is hope. You can actually give birth to an HIV negative child. 
So what would you say about this issue of criminalization?

I think criminalization is terrible cause I feel that I think most of the poor are going to actually get be be told they are guilty and that they are spreading this infection are women and that is the usual story, it’s women who are going to be told they are spreading this disease because most men who grows up in Africa don’t want to test so they actually probably are going to say that the person spreading this infection is a woman. I think it’s terrible, I think it’s a way of actually, of actually making women guilty of spreading this infection. 
How have you felt about being a mother, what does that mean to you?

I think it’s something very important to be a mother cause I have two children and I was very scared to even tell them I have HIV and I was very scared to test them. It’s really scary. Cause I was scared if I have HIV maybe and my husband died of most likely HIV although he didn’t test but he did die of severe disseminated TB. So I said one of my children, at least one must be infected. And I was very very scared to test them and I was very scared to actually tell them about my status. I think but by the time I got to tell my daughter, she was, she was, she’s much older it was really scary. She actually found out herself, I think it was very wrong. I should have actually sat down with her and told her but she found out by reading one of the paper, the pamphlets in my mail inbox and she really cried and she was she asked actually that that you know she called out and are we, are we, is, is is is, are we also basically that she was positive, that she might be positive, basically that her baby might be positive. Cause he was quite sick yet of asthma and he kept getting all these chest infections. And even I thought, he is actually positive and I was scared to test him. So I think you know, it’s really scary but luckily enough my two children were tested so many times and they were negative. The only problem we are having in Africa for example is that sometimes women don’t have that choice, whether to have a child or not, when to have a child or how many children to have they don’t have that choice. It’s the man who actually decides whether she’s to have a child, whether she’s to go through contraception, family planning and it’s a major problem we have that the women don’t have the choice. 
Have you any final words you’d like to say?

I’d like to say that I think what needs to be done now is that we need to empower women with knowledge, empower them with the rights, human rights, so they have the rights to decide when to have a child, when not to have a child. And that they have the right to live a stigma-free life. And  I think I need to tell people out there, that if we can empower our women knowledge, give our women education, give them financial you know, power, give them that part to have enough money to look after themselves. And give them, teach them about their legal rights, that they have the right to own whatever property they have, they have the right to decide about what happens to their own bodies, they have the right to decide when to have sex, when not to have sex. I think we’d have done so much to be able to fight this epidemic. Cause epidemic in Africa is actually a woman disseminate epidemic, because women don’t have these rights, they don’t have this power, and that is why I really these are the drivers of the epidemic, the fact that women don’t have the rights, and the power. And how the sexual underproductive rights. I think that’s something that we should push for. And that’s my message out there, that we have to educate. And then other issues are that we don’t need to leave the men out, I think we need to engage men in these discussions. We need men to come in and support their women especially a woman who’s had a child has to be supported by the father and not leave it all to the woman. 
What are your views on anti-natal testing? 

I think anti-natal testing should be a choice, and should be voluntary and I think mothers should not, women should not be coerced into testing. And I think that this whole thing of routine counseling testing needs to be looked at clear, especially in the settings, in the clinical settings where our people are actually tested, especially women. Because I have always said that I don’t really think that in a busy clinic, the clinics that we have in in Africa today, that that there’s enough time given to a woman, to to to really go back and think about whether she should be tested or not. And I think testing should should be a couple testing, should be given with, it should be a discussion between the woman and her partner. When these women come for anti-natal clinics and they are told they need to go for testing I think they should be given time to think about it, I think they should be given time to go and discuss it with their partners rather than be coerced and told you have to be tested. I think it is very good to test these women to be able to save, to go to save the baby because we don’t want these babies to be born with, not infected with HIV and it’s really great that the mother should be tested but I think it needs to be done in a proper setting where the woman has the choice and has the time to go think about it and has the time to go home and discuss it with her partner, so that this doesn’t have repercussions when she gets it. To prevent gender based values.. I think gender based values especially in Africa is actually a driver, a strong driver of this infection. Many women have marital rape in relationships and and cause there is no law against marital rape. I mean, it’s, in our country for example, a man has the right to have sex when and whenever he wants with his partner because they are living in a legal relationship and so I think it’s gender based values, there’s rape, there’s marital rape there’s forced forced sex and I think gender based values women are beaten into having sex and I think gender based values is one of the drivers of this epidemic because a man can come back, can come and say he doesn’t see why he has to use a condom  so I think really the gender based values is one of the drivers of this epidemic.
