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Abstract
Introduction: HIV-positive parents taking antiretroviral therapy are faced with the difficult decision of whether and what details to share about their HIV status with their children. They need to decide if, when, and how they will disclose their illness to their children. Many reasons have been identified which influence parents’ decision to disclose their HIV status to their children. 

Aim and objectives: The aim of the study was to explore parental decision and experiences of disclosing or not disclosing their HIV status to children and to explore strategies used by non-disclosed parents to conceal their HIV status from their children.
Methodology: Using a qualitative approach, six focus group discussions were conducted with a sample of disclosed and non- disclosed biological parents of children aged between 7-18 years.  Participants were recruited from a wellness clinic at the Dr George Mukhari where they routinely collect antiretrovirals. A total of 44 parents (13 biological fathers and 31 mothers) were recruited and participated in two focus groups with disclosed parents, three with non disclosed parents and a pilot focus group interview with disclosed and non disclosed parents. 

Findings: Disclosure to children was difficult and occurred within a context influenced by death, dying and discrimination. Despite parents being on ARVs, fear of death and dying continues to influence disclosure to children.  HIV related practices like taking ARVs and child feeding practices predisposes parents to stigma and discrimination and was major reason for non-disclosure to children, family and neighbours. Whereas previously, prior to the availability of ARVs, parents disclosed to prepare children to face parental death, now disclosure  occurs for children to support parents in adherence and when they are sick. The need for support is not surprising given that for parents who disclosed immediately, disclosure was prompted by ill health.  The primary reason parents delayed disclosure is because they do not know how to tell the child. One other concern was that disclosure will makes children responsible for caring for parents. By delaying disclosure parents were protecting their children mostly from being hurt, from social rejection and discrimination and from fear of mother’s death. 

Conclusion: Regardless of whether parents had disclosed or not disclosed the decision to disclose was difficult and emotional for parents, and is influenced by various factors. Due to stigma and discrimination disclosure in most families is often treated as a secret; parents do everything possible to protect their HIV status. Common strategies used to protect their HIV status include hiding antiretrovirals, removing labels from ARV bottles, use of different packages for ARVs, taking medication privately and substituting TB for HIV. Parents believed that by delaying disclosure they were protecting their children from consequences of disclosure. Most children reacted positively to disclosure and were protective and supportive to parents, while some non disclosed children became suspicious of parental status.  

Recommendations: There is need for the development of health service practices that would protect HIV positive people taking ARVs from stigma and discrimination. Most HIV positive parents currently on ARVs have seronegative and seropositive children. They therefore need to develop strategies to discuss managing HIV illness especially with their seropositive children who also need to have their diagnosis disclosed. It is imperative that disclosure guidelines are developed to guide parents in disclosing HIV to children. 
Key words: Parental, disclosure, non disclosure, HIV positive, children, qualitative research.
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Chapter 1: Background and introductions
1.1. Introduction
The introduction and widespread availability of HAART, has led to a shift in the conceptualization of HIV from a fatal disease to a chronic illness. Several studies have documented the dramatic improvements in survival for HIV infected patients when combination therapy became the standard of care (Bhaskaran et al., 2008). Similarly (WHO, 2010)  has pointed out that as the number of people receiving antiretroviral treatment (ART) in resource limited settings has increased, evidence has emerged to confirm comparable improvements in longevity among people living with HIV in low- and middle-income countries.
The effective use of ART has contributed to improvements in the prognosis of this illness and dramatically changed the natural course of HIV infection and the meaning of the HIV diagnosis. ART increases the length and quality of life of HIV-infected people by reversing the immunodeficiency characteristic of AIDS (McKinnon et al., 2010). The introduction and widespread availability of ART has led to a shift in the conceptualization of HIV from a fatal disease to a chronic illness ((Bhaskaran et al., 2008). Whereas HIV may have been considered to be a death sentence in the past, in the context of HAART the infection no longer has this connotation (Biadgilign et al., 2009, Ferris et al., 2007, Kallem et al., 2010). Access to ART has increased life expectancy for people living with HIV has increased dramatically, from 5–10 years in the absence of treatment, to more than 25 years following HIV infection if treated appropriately (Bhaskaran et al., 2008).
1.2 .HIV epidemic in South Africa

South Africa is home to the world’s largest population of people living with HIV, UNAIDS 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% (UNAIDS, 2009).  Women continue to be worst affected by the HIV epidemic in South Africa and more than 3 million of persons living with HIV in South Africa are women above 15 years of age (UNAIDS, 2009); and up to 280,000 are children younger than 15 years of age, making South Africa the country with the highest number of children living with HIV in the world. As rates of HIV infection and AIDS steadily increase in women of child-bearing age, the HIV/AIDS epidemic has taken on a new face, evolving into a disease of women, families, and children (Tompkins, 2007)).  Thus, women are one of the groups now at the forefront of the disease, and are most often the primary caregivers in a family constellation. As a result, growing numbers of seronegative and seropositive children are living with an infected mother (Hawk, 2007).
1.3. ART roll out in South Africa

In response to the HIV epidemic, the government of South Africa developed many policies to ensure a multisectoral response to HIV/AIDS (UNGASS, 2010). One of the important breakthroughs to South Africa’s response to the HIV epidemic was the implementation of the national operational plan for comprehensive HIV care, management and treatment. The plan outlined a strategy to provide antiretroviral treatment (ART) in the public sector to all South Africans who need it (Shisana et al., 2009).  The national roll-out of ART commenced in April 2004 and treatment became available in around 500 public sector health facilities, mainly hospitals, but also some community health centres and clinics in the country. Furthermore the operational plan committed to provide ART to over a million people living with HIV and AIDS by early 2008. Consequently an increased number of people have accessed ART in South Africa (Shisana et al., 2009). With the largest ART programme in the world, South Africa is also experiencing substantial public health benefits associated with improved treatment access similar to those in developed countries. A South African national HIV prevalence, incidence, behaviour and communications survey reported an increase in the survival time of adults and children living with HIV (Shisana et al., 2009).
1.4. Arguments for disclosure 

As already shown many infected mothers now lead healthy lives for several years after initial diagnosis, and are increasingly caring for seropositive and seronegative children. As HIV becomes more of a chronic disease and HIV positive people live longer, disclosure of HIV status is fundamental to the management of HIV infection especially for access and adherence to treatment (Hawk, 2007, Norman et al., 2007).  Disclosure is also an essential part of behavior modification and has become an entry criterion for many treatment programs in resource constrained settings similar to South Africa (Norman et al., 2007).  However an HIV diagnosis does not impact mothers as individuals, but also affects how they care for their families. HIV positive mothers must also meet the demands of childrearing and mediate the negative impact of their illness upon their family (Murphy, 2008).  The recent treatment advances suggest that a growing number of seronegative children will develop to maturity within families affected by HIV (Tompkins, 2007).
One potentially challenging experience for HIV positive parents is the process of disclosing their HIV status to children (Hawk, 2007). Studies conducted in well resourced settings have shown that parental disclosure of HIV status to children represents a major dilemma for HIV positive parents who wrestle with decisions about whether and how to disclose their HIV status to their children 
 ADDIN EN.CITE 
(Murphy, 2008, Rwemisisi et al., 2008, Schrimshaw and Siegel, 2002)
. In studies exploring the impact of HIV/AIDS on the ability of mothers to raise their children, disclosure of serostatus emerged as one of their main concerns (Murphy, 2008). According to (Wiener et al., 1996) parents report that trying to decide whether or not to disclose their HIV status to their children is as emotionally charged as learning of the diagnosis itself. Researchers have suggested that the disclosure decision- making process for most HIV positive parents, theoretically results from people weighing the pros and cons associated with disclosure (Antle et al., 2001, Armistead et al., 2001, Ostrom et al., 2006, Tompkins, 2007).
According to Shaffer, (2001) disclosure of HIV status carries with it the threat of stigmatization and discrimination against the infected mother and her family. And living with a stigmatizing and chronic terminal illness, the decision to disclose HIV status is made with extreme caution. Suggesting that HIV positive parents weigh the pros and cons associated with disclosure given the social environment within which disclosure occurs. Because of preconceived notions regarding HIV positive persons, stigmatization may have an impact on disclosure decisions. Mothers are often concerned that their children might be unable to keep the diagnosis secret resulting in stigmatization and isolation for them. It is often because of stigma that mothers delay disclosure of HIV status to children 
 ADDIN EN.CITE 
(Murphy et al., 2002, Ostrom et al., 2006)
. 
While HIV related stigma plays a part in their decision to reveal to children or not, parents commonly cite protection from distress as a major reason for withholding illness-related information from children (Tompkins, 2007).  Mothers worry that the psychological burden of shock, fear, stigma, anxiety, depression, and fears of maternal death will be more than their children can handle 
 ADDIN EN.CITE 
(Armistead and Forehand, 1995, Schrimshaw and Siegel, 2002)
. However the bigger factor in HIV positive mothers’ decision to disclose was the desire to protect children from the knowledge that their mother had a life-threatening, potentially fatal, disease (Nelms, 2005). The difficulties mothers anticipate about disclosure of HIV status to their children frequently translate into low rates of disclosure to children (Tompkins, 1999). Evidence from previous studies has shown the rates of HIV disclosure to children to be relatively low, in around 30% of families studied (Armistead, 2001). 
1.5. Benefits of disclosure 
There are several potential benefits of disclosure of parental HIV status to children. Tompkins, 2007 reported that the majority of HIV positive mothers in her study perceived relatively more advantages than costs associated with telling their children about their health status. In explaining positive feelings about the disclosure many mothers cited increased child involvement, more closeness, expressed affection, and children’s supportive behaviours and decreased maternal stress. 
 ADDIN EN.CITE 
(Armistead and Forehand, 1995, Tompkins, 2007)
 suggested that disclosing alleviates stress around the need to hide physical and emotional functioning, and allows older children to participate in future decision making. 
Other benefits of disclosure reported in the literature include; the ability for children to communicate openly with their mother about HIV and their concerns about her health, acquiring social, emotional and physical resources, long-term psychosocial coping, children displays lower levels of negative self-esteem and less aggression, decreased childhood depression 
 ADDIN EN.CITE 
(Armistead and Forehand, 1995, Kennedy et al., 2010, Murphy et al., 2001, Palin et al., 2009, Wiener et al., 1996)
  found that children who knew their parents HIV status scored lower in aggression and negative self-esteem. The authors suggested that knowledge of the parental HIV status buffers children from engaging in harmful self-attributions when facing difficult family circumstances. 
Literature also shows that women who had discussed their HIV status with their immediate families reported stronger family cohesion than mothers who had not disclosed. There was an indication that mothers who have disclosed reported significantly lower levels of depression than mothers who have not disclosed. With regards to benefits for children, literature shows that children aware of their mother’s HIV status are for the most part doing well compared to children unaware of their mothers’ status. Lastly there is evidence that disclosure results in improved parent-child relationships 
 ADDIN EN.CITE 
(Murphy et al., 2001, Murphy et al., 2002, Schrimshaw and Siegel, 2002, Wiener et al., 1998)
.  HIV is a family disease and treatment of HIV in the context of the whole family improves long term adolescent outcomes and reduces potential effects of stigma (Kennedy et al., 2010).
1.6. Consequences of non-disclosure
Non-disclosure is linked to children’s increased fears and concerns because when stressors in the family are kept a secret, children may feel anxious and confused (Murphy et al., 2001). Literature has shown that withholding parental HIV status from children may result in greater generalized anxiety, severe emotional distress, disturbed self-image and social isolation 
 ADDIN EN.CITE 
(Instone, 2000, Murphy et al., 2001, Rwemisisi et al., 2008)
.  There is also evidence that among children to whom disclosure has been withheld, many children are nonetheless aware that something is wrong and experience confusion and anxiety as a result (Murphy et al., 2001). Literature also show that when children are not disclosed to, psychological distress may be apparent in the child due to the guilt they feel for a disordered family environment whose source they cannot identify (Murphy, 2008).
Non-disclosure can also take both physical and psychological tolls on mothers, HIV positive mothers are disproportionately at risk of high levels of emotional distress, depression, and anxiety, likely arising from both the specific social and physical challenges of HIV (Murphy et al., 2002).  Parents who withhold disclosure also run a risk that the decision will be taken from them when someone else discloses their HIV status; that their children may guess the secret; or that they may inadvertently reveal it in a moment of stress, depriving them of the opportunity to plan their disclosure to make its delivery as supportive as possible(Vallerand et al., 2005).  

Parental worries about disclosing their own HIV status to children represents a major psychological burden for many parents and a potential barrier to testing and care for their children (Rwemisisi et al., 2008).
1.7. Problem statement

Earlier studies on disclosure of maternal status have shown that disclosure generally is related to parental desire to prepare children to face parental death and to provide accurate information to children who suspected that something was wrong with the parents. However, since the prognosis is improved greatly for patients who are on HAART, HIV positive parents taking ART are faced with the difficult decision of whether and what details to share about their HIV status with their children (Nam, 2009).  Since the prognosis is improved greatly for patients who use ART, the decision-making processes underlying disclosure of parental HIV status might have changed (Pilowsky et al., 2000). As new antiretroviral treatments have become available, HIV-related illnesses have become chronic illnesses; thus, parents are living with their illness for many years and with varying degrees of health deterioration(Pilowsky et al., 2000).  Shaffer, (2001) also argues that with the availability of anti-retroviral treatment illness progression does not necessarily signal impending death, and may not influence the decision for disclosure of illness status to children and others. 
The majority of children born to HIV positive mothers in the absence of PMTC programs are perinatally infected. WHO estimates that 90% of new HIV infections which occurred in infants and children in 2008 were acquired through mother to child transmission (WHO, 2010). The effective use of ART has led to a shift in the conceptualization of HIV from a fatal disease to a chronic illness. Children with HIV are living much longer healthier lives than ever before 
 ADDIN EN.CITE 
(Ferris et al., 2007, Kallem et al., 2010)
. Therefore non disclosure of parental HIV status invariable means non disclosure of HIV diagnosis to HIV infected children. The belief that disclosure of parental HIV status to the child is the right thing to do, parallels the belief that the child has the right to know his/her own diagnosis (Pilowsky et al., 2000).  Current and previous data show that caregivers and health care providers believe that disclosure benefits both children and their caregivers 
 ADDIN EN.CITE 
(Bachanas et al., 2001, Oberdorfer et al., 2006)
.  One of the main reasons caregivers discloses HIV diagnosis to children is that HIV serostatus disclosure is related to good or improved adherence and influence children’s participation in healthcare decision-making 
 ADDIN EN.CITE 
(Bachanas et al., 2001, Biadgilign et al., 2009, Bikaako-Kajura et al., 2006)
.  Furthermore disclosure has been shown to have positive effects on the clinical course of the disease, an important implication for the success of HAART treatment 
 ADDIN EN.CITE 
(Ferris et al., 2007, Kallem et al., 2010, Oberdorfer et al., 2006)
.
Given that a parent’s decision to disclose to children is influenced by myriad factors, to understand the decision making process of parents with HIV, it is useful to be aware of all the factors that might influence their decision. As previously mentioned, increased access to HAART in South Africa calls for a thorough understanding of the process of disclosure of parental HIV status within the context of South African families. However, most studies examining disclosure before and after the introduction of antiretroviral treatment have been conducted in developed country settings, only a few of these studies are from poor resources settings (Kennedy, 2010). One South African study provides the first quantitative look at the relationship between disclosure and child functioning in a sample of South African mothers and their adolescents (Palin et al., 2009).  This study will use a qualitative approach to build on these studies by exploring the process of parental HIV disclosure to their children from perspectives of HIV parents. In the eight qualitative studies of disclosure conducted in poor resourced settings identified, most focused on disclosure from the perspective of HIV positive mothers. Only one of these studies includes the perspective of HIV positive fathers and caregivers 
 ADDIN EN.CITE 
(Kennedy et al., 2010, Pilowsky et al., 2000)
.
1.8. Study aim

The aim of the study was to explore parental disclosure and nondisclosure of HIV status to biological children among HIV positive people at Tshepang Wellness Clinic, Dr George Mukhari Hospital.

1.9. Research questions
1. What influences the decision by parents on antiretroviral treatment to disclose or not disclose their HIV status to children? 

2. What is the experience of disclosing parental HIV status with children?
3. How do parents on antiretroviral treatment manage to keep their HIV positive status from children?
1.10. Study objectives

1. To explore parental decision to disclose or not disclose their HIV status to children. 

2. To explore parental experience of disclosing HIV status to children.
3. To explore strategies used by parents to conceal their HIV status from children.
 1.11. Study significance

The findings from this study can help healthcare providers to understand more about factors that influence disclosure in a family context, and allow for developing and adopting a framework to better support parents living with HIV in disclosing their HIV status to children.
The findings from this study would help health care workers to understand the importance of disclosure among HIV positive parents, and provide evidence for HIV/AIDS disclosure interventions in the clinic which will also assist parents with HIV to make effective decisions on disclosure.
Chapter 2: Literature Review 

2.1. Introduction
This chapter is a critical analysis of literature on disclosure of parental HIV status to children. In this chapter the major factors for disclosure and non disclosure are reviewed. Most of the reviewed literature is from studies conducted in well resourced countries, there is still dearth of data on parental disclosure of HIV status in South Africa and Sub Saharan Africa. 
2.2. Disclosure rates
A number of studies have indicated that parents worry about sharing their HIV positive status with their children because they fear that children will not keep it secret or will be treated unjustly afterward 


(Dematteo et al., 2002, Lee and Rotheram-Borus, 2002) ADDIN EN.CITE . Because of these fears, mothers are found to have a relatively low rate of disclosure of their HIV infection to their children compared to other family members (Moore et al., 2008, Schrimshaw and Siegel, 2002). Disclosure rates of parental disclosure of HIV status to children vary from region to region, according to Nöstlinger et al., (2004) American parents tend to disclose their serostatus to their children more than their European counterparts, in Europe; parental disclosure rate varies between 4 and 11 per cent. However, Palin et al., (2009) reports that in the U.S disclosure rates vary from study to study, ranging from 30% among younger children to 74% among adolescent aged youth. Pilowsky et al., (2000) also reported varying rates from study to study; studies focusing on adolescents have reported higher rates (74%) of parental disclosure while a study that included younger children revealed lower rates. Tompkins, (2007) found that only 54% of the mothers in their longitudinal study disclosed their HIV status to their children.

In the only South African study that was conducted with HIV positive mothers on disclosure to children, forty-four percent of the children in the sample had been disclosed according to Palin et al., (2009). In another Sub Saharan study Moore et al., (2008) reported disclosure rates of about 16 per cent among HIV positive parents in Lome Togo. On the other hand, the low disclosure rates to children could also be attributed to parental protection from social consequences such as stigmatization and psychological distress (Moore et al., 2008).

2.3. Non-disclosure
A number of studies in well resourced settings have proposed and provided various explanations why mothers opt to withhold their HIV status to their children. One of the key reasons provided by mothers for non disclosure of HIV status is the desire to protect the child mainly from: worry about mother dying, worry that child will tell others about the HIV status of the parent (Pilowsky et al., 2000, Schrimshaw and Siegel, 2002, Tompkins, 2007, Vallerand et al., 2005, Wiener et al., 1996). According to Pilowsky et al., (2000) most mothers who participated in their study were concerned about talking to children about death and dying which they believe might cause children painful worries. More so since AIDS is a death sentence for most Africans because of lack of resources for antiretroviral therapies, knowledge of a family member's terminal illness generates strain on family relationships among all members involved (Moore et al., 2008). In addition, Tompkins, (2007) also reported that mothers believe that disclosure of HIV status would cause children to worry too much about the future. Furthermore Vallerand et al., (2005) reported that one other reason that mothers gave for not disclosing their HIV status to children was that they wanted their child to recover from previous losses. Thus, women are protective of their children and most likely gauge disclosure decisions based on perceived child maturity and emotional stability (Ostrom et al., 2006). The desire to protect could be channelled into disclosure or nondisclosure depending  on maternal perceptions of which carries a greater potential for serious damage to the family (Hawk, 2007).
2.3.1. Child age 

The age of the child or maturity level of the child was also regarded by several researchers as one of the key considerations why mothers often choose not to disclose their HIV status to children. Mothers fear that the child would not understand the implications of the disease mainly because they were too young or immature. Parents believe that their children were too young and lacked the intellectual capacity to understand the diagnosis 
 ADDIN EN.CITE 
(Pilowsky et al., 2000, Schrimshaw and Siegel, 2002, Tompkins, 2007, Vallerand et al., 2005, Wiener et al., 1996)
 According to Armistead et al., (2001) mothers understood that the younger child did not have the cognitive or emotional skills necessary in order to fully understand the implications of the situation (Vallerand et al., 2005). Data from several studies show that mothers endorsed developmental inappropriateness as the reason for non disclosure of HIV status to children (Tompkins, 2007). Though disclosure of parental HIV status to children varies according to the age of the child, Lester et al., (2002) argues that parents are more likely to disclose over time to children of all ages. Similar observations were previously reported that disclosure appears normative; over time, parents were much more likely to disclose, regardless of the age and sex of the child (Lee and Rotheram-Borus, 2002)
According to Murphy et al., (2002) the decision not to disclose HIV to younger children may result from the mothers’ perceptions that older children will more likely understand the implications  of disclosure and might be better equipped to keep the HIV status confidential. Consequently, data from previous studies show that HIV infected parents are more likely to disclose to children who are older. Therefore mothers appear to be waiting to disclose their illness status until their children demonstrate a level of emotional maturity or readiness to handle the information thus enhancing the chances that their children will be able to cope with the disclosure successfully (Armistead et al., 2001). As already mentioned, mothers may feel that older children will be better able to understand the implications of their illness (Armistead and Forehand, 1995, Tompkins, 2007). As expected, data from several studies show that children for whom disclosure had occurred were marginally and significantly older than those who did not know about their mothers’ HIV status (Armistead et al., 2001, Murphy et al., 2002, Schrimshaw and Siegel, 2002, Shaffer et al., 2001, Wiener et al., 1998). Recently, Vallerand et al., (2005) reported that most mothers in their study reported that they chose to disclose when they believed their child was developmentally ready. 
2.3. 2. Avoiding emotional pain 

According to Hawk, (2007) avoiding emotional pain is an explicit and implicit theme present in many of mothers’ justifications for both disclosure and nondisclosure. In several studies conducted on non disclosure mothers cite concern for children’s psychological wellbeing as a reason for non disclosure of HIV status to children. In addition, parents commonly cite protection from distress as a major reason for withholding illness-related information from children. Other factors associated with disclosure of parental HIV to a child included a fear that their children would be psychologically harmed and concerns about inducing anxiety and depression to children (Armistead and Forehand, 1995, Armistead et al., 2001, Murphy et al., 2001, Schrimshaw and Siegel, 2002, Tompkins, 2007). Parents also believe that disclosing HIV status would be too much of an emotional burden for their children and that disclosure would take away from the joys of being a child (Ostrom Delaney et al., 2008, Schrimshaw and Siegel, 2002, Vallerand et al., 2005).
2.3.3. Fear of hurting the child

Literature has shown that mothers with HIV struggle with whether to disclose their serostatus to their children, most recognize that disclosing HIV status to children is something that should be done, but fear the consequences for the children and themselves. Most parents fear that disclosure will be too upsetting for children, while some avoid disclosure because they are afraid of hurting their children (Kennedy et al., 2010, Nelms, 2005).

2.3.4. Not knowing how to tell

Parents often delay or avoid disclosure of HIV status to children because they believe that they do not know how to disclose properly (Kennedy et al., 2010). Similar findings were previously reported that Ugandan parents 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 (Rwemisisi et al., 2008). Parents may be hesitant to disclose their HIV status to their children because they do not know how to bring up the discussion on the issue of the HIV transmission, more so because sex and sexuality are not topics that parents often discuss with their children in Sub Saharan Africa where sexual intercourse is the common mode of HIV infection (Moore et al., 2008). According to Ostrom et al., (2006), explaining to children the mode of infection, especially in these situations where mothers were infected through heterosexual HIV transmission, can be extremely difficult. Nam et al., (2009) also recently reported that parents described difficulties in addressing the issues of HIV and sexual relationships with their children which also reveals parental inhibition about discussing reproductive and sexual health with their children. 

In an effort to avoid such situations, mothers may decide not to disclose. One other reason why parents may feel very uncomfortable disclosing their HIV status to their children is fear that children may ask questions that would be difficult and shameful for them to answer. According to Murphy et al., (2001) some mothers lack confidence that they can disclose to children in an appropriate way and because trust in one’s ability to convey the information is important, mothers avoid disclosure. Communication difficulty can encompass a combination of self, other, or relationship based factors arising from feelings of insecurity, shame from contracting and transmitting the disease, problems with explaining the illness to younger children, or long-standing, ineffective patterns of family communication (Dematteo et al., 2002).
2.3.5. Stigma and discrimination

HIV related stigma has been documented as a barrier to health care, social support, and disclosure by several studied on disclosure of HIV status (Norman et al., 2007). Sharing one's seropositive status becomes a challenge as people living with HIV and AIDS (PLWHA) tend to be stigmatized and discriminated against compared to people with other chronic illnesses. Rwemisisi et al., (2008) pointed out that a common finding study on HIV disclosure is the burden of HIV stigma, the consequent of the high burden of stigma is that disclosure of HIV status has been associated with more negative outcomes than disclosure of other less stigmatized illnesses like cancer. 

Mothers with HIV/AIDS struggle with whether to disclose their serostatus to their children, and often fear that when disclosed to children will feel stigmatized by their mother’s illness (Murphy et al., 2002).Stigma and discrimination was also reported as one of the major concerns for disclosing HIV status by several studies, the data shows that mothers avoid disclosing HIV status to protect children (Armistead and Forehand, 1995, Armistead et al., 1999, Lester et al., 2002). Mothers fear that others will reject the child or family if the HIV status of the parent is revealed (Vallerand et al., 2005).
2.4. Reasons for disclosure

2.4.1. Educating children about HIV

Literature shows that there are a number of reasons why mothers disclose their HIV status to children. Mothers from several studies reported many reasons for disclosing their HIV infection to their children, including wanting to educate their children about HIV (Kennedy et al., 2010, Vallerand et al., 2005). Literature shows that some mothers feel a need to prepare their children for future AIDS-related illness and the possibility of death. Mothers wanted to prepare children for emergency situations should the mother have an accident or suddenly fall seriously ill. Mothers especially wanted to make sure children know how to avoid contact with blood or other body fluids (Armistead et al., 2001, Hawk, 2007, Schrimshaw and Siegel, 2002). 
Another educational consideration was that mothers think it is important to disclose before their health begins to deteriorate, as children can be more easily reassured that death is not an immediate likelihood (Schrimshaw and Siegel, 2002).While mothers of some adolescents chose to disclose to protect children from the possibility of exposure of HIV/AIDS, one mother told her oldest daughter because she was becoming promiscuous (Vallerand et al., 2005). According to Rwemisisi et al., (2008) some parents considered that telling children would be a beneficial way to warn them about the dangers of HIV infection. 
2.4.2. Wanting children to hear from them
Current and previous studies show that parents want to be the ones to disclose their HIV status to children because before disclosure parents seek to psychologically prepare their children to minimize the impact of such consequences (Dematteo et al., 2002, Schrimshaw and Siegel, 2002). Parents believe that if children learn about the parents HIV status from others, they may not be able to protect or prepare the child (Moore et al., 2008). The other reason is the desire to be the ones who inform the children about the HIV status because mothers often want to present all the facts about their illness in a reassuring manner. Women want to take a leading role in disclosing to their children and often make the decision based on the child’s ability to handle the information without being excessively worried or scared (Ostrom Delaney et al., 2008).

Most mothers fear that disclosures from ignorant or prejudiced others will increase a child’s distress (Schrimshaw and Siegel, 2002). According to Rwemisisi et al., (2008) most parents in their study felt that no-one should disclose their own status on their behalf to their children. The authors maintain that HIV counsellors and other health care providers should be equipped to provide parents with advice and skills to engage in the process of disclosing their own HIV status to their children, offering assistance only where appropriate and desired.
Evidence from a number of studies show that majority of children who knew their parents HIV status had been told by their mothers. Palin et al., (2009) reported that 96% of children who knew their mother’s HIV status had in fact been told by the affected parent. The remainder of the children had been told of their mother’s HIV-diagnosis by either a grandparent or a non related person. Tompkins, (2007) found that mothers in their study disclosed diagnostic status to the participating child in 61% of the families. 
2.4.3. Avoiding forced disclosure 

The forced disclosure phenomenon is a common occurrence among HIV positive parents. Pilowsky et al., (2000) reported that some of the HIV positive women in their study stated that their declining health or physical appearance fuelled the disclosure of HIV status to children. Similarly Vallerand et al., (2005) reported that mothers perceived that the process of disclosure was often forced upon them because of their declining health status. In a number of cases the event of forced disclosure was often directly related to the mother’s declining health status (Vallerand et al., 2005). This may occur because mothers are less able to hide their symptoms from others, including their children (Armistead and Forehand, 1995).
Vallerand et al., (2005) further argues that there were situations where mothers felt they had no choice regarding disclosure; because the child would have learned about their parents’ status from other sources. In these instances mothers were forced to disclose their HIV status because children were getting the information from other sources. Other studies support this view that many mothers disclose as a pre emptive measure, because they want to ensure that their children do not learn the information from someone else (Schrimshaw and Siegel, 2002). 

2.4.4. Honesty

Previous studies have indicated that the reason why mothers may disclose is because HIV positive mothers may be generally opposed to keeping secrets from family members and desire honest relationships with children. Similarly current data shows that some parents discussed disclosure of parental HIV status as necessary to maintain an honest, trustful family relationship with the children. Parents feared that if they do not disclose, children find out from somebody else (repetition) (Kennedy et al., 2010, Schrimshaw and Siegel, 2002, Vallerand et al., 2005). Furthermore, (Schrimshaw and Siegel, 2002) suggested that mothers disclose to prevent a feeling of betrayal amongst their children as a result of learning the diagnosis from others, or realizing that she has kept the secret for a long period. Parents also felt that the child had the right to know (Pilowsky et al., 2000). Being honest for some mothers meant providing accurate information regarding transmission of HIV through unprotected sexual contact, as a unique concern, separate from disclosure repetition (Vallerand et al., 2005).
2.4.5. Support from children

Kennedy et al., (2010) found that for some of the parents in their study, the reason for disclosure of HIV status was to receive help and support from their children. Murphy et al., (2002) also reported that HIV positive mothers who are in ill health may also need children to assist them, and disclosure is one way to explain why the child needed to assist more in the household was necessary. Several other studies have reported on this concept, data show that parents inform their children about their health status when deteriorating health or when death is imminent (Lee and Rotheram-Borus, 2002, Schrimshaw and Siegel, 2002).
2.5. Child Gender 

There is currently a debate on whether disclosure varies with child gender; child gender has been shown to moderate mothers’ disclosures. Several studies investigating this phenomenon suggest that daughters are more likely to be informed of their parents’ HIV status than boys (Armistead et al., 2001, Lee and Rotheram-Borus, 2002, Schrimshaw and Siegel, 2002, Shaffer et al., 2001, Tompkins, 2007). Literature further shows that not only are female children disclosed to more often but they are the targets of earlier disclosures. Mothers may discuss their health status more thoroughly with daughters than with sons, and give more detailed information to female children (Armistead et al., 2001, Dematteo et al., 2002, Lee and Rotheram-Borus, 2002, Shaffer et al., 2001). Researchers have hypothesized that this pattern may be driven by an expectation that girls assume household responsibilities as mothers become unable to do so (Armistead et al., 2001). But Shaffer et al., (2001) argues that generally female children often assume more responsibility around the house when a mother is ill than prior to the mother’s illness, which may contribute to a mother’s decision to share their HIV status with their female, rather than male children. However in her recent study Tompkins, (2007) found that neither child age nor child gender differed between those who knew and did not know their mother’s diagnosis. 
2.6. Decision to disclosure

The process of disclosure is stressful for both the mothers with HIV and their children. For a

mother, whether or not to disclose and when to disclose her HIV status to her child is a very

individualized decision (Vallerand et al., 2005). According to Armistead and Forehand, (1995) parents’ decision to disclose may be influenced by decreased parental stress associated with keeping the “secret” and hiding health seeking behaviour. While Murphy et al., 2001, Ostrom et al., (2006) maintains that parental decision to disclosure is influenced by decreased child stress related to living with an unnamed illness. Similarly parents’ decision may be influenced by an increased opportunity to involve children in future planning and to prepare for future loss (Ostrom et al., 2006, Pilowsky et al., 2000). In addition parents disclose when there is an increased control over the process of disclosure (Murphy et al., 2001, Ostrom et al., 2006). This may suggest that parents disclose when they do not fear secondary disclosure. One other key factor in the decision to disclose is improved parent-child communication; to facilitate sharing of accurate information regarding HIV and its prevention (Armistead et al., 1999, Schrimshaw and Siegel, 2002).
Though literature shows that parents disclose wanting the child to know before the mother’s health seriously declined (Vallerand et al., 2005). Several other studies show that parents’ decision to disclose may be associated with a desire to tell their children about their HIV status before severe illness or death ensues (Schrimshaw and Siegel, 2002).

2.7. Reaction to disclosure

Data from previous and current studies shows that parents delay disclosing their HIV status to their children because they fear that children react negatively to disclosure. Mothers perceived children as demonstrating a variety of reactions to disclosure, children were described as having a negative reaction such as rejection, anger, fear, or disappointment worry, sadness, shocked, confused, anger, crying, relief and being hopeful (Tompkins, 2007, Vallerand et al., 2005). However a child may have short-term reactions of depression, anxiety, or anger in response to disclosure, but that long-term effects could be different (Armistead and Forehand, 1995).
Positive reactions to disclosure involved comforting, showing concern and being supportive and protective to parents. Some parents reported that their children gave them hugs after disclosure (Murphy et al., 2006, Ostrom et al., 2006).However cases of children being overprotective of their mothers, especially in regard to their mothers’ health were also reported. Children seemed to constantly ask their mothers how they were feeling and focused on their mothers (Murphy et al., 2006, Rwemisisi et al., 2008)
2.8. Intention to disclose

Literature shows that non disclosed mothers who have not committed to disclosing often have no specific ideas about if, when, and how they would share this information with children (Schrimshaw, 2002; Wiener, 1999). On the other hand for mothers who had plans for disclosure, the decision to disclose would be based on the child’s maturity level. Mothers plan to disclose when children were older and mature enough to handle it (Vallerand et al., 2005). Some of the plans for disclosure were based on a particular age, one mother would tell the child when they reached the mean age of 15.2 years (Tompkins, 2007). Though age is mentioned as a basis for future disclosure for non disclosed parents, this age varied greatly, one mother planned to tell her youngest son after he graduates from high school (Vallerand et al., 2005). Similarly Wiener et al., (1998) reported that parents in their study indicated that they would tell their children when they were old enough to understand the diagnosis. 

2.9. Secrecy

Many studies on disclosure of parental HIV status have indicated that parents worry about sharing their HIV positive status with their children because they fear that children will not keep it secret (Dematteo et al., 2002, Rotheram-Borus et al., 1997). For the mothers, secrecy stemmed from their fears that their HIV status would result in social ramifications for their children (Vallerand et al., 2005). Women are concerned that their children might be unable to keep the diagnosis secret resulting in stigmatization and isolation for them (Murphy et al., 2002, Ostrom et al., 2006). Armistead et al., (2001) argues that the stigma and discrimination associated with HIV compels a parent to tell their children to keep their HIV status secret to avoid being discriminated resulting in forced secrecy. According to Murphy et al., (2002), many parents choose not to tell their young children about their HIV status because they are concerned that the children may not be able to handle the news or because they must also weigh the benefits of disclosure against the risk that sharing the information might make the family vulnerable through the child's disclosure to others.  Furthermore parents’ post disclosure requests for secrecy may also create problems for youths. Children who are not free to discuss their feelings with others show trends toward more problem behaviour and experience increased levels of anxiety, shame, and guilt in relation to HIV (Murphy et al., 2002). However Ostrom et al., (2006) argue that secrecy is the barrier to disclosure rather than concern about being stigmatized by their children. Lee and Rotheram-Borus, (2002) argue that disclosure to only older children creates a context of family secrecy, the silence in many HIV-affected families may extend the stigma into the next generation, emotionally burdening both HIV-infected caregivers and HIV-affected children (Nöstlinger et al., 2004).
2.10. Patterns of disclosure

Data from previous studies on disclosure of maternal status to children has shown that women disclose more to their mothers, close friends, and sexual partners as compared to disclosing to their children (Armistead et al., 1999, Shaffer et al., 2001, Tompkins, 2007). One of the biggest challenges for HIV positive mothers is the decision to disclose her status to her children.  For most parents trying to decide whether or not to disclose their HIV diagnosis to their children is as emotionally charged as learning of the diagnosis, finding disclosure to their children to be the most difficult. Therefore the decision to disclose is made with extreme caution and often does not bring anticipated relief (Shaffer et al., 2001, Wiener et al., 1996). It is therefore not surprising that children seem to be disclosed to less often than other family members in the life of the HIV positive mother including health care providers Armistead et al., 1999, Hawk, 2007).

Literature also show that parents in families with more than one child may choose to tell certain children but not others, often referred to as differential disclosure (Tompkins, 2007). Corona et al., (2006) found that in households with more than one child in her study, a third of parents said that at least one but not all of their children knew of the parent’s HIV status. Mothers selectively disclose to children who they believed to be mature and could emotionally handle the news. Ostrom et al., (2006) and Rotheram-Borus et al., (1997) reported that about a third of mothers participating in their studies disclosed to only some of their children. According to Wiener et al., (1998), the decision to disclose HIV status to children is often based on perceived emotional or cognitive maturity suggesting that mothers’ disclosure choices are at least partially determined by children’s characteristics. 

Differential disclosure creates a more complex network of information sharing within the family, resulting in younger children, being told only that the parent is ill or chronically

ill, with no mention of HIV (Rotheram-Borus et al., 1997, Hawk, 2007). The phenomenon that many mothers share only limited information about their health status with children was also reported (Murphy et al., 2002).
Disclosure of HIV status to their children is one of the most difficult issues parents grapple with (Tompkins, 2007). Disclosure Parents either find disclosure to be easy and disclose immediately after diagnosis while others find disclosure to be difficult and take much longer before disclosure to children. Armistead et al., (1999) reported that about half of the mothers who told their children of their diagnosis did so within a few days of receiving their diagnosis while only a small percent did so within 12 months after diagnosis. Dematteo et al., (2002) reported similar pattern of disclosure, in their study of mothers who had disclosed, about a third had told children almost immediately after diagnosis, while a similar percent delayed disclosure for over a year. Other studies show that disclosing mothers would have obtained their diagnoses in the recent past than non-disclosers (Letteney, 2006. For parents whose health status was good disclosure of HIV status to children is delayed (Hawk, 2007). 

There is evidence from previous studies on parental disclosure of HIV status that parents inform their children about their health status when deteriorating health and/or imminent death hastens disclosure. Suggesting that for most disclosed parents, the decision to disclose was motivated by the parents’ ill health and that disclosure occurred when the parent’s health status was very poor. This phenomenon was also reported by Vallerand et al., (2005) that HIV positive mothers' decision to disclose was dependent on the degree of the mother's illness. While Lee and Rotheram-Borus, (2002) also found that disclosure was significantly more common among parents with poor health which also supports the notion that  that parent’s disclosures increased as their health deteriorates. Similarly, Hawk, (2007) reported that in some studies, mothers whose overall health is poor demonstrate higher rates of disclosure. 
Chapter 3: Methods and Materials

3.1. Introduction
This chapter will outline the methods and materials used in the study including study design, study population and study setting, sampling and sampling size, inclusion and exclusion criteria, data collection methods, instrument used, recruitment procedure and data collection procedure, data analysis and ethical consideration. The approach used to ensure validity and reliability of the data is explained. Ethical considerations are also included in this chapter. 
3.2. Study design  

An exploratory qualitative approach was adopted to conduct focus group discussions (FGD) with parents receiving antiretroviral treatment (ART) at Dr George Mukhari wellness clinic.

(Krueger, 1988) defines a focus group as a carefully planned discussion designed to obtain perceptions in a defined area of interest in a permissive, non-threatening environment for the purpose of obtaining information of a qualitative nature from a predetermined and limited number of people. FGDs was selected as the most appropriate approach because it is useful for exploring people's knowledge and experiences and can be used to examine not only what people think but how they think and why they think that way (Kitzinger, 1995). In this study focus groups allowed the researchers to explore participants’ experiences and opinions concerning disclosure of parental HIV status to their children. Furthermore FGDs allow participants to share and compare personal knowledge, beliefs, experiences, and feelings about disclosure of their HIV status. 
3.3. Study setting

The study was conducted at Tshepang Wellness Clinic, an ART centre in the Dr George Mukhari Hospital (DHMH). This clinic was chosen because of its geographic location, it was easily accessible to the researcher and one of the largest HAART program in the province, catering for a large population of disadvantaged communities. The wellness centre at the DGMH was among the first centres established for provision of ART to adults.  The wellness clinic started with ART roll out in 2004 and operates from Monday to Friday. At the time of data collection the centre had enrolled about 1087 adults’ patients in the highly active antiretroviral therapy (HAART) program.  
3.4. Study sample

The study population comprised of HIV positive patients who have biological children aged from 7years to 18years who are enrolled at the clinic for ARVs. The study recruited both male and female participants. Participants comprised of HIV positive patients who have disclosed their status to their children and HIV positive parents who have not disclosed their status to their children and have children aged between 7 and 18 years. HIV positive patients who had no biological children and those who had children below 7 and above 18 years were excluded from this study.

Purposive sampling was used to select parents with children aged between 7 -18 years to participate in FGDs on disclosure of parental HIV status to children. In purposive sampling the researcher selects participants for the study because they can purposefully inform an understanding of the research problem and the central phenomenon in the study (Creswell, 2007).

According to Patton, (2002) there are no rules for sample size in qualitative research but data is guided by saturation. The rule of thumb however recommends three to five focus groups and then determines if saturation has been reached (Krueger and Casey, 2000, Morgan, 1997). In this study a total of six (6) FGDs were conducted with HIV positive parents who had disclosed their HIV status and parents who had not disclosed their HIV status to their children. Parents who had disclosed their HIV status to children formed one group and those who had not disclosed formed another group for the FGDs. Focus groups comprised of about 6 participants in each group and three (3) FGDs were conducted with parents who had not disclosed and two (2) with parents who had disclosed their HV status children. As anticipated by the researcher, more parents indeed did not disclose their HIV status to their children. The sample size was guided by data saturation, data was regarded to have saturated when no new ideas, concepts, categories or relevant themes emerges (Krueger, 2000). The focus group discussions ran until the researcher observed that there were no new responses from the participants. This was observed after the 2nd focus group with disclosed parents especially because the pilot group also comprised more of disclosed parents as it was easy to recruit disclosed as compared to non-disclosed parents. Data saturation was observed after the 3rd focus group with non-disclosed parents. 

3.5. Recruitment procedure

Recruitment of study participants started after the researcher received ethical clearance from the Medunsa Ethics and Research Committee (MREC) during November 2010. Permission to conduct the study at the wellness centre was previously granted by the Head of the Department (A copy of the research proposal, focus group guide, consent form and letter of approval from MREC and also from the chief executive officer handed over to the project manager for record keeping).
After the researcher obtained ethical clearance, she went to the clinic for data collection planning, the researcher planned to collect data from November 2010 to January 2011. On the first day of data collection the project manager introduced the research team to the other staff members and also allocated a room were the researcher and the research assistant could work from.

Participants were recruited during their routine visit to the clinic, recruitment was done in the mornings while patients await their turns to be seen and collect medication. Patients spend almost 8hours between consulting and collecting medication, the researcher planned to use the time while they were waiting for medication to conduct the FGDs. On the first day of recruitment, the clinic was full and the researcher thought that recruitment was going to be easy and fast. The approach adopted was that the researchers introduced themselves and the reasons why they were there to patients while they were waiting for their treatments. After talking to patients in a group no one was interested to participate; they all gave reasons that they were there to collect their treatment and go to work, some said they don’t have children, and some said their children were either too old or too young.
It was so frustrating to realise that recruitment was a challenge in a qualitative research. And this has taught the researcher to acknowledge participants.  The researcher then adopted a strategy where patients were on approached one by one and the objectives of the study explained. It was interesting to note that when the researcher or research assistant was talking to one patient, the next patient would hear what was said and if the patient agrees to participate the one who is next to him/her will also agree, but if the other one doesn’t agree, the other one will also not agree. Patients who verbally volunteered to participate were informed that the focus group discussions will be conducted after they have seen the doctor while they were waiting to collect medication. The wellness centre staffs was very helpful in this regard because they facilitated that patients would not lose their place on the queue while participating in the focus group discussion 
3.6. Data collection 
The first step in data collection was to conduct a half day training session held between the researcher, the supervisor and the research assistant. The focus of this training was preparation for data collection with a focus on recruitment, preparation and conducting focus groups, administering of the informed consent as well as brief overview of the objectives of the study. The training also was to review the focus group guide, and the team discussed the guide with a special focus on the questions asked and to the language use in the guide. Two open ended, semi structured interview focus group guides one for disclosed participant and one for non-disclosed participants were developed by the researcher.  The focus group guides were developed in English and translated into Setswana, a language commonly spoken by most of the participants in this study setting. The translation ensured that the researcher asked the questions in a language that the participants understood and could freely contribute during the FGDs. The disclosed focus group guide comprised of 11 questions while the non-disclosed focus group guide comprised of 9 questions. 
In addition a short structured demographic questionnaire with close ended questions was developed and translated to Setswana to obtain participants demographic and HIV related data. Variables on the questionnaire included age, level of education, marital status, employment status, type of employment, date of HIV diagnosis, and period on ART.   Participants were also requested to provide information on their children including number of children, the ages, gender, and HIV status of their children, and whether or not participants had disclosed their HIV status to their children. 

The second step in data collection was to conduct a pilot study to assess the clarity, understanding the focus group guide and to determine if the guide will actually be able to elicit the required information and to determine the feasibility of conducting focus groups from the study setting. The pilot focus group was conducted with the first group of participants that was recruited and the group comprised of 7 participants, 6 females and 1 male, this was a mixed group of disclosed and non-disclosed participants. The focus group team comprised of the supervisor, the researcher who took the role of the moderator and the research assistant who was the note taker. The pilot focus group was facilitated by the supervisor as part of the continuous mentoring and training for the researcher while the researcher took notes even though both the researcher and the research assistant were trained in conducting FGDs as they formed part of the research team for doctoral study that was currently being conducted. The research assistant was responsible and ensured that the tape recorder was functional; the room was well ventilated and ready for the focus groups and also organised the refreshments. One of the lessons learned from the pilot study was that more attention should be taken during recruitment so that only participants who meet the inclusion criteria are selected for focus groups. In the pilot focus group, one of the participants did not meet the criteria, she was not a biological mother but she was there to collect treatment for her granddaughter and could not contribute to the focus group discussion. The pilot would assist the researcher to finalize the guide to ensure that the information collected answers the research questions.

Before the start of the focus group, the researcher clearly explained the objectives of the study as well as the use of tape recorder during the focus groups and assured the participants about the confidentiality of everything that would be discussed during the focus groups. The researcher then administered the informed consent which was signed by the participants. The informed consent was also translated from English into Setswana and administered in this language so that participants understood what they were consenting for. In order to maintain confidentiality participants were informed that they can use pseudonyms and not their real names during the focus group discussions if they want but all participants were free to use their own names. The focus group discussion lasted between 1 hour to 1h45 minutes. At the end of the FGD participants were asked to fill in the demographic questionnaire, participants who were unable to write were assisted by the research team to complete the tool and refreshments were served. At the end of all focus group activities a debriefing session was held. 

The research team was offered a consulting room in the wellness centre to conduct the focus group discussions; however the room which was allocated was full of clinic furniture and could not be used for the focus group discussion. The focus group venue was moved to the school of public health where one of the classes was used for the focus group discussion. After the focus group discussion participants were driven back to the clinic to collect their medication.

This was one of the lessons learned about proper planning for data collection, the research team took it for granted that they have a venue for the focus group but in reality this room was not ready. For subsequent focus groups the consulting room allocated for the focus groups at the wellness centre was prepared in advance and some of the furniture was removed to create more space. All subsequent focus groups were conducted there; it was more convenient for participants who were assured of their place on the queues for collection of their medication.

All focus group discussions followed the same pattern; participants were recruited during their routine visit to the clinic in the mornings while waiting to see the doctor, focus groups were conducted while they were waiting for their medication and were facilitated by the researcher assisted by the research assistant. All focus groups lasted for about an hour and a half and were digitally recorded and refreshments were served at the end of the focus groups. 
3.7. Data analysis 

NVivo qualitative data analysis software was used to analyse the data in the study. In preparation for data analysis, the researcher attended a three days NVivo data analysis workshop. This training was attended while data collection was still in progress and assisted the researcher to understand why data collection and analysis run concurrently. The workshop was organised by the School of Public Health where the researcher was studying as a way to assist students who are doing qualitative research with data analysis skills. The workshop was facilitated by the researcher’s supervisor.  The researcher was able to use her own data and this was the beginning of data analysis.

Content analysis approach was used for data analysis in this study. The first step of data analysis entailed that the researcher listened to the audio files over and over again before they were transcribed. The audio files were transcribed verbatim in Setswana the language of the focus groups by the researcher with the assistance of the research assistant. Then the researcher translated the transcripts into English to ensure that no meaning is lost during translation. The transcripts were then formatted to comply with NVivo and exported into as data sources. 

All transcripts were then coded; the coding process entails reading and re-reading of the transcripts until emerging themes were identified. Coding for this study was done with the help of the supervisor who became the independent coder to ensure that data analysis is reliable and also to minimize bias. The emerging themes are presented thematically and direct quotations from the participants are used to emphasize what the data shows. 

3.8. Trustworthiness

According to Patton, (2002) trustworthiness addresses validity and reliability in qualitative research, and strategies to enhance trustworthiness include credibility and dependability. Credibility refers to whether the researcher accurately represented what the participants think, feel and do. It refers to the confidence one can have in the truth of the findings. To ensure credibility in this study, raw data was verified by the supervisor who also acted as the independent coder. In addition frequent debriefing sessions were held with the research assistant and in two occasions with the supervisor. The use of probes and iterative questioning was also employed throughout data collection and analysis. Conducting a pilot study also ensured that the tools for data collection answered the research question.
Dependability parallels reliability in quantitative research and refers to the stability of the findings over time. According to (Guba and Lincoln, 1994)  in order to enhance dependability, the processes within the study should be reported in detail, thereby enabling a future researcher to repeat the work, if not necessarily to gain the same results. Dependability in this study was assured by obtaining detailed field notes, using a good quality digital recorder, verbatim transcribing of transcripts as well by use of Nvivo8 software program for data analysis.  
3.9. Ethical considerations
Before commencement of the study, the Medunsa Research and Ethics committee (MREC) granted approval for the study and permission to conduct the study was granted by the chief executive officer of the DGMH and the head of department of the wellness clinic.
The researcher also observed all ethical considerations pertaining to informed consent procedures, confidentiality, volunteer participation and disclosure of potential risks and benefits.  Participants were given verbal and written information about the aims and objectives of the research. A written informed consent was obtained from participants who volunteered to participate and the informed consent was written in the language of the participants. 
A particular issue to consider in the context of this study was confidentiality and handling of sensitive issues given that there was always more than one participant during the session, and participants reveal themselves to each other and not only to the researcher . The issue of confidentiality is therefore a joint effort in FGD.

Participants were also informed that participation was voluntary and that they were free to withdraw from the study at any time. In addition participants were informed that they were not required to answer any questions that they felt uncomfortable discussing. 

The researcher also ensured that confidentiality during data collection was maintained, the use of pseudo names in FG is one way of protecting participants identity and assuring confidentiality. Though it was not required that use their names during the focus group, they said they were free to use their real names. The use of the names facilitated data analysis but was however not used in this dissertation.

Chapter 4: Data analysis

4.1. Introduction.

The aim of the study was to explore parental disclosure and nondisclosure of HIV status to children among HIV positive patients at wellness clinic of an academic hospital

This chapter present data collected through qualitative methods including the demographic characteristics of the participants. The first section of this chapter presents the demographic profile of HIV positive parents who participated in the focus group discussions. Section two is a thematic presentation of themes identified during the analysis.

4.2. Section 1: Socio-demographic information

The study sample comprised of HIV positive parents enrolled in an antiretroviral therapy program of an academic hospital. The study recruited parents who had children between ages 7-18 years. The data analysed was collected from 6 focus group discussions with 44 disclosed and non disclosed parents. Three focus groups comprised of 23 non disclosed parents, two focus groups comprised of 14 disclosed parents and the pilot focus group comprised of 7 disclosed and non-disclosed parents.

Majority 31(70.5%) of participants were biological mothers as compared to 13 (29, 5%) fathers with age ranging from 25-60 years. Parents also provided information on their children, information was provided on 110 children with an average of 2, 5 children per parent. Majority of children were HIV negative but there were families with seropositive and seronegative children, with older children more likely to be negative and younger child positive. Child age at disclosure varies between 5-18 years. 
Data was also collected on the age, education level, employment, and marital status of the parents as shown in the diagrams below: 
Figure 1: Age distribution
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The figure above show the age distribution of parents in the sample and age 30-40 was most represented; followed by age group 40-50 and the lowest age was 50-60. The age grouping is in line with the demographic representation of parents in the community. The age group 30-40 have children who meet the inclusion criteria for participation in the study as they fall within the child bearing age.

Figure 2: Employment status
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Figure 2 shows that more than half 26 (59, 1%) of parents in the study were unemployed, about a third 12 (27, 3%) were fully employed, and the rest were either self-employed or employed on part time basis. 
Figure 3: Level of education
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The figure above show that majority of parents were literate, half 22 (50%) had secondary education, more than a third 17 (38, 6%) had grade 12 and tertiary education and only about 12,4% had either attended or completed primary school 

Figure 4: Marital status
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In terms of their marital status, the figure show that majority of the parents were single 31(70,5%),  about a quarter 9 (20,5%) were married and a small percentage were widowed,  were living with partner and divorced.
Figure 5:
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Figure 5 show the time since diagnosis for parents and for majority 24 (54,5%) knew about their HIV diagnosis for about a year, 7 (15,9%)  have been diagnosed for 2 years, 5(11,4%) were diagnosed for 3 years, 2(4,5%) for 4 years, 1(2,3%)  for 6 years, 2 (4,5%) for 8 years, 1(2,3%)  for 9 years, and 1(2,3%) had been diagnosed for 12.

Figure 6: Number of children
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The figure show that majority of parents 18 (40,9%) had 2 children, 10 (22,7%) had only 1 child, and 7 (15.9%) had 3 children, 5(11,4%) had 4 children, 3 (6,8%) had 6 children and 1 (2,3%) had 5 children. 
4.3. Themes identified
Analysis of the qualitative data collected led to the identification of the following themes which are presented in no specific order. The context of disclosure, protecting HIV status, perceptions of disclosure, how disclosure occurs, experiences of disclosure, reasons for non-disclosure, intention to disclose, reaction to disclosure and reasons for disclosure

4.3.1. The context of disclosure

Disclosing HIV status among the participants remains as complex as what has been reported in previous and current research. Disclosure still occurs within an environment where discrimination and stigma is a problem, high influence of TV and HIV campaigns and exposure to high incidences of death and dying. Furthermore parental disclosure of HIV status occurs after a long history of parental illness where children become suspicious of the parental HIV status without formal disclosure. 

4.3.1.1. Death and dying

Disclosure of parental HIV status in this study occurs within the context of death and dying. Data shows that despite the fact that parents are on ARVs and are living longer, fear of death and dying is a problem among both disclosed and non-disclosed parents. As such parents mentioned death and dying as a reason they were reluctant to disclose their HIV status to children as illustrated by the following quotations:

Isn’t that they know that people with HIV die, so you become afraid to tell, because they will say my mother is going die, such things, so you become afraid to tell (non-disclosed mother of 2).

Eish……..you know this child after you told him, he will go out and tell his friend that hey you see my father, he is going to die, he is having this disease, you know.., it’s heavy (non-disclosed father of 3).

I was scared…….eish…….. you know when you are sick most people think that you are dying but I said it is my child is she can go out I don’t know but it took me long before I tell her (disclosed mother of 2).

Eish……sometimes she is going to feel like eish…..my mother is sick it means that every time when you start not feeling well she will think that it means that I can lose my mother at any time. This disease can kill her (non-disclosed mother of 2).

I was scared that he will feel bad and maybe think somehow. My mother is dying, my father is dead who are we going to be left with. What is going to happen, so I was scared to hurt him (disclosed mother of 2).

4.3.1.2. Influence of media

Most of HIV TV campaigns and teaching aids are designed to educate and make the country aware of HIV, but for non-disclosed parents media creates fear for non- disclosure. While other parents think that media creates fear among parents who did not disclose their status to their children, other non-disclosed parents are aware that their children watch TV programs and they can end up being aware of their status but they still continue lying to them so that they don’t ask them

This child, he sees on TV, he watches dramas, many which shows that a person who is HIV positive, end up dying, that thing is the one that makes me to be afraid to tell my child. And he is still young, it is going to stress him and it is going to hold him bad (non-disclosed father of 3).

If she is 7years, she is still young, she can be stressed, she will not understand that my mother is HIV, she sees on TV, especially in other countries like Somalia, where they show people who are badly affected by HIV, so you can stress the child (non-disclosed mother of 2).

4.3.1.3. Discrimination.

Disclosure in this study setting occurs within an environment where discrimination and stigma is high. A number of parents narrated personal experiences of discrimination after disclosing their HIV status to their families as reflected in the statements below:

I went home and I told my mother that I am HIV. I went to 4 clinics, different, and all of them told me one thing……that I am HIV. I went to a private practitioner and paid R300, he told me that I am HIV, so when I told my family there was another two family members, my sisters. My mother said to me I shouldn’t come near her children because I am going to infect them. Then my mother bought me a new jug to drink water, a glass, a new one, very nice, different from other glasses and plates and bath basin to bath, so even blankets the ones she used to put them in the wardrobe, she gave me, I never  slept with my siblings (non-disclosed mother of 2).
Participants reported incidents of discrimination where neighbours would enquire or get information from children about siblings feeding methods to be able to determine whether the child is positive. In South Africa current feeding practices in PMTCT have been used to discriminate against women, the two quotations below further explain this phenomenon: 

They diagnosed me before we know, after giving birth they were asking the child if her sibling has been breast fed. That woman coded names of infant milk for my child. The child told her that she is drinking the bottle and she said which milk, NAN? They say people who are HIV positive give babies NAN. I said don’t tell her, don’t tell anybody even though they will hear about it. They will hear somewhere else; you must never talk about these with people no matter how happy you could be (disclosed mother of 2).

My child told me that the other woman was asking if I am breast feeding my child, they asked whether the child was feeding on milk, and he said yes and they wanted to know whether it was Pelargon.  So when the child was older they came running to see the child because they say we give birth to weak babies (disclosed mother of 2).

Other disclosed participants also reported that over and above the enquiry on what method of breast feeding is used, community member dig out ARV medicine containers to confirm that someone they suspect to HIV is indeed HIV positive. The quotation below explains this further.

After getting the pills you must take them out of their containers and throw away the containers on your way home. Because they open the trash bins and check for the containers to confirm that you are indeed taking ARV’s (disclosed mother of 4).

One participant narrated an incidence about her neighbours-----‘
‘We stay with this child on the same street, so my child took a stockrine’s container. I didn’t see her I had just thrown it in the trash bin so the child was playing and she had put money inside. I was standing at the gate, my neighbours looked at that container and called each other and became a group, and they looked at each other and laughed .They gave it back to my child and pulled their children aside. I said okay there is no problem and ignored them’’ (disclosed mother of 2).
Analysis of the 6 focus group interviews further led to the identification of the following nine (8) themes: protecting HIV status, perceptions of HIV status disclosure, how disclosure occurs, experiences of disclosure, reasons for disclosure, child’s reaction to disclosure, reasons for non-disclosure and intention to disclosure. The next session is a discussion of the themes as outlined below in no specific order.

4.3.2. Protecting HIV status 

The data show that non-disclosed parents protect their HIV status from others as well as family members. Parents who did not disclose their HIV status to their children have different ways/strategies to keep their diagnosis private and their treatments from their children one of the ways that non-disclosed parents used was to protect the labels of the medication containers as children might recognise them as shown from the statements below:
Er…….is like….I am taking out the pills inside their containers and put them somewhere (non-disclosed father of 2). 

When I come back with my pills, I remove the labels from the pill containers…, I know my pills, I drink Lamivudine and Efavirenz. I know which one is what? I rub the paper off the container and I have bought containers in which I keep my pills and I throw the original containers in the trash bin, containers which do not have my name (non-disclosed mother of 1).

Even myself when I come back with pills, I take them out of their containers so that they don’t see what pills are for (non-disclosed mother of 2).
While other non-disclosed parents remove the labels from the containers, other non-disclosed parents take their medication in private to hide their treatment and diseases from their children.

Er….is like…….at 8 o’clock I go to my bedroom while they are watching TV, I take the ARVs I drink them at 08:00, but the pills for bronchitis are just there, the younger one knows about the ARVS, but she does not know what they are for but she can see me when I drink them even where I put them she can see, but the older one does not know, so she does not know at all (non-disclosed mother of 2).

The data further shows that other non-disclosed parents who did not hide their medication tell their children that have another diseases other than HIV to protect their HIV status as shown in the quotes:

I told her that you remember I had dizzy spells and I went to the clinic and at the clinic they transferred me to the hospital and at the hospital they gave me these pills (non-disclosed mother of 2).

I told her that they boost me, they are for TB, but they are ARVs I should take them for 2 months (non-disclosed mother of 1).

I told her you remember I was once admitted in the hospital having liver problem, they are for that, so she knows it is like that (non-disclosed mother of 1).

I did not tell her, I just said they are for TB because she knows that I have TB (non-disclosed mother of 3).

I don’t hide them; they know that they are for high blood (non-disclosed mother of 4).

4.3.3. Perceptions of disclosure.

There are mixed feelings about whether it is good to disclose HIV status to children or not good to disclose among non-disclosed parents. Some parents feel that it is good; whereas some say it is not good as shown in quotations below:

I think it is not good, I see it as something that is going to stress them, and it is going to disturb them at school, so I am afraid it will affect their studies (non-disclosed father of 1).

 It is not good as I have said in the beginning, it depends on child’s age, you see. Children are not coping the same, you see (non-disclosed mother of 3).

In contrast some non-disclosed parents despite the fact that they are still planning or in the process to disclose their HIV status to their children, they believe that is important for them to tell their children about their illness so that their children will be able to take care of them in case they complicate as shown in the quotes below:

I think it is important to tell children about your status because sometimes you are sick and you are left with him, he is the one to tell the paramedics that my father is having this, and what is he doing (non-disclosed father of 1).

It is good to tell a child about your illness isn’t sometimes you become complicated and they don’t know what your problem…is, that my parent is in this situation (non-disclosed mother of 2).

I think it is important, you see now when I am sick, firstly I am going to be picked up by an ambulance, she is the one to tell those people that I am taking ARVs and she is also taking TB treatment. If I don’t tell her still, in the hospital they won’t be able to help me, I am going to reduce the days of my life because she don’t know (non-disclosed mother of 1).

I think is a right thing so that when I become complicated she knows what is happening. I think is the right thing also for her to know so that even tomorrow she can help me (non-disclosed mother of 2).

In addition a number of parents reported that after disclosure children became more supportive in adhering to medication. However data shows that support occurs whether children have been told or not told about the parental HIV status. This may be attributed to the fact most parents has suffered from HIV related diseases and all children knew that there was something wrong with the health of their parents

I sometimes forget to take treatment she reminds me to set alarm so that I can take my treatment and eat well (disclosed mother of 2).

She knows that I am taking treatment and she also knows what time am I taking it, she is the one who reminds me every day (non-disclosed mother of 3)

My son often says to me ‘did you take your treatment…, I don’t want to see you scratching yourself ...,I don’t want to see you taken to the hospital….ok…?. So maybe later around 07: 45…., he will say did you take your pills? (non-disclosed mother of 2).

Sometimes he asks me, he always checks time and say it is seven o’ clock drink your pills. I will say yes I am drinking I know that I must drink the pills and you find that he speaks furiously (disclosed mother of 2).

She is the one who give them to me; she says mother, is 08:00 I saw it is written on the labels that you must take them at 08:00. She never asked me about the medication, she just asks me did you eat enough and I said yes and she give me pills to drink (non-disclosed mother of 4).

The 7 years old is the one who is helping me with many things…, she is reminding me to take my medications (disclosed mother of 2 children).

4.3.4. How disclosure occurs

Participants were asked about the time it took before they disclose their HIV status to their children. The data shows that for some of the participants’ disclosure was easy and they disclosed to their children soon after the diagnosis has been made as shown below:

I didn’t take long, immediately I found out that I’m HIV positive I told them when I was still in counselling (disclosed mother of 2).

I didn’t take long because I could see what kind of a person my partner is (disclosed mother of 4). 

I didn’t take long, I first had TB, so when I got home, they were watching TV and I told them (disclosed father of 4).

In contrast some of the parents disclosed long after the diagnosis. The following quotes further reflect that:

To tell the 13year old one hey...it took me time and after telling the 13 year old, I delayed before telling the 5year old (disclosed mother of 2).

I took a long time not telling.., I didn’t tell him anything until he completed Matric (disclosed mother of 2).

For some parents disclosure to different children was handled differently. Data shows that parents would disclose to the older children sooner that they did to the younger children as shown below

After completing Matric I told him. Well the younger one is 12 he will be 13 years old I haven’t told him anything (disclosed mother of 2).

She knew for a long time it only her siblings that didn’t know anything. She knew from 2008 that I’m positive because she was the elder one and she was matured and then younger ones started knowing this year (2010) when I became critical (disclosed mother of 5).

I have 6 children, the elder one is 17 years she is my first born the other children I think they are still young. I am not yet free to can tell them (disclosed mother of 6).

Besides disclosing HIV status to children participants were asked who else they disclose to. Data shows that in addition to children; participants also disclosed to their families including partners, parents and siblings. Data further shows that most participants first disclosed HIV status to their own parents especially their mothers before they disclosed to their children. The following statements reflect this 

 I told my parents before I told my children (disclosed mother of 2).

It is your parents who must know your status first, after that you tell your children and then the relatives so that they can all give support (disclosed mother of 2).

I told my parents, you must start with your parents after that you can go to your children (disclosed mother of 2).

However data also showed that parents who did not disclose their HIV status to their children disclosed their status to their families as well as their partners.

I told my husband, I also told my mother (non-disclosed mother of 1).

I have boyfriend, I told him I don’t have a mother (non-disclosed mother of 1).

I have a brother, I told him, and my partner also knows (non-disclosed father of 1).

I told my mother, I don’t have a partner and my friend who is my buddy (non-disclosed mother of 2).

I did tell all my family members (non-disclosed mother of 2).

Data shows that both disclosed and non -disclosed parents feel that it is best that their children should hear about their HIV status from them not from the health care workers, from other family members or from the streets because it might have negative impact if they hear it from somewhere.`
It is important to hear it from you because if it comes from outside it is going to be difficult because you did hide it from them, outside you have been known how you are, so you are destroying your children’s mind. If it comes from outside but already been told, there is nothing to worry (disclosed mother of 2).

I think it is important to tell the child about your status as a parent. Because sometimes you don’t tell the child and it happens that he/she hears it from outside. And when the child hears it from people outside it doesn’t sound nice. It can happen that the child will be angry with you and go away from home without you knowing where he/she is, so that is why it is important that you tell him/her.(disclosed mother of 2).

I think they must be told by me because I think this issue will be right if it comes from me (non-disclosed mother of 4).

I believe that you as a parent you are the one who is supposed to sit down with your children, like I said in the beginning you must first sit down with him and explain to him about HIV first so that he knows what HIV is first before you can tell him about your HIV status (non-disclosed mother of 3).

But some non-disclosed male parents feel that their children should hear from their mother, their own parents or from professional somebody as shown in quotes below:

 I think is her mother who is supposed to tell because they are close (non-disclosed father of 1).

My mother is the one to tell (non-disclosed father of 2).

It is better to be told by their mother, myself I can’t (non-disclosed father of 3).

I think is a professional who is supposed to tell him that your father is HIV positive, you see? Because she has been taught oh how to start and then how is she going to start and when he react…, how is she going to do, imagine now if it is you?(non-disclosed father of 1).

4.3.5. Experiences of disclosure

Parents who disclosed their HIV status to their children shared their experiences before they disclose their status. They were worried that maybe their children would abandon them, react negatively towards the news, or feel bad or be hurt, as shown in quotes below:

I was scared to tell her because I didn’t how is she going to react when I tell her. Eish! When you are sick most people will abandon you but I just took it that it is my child and if she abandons me I don’t know (disclosed mother of 2).

I was scared…, I was worried and scared to explain to them (disclosed father of 2).

I had stress, I thought they were still young and I thought that if I can tell them they will become sick and it will also affect their performance at school (disclosed mother of 2).

 I was scared that he will feel bad and maybe think somehow. What is going to happen, so I was scared to hurt him (disclosed mother of 2).

Some parents had negative experiences from failure to disclose  their illness to their children and it became a problem to those children, so they disclosed their status because they wanted their children to know what is their problem as shown in quotes below:

For me to tell them as I have already explained about my cousin I’ve seen many thing from her, she did not tell her children and she didn’t tell anyone but we were able to see her. And then this thing worried her and it didn’t worry the children anymore. The children were looking at her every day and asking us what was bothering their mother. And we will say we also don’t know because she didn’t tell us. So for her not to talk, she ended-up being killed by meningitis. So I told myself that I’m not going to allow myself to be killed by irrelevant things. The better I must tell my children right now so that they know what kind of illness mom has.

Parents who had disclosed shared their experiences after they disclosed their HIV status to their children, some children reacted positively, some negatively at first but it did not take long for them to react positively as shown below:

I sometimes feel bad because everything she does for me I was not expecting them from her. I was expecting that I should be the one helping her with things that concern life, but she... I don’t know how to explain this. Sometimes when I’m alone I cry and tell myself that this child is only 11years old but everything she says with her own mouth is likes she is a nurse, you know what, I’m proud of my child (disclosed mother of 2). 

4.3.6. Reasons for non-disclosure

The context of disclosure in this study setting occurs within an environment where children think that AIDS kills; this is one of the reasons for nondisclosure among parents in this study.  Parents feared disclosing their HIV status to children because they thought their children would think that they are going to die as illustrated by the following quotations:

Right now isn’t there is some talks worldwide that this disease do kills, , they still need support and for them they take it as if when you have this disease you can die at any time (non-disclosed father of 3).

You find that even at school they bring something showing that AIDS kills and she will say even my mother is having AIDS, which is the reason why I am afraid to tell them (non-disclosed mother of 2).

I am afraid that they will say I am going to die (non-disclosed mother of 4).

While other parents fear that children would think that they are going to die if they disclose their HIV status to them, some parents mentioned reasons other than fear of death and dying as shown in the quotes:

Yes, it is very much important for me to tell her but right now for me not tell is that there are problems in the house, her father is not well, and he was hospitalized, so if I can tell her right now she will think that my mother and my father both of them are not well (non-disclosed mother of 1).

Hey…, I haven’t told them, I think it is still early to can tell them…, they are going to ask questions and I won’t be able to answer them. The other one he is in a stage of a teenager, so maybe asking me how come, what am I going to say to him?  (non-disclosed mother of 3).

Death of a family member, friend or a neighbour was one of the reasons why some parents were afraid of telling their children about their HIV status. This is illustrated by the following quotations:

Rightfully my reason for not telling him is something that happened in the house, my sister’s death, he became traumatized (non-disclosed mother of 2).

My child lost her uncle from this disease; she was too close to her uncle, is just a fear to tell her about myself (non-disclosed mother of 3).
4.3.6.1. Child too young

Age and level of maturity is regarded as one of the reasons for parents not to disclose their HIV status to their children, even parents who disclosed they had the same reasons before they disclose. They feel that at the certain age, a child would be able to understand and cope with the fact that his/her parent is HIV positive.

I am waiting for her to be matured, for now I think she is still young too much. I am waiting for her to grow a bit (non-disclosed mother of 2).

They are still young; I don’t want to disturb their minds (non-disclosed father of 2).

Myself, for not telling I took it that the child is still young, she will never understand this disease, because she is not yet having an understanding of diseases (non-disclosed father of 1).

If is 7 she is still young she can be stressed, she is not yet having an understanding that my mother is HIV (non-disclosed mother of 2).

The other ones are still young and the older one as I have already explained that I am waiting at least for him to be able to understand (non-disclosed mother of 3).

Some parents delayed disclosure because they wanted to protect their children from being responsible for them. 

A child need to be a child, you don’t have to make her an adult before time, you find saying take care of me, do me porridge, do me this…no I don’t want to make my children to live in difficulties (non-disclosed mother of 3).

One of the reasons parents delay disclosure of their HIV status to their children is fear that the child will not be able to keep the HIV status of the parent secret. Data from this study showed that most parents who did not disclose their status to their children fear that children would  tell their friends and neighbours about their status. 

A child doesn’t have a secret…, and this disease we haven’t accepted it as a community you see, so a child doesn’t have a secret, , so you are going to see people looking at me, looking me down (non-disclosed father of 1).

I don’t think is good to tell a child because if you tell her, she is going to have stress at school thinking that my mother is having AIDS, or the other one tell friends, isn’t children are not the same on how to keep the secret they are able to talk and say my mother is sick, having this type of a disease, that is why I took time, even now I haven’t told her, I take treatment, I just said I am taking TB treatment (non-disclosed mother of 2).

Embedded in the fear that the child will not be able to keep a secret was parents fear that if the child tells others about the parents HIV status the family will be discriminated. Disclosed and non-disclosed parents express their fear of discrimination as shown in the quotes below:

It is important that we must tell our children so that they must know what is happening with their parents. But when you tell them you must say that it doesn’t have to be known outside, because if it can be known outside it will end-up distracting their minds because people will say your mother is like this (disclosed mother of 2). 

The reason for not telling my child is that I have one child who is 7 years old. It is good and not good to tell taking into consideration the child’s age and the stigma surrounding this disease (non-disclosed mother of 1).

4.3.7. Intention to disclose

Participants were asked to indicate when they intend to disclose their HIV status to their children and a number of varied ages were given as the time they intend to disclose. Though most parents cited age as an indication of the time they intend to disclose, they were varied reasons for choosing that particular age. Parents attach some meaning to age as shown in the quotations:

This one for 20 years I said after doing her 21st, it’s then that I can sit down with her and tell her (non-disclosed mother of 2).

Err…, 15 or 16 depending whether it’s a girl or a boy. If it’s a boy you tell him early so that he takes care of himself…, because boys sexual needs come before girls (non-disclosed father of 1).

I want to tell my child when he finishes Matric…, he is going to finish Matric when he is 19 years.., that is the age I will tell him (non-disclosed mother of 2).

I was thinking that at least when she reaches the stage of puberty (non-disclosed mother of 3).

I am thinking of telling her when she is 10 to 11 years (non-disclosed father of 1).

I think my child won’t be alright when I tell her, I think I will wait for her to be a teenager…, about 13 (non-disclosed mother of 1).

4.3.8. Reaction to disclosure

One of the reasons most parents delay disclosure is fear of a negative reaction to disclosure. Most parents believe that when children learn about their HIV status they will be hurt. Parents who disclosed their status to their children they first thought that their children will never take it very well but surprisingly, children took it very well; those who didn’t ended up accepting it.
I did sit with them down and talked to them and told them I went with your brother to the clinic. You must know that I’m HIV positive they never said anything; they came to me and gave me hugs (disclosed mother of 2).

She kept quiet, I said you see the pills I’m drinking, she said yes and I said they are ARV’s. She cried you know, cried painfully (disclosed mother of 2).

I was accompanied by the older one, the 19 year old, the younger one did cry (disclosed mother of 2).

I ones told him about this disease and he became hurt and cried I saw him with days becoming ok being a person who is becoming free (disclosed mother of 2).

I then sat down with her, I told her that I am positive, being positive, I have started my treatment isn’t you know? She said mother why didn’t you tell me and I said I thought you were still young and she said I was not going to run away from you, I was not going to hurt you and everything you want from me I am going to help you (disclosed mother of 2).

I said you see the pills I’m drinking, she said yes and I said they are ARV’s hey! She cried you know, cried painfully (disclosed mother of 2).

Mine became frustrated when I told him (disclosed mother of 2).
4.3.9. Reasons for disclosure.

Data in this study shows that parents disclosed their HIV status to their children because they want their children to take care of them in case they complicate. Data shows that parents disclosed so that they get support from their children as shown in the next quotes:

I have decided to tell them because right now life is difficult. Right now I got complicated in the house, children don’t know what is happening, so right now if I did tell them that I am sick, I have this type of a disease, they are able to run and call the doctor or call the ambulance to take me so that I get first aid (disclosed mother of 6).

 It is important that you tell her your illness. For example myself I have two illnesses, I have HIV and Cancer. So my child already knows that when I ask her for my pills she knows which pills I’m talking about. When I say bring me the cancer pills she knows which one’s she must bring because she knows that before 8:00 mom drinks this one’s first and after an hour she drinks this other one’s (disclosed mother of 1).

 I must just be strong and tell them, I must just know that I am a patient to them and I don’t have only one condition, right now it might happen while I am sitting with her, that I fall down just next to her, you see? (disclosed father of 2).

We must just tell them because sometimes as parents isn’t you cannot be strong always, you are going to need help in the house as you are staying alone with them, they must know that they must use gloves, so that they don’t get infected (disclosed mother of 2).

While other parents disclosed their HIV status so that they can get help from their children, other parents disclosed because they wanted to educate their children about the disease so that they can take care of themselves.

The thing that made me to talk is I saw that there was a problem and I don’t want her to have this type of a problem. I was talking with her not like a parent, I took it like I was counselling her so that she is able to see that this disease is present, is not like it infect people from next door, even for them as they are still growing they must know that it is there and they must take care of themselves (disclosed mother of 2).

Disclosure in this study was forced by long history of parental illness. Children were suspecting their parental illnesses even though they didn’t know what the real problem is. Some asked their parents about their illness and treatments. This is well explained by the quotations below:

Eish……she was aware that I am drinking medication, and I said to her , my child you know what…….eish…….I am sick, she said mama you know at school they said there is HIV. And I said yes I know, and she said you know these pills are like the ones the nurse was talking about when she was at school. And I said they are not. She became angry with me, she didn’t want to talk to me, even when I wanted to help with homework, and she said you cannot want me to do this when you don’t want to tell me what your problem is. She said I will never run away, I will never hurt you mama. And I said……no…..sissy…..I am not sick, she said mama I am asking you to go to the clinic and test for HIV, I said why? She said mama you have lost weight, you have changed, I said no my child I am not like that……she cried, she said mama, I won’t tell anyone, tell me, I will keep the secret.(disclosed mother of 2).

I use to be fat, so when I lost weight they asked me why I was losing weight like this, they wanted to know why I don’t spend two weeks without having a flu, is this flu of yours not cured? And at school they teach us that if a person has flu which is not cured it might be that she is having a touch for HIV positive. And I said no, I am not like that, you see, I was working outside at work, and the cold affected me.., always telling them like that, until I had this courage to can be able to talk to them (disclosed mother of 6).

The way it was, they were already suspecting something. These children were already suspecting even the family the way I was very ill it was obvious even for the people I am staying with. I was very ill, emaciated, very complicated. I was unable to do anything (disclosed father of 4).
Chapter 5: Discussion

5.1Introduction

The purpose of the study was to explore parental disclosure and nondisclosure of HIV status to children. This chapter present the main findings of the study, first the context of HIV disclosure is presented, and this is followed by a discussion of the main themes identified. Lastly the study conclusion, recommendations and limitation is presented. 

5.2. Context of disclosure 

Parental HIV disclosure in this setting occurs within the context of death and dying, influence of television and media and discrimination. This context influenced disclosure of HIV status to children and was often the main reason parents found disclosure of HIV status to children difficult. 

5.2.1Death and dying

The context of disclosure in this study setting occurs within an environment where children believe that AIDS kills, and this is one of the reasons parents delayed disclosing HIV to their children in this study. Parents feared disclosing their HIV status to children because they believed their children would think that they are going to die: Studies conducted with mothers on disclosure of HIV status to children confirms this belief, (Murphy et al., 2006)  reported that the most common communication children initiated with mothers immediately following disclosure pertained to their mothers’ deaths .While current findings from Kennedy et al, (2010) show that the most common reaction for children disclosed too, was continued fear for the parents’ health and life. Death of a family member, friend or a neighbour was perceived as one of the reasons some parents were afraid of telling their children about their HIV status. Death of a family member affected children too, if there had been other people in the children’s families who already had died of AIDS, children were even more concerned that their mother may die (Murphy et al, 2006).

This construction of HIV as meaning death and dying is not only from children perspectives, Pilowsky et al, (2000) found that mothers concerns regarding talking to children about death and dying was one the reasons for nondisclosure. This fear was from the mother’s own conceptualization of HIV as meaning death and dying. According to Moore et al., (2008) most of the concerns comes from the knowledge that HIV infection is a death sentence more so in Africa where HIV drugs are not easily accessible. 

5.2.2 The influence of media 
Data shows that some of the non-disclosed parents were afraid of disclosing their HIV status to children because they perceived TV and media as negatively influencing children’s perceptions of HIV positive people. Similar findings were reported on studies on disclosure of HIV diagnosis to children (Lester et al., 2002). This fear is also well articulated by Lyttleton (2004) who contends that although the initial mass media campaigns in Thailand acted as an effective buffer against high rates of transmission, the campaigns also created fear of AIDS amongst Thai people. This view is supported by Liamputtong et al., (2009) that the aggressive campaigns have created a continuing sense of stigma that Thai people attach to HIV/AIDS. According to Lyttelton, (2004) Thai prevention programs create an permanent sense of stigma associated with HIV infection. In contrast Kennedy et al., (2010) reported that TV and media positively influenced children’s understanding of parental HIV status, he argues that children had already learned a lot about HIV/AIDS from school or television.

5.2.3 Discrimination

Disclosure in this study setting occurs within a social climate of high stigma and discrimination for HIV positive people. Although the HIV epidemic is more than three decades old, stigmatisation remains a fundamental feature of HIV positive people’s experience of HIV (Gilbert and Walker, 2010).  Stigma associated with HIV casts a shadow over all experiences of HIV infected women and their children, and may make the decision to disclose a difficult and complex process 
 ADDIN EN.CITE 
(Corona et al., 2006, Gilbert and Walker, 2010, Nelms, 2005)
.  A number of parents narrated personal experiences of discrimination after disclosing their HIV status to their families in this study. One mother explained that after she told her family, her mother bought her a new jug for drinking water, a glass that was different from other glasses, plates and bath basin and even blankets. She and her children were banished from the house and were not allowed to sleep in the house. Liamputtong et al., (2009) also reported similar incidents where PLWHA not only had to deal with stigma in their communities, but also in their families. Reactions such as separation of clothing and eating utensils and being excluded from community activities were very common.
Gilbert and Walker, (2010) has recently drawn attention to the fact that attending the HIV clinic and adhering to a strict regimen of tablets drew attention to people who are HIV positive, sometimes making their HIV positive status undeniable or certainly visible.  Our findings support this view; parents reported that when community members or neighbours suspect that one is taking ARVs, they would dig out ARV bottles from trash bins to confirm that someone they suspect is indeed HIV positive. According to (Makoae et al., 2009), taking ARVs may increase HIV stigma and this increased stigma may create a barrier to continuing the treatment if it is not addressed by health care providers. The author argues that although, community-level stigma may be decreasing, it may not be true at the individual level for persons taking ARVs who are identified because of their medications and thus become targets for stigma and discrimination. 
Furthermore mothers reported incidents where neighbours would enquire about the feeding method of the new born baby to also confirm the child’s status. This information is often requested from other children in the family who often innocently give out the HIV status of their baby brother /sister. Thomas et al., (2009) also reported on HIV related practices that were predisposing PLWHA to become targets for stigma and discrimination. HIV positive women in India reported that the nutrition packet that was initially given by the government to patients receiving ART carried the red ribbon label which reflected the status of the person who received it. This leads to the unwarranted disclosure of their HIV status to others.
Stigma was also one of the reasons parents delayed disclosure to their children, most feared that the child may not be able to keep the parent’s HIV status secret. Embedded in the need for secrecy was fear that the child would tell others about the parents HIV status resulting in the family being discriminated. Our study findings are in line with Armistead and Forehand, (1995) who maintains that the stigma and discrimination associated with HIV compels parents to tell their children to keep their HIV status secret to avoid being discriminated. Similarly previous research has shown that most HIV positive parents were concerned about sharing their HIV positive status with their children because they fear will be rejected by others because of parental illness 
 ADDIN EN.CITE 
(Lee and Rotheram-Borus, 2002, Moore, 2009, Palin et al., 2009, Schrimshaw and Siegel, 2002)
.  Suggesting that parents worry that children will not keep the parents’ HIV status a secret resulting in stigmatization and isolation for them and their family. However (Vallerand et al., 2005) reported that mothers in her study were concerned that disclosure would place the child at risk for forced secrecy to prevent possible segregation. According to (Rwemisisi et al., 2008),  most studies conducted on disclosure of maternal HIV status to children reported a high burden of HIV stigma, which may explain why disclosure of HIV status has been associated with negative outcomes. It is because of such discrimination that many families choose to keep their HIV status a secret from their children, often this decision is based on a desire to protect their children from perceived hardships that disclosure brings (Antle et al., 2001).
5.3. Protecting HIV status

The data show that because of stigma and discrimination both disclosed and non-disclosed parents went to great lengths to continue to protect their HIV status from others as well as family members. Most women may go to great lengths to keep their HIV status secret from their children, family members and people outside their immediate families for as long as is possible. Within a social climate where HIV positive people are stigmatised, women are not willing to disclose their HIV status 
 ADDIN EN.CITE 
(Liamputtong et al., 2009, Moore, 2009, Silva et al., 2008)
. Within the context of high stigmatization, people fear being identified as HIV positive, in this way becoming the subject of malicious gossip by their communities (Gilbert and Walker, 2010). Therefore fear of rejection and social discrimination makes mothers try to hide their HIV status. Clark et al., (2004) argues that not disclosing HIV status to others may be a protective behaviour for women who perceive high levels of stigma. In support of this view Silva et al., (2008) maintains that not telling children they have HIV and not sharing their HIV status with other people is a way of coping with AIDS, it is a way out of problems from a seropositive situation (Silva et al., 2008). 
As already mentioned, research shows that the majority of HIV positive people hide the fact that they are infected for as long as possible and in the best possible way (Silva et al., 2008). In this study parents who did not disclose their HIV status to their children used different strategies to keep their diagnosis private from their children and immediate family members. One of the strategies that non disclosed parents used was to remove the labels from the ARV bottles because they feared that children might read them and recognise them from the television and from information they get from school. Some parents reported that they have their own medication packs and they change packs so that they hide that they are on ARVs. This data is similar to findings from a study on HIV positives mothers’ ways of coping with AIDS, Silva et al., (2008) reported a similar phenomenon, where HIV positive people hide bottles of ARV medication or change packs, one mother reported that she takes out all the labels so that her son does not read them and her parents don’t get suspicious. Significant to this phenomenon is that parents in this study reported that they discard the empty ARV bottles before leaving the health facility for fear that if this is done at home neighbours may still find the ARV bottles from trash bins consequently identifying them as HIV positive. If they discard the ARV bottles at home, they first take out the labels from the bottles. As already discussed taking ARVs may increase HIV stigma as persons taking ARVs are easily identified because of their medications and thus become targets for stigma, discrimination and malicious gossip (Makoae et al., 2009).
In addition parents in this study reported that they hide their ARVs from their children and take the medication in private to protect their HIV status. Nelms, (2005) reported similar findings, where women who did not disclose to their children worked very hard at keeping their HIV status a secret. They either did not take medications in front of their children or made up reasons for taking the medications. The data further shows that other strategies used by nondisclosed parents were similar to what was reported in other studies, parents tell their children that they have another disease other than HIV (Silva et al., 2008). In this study, TB was commonly used as a substitute for HIV. In addition, mothers give various non HIV reasons for visiting doctors or did not reveal their true destinations (Nelms, 2005).

According to Clark et al., (2004), literature shows that HIV positive people spend considerable energy trying to manage information and manipulate their environments appropriately so as to maintain the appearance of being uninfected. However (Corona et al., 2006) argues that the considerable lengths undertaken to conceal parents’ condition from their children may be jeopardizing to their own health. Parents may delay taking medication until their children are not present, not fill prescriptions for fear their children will find hidden medicines and may schedule medical appointments only when children are in school.

5.4. How disclosure occurs

It has been recognized that disclosure of positive serostatus to children is one of the most difficult issues parents grapple with (Tompkins, 2007). Similarly, data from this study shows that regardless of whether parents had disclosed or not disclosed HIV status to children, the decision to disclose parental HIV to children was difficult and emotional for all parents. The decision to disclose maternal serostatus to children is very complex and the stigma associated with HIV may make disclosure even more difficult 
 ADDIN EN.CITE 
(Corona et al., 2006, Ostrom Delaney et al., 2008, Wiener et al., 1998)
.  Most disclosed parents reported personal experiences of disclosure as difficult, prior to disclosure they were scared and worried about disclosing to their children and feared that the child would react negatively to disclosure. Some mothers expressed that although it was their decision to disclose their status, the decision was laden with fear of rejection by their children (Vallerand et al., 2005). It is therefore not surprising that some disclosed parents in this study reported that it took them a long time before disclosing to their children. 
 ADDIN EN.CITE 
(Ostrom et al., 2006, Pilowsky et al., 2000, Rotheram-Borus et al., 2005, Tompkins, 2007)
 reported a similar disclosure pattern where half of the mothers who disclosed their serostatus to their children did so within a few days of receiving their diagnosis and only 10% disclosed 1 month to 12 months after diagnosis. 
Furthermore data shows that disclosure of HIV status was first to their families and sexual partners before parents disclosed to their children. These finding are similar to previous studies such as Armistead et al., (1999), which shows that children seem to be disclosed to less often than women’s mothers, sexual partners, extended family, and health care providers. According to Tompkins, (2007), mothers find disclosure to their children to be the most difficult hence they disclose to other first. Similarly Corona et al., (2006) reported that HIV-infected parents often say that deciding to disclose to children is more difficult than disclosing to other adults, which is consistent with higher disclosure rates to adults than children.

Consistent with previous studies 
 ADDIN EN.CITE 
(Ostrom et al., 2006, Pilowsky et al., 2000, Rotheram-Borus et al., 2005, Tompkins, 2007)
, differential disclosure was also a common occurrence in this study. Data shows that parents with more than one child, reported to have disclosed to older children earlier than to younger children. In a third of parents with more than one child, Corona et al., (2006) found that at least one but not all of children knew of the parent’s HIV status in her study. In this study parental reason for differential disclosure was associated with the age of the children; older children were told about the parental HIV status because of parent’s perception that they are more matured to understand the HIV disease. This study finding confirms previous studies that mothers often disclose to older children because they tend to be more matured and can emotionally handle disclosure better than their younger counterparts 
 ADDIN EN.CITE 
(Ostrom et al., 2006, Shaffer et al., 2001)
.  Furthermore Murphy et al., (2002) argues that the decision for differential disclosure may result from the mothers’ perceptions that older children will more likely understand the implications of disclosure and might keep the disclosed diagnosis secret.  According to Lee and Rotheram-Borus, (2002) differential disclosure to older children creates a context of family secrecy. Nöstlinger et al., (2004) argues that the silence in many HIV affected families may extend the stigma into the next generation, emotionally burdening both HIV infected caregivers and HIV affected children. In this study and other studies parents instructed children who were informed about the parent’s HIV status to keep the HIV status secret 
 ADDIN EN.CITE 
(Kennedy et al., 2010, Rwemisisi et al., 2008, Tompkins, 2007)
.
One other way disclosure occurred in this study is that children who knew their parents serostatus were informed by the parents. Consistent with data from other studies (Rwemisisi et al., 2008),  most parents believe that they should be the one to disclose their serostatus to a child. According to (Ostrom Delaney et al., 2008) 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. 
5.5. When does disclosure occur?

Our data show that for parents whose health status was good disclosure of serostatus to children is delayed. On the other hand for parents whose health status was compromised disclosure occurred immediately after an HIV diagnosis. The data further shows that for some disclosed parents, the decision to disclose was prompted or motivated by the parent’s ill health, and disclosure occurred more frequently  when the parent’s health status had deteriorated. Suggesting that illness severity in this study was one of the reasons parents disclosed their serostatus to children. Evidence from previous and current studies shows that parents disclose their HIV status to their children in response to their own worsening health or when death is imminent 
 ADDIN EN.CITE 
(Lee and Rotheram-Borus, 2002, Nam et al., 2009, Pilowsky et al., 2000, Schrimshaw and Siegel, 2002, Tompkins, 2007, Vallerand et al., 2005)
.

Furthermore other findings indicate that mothers with more health related symptoms are more likely to disclose their HIV status to their children suggesting that mothers’ decision to disclose was dependent on the degree of the mother’s illness (Armistead et al., 2001, Lee and Rotheram-Borus, 2002). According to Palin et al., (2009), the severity of physical symptoms may be a particularly important variable in the South African context where access to ARVs is more limited than in well-resourced countries. However our data shows that though access to ARVs has improved and most parents were enrolled in the ARV program, most started ARVs following a long history of HIV related illness and were diagnosed with a myriad of HIV opportunistic infections. Therefore for parents who disclosed immediately, they disclosed at a time when they suffered from HIV related illness. According to Armistead et al., (1999), forced disclosure may occur because mothers are less able to hide their symptoms from others, including their children. This was also the reason why parents in this study disclosed immediately to children; parents reported that because they were very sick, it was possibly obvious to their children what was wrong with them. 

5.6. Awareness of parental HIV status

Disclosure also occurs within a context and environment where children often suspect their parent’s HIV status without being formally disclosed to. In this study, this phenomenon could be attributed to the long history of parental illness and the influence of media and TV. Children learn about HIV from other sources including the school and are able to identify some of the symptoms related to HIV. Additionally children deduced or learned about the infection by watching their parents take medication (Corona et al., 2006). Or children may intuitively know something is wrong by reading signals such as mothers going to the doctor, taking medicine or losing weight (Ostrom et al., 2008). In this study some of the parents reported that they were confronted by their children who wanted to know whether they were HIV positive. One parent who had been sick for a long time reported that her 11 year old daughter advised her to go for HIV test. Some parents in this study and in other studies disclosed because their children suspected that they were HIV positive 
 ADDIN EN.CITE 
(Kennedy et al., 2010, Murphy et al., 2001, Nam et al., 2009, Tompkins, 2007)
.
 5.7. Reasons for disclosure

Data shows that for parents who disclosed their serostatus immediately to children in this study, were motivates by self-benefit, parents disclosed to receive help and support from their children.  In this study disclosed parents often mention that they want children to know what is wrong with them in case they get worse from HIV related illnesses. Similar findings were reported by Rwemisisi et al., (2008) and Kennedy et al., (2010) suggesting that self-interest plays a role in decisions to disclose.  Disclosure makes it easier for parents to ask for and receive support from relatives or grown children once they knew the seriousness of the problem. Vallerand et al., (2005) also reported that older children becoming a source of support were given as a result of disclosure by mothers in their study. Where now self-interest plays a role in disclosure of parental serostatus previous studies conducted prior to the availability of ARVs reported that parents disclosed to prepare children to face parental death (Pilowsky et al., 2000).  However Lee and Rotheram-Borus, (2002) argue that post-test counselling with seropositive parents should encourage a delay in disclosure until the parent deals with their own feelings of anger, fear or depression prior to disclosing to their children. The parent then has an opportunity to plan their disclosure and not to use the disclosure to get support for themselves from their child.
One other reason for disclosure was that parents responded to children’s direct and frequent questioning their treatment and health. These findings are similar to previous and current data 
 ADDIN EN.CITE 
(Kennedy et al., 2010, Schrimshaw and Siegel, 2002, Wiener et al., 1998)
.

5.8. Reasons for non-disclosure

Most parents who had not disclosed perceived disclosure of parental HIV status to children as not good. Parents believed that by delaying disclosure they were protecting their children mostly from being hurt. Nelms, (2005) also found that the desire to protect children from the knowledge that their mother had a life-threatening fatal disease was a reason disclosure was delayed. In addition parents in this study delayed disclosure because they believed that their children were too young to understand the illness, fear that the child would experience social rejection and discrimination, protecting the child from fear of mother’s death, fear that child will tell others about the parents HIV status, disclosure will have negative impact on their schooling. Our study findings are in line with previous and current findings on disclosure of parental HIV status to children 
 ADDIN EN.CITE 
(Armistead and Forehand, 1995, Corona et al., 2006, Kennedy et al., 2010, Moore, 2009, Palin et al., 2009, Schrimshaw and Siegel, 2002)
.

Mothers were much more likely to describe concerns related to what their children would experience when disclosed to than concerns centering on themselves (Nelms, 2005, Palin et al., 2009).
5.8.1 Child age

In addition data in this study shows that age and level of maturity is one of the keys reasons for parents not to disclose their HIV status to their children, even parents who disclosed had the same reasons prior to disclosure. As mentioned in the previous section, parents are protective of their children and gauge disclosure decisions based on perceived maturity and emotional stability of the child (Ostrom et al., 2008). Hawk, (2007) also reported that findings from previous studies has shown that the decision to inform children of parent’s HIV status is often based on perceived emotional or cognitive maturity which suggest that mothers’ disclosure choices are at least partially determined by children’s characteristics. Parents in this study felt that at a certain age, children will be able to understand and cope with the fact that their parent is HIV positive however this age varied from 7-21years. While Kennedy et al., (2010) found that the most common reasons for waiting were the child’s lack of maturity or a feeling that it was not the right time, which was defined as the beginning of the teenage years which ranged from age 7 to 18 years.  

This study finding is similar to findings reported by Armistead et al., (2001) that HIV positive mother believe that it is important that children are disclosed to when old enough to understand and cope with disclosure. Similarly several other studies have shown that child developmental factors are reasons for non-disclosure and that mothers are less likely to disclose to younger children. Findings from several studies show that children for whom disclosure had occurred were older than those who did not know about their mothers HIV status 
 ADDIN EN.CITE 
(Lee and Rotheram-Borus, 2002, Tompkins, 2007, Vallerand et al., 2005)
.
However Tompkins, (2007) has reported that data from quantitative studies does not show associations between child age and disclosure, additionally the author maintains that the association in her study has failed to reach significance. Similar findings were also reported by Palin et al., (2009) that children’s age and gender were not associated with disclosure, our data confirms this findings.

5.8.2 Not knowing how to tell

Data from this study shows that one of the primary reasons for nondisclosure given by parents is that they do not know how to tell the child. Parents who had not disclosed reported that it is good for their children to know the parent’s HIV status but they have avoided disclosure because they don’t know how to start or approach the disclosure process. Several previous and current data also reported that not knowing how to tell their child or when to bring up the subject while was a primary reason for not disclosing of parental or maternal HIV status (Kennedy et al., 2010, Murphy et al., 2001, Rwemisisi et al., 2008).  Similarly Corona et al., (2006) reported that in her study, a third of parents reported that they don’t know how to tell the child and that parents were more likely to say that they don’t know how to tell the for older children. 
While DeMatteo et al. (2002) argues that often disclosure is delayed because some mothers lack confidence that they can disclose to children in an appropriate way. According to Hawk, (2007), HIV positive mothers not only have to deal with the decision whether to disclose but also must determine the breadth and depth of their communication. Explaining to children the mode of infection and sexual relationships with their children can be extremely difficult for parents 
 ADDIN EN.CITE 
(Nam et al., 2009, Ostrom Delaney et al., 2008)
.  Parents may also be hesitant to disclose their seropositive status to their children because they may fear that children may ask questions that would be difficult and shameful for them to answer, parental sexuality, is considered a tabooed subject of conversation between parent and child in sub-Saharan Africa (Moore et al., 2008). According to Murphy et al., (2001), trust in one’s ability to convey the information is important for whether and how disclosure occurs.
Not knowing how to tell may be the reason why some of the fathers in this study felt that disclosure of the parental serostatus to the child should be handled by health care professionals because they are trained to do so. Rwemisisi et al., (2008) also reported that one father in their study preferred his personal counsellor to disclose to his children on his behalf. It is also for the same reason of not knowing how to tell that fathers who had not disclosed in this study feel that their children should learn about the father’s serostatus from their mothers or their grandparents. 
5.9. Intention to disclose

Data in this study shows age as an indication for time parents intend to disclose their HIV status to their children and most intended to disclose much further in the future. Though age was important in the intention to disclose, parents in this study attached varied reasons for choosing that particular age. Some parents mentioned that they intend to disclose their HIV status when the child reaches the stage of puberty, after the child has completed grade 12 and also after the child has celebrated their 21st birthday. This data suggests that parent’s intent to disclose once children are old enough to understand the diagnosis as indicated in other studies (Armistead et al., 1999, Vallerand et al., 2005, Wiener et al., 1998). Parent’s plans for disclosure also took into consideration the need for differential disclosure to their children, it was interesting to see the differences in how some parents planned to disclose to a boy or girl child. One parent mentioned that if it’s a boy they will tell the child earlier so that the child can take care of himself because boys develop sexual needs sooner than girls.

5.10. Child reaction to disclosure 

Most parents who disclosed their status to children reported that most children did not show any reaction or reacted positively, while there were some children who reacted negatively to disclosure. The most commonly reported reactions in this study were sadness and worry. Similar findings were reported by Armistead et al., (1999), Armistead et al., (2001), Palin et al., (2009).  Consistent with other studies, parents reported that while children showed negative reactions at first, these reactions did not last long. Research has shown that younger children exhibit no significant long-term adjustment problems as a result of HIV disclosure 
 ADDIN EN.CITE 
(Armistead et al., 2001, Murphy et al., 2001, Schrimshaw and Siegel, 2002, Tompkins, 2007)
.
For the children who reacted positively, immediate reactions to disclosure involved comforting, showing concern and being supportive to parents (Ostrom et al., 2008). Some parents in this study reported that their children gave them hugs after disclosure. Similarly Kennedy et al., (2010) reported that children gave immediate emotional support to their parents by displaying affection, such as giving hugs and stating their unconditional love. And some children tried to reassure their mother by telling her that she is going to live a long time, and that she is going to see them get bigger and also that she is going to see her grandchildren (Murphy et al., 2006). 
The data also shows that indeed after disclosure children became more supportive to parents in ensuring adherence to medication Murphy et al., (2005)  also reported that after disclosure some children became very protective about and focused on their mother’ antiretroviral medications. However data from this further shows that support occurs whether children has been told or not told about the parental HIV status. This may be attributed to the fact that most parents in this sample suffered from HIV related disease before enrolment in the ARV program and children were aware of the ill health of their parents. Kennedy et al., (2010) also reported an increased attention paid by children to the health of their parents both before and after disclosure. The author further reported that children were sensitive to slight changes in their parents’ health and worried even before they became aware that their parents were HIV positive. In another study, parents reported that children reminded them to take their pills, checked that they had taken them or brought the pills to them with water, even though they had not told their children about their status (Nam et al., 2009). 

The most commonly reported reaction in this study was sadness and worry.  However parents reported that while children showed negative reactions at first, these reactions did not last long. For the children who reacted positively, immediate reactions to disclosure involved comforting, showing concern and being supportive to parents.  Support was displayed by giving hugs and telling parents that nothing has changed and also supportive to parents in ensuring adherence to medication. These findings are similar to previous and current data on disclosure of parental HIV status to children. Similar to other studies, our findings also show that support to medication occurred whether children had been told or not told about the parental HIV status. This data suggests that most parents in this study suffered from HIV related diseases before enrolment in the ARV program and children were aware of the ill health of their parents even then. One other reason may be that children were aware of the parents HIV status as already discussed.

5.11 Support for disclosure. 
Disclosed and non-disclosed parents in this study need to be supported by healthcare givers to be able to disclose their HIV status to their children. Parents need advice on how to approach their children for disclosure and on how to tell them about their HIV status. In addition parents need information in the form of pamphlets that talk about HIV and disclosure so that they can respond to any question that children can ask. Literature shows that mothers may benefit from professional services in planning their disclosures; specifically through receiving emotional support and empirical information (Armistead and Forehand, 1995, Letteney, 2006).  Corona et al., (2006) suggests that parents may benefit from support and guidance in deciding when and how to disclose and that healthcare givers are in a unique position to provide such support and guidance.
5.12. Conclusion

This study reports on the disclosure and non-disclosure of HIV status among parents on an antiretroviral program of a wellness clinic of a tertiary hospital. The findings show that a parent's decision to disclose or not disclose HIV status to children is influenced by a myriad of factors. Consistent with other studies, disclosure of HIV diagnosis to children in this study was difficult and occurs within a context influenced by death and dying and discrimination. 

The study found that stigma and discrimination significantly influenced disclosure of HIV status to children and, other members of the family. Though mass media awareness campaigns has been effective in increasing people’s awareness and knowledge of HIV in South Africa, some of the initial campaigns depicted AIDS as debilitating, frightening and related to death, the fear of HIV as meaning death and dying continues today. What is peculiar in this study is that despite parents being on ARVs fear of death and dying still take central part of their lives. This was one of the reasons for non-disclosure where parents were fearful that their children will think that their parent is going to die. On the other hand parents who disclosed immediately after diagnosis feared that they were going to die. 
Over and above the fear that AIDS Kills, as Lyttleton, (2004) argues the awareness campaigns have created a continuing sense of stigma that people associate with HIV infection. 

Non -disclosed parents were especially concerned that their children would be discriminated against if others knew the HIV status of the family and was often the reason for delaying disclosure. In addition disclosed parents had the same concerns that their children would be discriminated and were compelled to tell their children to keep their HIV status secret to avoid being discriminated. This study found that some parents were indeed subjected to acts of stigma and discrimination from immediate family members and from neighbours and community members. Consistent with current studies on stigma and discrimination, this study found that HIV related practices like taking ARVs and child feeding practices were predisposing parents to stigma and discrimination. 
Furthermore stigma, discrimination, social rejection and malicious gossip were responsible for the continuous effort by parents in this study to protect their HIV status. Not disclosing HIV status to others was perceived as way of self-protection in a social climate of high stigma and discrimination for HIV positive people. Protecting HIV status was practiced by disclosed and non-disclosed parents who used several strategies. Protecting HIV status was more burdensome for parents who had not disclosed HIV status to children. They had to hide their antiretrovirals, remove labels from ARV bottles; use different packages for the ARVs, take medication privately and commonly substituted TB for HIV. There were also reports of protecting HIV status from curious neighbours and other people outside their immediate families. The most often used strategy was to discard ARV bottles at the health facilities and use own packaging, when discarding occurred at home, labels were removed before discarding, this was to ensure that no one can connect the ARV bottles to them thus subjecting them to discrimination. Previous studies have suggested that the considerable lengths undertaken to conceal parents’ condition from their children may jeopardize their own health. This study could not confirm this finding as the data was not collected to assess the implication of this phenomenon.

With regard to how disclosure occurred in this study, our findings are consistent with current and previous studies on disclosure of parental HIV status to children. Regardless of whether parents had disclosed or not disclosed the decision to disclose was difficult and emotional for all parents. Disclosure of HIV status was first to their families and sexual partners before parents disclosed to their children who often occurred much later after parental HIV diagnosis. In families with more than one child, disclosure of the parent’s HIV status occurred to at least one but not all of children, and older children were informed sooner that other children in the family. Most parents believe that they should be the ones to disclose their serostatus to a child and in this study children who knew their parents HIV status were informed by the parents. Disclosure in most families was often treated as a secret and parents instructed children to keep the parents HIV status secret from siblings and other people.

Our data show that for parents whose health status was good disclosure of HIV status to children was delayed. On the other hand for parents whose health status was compromised disclosure occurred immediately after HIV diagnosis. Consistent with other studies, the decision to disclose for parents was prompted by the parent’s ill health, parents who disclosed immediately, disclosed at time when they suffered from HIV related illness. Vallerand et al., (2005) and Armistead et al., (1999) talked of forced disclosure where disclosure may occur because of the declining health status and mothers are less able to hide their symptoms from their children and others. This data confirms these findings, parents in this study disclosed immediately after diagnosis; they felt that because they were so sick it was obvious to their children what was wrong with them. Disclosure also occurs within a context and environment where children often suspect their parent’s HIV status. This phenomenon could be attributed to the long history of parental illness and the influence of media and TV; children are able to identify some of the symptoms related to HIV. Some parents in this study similar to other studies, disclosed because their children suspected that they were HIV positive. 
Data show that for parents who disclosed their HIV status immediately to children in this study, disclosure was motivated by self-benefit, parents disclosed to receive help and support from their children more over they disclosed at a time when they suffered from HIV related illness. Our data confirms similar findings reported in previous and current studies which suggested that that self-interest plays a role in decisions to disclose. The sense of disclosure for self-benefit was noticeable in this study were there was mention from most parents that they want their children to take care of them when they get sick or worse from HIV related; Whereas previous studies conducted prior to the availability of ARVs reported that parents disclosed to prepare children to face parental death (Pilowsky et al., 2000). Now disclosure of parental HIV status occurs for children to support parents in adherence and when they are sick. While previously parents would die from HIV related diseases today they survive long on ARVs. However most parents in this study were diagnosed with HIV after a history of long illness hence their fear of death and dying and their need for support from their children. Immediate disclosure of parental HIV status to children has implications for HIV service providers. (Lee and Rotheram-Borus, 2002) argues that post-test counselling with HIV positive parents should encourage a delay in disclosure until the parent deals with their own feelings of anger, fear or depression prior to disclosing to their children. The authors argue that this may have implications on the reason for disclosure and parents may not to use the disclosure to get support from their child. 

In contrast, one of the concerns for non-disclosed parents is that disclosure will make the children responsible for their care. This concern is well articulated with the following quotation from one mother who said “a child needs to be a child..; you don’t have to make her an adult before time”. She also pointed out that HIV positive parents often demand care and support from their children which may make the life of the child difficult. Furthermore, our study findings are in line with previous and current findings on disclosure of parental HIV status to children. Parents believed that by delaying disclosure they were protecting their children mostly from being hurt, parents delayed disclosure because they believed that their children were too young to understand the illness, fear that the child would experience social rejection and discrimination, protecting the child from fear of mother’s death, fear that child will tell others about the parents HIV status, and that disclosure will have negative impact on their schooling

Consistent with current and previous studies, parents in this study delayed disclosure because   they do not know how to tell the child or how to approach the disclosure process. Not knowing how to tell the was associated with disclosure of HIV status to older children, concerns that children may ask questions that would be difficult for them to answer was a reality for older children. This data further suggest that not knowing how to tell may be the reason why some of the fathers in this study felt that disclosure of the parental serostatus to the child should be handled by health care providers because they are trained to do so. Parents indicated that they need support and advice on how to approach their children for disclosure and on how to tell them about their HIV status. In addition parents reported that they needed information in the form of pamphlets that also talk about HIV and disclosure so that they can respond to any question that children can ask. The self reported need for support highlights parent’s lack of skill on how to disclose HIV status to children.

In addition data in this study shows that age and level of maturity is one of the key considerations for parents not to disclose HIV status to children. Our data is consistent with others studies that parents believe that it is important that children are disclosed to when old enough to understand and cope with disclosure. Parents in this study believe that at a certain age children will be able to understand and cope with the parent’s HIV status; however this age varied from 7-21 years. This study also confirms findings that show that children’s age was not associated with disclosure. Though the age of the child was a key consideration for disclosure, disclosed parents disclosed for reasons other than age. While one of the key considerations for non-disclosure in this study was to protect the child regardless of ageThe intention to disclose in this study also show that age is a key consideration for most parents although most intended to disclose much further in the future with ages ranging from 10-21 years. Though age was important in the intention to disclose, the various reasons attached to age were not associated with the children being old enough to understand the diagnosis but were for protecting the child. 
5.13. Recommendations

The findings from this study have implications to health care providers to HIV positive people in this country. These findings contribute to the understanding of the construction of HIV stigma and discrimination in the era of ARTs in this study setting, for the development of practices that would protect people taking ARVs from stigma and discrimination while working on responsive strategies in order to reduce stigma at individual and community levels. In the attempt to reduce HIV related stigma the benefits of ARVs should be emphasized so that communities perceive ARVs in positive rather negative way

This study also showed that parents delay disclosure because of the lack of skills to disclose and lack of information to answer HIV related questions that children may ask. Literature from previous studies has shown that parents benefit from support and guidance from health care providers rendering HIV services in planning their disclosures (Armistead, 1995, Letteney, 2006, Corona et al., 2006). The implications of this study is that the issue of non-disclosure of HIV status to children is matter health care providers for HIV positive people will deal with for years to come given the survival of people on ARVs. The study recommends that disclosure guidelines be developed to guide parents in disclosing HIV to children, more so because a number of parents who are currently on ARVs have HIV positive children and parents will need to develop strategies to discuss managing HIV illness with their children who also need to have their diagnosis disclosed to. 

Quantitative research methods are needed to determine whether the findings of this study are representative of HIV positive parents in other settings similar to this. 

5.14 Strength 

The inclusion of fathers in the study helped us to explore further issues around disclosure of parental HIV status. This is one of the few studies were fathers were involved in studies on disclosure of HIV status to children and has shed some light on issues peculiar to fathers. 
5.15 Limitations

A key limitation of the study is that children were not interviewed in this sample and the data on children responses to disclosure is from the perspective of the parents. Further research that allows children to report their own reactions is needed. 
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Appendix A: Focus group guide: Disclosed parents
	Disclosed parents interview guide

	Thank you for agreeing to participate in this focus group interview, my name is Chidi Matlala; I am a master student at the School of Public Health in Medunsa. I am talking to parents living with HIV who are taking antiretroviral treatment at the Doctor George Mukhari Hospital, Tshepang Wellness Clinic. I understand that you are parents who told your children about your HIV diagnosis. I would like to get your reasons and experience of disclosure of HIV diagnosis to your children. The discussion will focus on how the decision was made about telling your children about your diagnosis and your experience with the process of disclosure. I would like to assure you that everything we discuss here will be held confidential.   Please feel free to tell me when you are not comfortable about any of the questions, but I would appreciate if you could answer as many of the question as possible.

	1. What are your thoughts and feelings regarding disclosing your HIV status to your children? 

Probes

· What is good about telling children about your HIV diagnosis? 

· What is not so good about telling children about your HIV diagnosis?

	2. In your opinion, what are the reasons why parents should tell their children that they are HIV positive?

Probes

· Do you think children have the right to know?

· Do you fear that the children would learn of the diagnosis from someone else?

· Do you think family should know about the diagnosis?

	3. What are the reasons behind your decision to tell your children about your HIV status? Why did you decide to tell your children?

Probes

· Fear that the children would learn of the  HIV status from someone else

· The child is at the age when he/she will understand? 

· Child was asking illness-related questions?

	4. Please explain the disclosure event, what triggered your decision to tell your biological children about your HIV status?

Probes

· Was the disclosure planned or accidental?

· Was the disclosure driven by the children’s agenda?

· Was the disclosure triggered by other family events
· Have there been other disclosure events for discussing the illness with the children?

	5. How did you approach the issue of telling your children about your HIV status? 

Probes 

· Why did you choose that point in time to disclose your diagnosis to your children?

· Is there anything you did to prepare yourself for the disclosure?

· Could you please share the details of how your children was told about your diagnosis

	6. Could you share your experiences and concerns prior to disclosure to your children?

Probes

· What were your greatest worries or concerns about disclosure before it took place, if any? 

· Could you share with us how you dealt with it? 

	7. What did you tell your children about your illness before disclosing your diagnosis to them?

Probes

· What do you think your children knew about your illness prior to disclosure?

	8. What did you say to your children in disclosing the diagnosis?

Probes

· What information was given to your children about your illness?

· How did you made decisions about what to say to your children about your illness?

	9.  How did your children react to learning about your HIV status?

Probes

· Responses of the children when they were told about your HIV/AIDS status 
· Changes seen in the children since disclosure

· How was the children’s reaction and adjustment been like after being told about your diagnosis? 

· If the disclosure was unplanned – how did that affect your children and the family?

	10. After having had some experience about telling the children about your status would you say it is important for children to know about your illness?  

Probe

· Would you say that the time was right to inform your children about your status when you told them?

	11. Now that you had some experience about telling your children about your diagnosis, what advice would you give to other parents about the disclosure?


	Appendix B: Dipotso tse di tseneletseng tsa batsadi ba ba boleletseng bana 

	Ke lebogela go dumela go tsaa karolo ga gago mo puisanong e ya setlhopha, leina la ka ke Chidi Matlala, ke moithuti wa tsa botsebi ba  maphelo kwa School of Public Health kwa Medunsa. Ke buisana  batsadi  bao ba tshelang le mogare wa HIV/AIDS, bao ba tsayang kalafi ya HIV kwa Doctor George Mukhari Hospital, Tshepang Wellness Clinic. Ke tlhaloganya gore o motsadi wa boleletseng bana ba gagwe ka ga bolwetse ba HIV. Ke tla rata go ka utlwa mabaka le maitemogelo a gago ka go bolelela bana. Puisano e tla bo e lebesitse mo goreng o tsere jaang tshwetso ya go bolelela bana ka bolwetse le maitemogelo a go bolelela bana ka bolwetse. Ke rata go go solofetsa gore seo re yang go se bua fa se tlile go tsholwa e le sephiri. Ka kopo lokologa go mpolelela fa o na le dipotso tse di sa go tshwareng sentle, empa nka itumelela fa o ka araba dipotso di le dintsi mo go ka kgonagalang.

	12. Maikutlo le mogopolo wa gago ke eng mabapi le go bua ka bolwetse ba HIV mo baneng ba gago? 

Probes

· Ke eng se se siameng ka go bolelela bana ba gago ka maemo a gago ka bolwetse ba HIV? 

· Ke eng se se sa siamang ka go bolelela bana ba gago ka maemo a gago ka bolwetse ba HIV?

	13. Go ya ka mogopolo wa gago,goring batsadi ba tshwanela go bolelela bana ba bona gore bana le HIV le Aids?
 Probes

· Morago ga go itse maemo a batsadi, batsadi  batla itshwarella mo kalafing ya diARV 
· Bana  ba na le tshwanelo ya go itse 

· Go tshaba gore bana ba tla utlwa ka bolwetse go tswa go mongwe fela

· Go se batle go banne le diphiri mo lelapeng

	14. Ke mabaka afe a a dirileng gore o tsee tshwetso ya go bolelela bana ba gago ka bolwetse ba gago ba HIV?

Probes

· Go tshaba gore bana ba tla utlwa ka bolwetse go tswa go mongwe fela

· Bana ba mo dingwageng tse a tla utlwisisang 

· Bana ba ne ba botsa dipotso tse di tsamaisanang le bolwetse

	15. Ka kopo re bolelele ka nako e o neng o simolola go bua, ke eng se se gapeleditseng gore o bolelele bana? Probes

· A o buile ka phoso kgotsa o ne o ikemiseditse?

· A o buile ka gonne o ne o gapelediwa ke dipolelo tsa bana?

· A o buile ka gonne o ne o gapelediwa ke diketsagalo tsa lelapa?
· A go nnile le diketsagalo tse le neng le bua ka bolwetse le bana?

	16. O simolotse jang kgang ya go bolelela bana ka bolwetse ba gago? 

Probes 

· Go reng o tlhopile nako eo go bolelela bana ka bolwetse ba gago?

· A go na le se o se dirileng go ipaakanyetsa go bua?

· A o ka arogelana le rona dintlha tsa gore bana ba boleletswe jang ka bolwetse ba gago?

	17. A o ka arogelana le rona maitemogelo le se se tshwenyang pele o ka bolelela bana?

Probes

· Ke eng se se neng se go tshwenya thata pele o ka bua, fa se le teng? 

· A o ka arogelana le rona gore o dirile jang ka sona? 

	18. O boleletse bana ba gago eng ka bolwetse pele o ka ba bolelela ka bolwetse ba gago?

Probes

· O nagana gore bana wa gago ba ne ba itse eng ka bolwetse ba gago pele o ka ba bolelela?

	19. O reile bana ba gago wa reng fa o ne o ba bolelela ka bolwetse?

Probes

· Ke tshedimosetso efe e o e neileng bana ka bolwetse ba gago? 

· O dirile tshwetso jang gore o batla go raya bana o reng ka bolwetse?

· A bana ba boleletswe sengwe le sengwe ka bolwetse lantlha fa o ne o bua? 

	20. Bana ba  tsibogile jang fa ba utlwa ka bolwetse ba gago?

Probes

· Bana ba rile eng fa a bolelelwa ka maemo a gago a HIV/AIDS? 
· Diphetogo tse di bonagetseng fa e sale bana ba bolelelwa

· Bana ba tsebogile jang le gore ba tshwere jang fa e sale ba bolelelwa ka bolwetse ba gago? 

· Fa o ne o sa ipaakanyetsa go bua-seo se amile bana jang le ba lelapa?

	21. Morago ga gore o bane le maitemogelo ka go bolelela bana ka maemo a gago, a o tlare go botlhokwa gore bana ba itse ka bolwetse ba gago?  

Probe

· A o tlare  nako e ne e siame ka go bolelela bana  ka maemo a gago fa o ne o ba bolelela

	22. Jaanong ka ge o setse o na le maitemogelo a go bolelela bana ka bolwetse, o ka akanyetsa batsadi ba bangwe eng ka go bua ka bolwetse


Appendix C: Focus group guide: Non disclosed parents
	Non-disclosed parents interview guide

	Thank you for agreeing to participate in this focus group interview, my name is Chidi Matlala; I am a master student at the School of Public Health in Medunsa. I am talking to parents living with HIV who are taking antiretroviral treatment at the Doctor George Mukhari Hospital, Tshepang Wellness Clinic. I understand that you are parents who have not been told your children about your HIV diagnosis. I would like to get your reasons and experience for not disclosing the HIV diagnosis to your children. The discussion will focus on why you decided not to tell your children about your diagnosis and your experience with keeping the diagnosis from your children. I would like to assure you that everything we discuss here will be held confidential.   Please feel free to tell me when you are not comfortable about any of the questions, but I would appreciate if you could answer as many of the question as possible.

	1. What are your thoughts and feelings regarding disclosing your HIV status to your children? 

Probes

· What is good about telling your children about your HIV status? 

· What is not so good about telling your children about your HIV status?

	2. What have been your reasons for not telling your children about your HIV status? 

Probes

· Children  too young to understand the diagnosis

· To protect children that they will fear that they are going to lose their parent soon 
· Not the right time to tell the children 

	3. Please tell us your greatest worries and concerns about disclosure of HIV status to your children?

Probes

· Fears about negative consequences of disclosure 

· Fears of a negative response from the children

· Fear that the children will be discriminated 

· Fear of the children not able to keep a secret

· Not being able to correctly answer all the children’s questions

	4. How would you answer your children if he / she asked directly whether you are HIV positive?

Probes 


· Tell the children the truth

· Tell the children you have another illness and not name HIV/AIDS

	5. In your experience would you say that not telling the children about your HIV status was good or bad for the children? 

	6. In your opinion despite the fact that you haven’t told your children about your HIV status, do you think it is important or good for the children to know your HIV status? Please explain your reasons

	7. Who in your opinion should be responsible to tell your children about your HIV status? Please explain your reasons 

Probes

· yourself/family member

· Health care professionals

	8. How do you anticipate how your children will react when they are told about your HIV status?

	9. Would you consider telling your children about your HIV status in future? And why?

Probes

· What should have to be in place before you would consider disclosing the diagnosis to your children?

· How would you like to see the disclosure event occur? i.e. when and should family member or health professionals disclose your HIV diagnosis to your children?

· When would you say is the right time to tell your children about your HIV status?


	Appendix D: Dipotso tse di tseneletseng tsa batsadi ba ba iseng ba bui

	Ke lebogela go dumela go tsaa karolo mo puisanong e ya setlhopha, leina la ka ke Chidi Matlala, Ke moithuti wa tsa botsebi ba maphelo kwa School of Public Health kwa Medunsa. Ke buisana le  batsadi  ba ba tshelang le mogare wa HIV/AIDS, bao ba tsayang kalafi ya HIV kwa Doctor George Mukhari Hospital, Tshepang Wellness Clinic. Ke tlhaloganya gore o motsadi  o a iseng a bolelele bana  ka bolwetse  ba HIV. Ke tla rata go ka utlwa mabaka le maitemogelo a gago ka go se bolelele bana. Puisano e tla bo e lebesitse mo goreng o tsere tshwetso ya go se bolelele bana ka bolwetse ba gago le maitemogelo a go se bolelele bana ka bolwetse ba gago. Ke rata go go solofetsa gore seo re yang go se bua fa se tlile go tsholwa e le sephiri. Ka kopo lokologa go mpolelela fa o na le dipotso tse di sa go tshwareng sentle, empa nka itumelela fa o ka araba dipotso di le dintsi mo go ka kgonagalang.

	4. Maikutlo le mogopolo wa gago ke eng mabapi le go bua ka bolwetse ba HIV mo baneng? 

Probes

· Ke eng se se siameng ka go bolelela bana ka maemo a gago ka bolwetse ba HIV? 

· Ke eng se se sa siamang ka go bolelela bana ka maemo a gago ka bolwetse ba HIV?

	5. Mabaka a gago ke eng gore o seke wa bolelela bana ba gago ka bolwetse ba HIV? 

Probes

· Bana ba sale bannye go ka utlwisisa bolwetse

· Go sireletsa bana mo kotlobotlhokong  
· Nako e ne e sa siama go bolelela bana le gore goreng

	6. Ka kopo re bolelele matshwenyego a gago a magolo ka go bua ka bolwetse ba HIV le bana ba gago? 

Probes

· Go tshaba ditlamorago tse di sa siamang tsa go bua 

· Go tshaba dikarabo tse di sa siamang go tswa mo baneng

· Go tshaba gore bana ba tla tlhaolwa 

· Go tshaba gore bana ba ka se kgone go tshwara sephiri

· Go se kgone go araba dipotso tsa bana tse tsotlhe sentle

	

	7. O tlile go araba bana ba  gago jana fa ba ka go botsisa gore o na le bolwetse ba HIV/ AIDS?

Probes 


· Bolelela bana nnete

· Dirisa mafoko HIV / AIDS fa o tlhalosa
· Bolelela bana gore o na le bolwetse  bo bongwe e seng leina HIV/AIDS

	8. Go ya ka maitemogelo a gago o tla re go se bolelele bana ka bolwetse ba gago ba HIV go siame kgotsa ga go a siamela bana? 

	9. Go ya ka dikakanyo tsa gago, ntle le gore ga o ise o bolelele bana ba gago ka bolwetse,o nagana gore go botlhokwa kgotsa go siame gore bana ba itse ka bolwetse ba gago ba HIV? 

Ka kopo tlhalosa mabaka a gago

	10. Go ya ka dikakanyo tsa gago ke mang yo o tshwanetseng go tsaya maikarabelo a go bolelela bana ka bolwetse ba gago ba HIV? Ka kopo tlhalosa mabaka a gago 

Probes

· Motsadi/Mongwe mo lapeng

· Moitseanape wa tsa maphelo

	11. O nagana gore bana ba gago ba tlile go tseega fa  ba bolelelwa ka bolwetse ba gago ba HIV?

	12. A o ka rata go ka bolelela bana ka bolwetse ba gago ba HIV mo nakong e e tlang? Go reng?

Probes

· O ka rata go bane le eng pele o ka tsaa tshweetso ya go ka bolelela bana ka bolwetse?

· O ka rata go bona tiragalo ya go bolelela bana ee direga jang? i.e. Ke neng mo mongwe mo lapeng a tshwanetseng go ka bolelela bana ka bolwetse ba HIV

· O tla re ke nako efe e e siameng go ka bolelela bana ka bolwetse HIV?


Appendix E: Consent form

	UNIVERSITY OF LIMPOPO (Medunsa Campus) ENGLISH CONSENT FORM


Statement concerning participation in a Research Study.
Name of the study

Disclosure of parental HIV positive status to children among patients on antiretroviral therapy at the Dr George Mukhari Wellness Clinic

I have read the information on the aims and objectives of 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) / Dr George Mukhari Hospital. I am fully aware that the 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 patient/volunteer                                

Signature of patient 
__________________

_______________

________________

Place.          

                 
Date.                                
Witness

___________________________________________________________________________

Statement by the Researcher

I provided written information regarding study. 

I agree to answer any future questions concerning the study as best as I am able.

I will adhere to the approved protocol.

____________________
____________
____________
_______________

Name of Researcher                Signature                        Date                           Place

APPENDIX F: CONSENT FORM

UNIVERSITY OF LIMPOPO (Medunsa Campus) SETSWANA CONSENT FORM

Seteitemente se se ka ga go tsaya karolo mo  Patlisiso. 

Leina la Patlisiso  

Tshenollo ya batsadi ba tshelang le mogare wa HIV mo baneng magareng ga batsadi ba tsayang kalafi mo Tshepang Wellness Clinic bookelong ba Ngaka George Mukhari


…….

Ke buisitse tshedimosetso ke utlwile maitlhomo le maikemisetso a patlisiso 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 Patlisisong e 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) / Bookelo jwa Ngaka George Mukhari. 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 ka molwetse/moithaopi                                 
Tshaeno ya molwetse 

................................    
....................................    
……………………


Lefelo.                                     Letlha.                                          Paki

_________________________________________________________________________

Seteitemente ka Mmatlisisi

Ke tlametse tshedimosetso e e kwadilweng 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                           Lefelo

Appendix G: Permission letter

           P.O Box 10








           Medunsa








           0204




The Chief Executive Officer

Dr George Mukhari Hospital

Private Bag x 422

Pretoria 

0001

Dear Sir/Madam
Re: Permission to conduct a study on disclosure of parental HIV positive status to children among patients on antiretroviral therapy at the Dr George Mukhari Wellness Clinic

I hereby request a permission to undertake a study on disclosure of HIV positive status to children among parents on antiretroviral therapy at Tshepang Wellness Clinic. 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 explore disclosure of HIV positive status to children among parents on antiretroviral therapy at Tshepang Wellness Clinic.
My protocol is still to be reviewed by the MEDUNSA Research and Ethics Committee. It is hoped that the findings of the study will help to understand the importance of disclosure among HIV positive parents, and provide evidence for HIV/AIDS prevention interventions in the clinic which will also assist parents with HIV to make effective decisions on disclosure.

Yours faithfully

Matlala Chidi Elizabeth

Mobile: 072 414 7545

Appendix H: MREC Clearance letter
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