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I’m HIV positive and I have/ would like to have a child: 

Findings from a qualitative study in Serbia
Sarah Bernays, Katarina Jankovic Terzic and Tim Rhodes 

Produced for UNICEF
	Whilst the experience of being or becoming a parent was not the focus of our study, reproductive and parenting desires, rights and experiences were discussed by our participants. This is a brief report on our findings from the study. 
As this was not a key investigation of the study, our data is based only on the accounts of participants who initiated discussion on this topic. It includes only the experience of women’s participants as this reflects our data. Men’s accounts have not been excluded, simply that in their accounts they did not bring up this topic. We can therefore not make any conclusions about our male participants views and experiences. However we have no reason to infer that this issue is not of similar importance to men as its to women. 



Introduction 
You can live with HIV. This has become the reality in Serbia over the past ten years. Improved life expectancy also brings demands for improved quality of life. 

A key concern raised by participants throughout the research was that they wanted their life years to be productive and fulfilling as well as plentiful. For many this involves being in a relationship and having equivalent sexual and reproductive rights to other adults living in Serbia. 

Contrary to the global trend of the feminisation of the epidemic(UNAIDS, 2007), there are still far fewer women than men living with HIV in Serbia. Our research however deliberately sampled for equal numbers of men and women in order to ensure that women’s voices were sufficiently listened to, in an environment in which they are rarely able to be heard. 

Both men and women living with HIV spoke about the initial losses so unwelcomely prompted by an HIV diagnosis. The loss of potential relationships and the opportunity to have their own family were nearly always emphasised and associated with a very real sense of lost future and legacy.

However alongside improvements in the life expectancy of PLHIV, great strides have been made to protect the health of children of HIV positive parent/s. Prevention of mother to child transmission (PMTCT) has a successful history in Serbia. Between June 2004-June 2007 eight HIV positive pregnant women all gave birth to HIV negative children(Ljukic, 2007).  The opportunity for HIV positive people to both be and become a healthy parent to healthy children is real. 

This report, drawing on the accounts of PLHIV participating in the study since 2005, discusses: 

1. Experience of being a parent
2. Experience of having children after being diagnosed HIV positive

3. Desire for children


1. Experience of being a parent

Amongst those participants who had children, the experience of being a parent was generally emphasised as a key motivation to live and described as the most positive aspect of their lives. As one mother explains: 

I live for her, almost, of course – for me too, but there… if it weren’t for her maybe it would all be the same to me: how long I’d spend in here, what it would be like for me here and if I die the next day or I don’t know… Really… Like this I’m fighting with all my strength to survive for her. 

Milena, 2006. 

Their concerns orientated around their children. Even worries that directly related to their own health were linked back into worrying about their own children and how their poor health would adversely affect their children. 

A principal activity of these HIV positive parents is protecting their children from the reality of their illness. This was generally managed by not disclosing their status to their children. Not one of our parent participants had told their children that they were HIV positive. In most cases concealing their illness from their children was a considerable effort. For some this would involve underplaying any sickness they suffered from in order to reduce their children’s concerns and suspicions. This frequently limited the amount of support and care (both physical and emotional) they were able to receive from their children, which in the case of older children might be especially valuable. 

All participants said that they did not disclose their HIV status to their children because they wanted to protect them from the consequences of the stigma of having an HIV positive parent. Regardless of the timing of their diagnosis- before or after the birth of their children- all parents had not disclosed their status to their children    
Milena described how she did not care about the discrimination for herself but what bothers her is the impact it could have on her daughter’s childhood. Telling her child, she assumed, would also result in additional disclosure; as it is too big a burden for a child to have to keep this ‘secret’ of her parent’s status without telling friends or others. Here she imagines how it would be if her daughter and those around her knew: 
What I do mind are these prejudices, not just with doctors but with some other people normally… for example because of my child, I wouldn’t like her to start school now and someone starts talking about it ‘cos then it’ll, because it’s such an environment, people will start ignoring her, regardless of the fact that she’s healthy. You know what parents are like. Now what it’ll be [like] in school… if they find out – that would be bad. [I don’t tell her] because of her. I don’t care for me, I mind because of her – naturally, I don’t want her to be ignored because of it. There… only in this sense does it bugs me…
Milena, 2006

For some mothers telling their children represented a substantial and seemingly insurmountable hurdle. Some participants continually postponed telling their children about their status over the course of the three year study. Each time deciding that they were still too young to be able to understand it. 

[She still doesn’t know yet] because you know children are cruel. And I don’t want her to be expelled and I don’t want her to have such hard experience. One day when she is eighteen then we can sit and talk about. For now I think its better to have this way. 
Katarina, 2005. 
It is clear that there is insufficient support accessible to HIV positive parents in tackling the issue of disclosure to their children. Whilst rightly support is provided to disclosing to HIV positive children of HIV positive parents, support needs to also be provided for disclosure to children of HIV positive parents who are not themselves infected. 

Whilst not telling their children is described as a way to protect their child, for a minority there is the additional concern that telling their children will also involve revealing current or past risk behaviour. For example one mother, a former drug addict, has always tried to conceal her past behaviour from her daughter.  

I tried to keep this all undercover as I didn’t want her to suffer. Thank God that at the time when I had these problems [with drugs] she was very young… and she’s a completely healthy girl.  She’s never had experience with life such as mine was. … I never allowed her to see me being stoned or high or…because a few times I went to treatment, to methadone treatment and twice I left drugs for good, but of course it is really hard when you are addicted for so many years. It is a big battle. But finally I won. Now I’m always looking ahead. 
Katarina, 2007. 

This identified need to protect their children from the assumed and harsh consequences of being stigmatised because their parent/s are HIV positive, not only stops them from speaking to their children about it, it also stopped them from being involved in anti-stigma activities. For example speaking out about discrimination or living with HIV. For many the irony of their silence was difficult to manage, given their desire to tackle the unfair image of HIV.

If no one complains about the things they do, everyone [does] as they please, then they’ll keep on doing it. ….But I don’t want to expose myself on the telly or something, I don’t know, because of my daughter, if people can see who’s talking …

Milena, 2007. 

2. Experience of having a child after being diagnosed HIV positive.
The study included women who had given birth to children after they had been diagnosed with HIV. Many women described their initial devastating sense of loss at diagnosis because they would not be able to have children and then their joy when they learnt that they were still able to have healthy children. 

And when I found out I was HIV positive, I thought like: “Oh, my kid!”, I mean… I’ll never forget it, the shock and how much I thought I would spend my life alone, I would die alone… All sorts of things went through my head… Alright, luckily, there are these medicines and you can live with it and I gave birth to this healthy child. 

Milena, 2007. 

There have been many successful deliveries of healthy children to HIV positive parents in Serbia. The care given by a obstetrician and his team specialising in HIV has been highly praised and applauded by the health care profession, human rights activists and PLHIV. For many PLHIV, including also amongst those who haven’t directly received care, this represents a significant step closer towards accepting HIV as any other chronic illness and treating PLHIV with the equivalent respect and rights that are enjoyed by others.

However the following case example from an experience in 2000 illustrates how much has changed in eight years. This account demonstrates the need for compliance to particular standards throughout Serbia, as well as the impact of sub-standard treatment on individuals and the reasons why such cases often go unreported and unaccounted for. 

It was all luck, I think there were doctors too that didn’t do their jobs right, but luckily everything turned out ok …. I got pregnant for the first time in my life when I was 27. I thought I couldn’t get pregnant at all. I didn’t know what to do so I went to the Clinic to see doctor Jeftovic, I told him I was pregnant, he’s a man… He said: “the probability is 7% for the child to be born positive if you are on this therapy…” it was also paid for, regularly and all that. And then I says: “ Let’s take the chance, it’s now or never!” I was prepared to have the child, either way… Thank God, everything turned out ok.

I was anxious those 7 months, ‘cos my dad died in January, and then I got into a shock, I was very close to him and I guess I had the baby from the shock. I mean the delivery was horrible, I almost gave birth myself, in the Hospital in XXXX, I was completely isolated, left alone… they left me alone in the room there… But, I got there, before that I’d been going to a private gynaecologist who knew I was positive and he did everything normally. When my water broke he referred me to go to XXXXX to the Clinic, to a friend of his, to perform something there to see if they can stop me from having the baby prematurely. I wasn’t expecting I’d have the baby right away! And the woman put me upstairs, put me alone in a room – never mind. These doctors got there and one of them examined me and I see them leaving… I’ve never been pregnant before, I don’t know what… And he says: “Nothing, alright, I’ll see you tomorrow…” And I say: “Alright…” I go to bed ….and I fell asleep and was awoken by pains at 3. And I call out to the nurse and she comes half an hour later, turns the light on: “Why are you yelling?!” I say: “I’m in pain! I don’t know what hurts! I don’t know what’s wrong with me now!” “Alright!” And she turns the light out: “The doctor will be with you!” And then I don’t know how long, an hour goes by, I start yelling again, they get the doctor, he examines me and says: “There’s time!” I say: “There’s time for what! I’m in labour!” He leaves, she leaves, they turn the light out and hours and hours go by… pain, pain, pain… Dawn broke, 7, half past, I’m screaming! And she comes in and says: “What are you yelling for! You’re not the only patient here!”.. I feel the baby coming out! Luckily I knew you’re not supposed to put pressure on the baby’s head, the head was already out a bit… I was shocked, I was scared, if something happened to the child… And what’s more, doctor Jeftovic wrote the instruction that he was supposed to be there for the delivery, because the greatest risk for the child to get infected is during delivery and that it should actually be a caesarean section, that’s what it was supposed to be if I’d been in the 9th month, if everything had been normal. They called him, nothing, like… They came at ten to 8 and when she saw it and started fussing: “Ha!” like I’ve been talking nonsense for 5 hours, and suddenly it’s like: “Oh, where did the baby come from!” And then they came running from the delivery room and they got the baby out… The child could have been infected through blood, I don’t know what was it that saved her, a miracle. And thank God, everything was alright. They neither changed my clothes, nor changed the sheets, they left, took her, and then my mum came, my mum came to bring me food, I was lying half-dead on the bed all dirty. I tell her I had the baby, she says: “What?!” And she went there and gave them hell, changed me, and cleaned everything up. She went to see the child, they already made a fuss about the child being positive and all, they already knew it, it could be no other way, she says: “We’ll see about that!” and she found some connections to do it, to have the child treated normally, I was released– the next day even! They didn’t even give me anything to stop the bleeding, nor did they give me medicines, nothing… And then my mum went over there to ask for it, and then I went to see her. Thank God everything’s alright, she’s healthy, super healthy! Jumping, everything! 

Tell me, after the experience you had with the delivery, have you thought about doing something for protection or any action against the doctors or…?

I have… I was exhausted then from all of it and I was so… on one hand exhausted and on the other happy that everything was alright with her, so I said: “Never mind!” I went to the Clinic, I told Jeftovic and the doctors there about it, they were appalled, they called them and told them off and that they were supposed to call them first…. And after some time went by I didn’t feel like starting… I should have… I should have because of the others! Not to let others like that… if not for myself…. But like, never mind… I was happy that it all went the way it did… I mean I was shocked… The chief came the next day! Who told me, after I had the delivery he came doing his rounds with another three, four of them and said: “Oh, I didn’t know what to do with you, I’ve been working here for 25 years…” It was 2000, not ’85 for him not to know what it was about. When I went to the phone I saw the women keeping away in their rooms, like all of them moving away… I asked him when he was doing the rounds, as much strength as I could gather to talk, I’d tell him all, I was so exhausted – it was well that I told him even that! He’s like: “How are you doing?” And I was lying in bed all dirty, I says: “How I’m doing?! Answer me this first: how come the women lying here know I have a condition at all? Who gave who the right to talk about it?! You isolated me, why do they need to know?!” And he tells me right out, the chief: “You know, after all you walk the same hallways, you use the same rooms they do…” I says: “What rooms?! What rooms when I never leave the room!?” he says to me we go through the same hallway. The same hallway… is this… I says… “What are you?!” I thought: God, it turns out I’m insane! They’re like: am I sane, am I mad! That’s what upset me the most that the chief said that, just like that, I use the same hallway… God help me!

Fortunately the standards of care have much improved now. However this example provides a valuable insight into the patients’ experience of mistreatment and of the unnecessary risks of transmission when appropriate care is not administered. It is also insightful about why so many patients do not pursue complaints about poor treatment. In this case study Milena did not report it because: 

· She was exhausted and relieved that her baby was ok

· She didn’t know who to go to

· She didn’t trust those to whom she should complain to to not be discriminatory themselves. 

3. Desire for children. 

The opportunity to have a healthy child represents an equivalent range of choices that are available to HIV negative women and couples. It is this equality of opportunity that PLHIV found so exciting and reassuring. Even for those whose life choices would not include having children it demonstrated that PLHIV were being allowed a quality of life and being seen and treated as individuals with reproductive rights and desires. 

It is possible now for HIV positive women to have healthy children. For them the fulfilment of their desires to have children mean that their lives are not curtailed by an HIV diagnosis. If all goes well having a healthy child and living long enough to be their parent while they grow up can be the norm here in Serbia.

However there are still complications for a number of  HIV positive women. These two case studies, which followed the experiences of two women over the course of the study, demonstrate the challenges that many women face in fulfilling their reproductive desires- and illustrate a more complicated reality.

Jelena told us in 2006 that she’d ‘like to have a healthy baby, that's my greatest wish’.

After a year of trying her partner and her were unable to conceive naturally so she went to her doctor to enquire about medical assistance. However she encountered resistance to getting help because of her history as a drug user. Some PLHIV face multiple vulnerabilities, such as drug addition, mental health problems, insecure residence and poverty, which all increase their risk to HIV. These all present additional challenges to accessing care. Jelena has still been unable to receive help through the state and is currently trying to access fertility assistance treatment privately.  This case example illustrates the multiple vulnerabilities and needs of some PLHIV and the continuing barriers they face in accessing their rights to live with the equivalent life choices as others.     

I have a wonderful doctor at the Health Centre who’s ready for cooperation, but I first have to get a report from the neuropsychiatrist saying I’m fit to be a mother. 

….If we love each other so much, if we really want this baby, and when can we do it if not now: he’s 33 and I’m 32. When if not now? And I tell it to the doctor crying..: “Well, we have our lives too! Doctor, why are you being like this, why are you yelling?!”, she really made me cry… I started crying at the office like a child… When she started yelling and waving both hands: “Well how will you two manage it?! You’re quite a match!” like… “What do you care!” I mean, who’s a match, if they’re a match… it’s important that you approach the problem in the way you were taught at school, and not as your personal problems dictate! Shameful, shameful!

How did it make you feel?

Horrible! You know what, like I’m not capable… Like a lizard and not a woman, like some snake, like a reptile! They insult you so you can’t get over it, you need time to… It all happened on Friday. Today I went to the Health Centre and then in XXXX. They took my blood out at the Health Centre, I went to get results between 10 and 11: second group, which is great, it’s good. Pap test 3, I don’t know what that means but I think, I know it’s good. So, I’m great, I want this child more than anything and I know that being pregnant will help me in life and having to look after the child.
The opportunity for HIV positive parents to have healthy children is the result of medical innovation. It has not always been the case. As a result there are HIV positive women whose reproductive years coincided with the early days of medical enquiry into HIV. Whilst they may now be able to take advantage of the treatment, unfortunately for some women additional medical complications mean that they are still unable to have children. It is important that support and understanding of these unusual situations is also provided. 

I really don’t know what the doctor would think if I told him that I’ve had the problem for years, since I was 25 when I asked the doctors: “Can I now, since I’m HIV, can I be pregnant and go through the pregnancy, have a baby?” Then I got answers like: “You shouldn’t endanger your health further, the result of the pregnancy is uncertain, you could infect the child and so on…” And years later I met people with HIV, regardless if they’re men or women, and with HIV they had managed to have healthy children. Of course, I also met these other people who hadn’t managed to have healthy children, but this wish was so strong for me and I didn’t have the support of some expert who’d tell me: “Ok, that’s your choice and you can decide for yourself how you will deal with your choice.” Simply over the years I just had a strong wish to be a mother and this strong wish made me even think about asking how to preserve an egg that could be frozen somewhere until there’s a medicine to clean the cell, to get rid of all the possibilities of a chance for the embryo developed from that cell getting the disease. Now I even had ideas to find a surrogate mother so I can find someone help me carry the pregnancy out for me if there’s a risk for the child to get infected during pregnancy or childbirth. But naturally, I’ve never succeeded in any of this and it’s a great hollow in my life… I even postponed a very serious operation I had last year, after which my reproductive organs were removed… I postponed it, it was a tumour on the uterus, ovary… and I put it off just to try to somehow keep the possibility for my body to develop this egg that could be preserved, just if I could manage somehow and organise it and fulfil my wish. But, unfortunately, after this operation it’s completely impossible…  And what would this doctor tell me if I’d mentioned an idea like that to him, he’d think I was totally mad! I mean, which hurts me even more, since he’s an older man. And considering the situation in our healthcare system, it’s not strange at all that he’s not in on the new methods of treatment and… But I was devastated at the seminars a few years back related to HIV counselling, pre and post HIV testing, that two young doctors who were in my group as we were doing a workshop during some training. Two young doctors had the exact same attitude: so I should under no circumstances try and get pregnant, it’s not right, it’s against… it’s almost immoral to put my own unborn child at risk, to put my health at risk, it’s something out of the question! I mean, it really was even harder on me because they were really young people, just out of medical school who shouldn’t be thinking so narrowly. The only satisfaction I got, there was a seminar last year that was organised on the subject of stopping stigmatisation of people living with HIV and accessing their rights, and only then it was mentioned that people living with HIV have the right to have children. And I hope there will be more seminars that will open the views for our young doctors who have just copied unfortunately, just taken over the attitudes of their older colleagues and they haven’t really shown that they are open minded or generous. 

Oh, God willing health and possibilities, and if the opportunity arises, maybe we’ll be able to exchange experiences and learn from each other, it’s only important that we want to.


(Teresa)

Recommendations

Support to the children and families of PLHIV- in particular supporting disclosure

· It is clear that there is a need for greater support to be given to HIV positive parents to tell their children about their status. This could be part of  broader family support service. Support needs to be available to all family members as well as the HIV positive  individual. Included within this needs to be child-centred support.

Information available and accessible on options for PLHIV to have children

· Information outlining the available options for HIV positive adults to have children need to be made available through support services and where possible in medical consultations with HIV specialists and gynaecologists. Awareness of the opportunity for PLHIV to have healthy children remains low amongst some sectors of the HIV positive population.

Improve the national rates of HIV testing amongst pregnant women
· The rates of mother to child transmission, although low, relate to women whose HIV status is undetected until after they have given birth. An opt out HIV testing system for ante-natal care needs to be encouraged in order to provide good care and preventive treatment to baby and the mother during pregnancy, delivery and post-delivery.

Provide training for additional obstetricians to provide high quality preventive care for HIV positive women
· Whilst there are leading specialists providing obstetric care to HIV positive women additional specialists need to be trained in order to ensure sustainable expertise and care. 
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No one deserves to get HIV. 
Everyone should protect themselves from it. 

HIV can be transmitted in risky situations such as injecting drug use. 
However it can also be transmitted through sex: even sex with just one partner.  

This is the story of a woman who was diagnosed five years ago. 
She was not in a ‘risk group’. 
It can happen to anyone. 

In 1989 I got involved with a man, it was the only man with, I fell in love oh my god. I lived with him for four years, four and a half years and then we get separated. I think because after that I had only just two men. With not such close relationships. Then in 2000 I heard by, as a matter of fact I read in the newspaper, I saw his picture and that he’s dead. Then I called his parents and asked to give my condolences and then they told me that he committed suicide. I didn’t want to ask them too many questions, it was horrible for me. But I knew him and .. they told me that he was very ill… and so when I got ill, when I found out then I started to think about it. And I’m not so certain, I cannot be, I’m almost certain that he found about his disease and that was the easiest time for him to…to… because he was that kind of person. Not, not a coward, more like well… he understood people which don’t want to live in bad world for them. So the disease, if he found out it was a very good reason for him to go. So I think, it didn’t change my way of thinking about him or because maybe he didn’t, I’m sure that he didn’t know. You don’t know, it can happen in your past with someone only once, you sleep with someone… He was not, how to say, he didn’t take any intravenous drugs. I didn’t, I had no suspicions. 

Well, I told you that I didn’t know about my, what was happening with me because I wasn’t I didn’t belong to groups, you know, who can catch this kind of  disease so I didn’t know that; and then I was, but I knew that if something very seriously very seriously wrong with me so at the beginning I ended up in a normal hospital,  then I told you that that they didn’t want to tell me about the tests they had, doctors they had the concerns bit they didn’t want to tell me about that; I was just lying in a bed not knowing nothing about what’s going on. And then when they confirmed their doubts they called my friends and my mother, because I at the moment I was alone only with my grandmother, they called first my friends then my mother so everybody knew about it without my knowing. And then they put me in this hospital for a for a AIDS, told me that, all that went so like in a some kind of dizziness, some kind of, I didn’t I was not able to think clearly about everything; I didn’t felt fear or  almost like any emotions because I was mixed up totally, and I was very ill. I had a lung, how to say it lung infection… Then when I  get out of the hospital, I had to  pass very rough year confessing myself what is going on really and then came out these emotions - fear and everything. How to say it, this first year was the year of adaptation of the illness, you know, enormous fear about, not about my going on with living but how will I fit up in this world here because in this country having this disease is very difficult… my friends my family with me but I had to give up my job, I told you that, that was very rough on me, and I began this treatment. 
About the study





Summary of the studies





The research team have been conducting research in collaboration with the United Nations Development Programme (UNDP) since 2005. This has been in the form of two studies. Study 1 was a baseline study conducted during 2005-2006. We interviewed 37 people living with HIV (PLHIV) and 15 service providers in Serbia. Of these 16 are women and 21 men. This was funded by the UK government’s Department for International Development (DfID) and was part of the HIV Prevention for Vulnerable Populations Initiative (HPVPI) programme.





In a follow up study (study 2) we continued our research with 20 PLHIV from the original study. 10 of whom are women and 10 men. We used multiple interviews and diaries to get a more in-depth understanding of their lives and to trace changes over time.  The study was conducted in 2006/ 2007 and was funded by the UK Economic and Social Research Council (ESRC). 





The data presented in this reports is from both studies. The names used are pseudonyms. The date refers to the year of the interview. 





What does qualitative research do? 





This is qualitative research. Therefore the principal focus of interest is on people’s experiences and opinions. The sample size in qualitative research is much smaller than in quantitative research, e.g. a survey. It aims to capture more in-depth information, sensitive to the nuances of realities and experiences. Whilst it does not purport to be generalisable, as we have encountered very similar stories amongst participants we can say with some confidence that it is likely this is a common theme beyond our sample. In presenting our research we will often use one case study or story to articulate an experience which is very similar to other people’s. 
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