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When highly active antiretroviral therapy for HIV was made accessible in Trinidad & Tobago, it profoundly altered the length and quality of the lives of children peri-natally infected with HIV.  These children, presently entering into their pubescent and adult years, now have to deal with the psycho-social and health issues surrounding their sexual and reproductive health as well as their rights in connection to their HIV status.  

This issue brought the Women’s Institute for Alternative Development (WINAD) and United Nations Population Fund (UNFPA) together to implement the project Positive Youth, Sex and HIV.   The project seeks to provide support for the many caregivers of children and young people living with HIV in managing difficult conversations of disclosure of status and sexual and reproductive health.    
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Most of the caregivers are women, of which many are not the children’s birth parents.  Their roles have undergone a profound shift from that of providing palliative care to terminally ill infants to providing information and counseling to young people about a life-threatening illness.  Compounding the weight of the demands generally felt as caregivers is the shame often felt and the anxiety of discrimination often experienced of those living with HIV - not just for a child infected with the virus, but other family members, as well. 
As the adolescent enters into his/her pubescent years, the caregivers’ roles should then include providing critical education about their emerging sexuality and parenthood.  This information will impact these young people’s sexual choices as well as their sense of possibility and selfhood as adults. 

The key objectives of this research and discussion project are to: 
1. Understand the impact of living with HIV on adolescents and young adults;

2. Identify challenges facing clinicians and caregivers in addressing the issue of sexual and reproductive health with HIV-positive children and youth;

3. Promote access to sexual and reproductive health information for HIV-positive children and young adults;

4. Determine the gender differentials of living with HIV as it pertains to access to information on sexual health, sexual health rights, sexuality and care;

5. Develop a training tool to guide clinicians and caregivers in providing sexual and reproductive health information to children, youth and young adults living with HIV and AIDS.

 From July to November of 2010, through a series of conversations with stakeholders in Trinidad and Tobago and the wider Caribbean, and a review of a selection of literature, the Project explored caregivers’ and young people’s needs, hopes, feelings and challenges regarding disclosure, sexuality and reproduction in relationship to growing up with HIV. 

We interviewed experts in sexual & reproductive health and paediatric & adolescent HIV care; and facilitated five structured group conversations with: young people living with HIV, positive parents and institutional caregivers to children with HIV, representatives of leading HIV response NGOs and Government ministries.  
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We asked questions on attitudes around children and disclosure: what is the best age to disclose, who is the most appropriate persons to disclose to a child, when should parents initiate conversations on sex and sexuality, how does religion impact on attitudes towards discussing sex and sexuality, how gender defines their conversations and other questions pertinent to the research.

A review of select published and online material identified global studies and programmes that focused on positive youth and positive parents.  The review offered guidance from other settings for planning and management of issues of disclosure and questions of sexual health education for adolescents and young adults with HIV.  Our preliminary findings point the way for further development of tools to support caregivers in their important role as sexual and health educators to young people with HIV.

Most group participants shared that as adolescents they did not receive enough information about sex.  Professional experts - paediatricians, therapists, child advocates and the like - agreed to the critical role faith communities, in particular, often play in discouraging a healthy discourse in sexuality, especially surrounding the discussion of safe sex and STD prevention, thereby obstructing/preventing informed and healthy attitudes in the area of sexuality.  The discussions revealed that children who were late in birth order in larger families were more likely to report open discussions of sex from either parents or siblings.   

Parents and caregivers agreed that young people should have comprehensive sexual education at an early age and that community providers were best suited in facilitating this role.  Many caregivers expressed profound discomfort with the idea of engaging young people, especially those with HIV, in a conversation about sexuality and safe sex practices for those who were sexually active. 

Of the young people interviewed, who were all HIV positive, many shared that the messages they received about sex were more prohibitive than informative. They felt strongly that sex education should be formalized and compulsory in schools from the earliest grades, and should be mandatory for parents as well. They also believed condoms should be more widely available to young people, and that schools should play a more active role in the encouragement of their use as well as in the distribution.  Additionally, the conversations revealed that a large population of young people in general, those with HIV notwithstanding, are sexually active and that the common concerns of most young people who are sexually active are fear of contracting STDs and un-planned pregnancies; nevertheless, many shared an aversion to using condoms due to a feeling of diminished pleasure.  Also expressed was the hesitancy to disclose to potential partners their HIV status for fear of rejection as well as the stigma attached.   

Pleasure was not at the centre of sexual relationships for young women, who saw sex as a route to intimacy, and young respondents also reported that much sex among young people has a transactional quality. They noted how a partner’s acceptance of their HIV status was something special and had a seductively affirming power.  The young people revealed that there was considerable rejection and shame regarding disclosure of their HIV status to intimate partners, and that disclosure to a partner involved disclosure to the partner’s family as well. They believed disclosure should be done in the context of mutual HIV testing. They worried about a partner sharing their status after the end of a relationship. Young people with HIV thought that HIV negative people were legitimate people to date; however parents and caregivers had hesitations both about sero-discordant dating and about childbearing by women with HIV, both of which they connected to irresponsibility.

The majority of young people said they were not told their HIV status by a family member or caregiver.  Parents interviewed admitted delaying disclosing to their children that they were living with HIV, although most other family members besides the child already knew. Children who were institutionalized were usually told of their status, but by a medical provider or social worker; in some cases HIV-related discrimination was what led them to learn they were HIV-positive.     Although institutionalized young people with HIV were more likely to learn their status early, they had less information about sexuality and reproduction specific to people with HIV. Sexual counselling does not appear to be routine even for young people who were medically diagnosed as adolescents.

Homosexuality and sexual violence were two additional, difficult, issues that emerged in the listening sessions.  Regarding homosexuality, the questions dealt with how do parents/caregivers remain demonstratively and emotionally supportive to a child who, in addition to being HIV positive, may identify as gay or lesbian and discuss sexuality in a non-judgmental or non–stigmatising way.  On the issue of sexual violence, for those parents/caregivers who were themselves victims of sexual violence, the questions centred around how to support them so that they may be able to successfully manage questions of sexuality and reproduction.      
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You cannot have someone who has an unhealthy attitude towards [an] issue, address it in a healthy way with children.”


Claudette Francis, Trinidad and Tobago
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My advice is to tell children about their status early; tell them carefully.  Don’t make them feel that HIV makes them lesser than others.  Let them know that they are special. The conversation should be special..face to face and gentle.





Gail, Positive Youth


Trinidad and Tobago








When persons started to give support to children living with HIV, they did so with the ideology of sympathy and charity‌…‌‌these adults were only prepared to deliver palliative care‌…‌and‌…‌were ill-prepared to engage growing, maturing youth living with HIV. The children’s needs changed; their aspirations changed, but caregivers perspectives did not evolve…”


Claudette Francis, Trinidad and Tobago











