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Abstract
Background 
The increased access to HAART and increased survival of perinatally HIV-infected children have given rise to challenges that parents and caregivers face of disclosure of HIV serostatus to their infected children.  Given the increased number of children on ART in the country health care providers and caregivers are now faced with the challenge of a population of children who have not been disclosed.  The issue of disclosure should be viewed as a great public health concern.

Aim and objectives
The aim of the study was to determine the socio-demographics of caregivers and children and determine caregivers’ reasons for disclosure and non-disclosure of HIV diagnosis to children on antiretroviral therapy.

Methodology:
A quantitative descriptive study using researcher administered questionnaires was conducted with a sample of 149 disclosed and non-disclosed caregivers of children aged 4-17 enrolled in an antiretroviral treatment programme of a district hospital.  Data were cleaned, coded and captured on Microsoft Excel and analysed in STATA version 10.
Results
[bookmark: _Toc259344491]Of 149 caregivers, 97.99% were females, and 2.01% were males, age ranged from 19-81 years with a mean age of 42 years, 25% attained primary education, 51% the grade not completed, 21% completed grade 12, and 3% had a tertiary education, 55.7% were unemployed, 27.3% fully employed, 14% were pensioners, 3% were schooling.  

Of the 149 children, 58% were girls, 42% boys, aged range of 4-17 years, mean age of 8.3 years, mean diagnosis age was 6 years, mean time on ARVs was 3.1years, and mean disclose age was 9.3 years. 
Majority (52.3%) children were cared for by mothers, (28.2%) by grandparents, and of the rest (17.4%) by other relatives, only 2% by their fathers. About 38% single orphans having lost their biological mothers, 35% were double orphans.
About 39.6% of children were disclosed to and 60.4% not disclosed to.
For those children to whom disclosure had been made 52.5% were disclosed to between ages 6-10, 35.6% between ages 11-15, 10.2% between ages 1-5.
Reasons for disclosure were varied, and most cited were adhere to medication (36.5%), consistent questioning about disease and medications (36.5%), fear of accidental disclosure (9.5%), prompted by health professionals (7.9%), and child reaching puberty (3.2%).
Reasons for non disclosure were also varied, most cited were child was too young to understand the disease, child will tell others, fear of stigma and discrimination, and did not have the skills to disclose

Conclusions
Prevalence of disclosure was much higher (39.5%) than other findings and there was greater involvement of health care providers in disclosing HIV to children. The study found a low disclosure rate among biological mothers who were in majority in the sample. Adherence to medication and persistent questioning about the disease and medication were the most cited reasons for disclosing HIV to children. 
Majority of caregivers delayed disclosure fearing that children will tell others because they are still too young to understand the implications of the diagnosis. Fear of stigma and discrimination also influenced disclosure. Caregivers delayed disclosure because they did not have the skills to disclose and explain HIV to children.

Recommendations
We recommend that disclosure guidelines be developed and healthcare providers trained in disclosure counselling to better advice caregivers on how to disclose to, thus making HIV disclosure to children an integral part of the comprehensive care of children on ART. Strengthening of life skills education programs at school to take into account the situation of children living with HIV
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Chapter 1: Introduction and background

1.1. Overview of HIV Epidemic in children
Over 90% of HIV-infected children live in sub-Saharan Africa, where the pandemic continues to grow, with an estimated 1500 children newly-infected daily (UNAIDS, 2009). Sub-Saharan Africa remains the most heavily affected region, accounting for 71% of all new HIV infections in 2008, where an estimated 1.9 million people (adult and children) became newly infected with HIV, bringing the total number of people living with HIV to 22.4 million. The region is home to an estimated 2 million HIV infected children under 15 years of age, representing 91% of all new HIV infections in children in 2008 (UNAIDS, 2009, UNICEF, 2009). Globally the overwhelming majority of children who are HIV-positive are infected through mother-to-child transmission (MTCT). From the estimated 430 000 new HIV infections which occurred in infants and children in 2008, 90% were acquired through MTCT (WHO, 2010).

Efforts worldwide on access to treatment for children with HIV have reached a new milestone, with 355 000 children receiving life-saving HIV treatment at the end of 2009, compared to 276 000 at the end of 2008 (UNAIDS, 2009, WHO, 2010). Substantial improvements have been made in sub-Saharan Africa for adults, and between 2003 and 2008 and 80% increase was also observed in the number of health facilities providing paediatric antiretroviral therapy (ART).  The number of children younger than 15 years of age receiving ART increased from 198 000 in 2007 to about 275 700 in 2008, reaching 38% of the 730 000 children estimated to be in need of ART in low- and middle-income countries. Overall, the number of children receiving antiretroviral therapy in low- and middle-income countries increased by 39% between 2007 and 2008 and by more than 3.5-fold between 2005 and 2008 (WHO, 2010). The improved access to HIV treatment is attributed to efforts by WHO, in 2003, the 3 by 5 initiative was launched and resources mobilised to increase access to effective ART in low- and middle-income countries to reduce morbidity and mortality caused by HIV (WHO, 2010).

1.2. HIV epidemic in South Africa 
South Africa is home to the world’s largest population of people living with HIV.  UNAIDS, (2009) estimated that in 2009, the total number of persons living with HIV in South Africa was 5.7 million with a national prevalence of around 11%.  The South African national HIV prevalence, incidence, behaviour and communication survey also found the HIV prevalence to have stabilized at around 11% in the population over 2 years of age (Shisana et al., 2009). More than 3 million persons living with HIV in South Africa are women aged 15 years and up, and 280,000 are children younger than 15 years of age, making it the country with the highest number of children living with HIV in the world (UNAIDS, 2009). Children constitute about 6% of all people living with HIV, 16% of new infections, and 14% of all AIDS-related mortality.

Similar to regional data, South Africa has also made remarkable progress in rolling out ART in the country. In the last five years the country has established the largest public-sector ART programme in the world, with around 1 million people on ART by the end of 2009. And by the end of 2009, about 86 270 children younger than 15 years of age were on antiretroviral treatment. An increase of about 30% of children enrolled in ART from 2008 to 2009 making South Africa’s paediatric ART programme the largest in the world with an estimate coverage of 81% of children in need of ART in 2009 (UNGASS, 2010). 

1.3 ART provision in South Africa?
Evidence from developing countries shows that the introduction and widespread availability of highly active antiretroviral treatment (HAART), has led to a shift in the conceptualization of HIV from a fatal disease to a chronic illness.  ART increases the length and quality of life of HIV-infected people by reversing the immunodeficiency characteristic of AIDS (McKinnon et al., 2010).  Literature from developing countries has documented the dramatic improvements in survival for HIV-infected patients, when combination therapy became the standard of care (Bhaskaran et al., 2008).  The effective use of HAART has contributed to improvements in HIV/AIDS prognosis and significantly changed the natural course of the HIV infection and the meaning of the HIV diagnosis. HAART is effective in suppressing HIV viral replication and reversing immunodeficiency in children resulting in reduction in paediatric hospital admissions and a decrease in morbidity and mortality due to HIV/AIDS (Biadgilign et al., 2009, Reddi and Leeper, 2008).  With the effective use of HAART the HIV infection is no longer considered to be a death sentence like in the past (Biadgilign et al., 2009, Chi-Ling and Johann-Liang, 1999, Ferris et al., 2007, Kallem et al., 2010).  The life expectancy for people living with HIV has increased dramatically since access to ART has increased, Bhaskaran et al.,(2008) estimate that life expectancy has increased from 5–10 years in the absence of treatment, to more than 25 years if treated appropriately.

With the largest ART programme in the world, South Africa is experiencing substantial public health benefits associated with improved treatment access similar to those in high resourced countries.  Several studies have shown that ART significantly decreases mortality and paediatric HIV care programs in resource limited settings achieve treatment outcomes similar to those in developed countries (Akileswaran et al., 2005, Coetzee et al., 2004, O'Brien et al., 2006).  Similar achievements were reported by Shisana et al., (2009), who found an increase in the survival time of people living with HIV with increased access to ART.  Data show that increased access to ART leads to dramatic changes in the clinical course of HIV infection in paediatric patients (Khan et al., 2009).  The implications of these findings point to a likelihood that most of the HIV infected children who started ART six years ago in roll-out centres in the country experience the clinical benefits of effective use of HAART, they experience fewer opportunistic infections and lower risk of disease progression (Ferris et al., 2007) have survived to older childhood and adolescence. 

The major factor determining the success of HAART is sustained and optimum adherence to therapy (Biadgilign et al., 2009).  On the other hand sustaining adherence represents a significant challenge for children receiving treatment and for their caregivers and many studies indicate that adherence to antiretroviral therapies is suboptimal among children and adolescents (Biadgilign et al., 2009, Merzel et al., 2008).  According to Biadgilign et al., (2009) adherence to HAART regimens is especially difficult due to the demanding nature of ART and other unique challenges faced by children and adolescents living with HIV and their caregivers.  One of the potential barriers to adherence especially in children is non-disclosure of HIV status (Biadgilign et al., 2009).  It is for this reason that disclosure of HIV status to infected children has become increasingly important in the management and care of HIV infected children (Butler et al., 2009, Kallem et al., 2010, Lesch et al., 2007)


1.4 Arguments for Disclosure
Given the increased survival of children on HAART and the increased number of children on ART in the country the issue of adherence to ART and disclosure should be viewed as a great public health concern. The increased access to HAART and increased survival of perinatally HIV-infected children have given rise to challenges that parents and caregivers face of disclosure of HIV serostatus to their infected children (Domek, 2010, Kallem et al., 2010, Wiener et al., 1998). According to Ferris et al., (2007) as HIV-infected children survive well into their adolescence, knowledge about their own disease becomes essential for both personal health maintenance and HIV prevention within the larger population.  Knowledge of HIV status may affect compliance with antiretroviral therapies and influence children’s participation in healthcare decision-making (Lesch et al., 2007).  Chi-Ling and Johann-Liang, (1999) argue that in the context of sex education, disclosure becomes even more of an important issue for children who have reached an age at which they begin to explore their sexuality. 

Despite evidence from studies conducted in resourced countries that informing children about their HIV diagnosis can have positive psychosocial and clinical outcomes, (Vaz et al., 2008) Clinical reports have shown that many parents and caregivers may choose to withhold an HIV diagnosis throughout the HIV-infected child’s life (Funck-Brentano et al., 1997).There is a general consensus from researchers that caregivers especially in developing countries remain reluctant to disclose the HIV diagnosis to HIV infected children (Blasini et al., 2004, Mellins et al., 2002, Vaz et al., 2010). According to Moodley et al., (2006) in the context of the scale-up of HIV treatment services in limited resource settings, greater attention to issues of disclosure of HIV status to infected children may contribute to the improved quality of long-term care for this vulnerable population.

1.5 Non-disclosure
HIV positive women described the struggle of whether or not to disclose the diagnosis to their children as one of the burdens of living with HIV (Nelms and Zeigler, 2008).  Caregivers delay disclosure to protect children from emotional burden, from stigma and discrimination, from physical harm and from social rejection. Other child related reasons for delaying disclosure were the caregivers’ desire for children to have a happy childhood and permitting HIV-infected children to remain innocent for as long as possible.  Caregivers were also afraid that disclosure will decrease the children’s quality of life and would have negative emotional consequences for the children. Often the main reason is that the child is too young to be informed and because of the child’s immaturity the above mentioned reasons will manifest.

There are also caregiver related reasons for delaying HIV diagnosis disclosure to children. Caregivers reported that they delay disclosure because of parental sense of guilt or shame for transmitting the infection, parents also feared rejection by the child, and were also afraid the child might not be able to keep the diagnosis secret but will tell others with negative consequences.  Lastly parents and caregivers often delayed disclosure because they did not know how to carry out the disclosure and explain the diagnosis to children (Gerson et al., 2001, Instone, 2000, Ledlie, 1998, Nehring et al., 2000, Nelms and Zeigler, 2008, Oberdorfer et al., 2006).  It should be noted that most of this data are from studies conducted in resourced countries, there remains very limited research in disclosure of HIV diagnosis in poor resourced countries similar to South Africa.

1.6 Consequences of non-disclosure
There is some evidence to suggest that non-disclosure may negatively affect HIV positive children, Instone, (2000) reported feelings of loneliness, sadness and fear among HIV positive children.  Data from several studies have shown that lack of disclosure may impair treatment understanding and participation and it may also increase psychological and behavioural problems.  Moreover lack of disclosure may lead to social and emotional isolation (Instone, 2000, Lester et al., 2002a).

On the other hand literature has shown that the public health benefits of disclosure outweigh the public health risks of non-disclosure, disclosure is related to good or improved adherence and influence children’s participation in healthcare decision-making (Bikaako-Kajura et al., 2006, Blasini et al., 2004, Funck-Brentano et al., 1997, Lesch et al., 2007).  Disclosure has also been shown to enable children to understand HIV infection and to make sense of disease-related experiences and the importance of adherence (Blasini et al., 2004, Waugh, 2003).  When children are fully disclosed to, they become self-motivated to adhere and overcome external adherence challenge (Bikaako-Kajura et al., 2006).

1.7 Disclosure rates
Published rates of disclosure in children from well-resourced countries vary widely, from 18 to 77% (Instone, 2000, Wiener et al., 2007a) while rates of disclosure to HIV-infected children in resource limited countries remains low.  Despite the growing evidence of the benefits of disclosure and the increasing population of children and adolescents on ART Kallem et al., (2010) only a few studies focusing on the disclosure of HIV to the infected children by their parents or caregivers have been conducted in well-resourced and in resource limited countries (Dematteo et al., 2002, Lesch et al., 2007, Rwemisisi et al., 2008, Wiener et al., 2007b)  Data from two South African studies reported low levels of disclosure of HIV diagnosis to children on antiretroviral therapy (Moodley et al., 2006).  In addition clinical observation with HIV-positive children at the three paediatric HIV clinics in a tertiary hospital in Johannesburg suggests that disclosure of HIV status rarely occurs (Kouyoumdjian et al., 2005).  Given the low rates of disclosure of HIV diagnosis to children, it is assumed that most of the HIV-infected children who started antiretroviral therapy six years ago in South African roll out centres have survived into adolescence and health care providers and caregivers are now faced with the challenge of a population of children who have not been disclosed to.

1.8. Problem statement
It has already been mentioned that in the past five years South Africa has established the largest paediatric ART programme in the world with an estimate coverage of 81% of children in need of ART in 2009 (UNGASS, 2010).  However, the provision of ART to children is only about 5 years old and limited policy research on disclosure of HIV diagnosis to children has been carried out.  The lack of research on HIV disclosure in a country with the largest paediatric ART programme has contributed greatly to the paucity of data on disclosure from resource limited settings, where the majority of HIV-infected children live (Kallem et al., 2010).  However Hejoaka, (2008) argues that the problem is that HIV disclosure to children is a missing point from AIDS agendas globally and more so in resource limited countries where an increasing number of children are now.
To date only a few studies focused on the disclosure of the disease to the affected children by their parents.  And although limited, most studies on rates and effects of HIV disclosure on children are mainly from well-resourced countries (Instone, 2000, Wiener et al., 2007b).  Over and above paucity of data researchers are concerned that where data are available, levels of diagnosis disclosure by caregivers to children remain low and vary widely (Ferris et al., 2007, Leech and Onwuegbuzie, 2007, Moodley et al., 2006, Oberdorfer et al., 2006).

Despite the growing evidence of the benefits of disclosure and clinical reports indicating positive outcomes associated with disclosure, disclosure of HIV to children remains a difficult and controversial issue for families and providers (Wiener et al., 2007b).  Three decades into the HIV/AIDS epidemic, disclosure of perinatal HIV infection continues to be delayed until older childhood and beyond (Wiener et al., 2007b).  Very little is known in sub-Saharan Africa about the complex issues of when and how to tell a child about the HIV diagnosis (Vaz et al., 2010). This is despite disclosure of the HIV diagnosis to children on antiretroviral therapy being part of the comprehensive clinical care in settings like South Africa.  Furthermore, the available studies on disclosure of HIV diagnosis to children do not explain the low disclosure rates for studies conducted in well resource and limited well-resourced settings.  This study will attempt to close the gap on the paucity of data on disclosure in this setting. 

1.9 Study aim
The aim of the study was to determine the socio-demographics of caregivers and children, and caregivers’ reasons for disclosure and non-disclosure of HIV diagnosis to children on antiretroviral therapies at the paediatric clinic of Odi Hospital. 

1.10 Research questions
The study sought to answer the following questions
1. What are the socio-demographics of the caregivers of children on antiretroviral therapies at paediatric clinic of Odi hospital? 
2. What are the socio-demographics and health status of children on antiretroviral therapies at paediatric clinic of Odi hospital? 
3. What are caregivers’ reasons for disclosure and non-disclosure of HIV diagnosis to children?
1.11 Study objectives
The objectives of the study were;
1. To determine the socio-demographics of caregivers of children on ART at Odi Hospital paediatric clinic. 
2. To determine the socio-demographics of children on antiretroviral therapy at paediatric clinic of Odi hospital.
3. To determine caregivers’ reasons for disclosure and non-disclosure of HIV diagnosis to children.

1.12 Study significance
· The results of this study will help to bridge the existing gap in the literature on disclosure of HIV diagnosis to children and also add to the body of knowledge in the existing literature about disclosure of HIV diagnosis in poor resourced settings.
· The study will contribute to answering some of the questions related to disclosure of the HIV diagnosis to children in view of the growing number of children living with HIV and who are also taking antiretroviral treatment.


Chapter 2: Literature review

2.1 Introduction
This chapter provide a critical analysis of literature on disclosure of HIV diagnosis to children. The major reasons for disclosure and non-disclosure of HIV diagnosis are reviewed. The review of literature presented here represent findings mostly from well-resourced settings, few studies are from resource limited settings.  There is still dearth of data on disclosure of HIV diagnosis to children in South Africa and Sub Saharan Africa.
[bookmark: _Toc237108947]
2.2 Disclosure rationale 
There is a great deal of evidence in support for disclosure of the diagnosis to children infected with HIV. Several studies have shown that caregivers and health care providers believe that disclosure benefits both children and their caregivers (Domek, 2010).  There is also a general consensus among researchers that adolescents should know their diagnosis and that disclosure is an important part of secondary prevention (D’Angelo et al., 2001).  The American Academy of paediatrics committee recommends that on ethical and public health grounds alone, HIV-positive children should be informed of their diagnosis before reaching adolescence when sexual activity normally begins (Committee on Pediatric AIDS, 1999).  According to Vaz et al., (2010) given that disclosure of HIV status to youth has implications on disease progression and treatment success, it should be incorporated into regular discussions between clinical care providers and parents or other caregivers.

2.3 Benefits of disclosure
Issues regarding psychosocial functioning, adherence and disclosure of HIV diagnosis take on additional importance as children with HIV reach adolescence and young adulthood (Steele et al., 2007, Thorne et al., 2002).  Disclosure of HIV diagnosis to children is related to good or improved adherence and influences children’s participation in healthcare decision-making (Bachanas et al., 2001, Bikaako-Kajura et al., 2006, Blasini et al., 2004, Funck-Brentano et al., 1997, Lipson, 1994, Mellins et al., 2002, Steele et al., 2007, Thorne et al., 2002).  One of the benefits of disclosure is that complete parental disclosure helps to motivate HIV-infected children to adhere to their daily medical regimen.  It enables children to understand HIV infection and to make sense of disease-related experiences and the importance of adherence (Blasini et al., 2004, Kallem et al., 2010, Waugh, 2003).  According to Bikaako-Kajura et al., (2006) when children are fully disclosed to, they become self-motivated to adhere and overcome external adherence challenges.  Similarly (Hammami et al., 2004, Nöstlinger et al., 2004) reported that caregivers mentioned that children usually became more cooperative, responsible and help to remind caregivers about the medication after disclosure. In addition several studies show that disclosure increases knowledge and understanding about HIV and helps to facilitate children's adjustment to the illness and treatment regimens, boost self-esteem, decreases risky behaviours, decreases psychological distress and builds stronger family ties to tackle more challenging issues in the future (Abadía-Barrero and LaRusso, 2006, Bachanas et al., 2001, Battles and Wiener, 2002, Funck-Brentano et al., 1997, Lester et al., 2002b).  

Clinical reports have also indicated positive outcomes associated with disclosure including the promotion of trust, improved adherence, enhanced access to support services, open family communication, and better long-term health and emotional well-being in children (Wiener et al., 2007a).  Furthermore, literature show that children who know about their HIV diagnosis have a better adjustment to their chronic illness, a higher self-esteem and less psychological distress (Funck-Brentano et al., 1997, Kallem et al., 2010, Mellins et al., 2002, Wiener et al., 1998).  Moreover, disclosure has been shown to have important implications for the success of highly active antiretroviral treatment (Oberdorfer et al., 2006).  Children who know about their HIV diagnosis have a better adjustment to their chronic illness, a higher self-esteem and less psychological distress than those who are unaware of their status (Funck-Brentano et al., 1997, Lipson, 1994, Mellins et al., 2002, Wiener et al., 1998, Bachanas et al., 2001, Kallem et al., 2010).  Maybe one of the most important benefits is that disclosure has been shown by studies from well-resourced as well as from poor resource countries to have positive effects on the clinical course of the disease, an important implications for the success of HAART treatment (Bachanas et al., 2001, Chi-Ling and Johann-Liang, 1999, Ferris et al., 2007, Kallem et al., 2010, Oberdorfer et al., 2006).  In the context of HAART, a child’s knowledge on his or her own HIV infection status is associated with delayed HIV disease progression (Ferris et al., 2007). 
Finally, as HIV positive children become young adults, understanding their diagnosis and the nature of the disease make them gain knowledge on the importance of adhering to ART. Issues such as treatment adherence, self-esteem, bereavement, behavioural problems and a fear of illness and death cannot be adequately addressed without disclosure (Domek, 2010). 

2.4 Consequences of non-disclosure
Lack of disclosure may impair treatment understanding and participation and increase psychological and behavioural problems.  Moreover, lack of disclosure may lead to social and emotional isolation (Bachanas et al., 2001, Hammami et al., 2004, Instone, 2000, Lester et al., 2002a, Nöstlinger et al., 2004). Instone, (2000) uncovered feelings of loneliness, sadness and fear among HIV-positive children who reported that, despite not being told their diagnosis, they were aware of it but sensed that they could not openly discuss it with their parents.  Despite poor communication about HIV or even nondisclosure, children still learn a lot about their disease because they interact with HIV related information from schools, friends and the media, which influences their illness experiences (Abadía-Barrero and LaRusso, 2006, Wiener et al., 2007a). When the diagnosis is not disclosed, children in HIV affected families may discover HIV and pretend they did not know of their diagnosis as well as their parents (Dematteo et al., 2002, Wiener et al., 2007a), Suggesting that for some children there is no formal disclosure of HIV diagnosis, but that children may suspect their parents or their own HIV positive status. Disclosure in other occurrence could be unintended where children learn about the HIV diagnosis from other individuals which would undermine the child's sense of trust in adults. The use of deception and lies by parents to protect their children from the truth about HIV, may lead again to a lack of trust by children causing greater fear and anxiety (Schonfeld, 1997).  

2.5 Reasons for disclosure 
Care givers cited various reasons why children were told their status, and the main reasons found in the literature for disclosing the child’s HIV diagnosis were: the child has a right to know, fearing that the child would learn of the diagnosis from someone else, it was the right time for the child to know, health concerns of the child or others, honesty, not wanting to have family secrets, child asking questions about illness and that it was becoming too difficult to keep deceiving the engagement of the child in treatment adherence (Ledlie, 1999, Nehring et al., 2000, Waugh, 2003, Wiener et al., 1998). 
One of the main reasons for HIV diagnosis disclosure often cited by caregivers is that disclosure influences adherence to antiretroviral treatment (ART) for some HIV-positive children (Biadgilign et al., 2009).  According to Dematteo et al., (2002) caregivers who disclose the HIV diagnosis to their children wanted to prepare children psychologically and desired closer relationships with their children. 

2.6 Reasons for non-disclosure
One of the greatest psychosocial challenges that parents of HIV-infected children face is disclosure of HIV diagnosis to their infected children (Salter-Goldie et al., 2007, Wiener et al., 2007a).  However, there is evidence that disclosure is not a challenge to parents only; several studies from well-resourced and poor resourced settings have shown that disclosure of the HIV diagnosis to children and adolescents is a great challenge to caregivers and health care providers caring for HIV-infected children.  And there is evidence that caregivers in developing countries are more reluctant to disclose the diagnosis to HIV-infected children  (Blasini et al., 2004, Domek, 2010, Kallem et al., 2010, Mellins et al., 2004, Vaz et al., 2010).  

2.7 Child too young to understand
Often the main reason for delaying disclosure is that the child is too young to be informed. Caregivers in several studies reported being reluctant to disclose the HIV diagnosis to their children because they believe that the child is too young or not sufficiently matured to fully comprehend or cope with the HIV diagnosis (Domek, 2010, Kouyoumdjian et al., 2005, Ledlie, 1999, Lesch et al., 2007, Wiener et al., 1996).  By not old enough it has been postulated that parents mean a combination of three things: the child cannot keep the diagnosis a secret; the child will not understand the disease itself; and lastly, the child is incapable of understanding death (Chi-Ling and Johann-Liang, 1999).  According to Funck-Brentano et al., (1997) parents generally view children below the age of five years as too young for disclosure of HIV status, and children over the age of twelve as old enough. 




2.8 Fear of hurting the child
Domek, (2010) maintains that many caregivers desire to protect children from harmful information that might lead to negative psychological consequences.  Caregivers delay disclosure for fear that disclosure might have negative psychological or emotional consequences for the child, fears that disclosure will negatively affect the health and quality of life of children by hastening disease progression and fear that the child may suffer psychological harm (Lesch et al., 2007, Lipson, 1993, Oberdorfer et al., 2006, Wiener et al., 1996).  Other child-related reasons for delaying disclosure were the caregivers’ desire for children to have a happy childhood and permitting HIV infected children to remain innocent for as long as possible (Gerson et al., 2001, Instone, 2000, Ledlie, 1998, Oberdorfer et al., 2006).

HIV diagnosis disclosure entails communication about a potentially life threatening, stigmatized and transmissible illness and many caregivers fear that such communication may create distress for the children (Wiener et al., 2007b).  Several studies reported that caregivers felt that because the child cannot understand death or the disease due to their age, fear of death and dying might overwhelm the child emotionally when told about the HIV diagnosis (Blasini et al., 2004, Nehring et al., 2000, Oberdorfer et al., 2006, Vaz et al., 2010).  Lester et al., (2002b) argue that parents also delay or conceal disclosure because they frequently identified the public perception of AIDS as a debilitating and frightening illness as a part of the anticipated emotional impact on their child.  Caregivers feared that children would react negatively to learning their HIV diagnosis.  Children would be worried, sad, cry, harm themselves, fall out, run away, give up all hope or simply die from grief (Nehring et al., 2000, Oberdorfer et al., 2006, Vaz et al., 2008).

2.9 Child cannot keep a secret
One of the most common barriers to disclose HIV diagnosis to children is parent’s fear that children may indiscriminately reveal their secrecy to others if they were informed (Waugh, 2003). According to Ledlie, (1999) disclosing the HIV diagnosis to a child with perinatally acquired HIV is a big challenge for caregivers because of the social stigma and shame associated with HIV disease. It has been pointed out that the initial reaction of many adults upon learning of their own, or of a family member’s HIV diagnosis is that the diagnosis must be kept a closely guarded secret (Wiener et al., 2000). According to Waugh, (2003) when disclosure of the child’s serostatus is likely to result in the exposure of the HIV-positive status of other family members, caregivers are reluctance to disclose child’s serostatus.

It is because of stigma that caregivers are reluctant to disclose for fear that the child might not be able to keep the secret but likely to share HIV-related information impulsively with other children or strangers and exposing the family to social rejection and discrimination.  Often disclosure is delayed because caregivers felt that either their child could not be relied upon to keep a secret or that telling the child would be an inappropriate burden for the child or that disclosure would have negative emotional consequences for the children (Blasini et al., 2004, Kallem et al., 2010, Lester et al., 2002b, Oberdorfer et al., 2006).  The motivating factor for delaying disclosure is that caregivers are also fearful that in the event the child does not keep the diagnosis secret, HIV related stigma will have a negative impact on their children and their families (Wiener et al., 2000). On the other hand, literature shows that caregivers often maintain secrecy of the HIV diagnosis to protect themselves from their child’s reaction, anger or blame on learning about the caregivers’ HIV diagnosis. Caregivers are fearful of rejection by children once children learn about the caregivers’ HIV status.  Data further show that delaying disclosure is sometimes motivated by parental sense of guilt or shame and feared child’s subsequent awareness of the parent’s illness (Blasini et al., 2004, Butler et al., 2009, Lester et al., 2002a, WHO, 2010).

2.10 Fear of stigma and discrimination
As already mentioned caregivers are often reluctant to disclose the HIV diagnosis to their children for fear of social rejection, isolation and discrimination. After decades of the HIV epidemic, HIV is still a highly stigmatized illness that affects disclosure of the diagnosis to children. Several studies documented that protecting the child from the stigma associated with HIV was one of the major reasons for non-disclosure of HIV diagnosis to children (Blasini et al., 2004, Kallem et al., 2010, Kouyoumdjian et al., 2005, Lester et al., 2002a, Mellins et al., 2002, Oberdorfer et al., 2006, WHO, 2010). According to Kouyoumdjian et al., (2005) not only is stigma which children with HIV and their families face a barrier to disclosure but to a barrier the health of the children too. HIV/AIDS-related stigma adds an additional layer to the burden of care, compelling mothers to deal with tension between the secrecy surrounding the disease and the openness required in providing care and receiving social support (Hejoaka, 2009). Because they fear that their disease or children’s may be disclosed, daily experience of treatment and care for children are placed under the seal of secrecy (Hejoaka, 2009).

Infected children who are aware of their diagnosis face the dilemma of whom to tell among their peers, and children were reluctant to tell anyone outside their family about their HIV infection (Mellins et al., 2002, Thorne et al., 2002).  Children feared especially that other children might not play with them if they knew their parents’ or their own diagnosis (Hejoaka, 2008).  This confusion and fear is further complicated by caregivers instructions that children can disclose to medical providers, but cannot disclose to friends or teachers (Mellins et al., 2002).  However 62% of the youth in a study of youth and families receiving support through the disclosure process chose to avoid disclosing the HIV diagnosis to others after learning about their HIV diagnosis (Blasini et al., 2004).
Acting as adults, children also developed strategies to conceal the medicines and the disease. In the presence of other persons, children used diverse strategies aiming to notify the parent discreetly that it’s time for medication. Though in some cases children’s concealment strategies were dictated by parents’ instructions not to tell anybody or to hide the pills.  However, even without such parental prescriptions, children scrupulously kept the secret because they were aware of the secret dimension surrounding the disease (Hejoaka, 2009).

2.11 Not knowing how to disclose
The issue that caregivers struggle with when and how to begin the disclosure process has been well documented in literature (Domek, 2010, Nöstlinger et al., 2004). According to Blasini et al., (2004),  self-readiness of family members has been reported as the key factor in a caregiver’s decision to reveal an HIV diagnosis. Recent data show that parents and caregivers often delay disclosure because they do not know how to tell the child about the diagnosis.  Caregivers contextualize not having enough information to explain the diagnosis or answer questions and lack knowledge about the benefits of disclosure as not knowing how to tell (Kouyoumdjian et al., 2005, Nehring et al., 2000, Oberdorfer et al., 2006, Rwemisisi et al., 2008, Schonfeld, 1997).  Recent data from a study conducted in Uganda, (Rwemisisi et al., 2008) found that Ugandan parents interviewed often delayed testing and disclosure to children not for lack of willingness or concern but for lack of skills and guidance about how to approach such a sensitive topic.  Not having enough information to explain the diagnosis or their inability to explain the illness accurately was identified as some of the reasons caregivers struggle with how to disclose the HIV diagnosis to children (Kouyoumdjian et al., 2005).  In a study conducted in South Africa, caregivers reported that they did not know enough about HIV to be able to explain it to their children or answer questions that children may ask (Kouyoumdjian et al., 2005).  Similarly (Lesch et al., 2007, Schonfeld, 1997) reported caregivers were uncomfortable about openly discussing HIV/AIDS and its implications with their child which may influence their approach to disclosure . 

2.12 Prevalence of disclosure
The prevalence of disclosure to HIV-infected children varies widely, (Ferris et al., 2007) reported that several studies among HIV-infected children reported disclosure rates that range from 17% to 100%. In studies conducted in South Africa, health care providers reported low HIV diagnosis disclosure rates; only about (9%) of children on HAART in one of the major HIV care centres knew their HIV diagnosis (Moodley et al., 2006). In another South African study (7.9%) children in a cohort had been made aware of their own HIV diagnosis. Similarly findings from Oberdorfer et al., (2006) show disclosure rates of 30.1% in a study conducted with 103 care givers of HIV-infected children aged ≥6 years who received highly active antiretroviral therapy in Thailand. In Uganda (Bikaako-Kajura et al., 2006) reported that only 29% of caregivers had explained to their child about the child’s HIV infection and the relationship between their HIV disease and their medication.  According to Instone, (2000) and Wiener et al., (2007b) although limited, studies available on rates of HIV disclosure on children are mainly from well-resourced countries. Published rates of disclosure in children from these countries vary widely, from 18 to 77 percent. Reports from paediatric AIDS clinics suggest that between 25 and 90% of HIV infected school-age children have not been told about their infection (Lester et al., 2002a). 

2.14 Child age
Data show various ages when children are disclosed to and the average age when most children are disclosed to ranged from 5 to 14 years (Blasini et al., 2004, Dematteo et al., 2002, Mellins et al., 2002, Mialky et al., 2001, Moodley et al., 2006, Thorne et al., 2002).  Literature further show that caregivers consider children less than 5 years of age as too young both emotionally and cognitively to understand their illness and its implications (De Baets et al., 2008, Kallem et al., 2010, Lester et al., 2002b, Mellins et al., 2002).  According to Mellins et al., (2002) data show that very few children less than 7 years of age know their HIV status.  Over all data show that children who have been informed of their diagnosis tend to be older than children who have not been told their diagnosis (Moodley et al., 2006, Wiener et al., 2007b).  Caregivers are more likely to disclose the HIV diagnosis to children over 14 years because they are considered mature enough to cope with it and because sex education and prevention of the spread of infection may require disclosure (Bikaako-Kajura et al., 2006, Funck-Brentano et al., 1997).  This may explain the very high median age of disclosure reported in studies from resource limited settings show. Vaz et al., (2008) reported median age of 15 years, with a range of 10-19 while Oberdorfer et al., 2006) reported median age of 13.6 years with a range of 8–20 years.  However, in a study with youth, they recommended disclosure at the ages of 8 years old or less or between 9 and 11 years old.

2.15 Caregiver demographics
The influence of caregiver demographic factors on disclosure has received some attention in the literature which has shown that caregivers who disclose early are often primary caregivers who are not biological parents of the infected children (Chi-Ling and Johann-Liang, 1999, Ledlie, 1999, Lesch et al., 2007, Mellins et al., 2002, Thorne et al., 2002).  The most probable reason for this observation is that while HIV-infected parents are often blamed for their children’s infection, adoptive parents  of HIV-infected children are often thought of as good Samaritans who are given considerable support (Mellins et al., 2002).  Disclosure is particularly difficult for HIV-infected biological parents who may be the source of the child’s infection because it may heighten a parent’s guilt feelings about drug use or sexual risk behaviour, as well as about infecting the child (Ledlie, 1999, Mellins et al., 2002, Thorne et al., 2002).  As already mentioned that disclosure is highly influenced by HIV related stigma, fears of discrimination and rejection, biological parents may fear that the child will inappropriately disclose their diagnosis as well as the parent’s HIV status to others (Mellins et al., 2002). 
In addition data show that caregiver gender also seems to be a factor in disclosure and non-disclosure, and that women were much more likely than men (even in two-parent families) to disclose HIV to children and talk with them about HIV-related issues.  Data from a few studies show that male caregivers rarely or never discuss HIV with children (Dematteo et al., 2002, Oberdorfer et al., 2006).

2.16 Child’s reaction to disclosure
Caregivers who have disclosed the HIV diagnosis to children reported a range of child emotional responses to the initial HIV disclosure process. The most frequently reported emotional responses were: neutral or no response, sadness, confusion, hope and worry, crying, anger, symptoms of anxiety, and depression (Blasini et al., 2004, Dematteo et al., 2002, Mellins et al., 2002, Vaz et al., 2010) 

In studies conducted with children, the most common emotional responses were  sadness, hurt, worry, sorrow, scared, afraid, shock, heartbroken, they thought they would die soon, and felt discouragement (Blasini et al., 2004, Vaz et al., 2008, Vaz et al., 2010). Most children said knowing about HIV made them feel sad or upset fearing that they would become sicker (Dematteo et al., 2002, Vaz et al., 2010).  While recent and previous data show that some youth felt relieved after being disclosed to from (Dematteo et al., 2002, Vaz et al., 2008, Vaz et al., 2010).  Children felt relief because knowing about their diagnosis means that they could now take care of themselves(Vaz et al., 2010).
There is however evidence that feelings of anger, sadness, nervousness, inquisitiveness, worrying, and crying that normally occur after disclosure become less common over time, and feelings of relief, tranquillity, and normality become more observed over time (Blasini et al., 2004).

2.17 Adherence and HIV disclosure
The importance of disclosure in adherence of children to ART has already been discussed.  Data from previous and current studies has shown that complete parental disclosure helps to motivate HIV-infected children to adhere to their daily medical regimen. According  to Vaz et al., (2010) children and adolescents self-reported that knowledge of their diagnosis helped them develop better adherence to treatment. They further, reported being more conscious of the importance of taking medications properly following disclosure (Blasini et al., 2004, Vaz et al., 2010).  Similar observations were reported by some caregivers that their children became more adherent to antiretroviral medications after learning their diagnosis (Bikaako-Kajura et al., 2006, Blasini et al., 2004, Wiener et al., 2007b).  Furthermore Hammami et al., (2004) reported that caregivers mentioned that children usually became more cooperative, responsible and helped to remind the caregiver about the medication after disclosure.

Chapter 3: Methods and materials

3.1 Introduction
This chapter discusses the methods and materials used for data collection and data analysis .It presents a summary of the study sample and a description of the study site, sampling technique used and the rationale for the approach. A summary of the approach used to ensure validity and reliability of the data is explained and ethical considerations observed are also presented. 

3.2. Study design
A quantitative descriptive study design using researcher administered questionnaires was used to collect data from caregivers of children on antiretroviral treatment ART from the paediatric outpatient clinic of Odi hospital. 

3.3. Study population and study setting
The study was conducted at the paediatric outpatient clinic of the Odi hospital, the clinic offers both general medical care and highly active antiretroviral treatment (HAART) for children aged 0-16 years of age. The study population consisted of caregivers of children aged 4-17, who are on ART and attending the paediatric clinic at the Odi hospital. Initially the researcher thought that the study population would comprise of children age 4-13 years but during data collection the researcher learned that the cut of age for children enrolled in the paediatric program was 18 years. Though literature suggest that the best age to disclose to a child is 6 years because at that age the child is able to understand disease and illness Wiener et al., (2007b) the researcher included children aged four and five in order to confirm this finding by determining the reasons for disclosure and non-disclosure among caregivers of children in this category. In this study a caregiver is defined as the biological mother, biological father, grandmother, grandfather, foster parent, or other relative who performs primary care giving functions for the child routinely or on a daily basis. 

3.4. Sampling and sample size
The sampling technique employed for this study was convenience sampling; caregivers were recruited to participate as they waited for consultation and medication during the routine monthly visits for their children. Convenience sampling was the most appropriate sampling technique because the study aimed to recruit all caregivers of HIV infected children enrolled in the ART programme. The other reason for doing a census was because the clinic had recently started providing ART to children, most of the children were referred from the tertiary hospital in the district and there were no data to indicate how many children were enrolled in the ART programme. There was also no specific day when the clinic was offering ART to children. 

3.5. Inclusion and exclusion criteria
Caregivers of HIV-infected children aged 4-17 years and enrolled in the ART program at the Odi hospital and gave consent to participate in the study were included in the sample. Caregivers of HIV-infected children younger than 4 years were excluded. 

3.6. Data Collection
A structured researcher administered survey questionnaire was developed by the researcher in English and translated to Setswana, the first language of caregivers in the study setting.  Though the researcher aimed to interview the caregivers the survey tool was translated to ensure that the data collected will be standardized as the same questions will be asked the same way all the time. The tool collected information on caregiver socio-demographic data and additionally, caregivers were asked to provide information on the profile of their children.  Caregivers also provided information on disclosure of HIV diagnosis to the children, when the child was disclosed to, who disclosed, and on the reasons for disclosure and non-disclosure.  Non-disclosed caregivers also provided information on their intentions to disclose and who will disclose.

The process of data collection started immediately after the Medunsa Ethics Committee gave ethical clearance of the study.  While the researcher was awaiting ethical clearance from the University ethics committee, permission to conduct the study was sought from the CEO of Odi hospital.  The ethical clearance certificate was consequently submitted to the CEO of the hospital and permission to conduct the study was granted.  Next was to request permission from the manager of the wellness clinic where data was collected.  Prior to commencement of data collection, the researcher, the supervisor and the research assistant reviewed the data collection tool and planned the data collection process.  The team also visited the wellness clinic where ART are provided and were officially introduced to the study staff that assisted the researcher throughout data collection; it was also during this visit to the study field that the researcher was informed about the best days to come to the clinic for data collection. The researcher envisaged that data collection would run for a period of a month however, because data collection started in December when the clinic often gives children two months medicine supply, data collection lasted for two months. Data were collected by the researcher and a trained research assistant. The researcher was allocated two consulting rooms where the interviews were conducted. 

3.7. Data Analysis and plan
Data was cleaned, coded and captured on Microsoft Excel and analyzed through STATA version 10 for statistical analysis. Summary statistics was used to calculate and interpret the mean, median, and range of continuous variables under investigation and to obtain frequency tables for discrete variables. The data is presented through graphs and frequency distributions. 

3.8. Validity and reliability
Validity and reliability of the data is related to the validity and reliability of the data collection tools and procedures. The validity and reliability of the data collection tools was ensured through standardization of the questions and through a pilot study conducted with five caregivers of children on ART from the study setting, data from these caregivers did not form part of the analysis for the main study. Pilot testing was done to test the understanding and interpretation of the questionnaire in order to identify any unclear or improper questions. Very few changes were made to the survey tool after the pilot study. The use of piloting increased the validity and reliability of the data by ensuring that the questions were clear and unambiguous
Reliability was also ensured by double data entering, the researcher at all times during data entry ensured that the data was captured correctly by referring to the raw data again and again. The same quality data control was employed during data analysis, double checking that the results from the statistical soft were a reflection of the data.




3.9. Ethical considerations
A clearance certificate was granted by Medunsa Research and Ethics Committee (MREC) prior to data collection and permission to conduct the study at Odi was granted by the hospital CEO and the manager of the wellness clinic where the data was collected. 
An informed consent was obtained from all caregivers who agreed to be interviewed. The informed consent was administered in the first language of the participants (Setswana) and caregivers were given an opportunity to ask for clarification prior to signing the consent. The survey tool did not request caregivers to provide identification and in this way they were assured of confidentiality especially in view of the sensitive nature of the information that was collected. Interview was also conducted in a consulting room to ensure their privacy.
To ensure confidentiality of the data the research team assured the participants that the information given will be treated with confidentiality meaning that participants were assured that the data collected will only be used for the stated purpose of the research and no other person will have access to the data collected. 

In addition, caregivers were informed that participation is voluntary and that they were free to withdraw from the study at any time. Caregivers were also assured that withdrawal from the study will not affect the care they receive from healthcare providers.  



Chapter 4: Data Analysis

4. Introduction
This chapter presents data analysis of the study based on data collected from the caregivers of HIV diagnosed children on antiretroviral therapy at Odi paediatric HIV clinic. The chapter is divided into four sections, section one is information on caregiver demographics, section two presents data on the profile of the children, section three presents data on HIV disclosure to children and section four is data on children who have been disclosed to.  

Section 1: Care giver demographics
A total of 149 male and female caregivers who accompany HIV diagnosed children to the clinic for their monthly medical review and ART were recruited and interviewed. Information about their socio-demographics was obtained during data collection and figure 1 below shows the gender distribution of caregivers 


Figure 1: Caregiver gender distribution
Figure 1 above indicates caregiver gender distribution in the study sample and majority 146 (97.99%) were females and 3 (2.01%) were males.

Caregivers also provided information on their age which was later categorised as presented in figure 2 below.

Figure 2: Distribution on caregiver age 

Figure 2 above shows the age categories of caregivers in the sample and majority (34.2%) were aged between 30-40 years, 21.4% were between ages 19-29, 14.7 % were aged between 51-60 years and between ages 61-70, 3.36% were between ages 71-80.

In addition caregivers provided information on their marital status which is presented in figure 3 below


Figure 3: Distribution of caregiver marital status
Figure 3 above shows the marital status of caregivers 42.95% were single, , 24.16% were married, 14.09 were living with partners, 14.09 were widowed, whilst 4.7% were divorced. 
Caregivers provided information on their level of education from primary school until at tertiary level, and the information is presented in figure 4 below.


Figure 4: Caregiver level of education
Figure 4 above shows the distribution of the caregivers level of education, majority 76 (51%) attained a secondary education (grade 8-11) , 37 (25%) attained primary education , 31 (21%) completed grade 12 and 5 (3%) of caregivers had tertiary education

Information was also provided by caregivers regarding their employment status as presented below in figure 5


Figure 5: Caregiver employment status
Figure 5 above shows employment status of caregivers, 83 (55.70%) were unemployed, 41(27.52%) employed, 21 (14.09%) were pensioners, and 4 (2.68%) were schooling.

Caregivers provided information on their relation to the child, and the largest population observed was that of biological mothers as compared to foster mothers as presented below.


Figure 6: Distribution of caregiver relation to child

Figure 6 above indicated caregiver relation to the child in percentage, the majority 78(52.3%) were biological mothers, 42 (28.2%) were grandmothers, 24 (16.1%) other relatives, 3 (2.0%) fathers and 2 (1.3%) foster mothers. 
Non-biological caregivers provided information on whether the biological parents of the child are alive or not alive. Figure 4.7 displays the information


Figure 7: Biological mother of the child alive (n=149)

Figure 7 above shows that for (n=71) observations, 57 (80%) non-biological caregivers reported that HIV diagnosed children had no mothers. 

Biological mothers and non-biological caregivers were asked to provide information on whether the biological father of the child is alive or not, and data is presented in figure 4.8 below


Figure 8: Information on number of fathers alive

Figure 8 above shows that for (n=147) population, 84 (57%) reported that the father of the child was alive, 44 (30%) reported that the father was not alive, and 19 (13%) did not know whether the child’s father was alive or not.

4.2 Socio-demographic profile of children
Caregivers were requested to provide information on children on the age, gender, schooling, age on diagnosis, time on antiretroviral, and age of HIV disclosure to children on ART. Caregivers provided information on child gender and 86 (58%) were girls and 63 (42%) were boys, as well as information on schooling and 128 (86%) of children were attending school as compared to 21 (14%) who were not attending school.


Figure 9: Distribution of child age

Figure 9 above shows the age categories of HIV diagnosed children. Of the total number of children in the study, (n=149)   80(53.69%) were in the age group 6-10, 31(20.81%) were in age group 11-15, 34 (22.82%) were in age group1-5, and 4 (2.68%) were in age group 15-18. 

4.3 Information obtained on disclosure
This section presents data on disclosure of HIV diagnosis to children, the number of children disclosed to, disclosure by HIV status, and caregiver HIV status. Figure presented in figure 4.10


Figure10: Disclosure distribution

Figure 10 above shows that 59 (40%) of the children knew their HIV diagnosis as compared to 90 (60%) of children who do not know their HIV diagnosis.
	
Figure 11 presents disclosure and non-disclosure status of children by caregiver relation to the child 


Figure: 11 Relation to child and disclosure

Figure 11 above shows the number of children disclosed to and not disclosed to in relation to caregivers. Of the total number of mothers (n=78) who were interviewed, 52 (67%) reported that child does not know diagnosis as compared to 26 (33%) who reported that children know. 
Of the grandmothers (n=42) interviewed 24 (57%) reported that children do not know diagnosis as compared to 18 (43%) who reported that children know. 
Of number of other relatives (n=24) interviewed, 11 (46%) reported that children do not know diagnosis as compared to 13 (54%) who know.  
Of the total number of fathers (n=3) interviewed, 2 (67%) reported that child does not know HIV diagnosis, whilst 1 child know his/her diagnosis

Caregivers provided information regarding their HIV status and the data analysis looked at disclosure by caregiver HIV status as presented in figure 12

Figure 12: Disclosure by HIV status 

Figure 12 above shows the HIV status of caregiver who reported that child knows HIV diagnosis and those who reported that child does not know HIV diagnosis. Of those caregivers who reported that child knows HIV diagnosis, 30 (20.13%) were HIV positive, 26 (24.16%) were negative, and 3 (2.01%) did not know their status. 
Caregivers who reported that child does not know HIV diagnosis but knew their HIV status, 59 (39.59%) were HIV positive, 29 (19.46%) were negative and 2 (1.34%) did not know their HIV status. Figure 13 show caregivers HIV status 


Figure 13: Caregiver HIV status
Figure 13 above shows caregiver HIV status by relationship category and the results show that of (n=149) all 78 (100%) biological mothers were positive, 6 (4.02%) grandmothers were also positive 3 (2.01%) other relatives, and 2 (1.34%) fathers were also positive. A total of 59.7% of the caregivers were HIV positive. Of those who reported to be HIV negative, 36 (24.16%) were grandmothers, 17 (11.41%) other relatives, 1 (0.67%) foster mother and 1 (0.67%) father of the child. A total of 36.9% of the caregivers were HIV negative. Only 3% of caregivers did not know their HIV status

Caregivers provided information on people who disclosed to HIV diagnosed children, and data are presented in figure 14
 

Figure 14: Persons who disclose HIV to children

This figure 14 above shows that for (n=59) of the population who disclosed the HIV diagnosis to children, 23 (39%) were biological mothers, 17 (28.8%) were grandmothers, 12 (20.3%) were health professionals, 6 (10.2%) other relatives, and 1 (1.7%) father of the child. The results show that more than 60% of HIV diagnosed children were disclosed to by non-biological mothers, this is despite the fact that mother is representing more than 50% of the sample. 

Figure 15 indicate the number of children disclosed to by child age category 


Figure15: Distribution of disclosure by child age 

Figure 15 above shows the age categories of children who were informed about their HIV diagnosis. The majority 52.5% were disclosed to between ages 6-10, followed by 35,6% who were disclosed to between ages 11-15,  and 10.2% between ages 1-5 only a small percentage (1.7%)  were disclosed to between ages 15-18.

The data was further divided into gender and figure 16 show disclosure by child gender 


Figure 16: Disclosure by child gender	

Figure 16 above shows disclosure by child gender where (n=59), and 32 (54%) of children disclosed to were girls and 27 (46%) were boys 

4.5 Reasons for disclosure
Caregivers who reported that their children knew their status were asked to provide information on the reasons for disclosure. This question was open ended and caregivers could provide more than one answer which were later quantified as shown in Table 1 below.

Table 1: Reported reasons for disclosure
	Reasons for disclosure	
	 Freq.
	Percent

	 
	
	

	Child saw ARVs on TV
	2
	3.1

	Fear of accidental disclosure 
	6
	9.4

	Child not adhering to medication
	23
	35.9

	Child continually asking questions about disease and medication
	23
	35.9

	Disclosure was prompted by health professionals
	5
	7.8

	Child reaching puberty 
	2
	3.1

	It was the right age for the child to know
	1
	1.6

	The child was sick for a long time 
	1
	1.6

	The child should understand the disease
	1
	1.6

	Total
	64
	100.0



Table 1 shows the various reasons cited by caregivers in disclosing HIV diagnosis to their children. The majority 23(36.5%) reported that they told the child about their disease because the child was not adhering to medication, 23 (36.5%) reported that they told the child about their disease because the child was consistently asking questions about the disease and medication, 6 (9.5%) had fear of accidental disclosure of the HIV diagnosis to the child by other people, and 
5 (7.9%) reported that the disclosure was prompted by health care professionals.



Child reaction to disclosure
Caregivers who reported that children knew their HIV diagnosis provided information on the reaction of the child to disclosure.  The obtained information was quantified as shown in Table 2 below

Table 2: child reaction to disclosure as reported by caregivers
	Child reaction to disclosure
	Frequency
	Percent

	Acceptance
	4
	5.6

	Sadness
	19
	26.4

	Anger
	3
	4.2

	Depression
	2
	2.4

	No negative reaction
	31
	43.1

	Frustration
	4
	5.6

	Surprised
	1
	1.4

	Worry
	7
	9.9

	Cried
	1
	1.4

	Total 
	72
	100



Table 2 shows various reactions which caregivers reported to have been displayed by HIV diagnosed children to disclosure. The majority 31 (43.7%) reported that children showed no negative reaction when disclosed to, 19(26.8%) as reported by caregivers was that the child showed sadness, and caregivers 7(9.9%) also reported that the child looked worried. Acceptance reaction as reported by4 (5.6%) caregivers and was higher than anger type of reaction shown by 3 (4.2%) children disclosed to. The results suggest that more than 40% of caregivers reported that children could handle disclosure by being calm as evidenced by no negative reaction (43.7%), and acceptance (5.6%).

4.4. Children who do not know their HIV diagnosis 
This section presents data on children who do not know their HIV diagnosis (n=90). Figure 21 indicates the number of children not disclosed to by child age category.


Figure17: Gender distribution of children not disclosed to

Figure 17 above shows non-disclosure by child gender where (n=90), and 54 (60%) of children disclosed to were girls and 36 (40%) were boys. 

The data was analysed to see the distribution of children who were not disclosed to by age 


Figure 18: Distribution on non-disclosure by child age 

Figure 18 above shows the age categories of children who were not informed about their HIV diagnosis. The age group 6-10 was the lowest 51 (34.2%) disclosed to, followed by the age group 11-15 and 1-5 at (12%) 
Caregivers were asked to provide information on children not disclosed to by relation to child, and the following information in figure 19 was obtained


 Figure 19: Distribution of children not disclosed to by caregiver relation

Figure 19 shows the distribution of caregivers who reported that they did not disclose HIV to their children. For (n=90), the majority 52(57.8%) of caregivers who did  not disclose HIV to their children were biological mothers, 24 (26.7%) were grandmothers, 11 (11.1%) were other relatives, 2 (2.2%) ,were fathers to children, and 1 (1.1%) foster mother. 

4.4.1Reasons for non-disclosure
Caregivers who reported that children did not know their HIV diagnosis provided information on the reasons for non-disclosure.  The question was open ended and caregivers reported a range of rationales for not disclosing, and gave more than one reason which were quantified as presented in table 3. 


	Reasons for non-disclosure
	Frequency
	Percent

	Child too young to understand the disease
	71
	60.7

	Fear that child will disclose to friends and others
	19
	16.2

	Caregiver doesn't know how to tell
	6
	5.1

	Afraid of stressing the child
	6
	5.1

	Fear that disclosing will hurt the child
	6
	5.1

	Caregiver not staying with the child
	2
	1.7

	Fear of answering question on source of infection 
	2
	1.7

	Fear that child will be socially rejected
	2
	1.7

	The child deaf, caregiver not able to communicate
	1
	0.9

	Child recently diagnosed
	1
	0.9

	No family support for caregiver
	1
	0.9

	Total
	117
	100.0



Table 3 shows reported reasons for delaying disclosure to their children. The most common reason for waiting was that the child is too young to understand the disease disclosed properly. 





Chapter 5: Discussion

5.1 Introduction
The study aimed to determine the socio-demographics of caregivers and children, and caregivers’ reasons for disclosure and non-disclosure of HIV diagnosis to children on antiretroviral treatment at the Odi Hospital paediatric clinic.  This chapter presents the main findings of the study conducted with a sample of disclosed and non-disclosed caregivers of children on antiretrovirals.  The first section presents the socio demographic data of the caregivers as well as the profile of the children.  Next reasons for disclosure and non-disclosure are presented.  Lastly the conclusion, recommendations and limitations of the study is presented.

5.2 Socio-demographics of caregivers 
Data was collected from (n=149) a sample of disclosed and non-disclosed caregivers of children aged between 4-17 years who were enrolled in a paediatric antiretroviral program of a district hospital.  A caregiver in this study is defined as a biological mother, biological father, grandmother, grandfather, foster parent, or other relative who performs primary care giving functions for the child routinely or on a daily basis. 
Of 149 caregivers who participated, 146 (97.99%) were females, and only 3 (2.01%) were males.  The age of the caregivers ranged from 19-81 years with a mean age of 42 years. Caregivers were knowledgeable, even though majority (51%) did not complete grade 12, 21% completed grade 12, while 25% of caregivers attained only primary education and 3% had a tertiary education. Regarding caregivers’ employment status, the study shows that majority (55.7%) of caregivers were unemployed, 27.5% were fully employed, 14% were pensioners and only 3% of caregivers were schooling.  

Caregivers provided information on their HIV status and the results show that all biological mothers were HIV-positive and about 6% of the grandmothers reported to be HIV-positive and the rest of the caregivers were HIV-negative with only a small percentage reporting that they don't know their HIV status.  This study did not collect data on the source of exposure as well as when caregivers were diagnosed with HIV.  However, data from other studies suggest that elderly caregivers may be infected when rendering care to their HIV-infected children. 
5.3 Profile of children
Caregivers provided information on (n=149) HIV-positive children, of the 149 children in the sample, 86 (58%) were girls, and 63 (42%) were boys, and were aged between 4-17 years with the mean age of 8.3 years.  With regard to schooling, 86% were attending school and only 14% were not attending school because they were below the age of schooling.  All children were on ARVs and the mean time on ARVs was 3.1years, while the mean diagnosis age of all children in this study was 6 years.  Currently in South Africa children are diagnosed at birth through the prevention of mother to child transmission (PMTCT) of HIV program and started on ARVs which explains the low mean diagnosis age in this study.  Other studies that reported much higher mean diagnosis age (8 years) in South Africa were conducted prior to the introduction of  PMTCT and ARVs in children (Mellins et al., 2002, Moodley et al., 2006).

More than half (52.3%) of the children were cared for by mothers, (28%) were cared for by grandparents, and of the rest (17.4%) were cared for by other relatives comprising sisters, brothers, aunts, and uncles, only 2% of children were cared for by their fathers. In the South African context other relatives may care for HIV-infected and orphaned children informally as foster parents that may explain the low representation of foster parents in the study sample, only 2 caregivers identified themselves as foster mothers. 

Findings in this study show that mothers were alive in 92 (61.7%) cases and not alive in 57 (38.2%) of cases, indicating that more than a third (38%) of the children have lost their biological mothers, and more than third (35%) of the orphaned children have lost their biological fathers rendering them as double orphans. 

Caregivers were asked to indicate whether the child knows their HIV diagnosis, about 59 (39.6%) children were told about their HIV diagnosis, while 90 (60.4%) children did not know their HIV diagnosis.  The majority (52.5%) of children were disclosed to between ages 6-10, a third disclosed to between ages 11-15years and the mean age at disclosure was 9.3 years, which falls within the range of 5 to 14 years reported in a number of studies in resourced countries (Blasini et al., 2004, Dematteo et al., 2002, Mellins et al., 2002, Mialky et al., 2001). Furthermore, our findings are in line with a recommendation from adolescents who participated in a longitudinal study on disclosure that disclosure should occur around 8 years or less (Blasini et al., 2004). The mean age of disclosure in this study is much lower than the mean age of 13.6 and 15 years reported in other studies in resource limited settings (Oberdorfer et al., 2006, Vaz et al., 2008).  Caregivers are more likely to disclose the HIV diagnosis to children over 14 years because they are considered mature enough to cope with it and also because sex education and prevention of the spread of infection may require disclosure (Bikaako-Kajura et al., 2006, Funck-Brentano et al., 1997). 

The results show that only 23 (39%) children were told about their HIV diagnosis by their mothers, 17 (29%) were told by grandmothers, 12 (20.3%) were told by health professionals, 6 (10.2%) were told by other relatives and only 1 (1.7%)  
Although more than half (52.3%) of the children were cared for by mothers, the results show that, only 39%  of the 59 children who knew their diagnosis were told about their diagnosis by biological mothers as compared to 61% who were told by non-biological caregivers.  Similar findings were reported by (Ledlie, 1999) that most children who knew their diagnosis were living with non-biological caregivers.  Several studies in have reported that parents’ own HIV status can influence both decision-making around disclosure of the child’s status and the disclosure process itself (Kallem et al., 2010).  These findings have implications for health care providers caring for HIV-positive children, understanding the disclosure patterns of caregivers assist in the development of disclosure interventions. 

5.4. Prevalence
Prevalence of disclosure in this study is much higher (39.5) than the 26% reported from two studies conducted in two paediatric centres in South Africa (Leech and Onwuegbuzie, 2007, Moodley et al., 2006). Generally, there is a consensus that prevalence of disclosure to HIV-infected children in resource limited settings remains low and varied (Kallem et al., 2010, Moodley et al., 2006, Vaz et al., 2010).  Thorne et al., (2002) argue that in studies where higher rates of disclosure were observed, disclosure was attributed to the increasing use of HAART. This may be one plausible reason for the high disclosure rates in this study.  On the other hand the higher disclosure rate in this study could be attributed to the high involvement of health care providers in disclosing HIV to children. In this study, about 20% of children were told about their HIV diagnosis by health care providers. In cases where health care providers were not directly involved in disclosure, about 10% of caregivers also reported that disclosure was prompted by health care professionals.  This data is in contrast with findings from previous studies conducted in South Africa which indicated low levels of direct involvement of health care professionals in disclosure of HIV diagnosis to infected children (Kouyoumdjian et al., 2005, Myer et al., 2006), but similar to Vaz et al., (2010) who found that health care providers played a major role in initiating disclosure with children in clinical settings.

Caregivers were not interviewed in this study and their reasons for involvement in disclosure of HIV to children were not investigated. However there may be plausible reasons for their greater involvement; in South Africa disclosure of HIV diagnosis to children is at present part of the comprehensive care and management of children on ART, most caregivers expressed the need for support from health care providers in preparation for disclosure while some caregivers wanted health care providers to be the one to disclose HIV diagnosis to the child. A few South African studies reported on the involvement of health care providers in disclosure of HIV diagnosis to children, though they found lower involvement, caregivers also expressed the need for support from care providers (Kouyoumdjian et al., 2005, Moodley et al., 2006, Myer et al., 2006). Caregivers who have not disclosed HIV to their children in this study wanted to be the primary people to disclose but will need support from health care providers. Similar findings were reported from other studies from resource limited settings (Moodley et al., 2006, Myer et al., 2006, Vaz et al., 2010). 

5.5. Reasons for disclosure
Caregivers in this study cited various reasons for disclosing the HIV diagnosis to their children. The most common reasons reported by caregivers were that: they wanted children to adhere to medication (36.5 %), children were continually asking questions about disease  and medications (36.5%), they were afraid of accidental disclosure (9.5%), disclosure was prompted by health professionals (7.9%), and that  the child was about to reach puberty (3.2%). 



5.5.1 Adherence to medication
The most cited reason for disclosing HIV to children in this study was adherence to medication, majority of caregiver were fearful that if children do not know their HIV diagnosis they would not adhere to medication.  While others reported that they disclosed because the child was not adhering.  These findings are similar to studies in resource limited settings where adherence was commonly cited as a reason that influences disclosure by caregivers who believe that disclosure might help the children to adhere well to HAART (Myer et al., 2006, Oberdorfer et al., 2006, Vaz et al., 2008). 

5.5.2 Asking questions about the disease 
The result show that majority of caregivers reported that they disclosed the HIV diagnosis to their children because of they were persistently asking about the disease, children wanted to know what disease they suffer from.  Other caregivers disclosed because children wanted to know why they were continuously taking medication while they were not feeling sick.  According to Vaz et al., (2010) when children take their dosages of ARVs, they are not experiencing any symptoms compatible with sickness as was the case with children in this study.  Findings from other studies also showed that caregivers disclosed because of persistent questioning from children and that it was becoming too difficult to keep deceiving the engagement of the child in treatment adherence (Abadía-Barrero and LaRusso, 2006, Kouyoumdjian et al., 2005, Lester et al., 2002a, Waugh, 2003, Wiener et al., 1998).
Research shows that despite poor communication about HIV and AIDS or even nondisclosure, children still learn a lot about their disease, and that children interact with HIV and AIDS-related information from schools, friends and the media, which influences their HIV and AIDS illness experiences (Abadía-Barrero and LaRusso, 2006, Wiener et al., 2007b). 

5.5.3 Avoiding accidental disclosure
Caregivers reported that they were fearful that children would learn about the disease from other people, television and from schools.  A number of caregivers in this study were motivated to disclose HIV to their children for fear of accidental disclosure to their children.  According to Ostrom et al., (2006) mothers want to take a leading role in disclosing to their children because they will  make the decision based on the child’s ability to handle the information without being excessively worried or scared.
According to Corona et al., (2006) children learn about HIV from other sources including the school and are able to identify some of the symptoms related to HIV.  Tasker, (1992) also reported that children often come to know their life threatening diagnosis without ever being formally informed. 

5.6 Reaction to disclosure
Caregivers reported a range of child emotional responses to the initial HIV disclosure process. According to caregivers, the most frequently reported emotional responses among children who were disclosed to were no negative reaction(43.7%), experienced sadness(26%) experienced worry, 9.9%, while frustration and acceptance were rated 5.6% each, followed by 4.2%..Of children who experienced anger, (2.8%) showed symptoms of depression, and (1.4%) of children were crying when disclosed to.  These data confirm conducted studies that indicated that ‘neutral or no response, sadness, confusion, hope and worry, crying, anger, symptoms of anxiety, and depression, were emotional reactions which children showed when disclosed to (Blasini et al., 2004, Dematteo et al., 2002, Mellins et al., 2002, Vaz et al., 2010). 

5.7 Reasons for non-disclosure
Caregivers who reported that their children did not know their HIV diagnosis were asked to provide information on the reasons for non-disclosure; the findings show various reasons for delaying disclosure of HIV diagnosis to children.  The majority 71 (60.7%) of caregivers delayed disclosure because they believed that the child was too young to understand the disease, about 16.2% of caregivers were fearful that the child will disclose to friends and others and will be subjected to ridicule and social rejection.  Caregivers also delayed disclosure because they did not know how to tell and were afraid of the emotional consequences of disclosure.

5.7.1 Child too young to understand
Similar to other studies on disclosure of HIV diagnosis to children caregivers felt that their child could not be relied upon to keep a secret (Blasini et al., 2004, Kallem et al., 2010, Oberdorfer et al., 2006).  Caregivers in this study delayed disclosure because they feared that their children will tell others because they are still young.  Child is too young to understand was the most cited reason for delaying disclosure in this study. Similarly literature shows that often the main reason caregivers are reluctant to disclose HIV to their children is because they believe that the child is too young or not sufficiently matured to understand the HIV diagnosis (Domek, 2010, Kouyoumdjian et al., 2005, Lesch et al., 2007).  Although there is a general lack of consensus about the age when the child should be told about the diagnosis , parents generally view children below the age of five years as too young for disclosure of HIV status, and children over the age of twelve as old enough (Funck-Brentano et al., 1997).  Our findings are in line with this view; the mean at disclosure age in this study was 9.3 years. 

5.7.2 Knowing how to tell
One of the reasons caregivers delayed disclosure in this study was that they do not know how to approach the diagnosis or disclosure process.  It is not surprising for caregivers in this study to feel that they do not know how to tell, the issue that caregivers struggle with when and how to begin the disclosure process has been well documented in literature (Domek, 2010, Nöstlinger et al., 2004).  Caregivers find it difficult to explain the diagnosis or answer questions because of lack knowledge, skills and guidance to approach telling the diagnosis to their children (Kouyoumdjian et al., 2005, Oberdorfer et al., 2006, Rwemisisi et al., 2008).  According to Murphy et al., (2003), Wiener et al., (2007b) disclosure of diagnosis to children is often delayed because caregivers fear their inability to explain the illness.  In this study, some of the caregivers wanted health care providers to be the ones who disclose HIV to their children for the same reasons.  Our results also show that 20% of children who knew their HIV diagnosis were told by health care professionals.

5.7.3 Child will not keep a secret
According to Wiener et al., (2000) the initial reaction of many adults upon learning of their own, or of a family member’s HIV diagnosis is that the diagnosis must be kept a closely guarded secret.  This point of view has been observed over and over again in studies on disclosure of HIV diagnosis to children.  Literature show that disclosed caregivers often instruct the child to keep the diagnosis secret, but as already discussed caregivers often believe that their child could not be relied upon to keep a secret (Blasini et al., 2004, Kallem et al., 2010, Oberdorfer et al., 2006). It is because of stigma that caregivers are reluctant to disclose for fear that the child might tell others exposing the family to social rejection and discrimination (Blasini et al., 2004).  Protecting the child from the stigma associated with HIV has been documented by a number of studies as one of the major reasons for non-disclosure of HIV diagnosis to children (Blasini et al., 2004, Kallem et al., 2010, Kouyoumdjian et al., 2005, Oberdorfer et al., 2006).  However, other findings suggest that caregivers maintain secrecy of the HIV diagnosis to protect themselves from their child’s reaction, anger or blame on learning about the caregivers HIV diagnosis. Furthermore, data show that delaying disclosure is sometimes motivated by parental sense of guilt or shame and feared child’s subsequent awareness of the parent’s illness (Blasini et al., 2004, Butler et al., 2009). 

5.7.4 Afraid of hurting the child 
Parents believe that by delaying disclosure they were protecting their children mostly from being hurt (Nelms and Zeigler, 2008) as most families automatically link HIV and death which leave frightening images in children’s mind.  Similarly most caregivers who delayed disclosing HIV to their children in this study cited fear of hurting the child as a reason. As mentioned, caregivers delay disclosure because the child is too young to understand the disease and believed that if disclosed to, children will think they are going to die. These data support recent findings by Madiba (2011), who found that caregivers delay disclosure because of their conviction that children have negative perceptions of HIV, and that telling them about the diagnosis will cause them to live in fear of death and dying.  Caregivers in this study believe that children’s negative perceptions about HIV were influenced by how the media, including television portrays HIV-positive people.  Madiba argues that in South Africa during the early days of HIV and AIDS education HIV messages depicted HIV and AIDS as a death sentence, and most HIV and AIDS messages implied that AIDS kills.  HIV and AIDS continue to scare caregivers who are fearful of disclosing the diagnosis to children because children understand and know that “AIDS kills”. Lester et al., (2002a) also found that the public perception of AIDS as a debilitating and frightening illness influenced diagnosis disclosure to children.



5.8 Conclusion
This study reports on the disclosure and non-disclosure of HIV diagnosis to children on antiretroviral program of a paediatric clinic of a district hospital. The study found a much lower  mean diagnosis age (6years) as compared to other studies in the country that reported much higher mean diagnosis age (8 years) (Moodley et al., 2006), but argues that other studies were conducted prior to the availability of ART in public health institutions. 

Prevalence of disclosure in this study is much higher (39.5%) than other findings in South Africa and in other studies conducted in limited resource settings.  Plausible reasons for the high prevalence could be attributed to the increasing use of HAART and the high involvement of health care providers in disclosing HIV to children.  Health care provider involvement was higher than any other studies in the region, 20% of the children who knew their HIV diagnosis were told by health professionals. 

Consistent with other studies on disclosure of HIV to children, biological mothers continue to find disclosure difficult. Though more than half of the children were cared for by mothers, only 39% were told about their HIV diagnosis by their mothers. 

The study found that reasons for disclosing HIV were varied; this finding is consistent with other studies.  The majority of caregivers in this study disclosed because they wanted their children to adhere to medication and because of persistent questioning about the disease and medication. This finding is similar to other studies in similar settings (Myer et al., 2006, Oberdorfer et al., 2006, Vaz et al., 2008).

Similarly, reasons caregivers delay HIV disclosure to children were varied, majority of caregivers delayed disclosure because they believed that the child was too young to understand the disease.  This finding is in line with other studies (Domek, 2010, Kouyoumdjian et al., 2005, Lesch et al., 2007).  The study found that caregivers delay disclosure because they feared that their children will tell others because they are still too young to understand the implications of the diagnosis.  Fear of stigma and discrimination also influenced caregivers’ reasons for delaying disclosure.  Furthermore, caregivers believed that they did not have the skills to disclose and explain HIV to children, hence the need for support from health care providers in managing HIV disclosure.  By delaying disclosure caregivers believed that they were protecting their children mostly from being hurt.

5.9 Recommendations
There is a need for the development of disclosure guidelines and training of the healthcare providers in disclosure counselling would equip healthcare providers to better advice caregivers on how to disclose.

It is recommended that disclosure of HIV to children be made an integral part of the comprehensive care of children on ART, where this is already in practice, it is imperative that this service be strengthened.

Qualitative and quantitative research methods are needed to investigate or explore HIV disclosure with children.

Strengthening of life skills education programs at school to take into account the situation of children living with HIV.

5.10 Limitations
The study did not collect child related data from the children and can only present issues as reaction to disclosure from the perspective of the caregivers.
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Appendix 1: Survey tool
	Socio-demographic and economic information of caregivers 

	1.
	What is your age?
	

	2.	
	What is your gender?  
	Female
	

	
	
	Male
	

	3.	
	What is your marital status?
	Single
	

	
	
	Married
	

	
	
	Divorced 
	

	
	
	Widowed
	

	
	
	Living with partner
	

	4.	
	What is your employment status:

	Full employment
	

	
	
	Part time employment
	

	
	
	Self employed
	

	
	
	Unemployed
	

	
	
	Pensioner
	

	
	
	Schooling
	

	5
	What is your highest educational level?

	Primary school
	

	
	
	Grade 8-11
	

	
	
	Completed Grade 12
	

	
	
	Tertiary education
	

	6	
	How are you related to the child?

	Biological mother
	

	
	
	Biological father
	

	
	
	Grandmother
	

	
	
	Grand father
	

	
	
	Foster parent
	

	
	
	Adoptive parent
	

	
	
	Other relative (specify
	

	7
	If you are not the biological mother of the child, is the child’s mother still alive?
	Yes
	

	
	
	No
	

	8
	Is the biological father of the child still alive?
	Yes
	

	
	
	No
	

	9
	What is your HIV status?
	

	Socio demographic and HIV related information of  the child

	10
	What is the age of the child
	

	11	
	What is the gender of the child?
	Girl
	

	
	
	Boy
	

	12	
	Does the child currently attend school?
	Yes
	

	
	
	No
	

	13
	How old was the child when you were told that he/she is HIV positive?
	

	14
	How old was the child when he/she started ARVs
	

	15
	How long is the child on ARVs
	

	16
	Has the child been told that he/she is HIV positive
	Yes
	

	
	
	No
	

	Information on disclosure-children who have been told their HIV diagnosis

	17
	At what age was the child told that he/she is HIV positive
	

	18
	What was the reason for telling the child about his/her status?
	

	19
	Who told the child that he/she is HIV positive? 

	Father
	

	
	
	Mother
	

	
	
	Grandfather
	

	
	
	Grandmother
	

	
	
	Nurse
	

	
	
	Doctor
	

	
	
	Other (specify
	

	20
	How did the child react to being told?
	Sadness
	

	
	
	Anger
	

	
	
	Denial
	

	
	
	Frustration
	

	
	
	Depression
	

	
	
	Other(specify)
	

	21
	Does anyone else in your family know that the child is HIV positive?
	Yes 
	

	
	
	No
	

	22
	If yes, whom did you tell?
	

	
	When did you tell this person about the child’s HIV status
	

	23
	Why did you tell this person/s about the child’s HIV status?
	
	

	Information on non-disclosure-children who have not been told their HIV diagnosis

	24
	What is the reason/s for not telling the child about his/her status?
	

	25
	When do you intend to tell the child about his/her status?
	
	

	26
	Who will tell the child about his/her status?
	
	

	27
	Does anyone else in your family know that the child is HIV positive?
	
	

	28
	If yes, whom did you tell?
	
	

	29
	When did you tell this person about the child’s HIV status?
	
	

	30
	Why did you tell this person/s about the child’s HIV status?
	




Appendix2: Survey tool- Setswana 
	Survey

	1.
	Dingwaga?
	

	2.	
	Bong? 
	Mosadi``````
	

	
	
	Monna
	

	3.	
	Boemo ba lenyalo?

	Nosi
	

	
	
	Nyetswe
	

	
	
	Tlhadile
	

	
	
	Motlholagadi
	

	
	
	O nna le molekane
	

	4.	
	Boemo ba tiro?

	O dira nako tsotlhe
	

	
	
	O dira nako dingwe
	

	
	
	Ipereka
	

	
	
	Ga o dire
	

	
	
	Gola madi a botsofe
	

	
	
	Tsena sekolo
	

	5
	Maemo a o a fitlheletseng kwa sekolong

	Phoraemari
	

	
	
	Feditse Phoraemari 
	

	
	
	Seema 8-11
	

	
	
	Feditse seema 12
	

	
	
	Thuto e e kwa godimo
	

	6
	O tsalana jang le ngwana?

	Me wa madi
	

	
	
	Rre wa madi
	

	
	
	Koko
	

	
	
	Rre-mogolo
	

	
	
	Foster parent
	

	
	
	Adoptive parent
	

	
	
	 Mangwe a masika( tlhalosa)
	

	7
	Fa o se motsadi wa ngwana wa madi, a motsadi wa ngwana o santse a tshela?
	Eeng 
	

	
	
	Nyaa
	

	8
	A rre wa ngwana o santse a tshela?
	Eeng 
	

	
	
	Nyaa
	

	9
	Maemo a gago a HIV ke eng?
	

	Dipotso tse di latelang di lebagane le ngwana

	11 
	Dingwaga tsa ngwana
	

	12.	
	Bong ba ngwana
	Mosetsana
	

	
	
	Mosimane
	

	13	
	A ngwana o tsena sekolo?
	Eeng
	

	
	
	Nyaa
	

	14. 
	Ngwana o ne a le dingwaga di le kae fa o ne bolelelwa gore o na le mogare wa HIV
	

	
	Ngwana o ne a le dingwaga di le kae fa a simolla di ARVs
	

	15
	 Ngwana o na le sebaka se se kae a le mo di ARVs
	

	16
	Ngwana o kile a bolelelwa gore o na le mogare wa HIV?
	Eeng
	

	
	
	Nyaa
	

	17
	Ngwana o ne a le dingwaga di le kae fa a ne a bolelelwa gore o na le mogate wa HIV?
	

	18
	Lebaka la go bolelela ngwana e ne e le eng?
	

	19
	Ke mang a boditseng ngwana gore o na le kokwana-tlhoko ya HIV?
	Rre
	

	
	
	Mme
	

	
	
	Rre-mogolo
	

	
	
	Koko
	

	
	
	Ngwana-abo
	

	
	
	Mooki
	

	
	
	Ngaka
	

	
	
	Bangwe(tlhalosa)
	

	20
	Ngwana o ile a tsiboga jang fa a ne a bolelelwa ka bolwetse?
	1.Gutsafala
	

	
	
	2.Kwata
	

	
	
	3.Ganela
	

	
	
	4. Tlhakakana
	

	
	
	5.Kgatelelo ya tlhaloganyo
	

	
	
	6.Tse dingwe
	

	21
	A mo lelokong la gaeno go na le o a itseng gore ngwana o na le kokwana ya HIV?
	Eeng
	

	
	
	Nyaa
	

	22
	Fa e le eeng, ke mang?
	

	23
	Go reng o boleleltse motho/batho ba ka maemo a ngwana a HIV?
	

	
	
	

	24
	Go reng o sa bolelle ngwana ka maemo a gagwa a HIV?
	

	25
	O i kemiseditse go bolella ngwana neng ka maemo a gagwe a HIV?
	

	26
	Ke mang a tlileng go bolelle ngwana ka maemo a gagwa a HIV?
	

	27
	A mo lelokong la gaeno go na le o a itseng gore ngwana o na le kokwana ya HIV?
	Eeng
	

	
	
	Nyaa
	

	28
	Fa e le eeng, ke mang?
	

	29
	O boleletse motho o neng ka maemo a ngwana a HIV?
	

	30
	Go reng o boleleltse motho/batho ba ka maemo a ngwana a HIV?
	



Appendix 3 Permission Letter
							410 Block ww
Soshanguve
0152 
The Hospital Superintendent
Odi Hospital
Pretoria
0001
 
Dear Sir/Madam

Permission to conduct a study in Odi Hospital: Paediatric out-patient department 
Please consider my request to undertake a study on reasons for disclosure and non-disclosure of HIV diagnosis of children on antiretroviral therapy by caregivers at the paediatric outpatient clinic of the Odi hospital
I am currently enrolled for a Master of Public Health (MPH) Degree at the School of Public Health, University of Limpopo (MEDUNSA Campus), and am therefore required to submit a research report in partial fulfilment of my degree.The study aims to determine the reasons for disclosure and non disclosure of HIV diagnosis to children on ART by caregivers at Odi hospital.

My protocol is still to be reviewed by the MEDUNSA Research and Ethics Committee. I hope that the findings from the study will assist in understanding the reasons for disclosure and non disclosure of HIV diagnosis to those HIV infected children on ART by caregivers. 

Yours faithfully

Johanna Metja Mahloko (Ms).
Mobile: 0728022768
Work: 012 529 3634



Appendix 4 Informed consent-English
	





UNIVERSITY OF LIMPOPO (Medunsa Campus) ENGLISH CONSENT FORM



Statement concerning participation in a Research Project
Name of Study  
Reasons for disclosure and non-disclosure of HIV diagnosis to children on antiretroviral therapy at the Odi hospital paediatric clinic

I have read the information on the proposed study and was provided the opportunity to ask questions and given adequate time to rethink the issue. The aim and objectives of the study are sufficiently clear to me. I have not been pressurized to participate in any way.
I understand that participation in this Study is completely voluntary and that I may withdraw from it at any time and without supplying reasons. This will have no influence on the regular treatment that holds for my condition neither will it influence the care that I receive from my regular doctor.

I know that this Study has been approved by the Medunsa Campus Research and Ethics (MCREC), University of Limpopo (Medunsa Campus) . I am fully aware that the results of these results of this Study will be used for scientific purposes and may be published.  I agree to this, provided my privacy is guaranteed.

I hereby give consent to participate in this Study.
______________________     	 ___________________		_______________
Name of participant                                Signature of participant		Date
____________________________________________________________________
Statement by the Researcher
I provided verbal information regarding study, I agree to answer any future questions concerning study as best as I am able, I will adhere to the approved protocol.
______________________   		____________________		_____________
Name of Researcher                		Signature                        		Date                           
Appendix 5 Informed consent-Setswana
UNIVERSITY OF LIMPOPO (Medunsa Campus) SETSWANA CONSENT FORM

Leina la patlisiso 
Reasons for disclosure and non-disclosure of HIV diagnosis to children on antiretroviral therapy at the Odi hospital pediatric clinic

Ke buisitse tshedimosetso mo ke utlwile maitlhomo le maikemisetso apatlisiso e e tshitshintsweng mme ke filwe tšhono ya go botsa dipotso le go fiwa nako e e lekaneng ya go akanya gape ka ntlha e. Maitlhomo le maikemisetso a patlisiso e a tlhaloganyega sentle. Ga ke a patelediwa ke ope ka tsela epe go tsaya karolo.

Ke tlhaloganya gore go tsaya karolo mo patlisiso  ke boithaopo le gore nka ikgogela morago mo go yona ka nako nngwe le nngwe kwa ntle ga go neela mabaka. Se ga se kitla se nna le seabe sepe mo kalafong ya me ya go le gale ya bolwetsi jo ke nang le jona e bile ga se kitla se nna le tlhotlheletso epe mo tlhokomelong e ke e amogelang mo ngakeng ya me ya go le gale. 

Ke a itse gore patlisiso e e rebotswe ke patlisiso le molao wa maitsholo tsa Khampase ya Medunsa (MCREC), Yunibesithi ya Limpopo (Khampase ya Medunsa) . Ke itse ka botlalo gore dipholo tsa patlisiso  di tla dirisetswa mabaka a saentifiki e bile di ka nna tsa phasaladiwa. Ke dumelana le seno, fa fela go netefadiwa gore se e tla nna khupamarama. 
Fano ke neela tumelelo ya go tsaya karolo mo Patlisiso e. 
______________________                      _____________________                _______________            
Leina la motseakarolo                               Tshaeno ya motseakarolo                 Lethla
_____________________________________________________________________________
Seteitemente ka Mmatlisisi
Ke tlametse tshedimosetso ka molomo  malebana le Patlisiso e. Ke dumela go araba dipotso dingwe le dingwe mo nakong e e tlang tse di amanang le patlisiso ka moo nka kgonang ka teng. Ke tla tshegetsa porotokolo e e rebotsweng. 
__________________			___________________		____________
Leina la Mmatlisisi                		Tshaeno                        			Letlha       
[image: ]
Caregiver gender distribution

female	male	144	5	
Caregiver age distribution

19-29	30-40	41-50	51-60	61-70	71-80	81-90	21.479999999999986	34.230000000000011	14.77	14.77	10.739999999999998	3.36	0.67000000000000082	

Marital status
Living partner	Divorced	Married	Single	Widowed	
Living partner	Divorced	Married	Single	Widowed	14.09	4.7	24.16	42.949999999999996	14.09	


Level of education

Grade 12	Grade 8-11	Primary	Tertiary	31	76	37	5	
Employment status
Unemployed	Employed 	Pensioner	Schooling	
Unemployed	Employed 	Pensioner	Schooling	55.70469798657718	27.52	14.09	2.68	


Relation to child

Mother	Grandmother	Other	Father 	Foster mother	52.348993288590606	28.187919463087248	16.107382550335572	2.0134228187919487	1.3422818791946309	
Mother	Grandmother	Other	Father 	Foster mother	


Mother alive
Freq	
Yes	No	92	57	Percent	Yes	No	62	38	Father alive

Dont know	No	Yes	19	44	84	
Child age

6 −10	1 −5	11 −15	15−18	53.690000000000012	22.82	20.810000000000016	2.68	

Disclosure distribution

No	Yes	90	59	Relation to child and disclosure 
Father	Fostermother	Grandmother	Mother	Other	Not disclose	
Father	Fostermother	Grandmother	Mother	Other	2	1	24	52	11	Disclosed	
Father	Fostermother	Grandmother	Mother	Other	1	1	18	26	13	

Disclosure by HIV status
Not disclosed	
Dont know	Negative	Positive	2	29	59	Disclosed	
Dont know	Negative	Positive	3	26	30	

Caregiver HIV status
Father	Fostermother	Grandmother	Mother	Other	Dont know 	
Father	Fostermother	Grandmother	Mother	Other	0	1	0	0	4	Negative 	
Father	Fostermother	Grandmother	Mother	Other	1	1	36	0	17	Positive 	
Father	Fostermother	Grandmother	Mother	Other	2	0	6	78	3	

Who disclosed

Mother	Grandmother	Health professional	Other	Father	38.980000000000004	28.810000000000016	20.34	10.17	1.6900000000000011	

Disclosure by child age 
Disclosed	
1 −5	15−18	11 −15	6 −10	10.169491525423737	1.6949152542372881	35.593220338983087	52.542372881355973	

Disclosure  by child gender

Boy	Girl	27	32	Not disclosed by child gender

Boy	Girl	36	54	Not dislcosed by child age
1 −5	15−18	11 −15	6 −10	
1 −5	15−18	11 −15	6 −10	12.751677852349005	1.3422818791946309	12.080536912751688	34.228187919463089	

image1.emf
0

10

20

30

40

50

60

Father   Mother Other Grandmother Fostermother

2.2

57.8

11.1

26.7

1.1

Not disclosed by relation to child


Microsoft_Word_Document18.docx





image1.emf

0


10


20


30


40


50


60


Father   Mother Other Grandmother Fostermother


2.2


57.8


11.1


26.7


1.1


Not disclosed by relation to child




Microsoft_Office_Excel_97-2003_Worksheet1.xls

Chart23


			Father			Father


			Mother			Mother


			Other			Other


			Grandmother			Grandmother


			Fostermother			Fostermother





no


Not disclosed by relation to child


2.2222222222


57.7777777778


11.1111111111


26.6666666667


1.1111111111





Sheet1


			


						mean												age


						Mean												estimation


																								Mean


																		age						42.42953


						mean age


						Mean estimation                     Number of obs    =     149


						--------------------------------------------------------------


						|       Mean   Std. Err.     [95% Conf. Interval]


						-------------+------------------------------------------------


						age |   42.42953   1.226087      40.00663    44.85243


						--------------------------------------------------------------


						mean childage


						Mean estimation                     Number of obs    =     149


						--------------------------------------------------------------


						|       Mean   Std. Err.     [95% Conf. Interval]


						-------------+------------------------------------------------


						childage |   8.261745   .2615717      7.744847    8.778643


						--------------------------------------------------------------


						mean diagnosage


						Mean estimation                     Number of obs    =     131


						--------------------------------------------------------------


						|       Mean   Std. Err.     [95% Conf. Interval]


						-------------+------------------------------------------------


						diagnosage |   5.946565   .3038823       5.34537     6.54776


						--------------------------------------------------------------


						mean disclosedage


						Mean estimation                     Number of obs    =      59


						--------------------------------------------------------------


						|       Mean   Std. Err.     [95% Conf. Interval]


						-------------+------------------------------------------------


						disclosedage |   9.322034   .3841092      8.553156    10.09091


						--------------------------------------------------------------


						mean timearvs


						Mean estimation                     Number of obs    =     146


						--------------------------------------------------------------


						|       Mean   Std. Err.     [95% Conf. Interval]


						-------------+------------------------------------------------


						timearvs |   3.123288   .1483305      2.830118    3.416457


						--------------------------------------------------------------


						mean childagearvs


						Mean estimation                     Number of obs    =     143


						--------------------------------------------------------------


						|       Mean   Std. Err.     [95% Conf. Interval]


						-------------+------------------------------------------------


						childagearvs |   6.202797   .2860146        5.6374    6.768194


						tab												gender


																		gender						Freq.


						gender												Freq.						Percent


						female												144						96.64


						male												5						3.36


						Total												149						100


						maritalstat


						us			Freq.			Percent


						Living partner			21			14.09


						Divorced			7			4.7


						Married			36			24.16


						Single			64			42.95


						Widowed			21			14.09


						Total			149			100


						maritalstat


						us																		Percent


						Living partner																		14.09


						Divorced																		4.7


						Married																		24.16


						Single																		42.95


						Widowed																		14.09


						Total																		100


						employstatus Freq.												Freg						Percent


						Volunteer HCT												1						0.67


						employed												41						27.52


						pensioner												21						14.09


						schooling												4						2.68


						unemployed												82						55.03


						Total												149						100


						employstatus Freq.			Percent			Frequency


						Unemployed			55.70


						Employed			27.52


						Pensioner			14.09


						Schooling			2.68


						Total			100


						leveledu												Freq.						Percent


						Grade 12												31						20.81


						Grade 8-11												76						51.01


						Primary												37						24.83


						Tertiary												5						3.36


						Total												149						100


						relationchild												Freq.						Percent


						cousin												3						2.01


						father												3						2.01


						foster mother												2						1.34


						grandma												42						28.19


						mother												78						52.35


						other												21						14.09


						Total												149						100


						relationchild												Freq.						Percent


						Father												3						2.01


						Foster mother												2						1.34


						Grandmother												42						28.19


						Mother												78						52.35


						Other												24						16.11


						Total												149						100


						relationchild												Freq.						Percent


						Mother												78						52.35


						Grandmother												42						21.19


						Other												24						16.11


						Father												3						2.01


						Foster mother												2						1.34


						Total												149						100


						relationchild			Percent									percent			freq


						Mother			52.35									52.3			78


						Grandmother			21.19									28.2			42


						Other			16.11									16.1			24


						Father			2.01									2.0			3


						Foster mother			1.34									1.3			2


						Total			100									100			149


						otheralive Freq.												Freg						Perce


						no												57						80.28


						yes												14						19.72


						Total												71						100


						fatheralive												Freq.						Percent


						Dont know												19						12.93


						No												44						29.93


						Yes												84						57.14


						Total												147						100


									relationchild


						disclosed			Other			Father			Fostermother			Mother						Total


						Yes			13			1			1			26						59


						No			11			2			1			52						90


						Total			24			3			2			78						149


						relationch


						ild


						disclosed												other Total


						no												10 90


						yes												11 59


						Total												21,149


						HIV status Freq.												Freq.			Percent			Cum.


						dontknow												5			3.36			3.36


						negative												55			36.91			40.27


						positive												89			59.73			100


						Total												149			100


						Caregiver age distribution


						tab


									Percent			Freq


						19-29			21.48			32


						30-40			34.23			51


						41-50			14.77			22


						51-60			14.77			22


						61-70			10.74			16


						71-80			3.36			5


						81-90			0.67			1


						Total			100			149


						.


						tabulate hivstatus gender,


						HIV status									male			Total


						dontknow									1			5


						negative									2			55


						positive									2			89


						Total									5			149


															4.6217			Pr = 0.099


						. tabulate hivstatus age,									chi2


															age


						HIV status									19-29			30-40			41-50			51-60			61-70			71-80			81-90			Total


						dontknow									1			1			2			1			0			0			0			5


						negative									9			4			4			18			14			5			1			55


						positive									22			46			16			3			2			0			0			89


						Total									32			51			22			22			16			5			1			149


															Pearson         chi2 (12)			73.6715						Pr = 0.000


						tabulate hivstatus relationchild,			chi2


									relationchild


						HIV status			Father			Fostermother			Grandmother			Mother			Other			Total


						Dont know			0			1			0			0			4			5


						Negative			1			1			36			0			17			55


						Positive			2			0			6			78			3			89


									Total                    3			2			42			78			24			149


						tab childage


						childage			Percent			Percent			Cum.


						0 - 5			22.8			22.8			10.07


									53.7			53.7


									20.8			20.8			39.6


									2.7			2.7			99.33


						17						0.7			100


						Total						100


												3.4


						tab childage


						childage			Freq.			Percent			Cum.


						0-5			34			22.8			10.07


						10-Jun			80			53.7


						15-Nov			31			20.8			39.6


						16			3			2.0			99.33


						17			1			0.7			100


						Total			149			100


																																				6.71


						tab childage																								10.07						8.05


						childage			Freq.			Percent			Cum.															7.38						12.08


						0			15			10.07			10.07															6.04						10.07


						5			19			12.75			22.82															2.68						7.38


						6			25			16.78			39.6															2.01						6.04


						7			10			6.71			46.31															2.68						2.68


						8			12			8.05			54.36															2.01						2.01


						9			18			12.08			66.44															0.67						2.68


						10			15			10.07			76.51															33.54						2.01


						11			11			7.38			83.89																					0.67


						12			9			6.04			89.93																					60.38


						13			4			2.68			92.62


						14			3			2.01			94.63


						15			4			2.68			97.32


						16			3			2.01			99.33


						17			1			0.67			100


						Total			149			100


						childgender			Percent						Cum.


						Boy			42.28						42.28


						Girl			57.72						100


						Total						100


						childgender			Freq.			Percent			Cum.


						boy			63			42.28			42.28


						girl			86			57.72			100


						Total			149			100


						schooling			Freq.			Percent			Cum.


						no			21			14.09			14.09


						yes			128			85.91			100


						Total			149			100


						schooling			Percent						Cum.


						No			14.09						14.09


						Yes			85.91						100


						Total			100


						diagnosage       Freq.			Percent			Cum.


						0-5			90			60.4


									41			27.5


									17			11.4


									1			0.7


									149			100.0


						diagnosage			Percent			Cum.


						0-5			60.4			60.4


									27.5			27.5												18


									11.4			11.4


									0.7			0.7


												100.0


						diagnosage       Freq.			Percent			Cum.


						1			9			6.87			6.87


						2			12			9.16			16.03


						3			12			9.16			25.19												15.27


						4			19			14.5			39.69												9.16			9.16						4.58


						5			20			15.27			54.96												7.63			7.63						5.34


						6			12			9.16			64.12												5.34			5.34						3.05


						7			10			7.63			71.76												4.58			4.58						3.05


						8			7			5.34			77.1												4.58			4.58						1.53


						9			6			4.58			81.68												5.34			5.34						0.76


						10			6			4.58			86.26												3.05			3.05						18.31


						11			7			5.34			91.6												3.05			3.05


						12			4			3.05			94.66												1.53			1.53


						13			4			3.05			97.71												0.76			0.76


						14			2			1.53			99.24												60.29			45.02


						17			1			0.76			100


						Total			131			100


						discloseage			Freq.			Percent			Cum.


						4			1			1.69			1.69


						5			5			8.47			10.17												7			6


						6			7			11.86			22.03												4			6


						7			4			6.78			28.81												9			6


						8			9			15.25			44.07												6			3


						9			6			10.17			54.24												5			21


						10			5			8.47			62.71												31


						11			6			10.17			72.88


						12			6			10.17			83.05


						13			6			10.17			93.22


						14			3			5.08			98.31


						17			1			1.69			100


						Total			59			100


						Disclose age			Freg			Percent


						0-5			6			10.2


									31			52.5


									21			35.6


									1			1.7


						Disclose age			Percent


						0-5			10.2


									52.5


									35.6


									1.7


						disclosereason1			Freq.			Percent			Cum.


						TV influence			2			3.2			1.7


						Accidental disclosure			5			7.9			8.5


						Adherence			18			28.6			39.0


						Asking questions about disease			7			11.1			50.9


						Asking questions about disease and medi			1			1.6			52.5


						Asking questions about medication			14			22.2			74.6


						Fear of accidental disclosure			1			1.6			76.3


						Non-adherence			5			7.9			84.8


						Prompted by health professional			5			7.9			93.2


						Puberty			2			3.2			96.6


						Right age			1			1.6			98.3


						history of illness			1			1.6


						Understanding the disease			1			1.6			100.0


						Total			63			100.0


						disclosereason2       Freq.     Percent						Cum.


						TV influence			1			25			25


						accidental disclosure			1			25			50


						asking questions about medication			1			25			75


						history of illness			1			25			100


						Total			4			100


																		relationchild


						disclosed			Father			Fostermother			Grandmother			Mother			Other						Total


						Not disclose			2			1			24			52			11						90


						Disclosed			1			1			18			26			13			59			59


						Total			3			2			42			78			24						149


						whodisclose       Freq.			Percent			Cum.


						father			1			1.69			1.69


						grandmother			17			28.81			30.51


						health professional			12			20.34			50.85


						mother			23			38.98			89.83


						other			6			10.17			100


						Total			59			100


						whodisclose			Percent			Cum.


						Father			1.69


						Grandmother			28.81


						Health professional			20.34


						Mother			38.98


						Other			10.17


						Total			100


												disclosed


									HIV status			Not disclosed			Disclosed			Total


									Dont know			2			3			5


									Negative			29			26			55


									Positive			59			30			89


									Total			90			59			149


									Pearson			chi2(2) =			3.5156			Pr = 0.172


									Whodisclose			Freq.			Percent


									Mother			39.0


									Grandmother			28.8


									Health professional			20.3


									Other			10.2


									Father			1.7


												whodisclose			Freq.			Percent			Cum.


												father			1			1.69			1.69


												grandmother			17			28.81			30.51


									health			professional			12			20.34			50.85


												mother			23			38.98			89.83


												other			6			10.17			100


												Total			59			100


									disclosed			Freq.			Percent


									no			90			60.4									disclosed			Freq.			Percent


									yes			59			39.6


																								No			90			60.4


									Total			149			100									Yes			59			39.6


									.															Total			149			100


												childage			Freq.			Percent						childage			Percent


															25			16.8									55.0


															39			26.2									26.2


															3			2.0									16.8


															82			55.0									2.0


												Total			149			100						Total			100


															childage


												disclosed															Total


												Not disclosed			12.8			1.3			12.1			34.2			90


												Disclosed			4.0			0.7			14.1			20.8			59


															6			1			21			31


												Total			25			3			39			82			149


												Pearson			chi2(3) =   0.7292			Pr = 0.866


												disclosed															Total


												Disclosed			10.2			1.7			35.6			52.5			59


															6.0			1			21.0			31.0


															6 to 10			6 to 15			0-5


															52.5			88.1			10.2


															6																																													disclosereason1			1 ?5			11 ?15			15 ?18			6?10			Total


															31


															21						childgender																																							TV influence			0			1			0			0			1


															1			disclosed			boy       girl			Total																																				accidental disclosure			0			3			0			1			4


																																																												adherence			6			3			1			7			17


																					Boy			Girl																																				asking questions abou			0			0			0			1			1


																		yes			27			32			59																																	asking questions abou			1			1			0			4			6


																																																												asking questions abou			0			1			0			0			1


																		Total			63         86			149																																				asking questions abou			4			1			0			8			13


																																																												fear of accidental di			0			1			0			0			1


																																																												non-adherence			0			0			1			4			5


																																																												prompted by health pr			1			1			0			3			5


																																																												puberty			0			1			0			1			2


																																																												right age			1			0			0			0			1


																																																												understanding the dis			1			0			0			0			1


																																																												Total			14			13			2			29			58


																					childgender


																		disclosed			Boy			Girl			Total																																	Pearson chi2(36) =			37.6218			0.395


																					36			54


																		no									90


																		Total			63			86			149																																							Reaction			Freg			Percent


																																																																		Acceptance			4			5.6


																																																																		Sadness			19			26.4


																																																																		Anger			3			4.2


																																																																		Depressed			1			1.4


																																																																		No reaction			31			43.1


															disclosed															Total																																				Frustration			4			5.6


																																																																		Surprised			1			1.4


															Not disclosed			12.8			1.3			12.1			34.2			90																																				Worry			7			9.7


																																																																		Crying			1			1.4


																																																																		Withdrawn			1			1.4


																																																																					72			100.0


																																																																		Acceptance			4			5.6


																																																																		Sadness			19			26.8


																																																																		Anger			3			4.2


																																																																		Depressed			1			1.4


																																																																		No reaction			31			43.7


																																																																		Frustration			4			5.6


																																																																		Surprised			1			1.4			100


																																																																		Worry			7			9.9


																																																																		Crying			1			1.4


																																																																		Withdrawn			1			1.4


																		other


															disclosed			father  foster mo    grandma			mother			other			Total


															no			2          1         24			52			11			90


															yes			1          1         18			26			13			59


																																																																		other


															Total			3          2         42			78			21			149																																				disclosed     cousin			Father			Mother			Other			Grandmother			Fostermother


															Pearson chi2(5)			=   3.9598   Pr = 0.555																																													no			2.2			57.8			11.1			26.7			1.1


																																																															yes			1			26			11			18			1


																																																															Pearson chi2(5)			=   3.9598   Pr = 0.555
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