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ABSTRACT

The stressful nature of pediatric HIV disclosure has contributed to the less than optimal disclosure
rates in many resource-limited settings. This study examined the presence of disclosure stressors
and coping behaviours used by South African caregivers and children during the disclosure phases
to promote a healthy disclosure process.

Disclosure experiences of 54 caregivers and 27 children (not-dyads) attending HIV-groups in
Khyletisha were assessed using the directed approach to content analysis method to identify
stressors and coping use. Data from six FGDs and eight IDIs were coded using predetermined
coping batteries.

10 disclosure stressors and 12 coping behaviours were identified. Transcripts revealed that the
common barriers reported in the literature, like HIV-stigma and caregiver unpreparedness,
functioned as stressors influencing the use of coping mechanisms. Identified Adaptive coping
strategies included: Social Support, Restraint Coping, Selective Disclosure, Active Coping/Problem
Solving, Positive Thinking/Cognitive Restructuring, Religious Coping, Acceptance, and Information-
seeking, which often encouraged full disclosure, brought resolution to stressful situations,
maintained positive self-esteem, or encouraged adherence to ART. Maladaptive coping
behaviours included: Behavioural Disengagement, Confrontive Coping, Escape-Avoidance/Tension
Reduction, and Suicidal. Throughout the disclosure stages, coping behaviours dynamically
changed to perceived consequences/stressors (i.e potential stigmatization) and changing
situational dynamics. Coping use and recommendations for disclosure interventions were
discussed.

Coaching of healthy coping strategies to caregivers and children is essential in combating the
stressful nature of disclosure and critical in promoting adequate disclosure processes, outcomes,
and timely disclosure.

Key words: child disclosure, coping, stressors, HIV, disclosure barriers
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PART A: RESEARCH PROTOCOL

INTRODUCTION

1. Background

There are an estimated 7.6 million people living with HIV South Africa in 2022; up to 520,000 of
which are children (<14 years old) [1]. There has been tremendous pediatric ART coverage since
2010, with 54% of children currently receiving ART among those living with HIV in South Africa [1].
With increase in ART use, 23-84% of HIV-positive children in South Africa are showing sustained
viral load (VL) suppression and high rates of immune reconstitution[1]; thereby, living for longer

periods. HIV-infection is shifting from a life-threatening to a chronic disease.

With prolonged mortality, comes complex issues affecting children’s survival post-ART initiation,
such as, retention in care, medication adherence, psychosocial implications, and life-skills training
for HIV-positive children; thus, posing a continuous challenge for caregivers and health workers in

the management of pediatric-HIV[2-5].

2. Pediatric-HIV Disclosure and Prevalence

An important undertaking that can support the long-term management of children/adolescents
with perinatally-acquired HIV is pediatric HIV disclosure. The literature defines pediatric HIV

disclosure as an act and process of informing a child the status of his or her HIV diagnosis [5, 6].

Numerous evidence-led and step-by-step recommendations have proposed the how and when to
disclose to children/adolescents with perinatally-acquired HIV of their status[7-10]. In 2011,
World Health Organisation (WHO) [6] recommended that child disclosure should be implemented
as a process of adjustment by the child, caregivers, and the community that could take place over
a few years, and one that should respond to life challenges that is typical to the illness. The WHO
proposed several key recommendations, such that: (a) children of school age should be fully
disclosed of their and their parent’s HIV positive status; (b) younger children should be partially

disclosed of their status and their parents, incrementally, responding to their cognitive skills and
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emotionally maturity; and (c) deciding on who will conduct the disclosure (partially or fully) should
be based upon the intent to minimize the risk to the child’s well-being and improve the quality of

the relationship between child and parent/caregiver.

The Manual on Paediatric HIV Care and Treatment for District Hospitals by WHO [11] further
provided the step by step approach to disclosure and psychosocial support for children, from how
to help caregivers better understand the situation to age-appropriate disclosure
recommendations. The manual suggests a culture of open communication about the infection to
create space for the child to express his/her fears, obtain support, understand his/her illness, and
participate in their own care. More importantly, it recommended linking the caregiver to a support
group. The National Department of Health South Africa [12] highlights that a successful disclosure
process is one that involves a supportive and enabling environment, health promotion, well

prepared caregivers, and that caregivers and children are linked to appropriate support.

When conducted well, disclosure can alleviate the challenges seen in pediatric HIV care: i.e.
improve ART adherence, positive psychological outcomes, positive dyads relationship, social
support, self-care promotion, and reduction in peer-to-peer transmission[13-17]. In that, after
disclosure, children appear to be happier, confident, and are better able to communicate to
caregivers. A retrospective cohort study with routine follow-up data, found retention in care to

be higher for those disclosed than undisclosed children[18].

The literature recommends early disclosure to ensure early preparations for dealing with the
challenges associated with children’s HIV[10, 19]. Specifically, full disclosure is recommended
prior to children reaching adolescents for adequate transitioning into management of their own

health and to prevent initiation of HIV-risk behaviours[12, 19, 20].

However, despite these benefits and guidelines, disclosure prevalence of children/adolescents
with perinatally-acquired HIV is still lower than expected in many resource-limited settings[15, 21-
23]. Arecent systematic review on disclosure of HIV status to children in Sub-Saharan Africa found
that prevalence of disclosure can range between 9-72%, and varied dramatically between age

(with most children knowing their status only years later after diagnosis) [13, 21, 22, 24];. The

2
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high prevalence reported in the literature may be an overestimation since caregivers are more

likely to report full-disclosure, compared to self-reported status by children [25]

3. Pediatric-HIV Disclosure: a stressful transaction for caregivers

The low disclosure rates of children/adolescents with perinatally-acquired HIV in resource-limited
settings have been reported to be largely contributed by the compounded stress associated with

disclosure.

HIV alone is already an extremely stressful and demanding illness to those affected [23, 26]. It
evokes stressors such as stigmatization, risk of death, life-long adherence to the complex
medication regimens, side-effects of ART, symptoms associated with disease progression, and the
creation of new identity[27-29]. Compounded by this, disclosure involves complex stressors that
not only implicate the caregiver, but also the child. Many caregivers believe that disclosing to a
child with perinatally-acquired HIV poses high risk of harm to the parent-child relationship, shame
and suffering onto the child, inability to cope with the news (child), self-harm (child), and child’s
emotional distress (i.e. sadness, resentment, or depression)[30-43]. More importantly, disclosure
can lead to harmful discrimination and stigmatization towards the dyads by the community or

family members[25, 35, 36, 38, 40-42, 44-48].

Numerous studies have reported disclosure to be a painful transaction for caregivers, causing
‘guilt-inducing’ elements, anxiety, and overwhelming fear[11, 13, 39, 49, 50]. For most caregivers,
it involves the possibility of exposing family secrets: i.e. disclosing the status of the caregiver and
informing the child about how the infection was acquired[20, 39, 46, 51, 52]; this often places the
caregivers at a disempowered position[48]. Disclosure of maternal-HIV/AIDS has been shown to
have a negative effect on child/adolescent outcomes, including child/adolescent depression,

anxiety/worry, aggression, and self-concept[53].

4. Disclosure and Coping

Lazarus and Folkman defined coping as a cognitive and behavioral response to manage (master,

reduce, or tolerate) a stressful appraisal —taxing demands, characterized by threat, challenge, or
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harm-loss that has exceeded the resources of the person[54, 55]. Coping is functional for the user
since it helps regulate the distressing emotions (emotion-focused coping) or it has the ability to

change the problem causing the distress (problem-focused coping).

Problem-focused coping is used more frequently in situations “that were appraised by the person
as changeable than in those appraised as unchangeable” (pg. 152)[54]. Whereas, emotion-
focused coping is “used more frequently in encounters that were appraised as unchangeable.”
Therefore, the types of coping used are dependent upon whether the person sees the

situation/encounter/stressors as changeable or unchangeable.

Although no study to date has formally investigated the coping mechanisms used by caregivers
during pediatric HIV-disclosure processes in limited-resource settings, disclosure studies have
tinged on caregivers’ coping behaviours in their findings, such as: restraining disclosure (i.e.
minimal explanation about the illness and use of non-stigmatizing chronic illness to address
children’s symptoms (i.e. asthma, tuberculosis, sickle cell or skin disease) or avoiding disclosure
(i.e. deflection of information; children’s questions for hospital visits often met with either no
explanation or said to be for associated illness or routine health check-up)[13, 30]. The literature
also reported other coping tendencies from caregivers during the pre-disclosure stages, such as,

selective disclosure and seeking social support in forms of advice from an HIV counsellor[56].

The literature has also touched on behaviours related to both effective and ineffective coping
styles in children. When faced with confusion and frustration from unanswered questions of
medication use and hospital visits, children tend to commonly behave in ways that depict
confrontive coping (i.e. persistent questioning of medication and threats of stopping medications)
[20, 50, 57-59]. Studies with adolescents in low- and middle-income countries found that positive
coping mechanisms (such as adhering to medications and familial/peer social support) were
identified as important for the general well-being of adolescents[60, 61]. A cross-sectional study
in Southern Nigeria found that the majority of children used prayer as a coping strategy post-

disclosure [62].
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PROBLEM STATEMENT AND RATIONALE FOR STUDY

The stressful nature of pediatric HIV-disclosure has contributed to the less than optimal disclosure
rates in many resource-limited settings. Reported barriers of disclosure to children/adolescents
with perinatally-acquired HIV (i.e. as stigma, children’s distress, and revelation of family secrets)
have caused caregivers to avoid and delay disclosure. In the context of extreme stressors, use of

coping must be managed carefully.

Healthy coping strategies are essential in combating the stressful nature of pediatric HIV-
disclosure. Knowledge of ineffective and effective ways of coping with disclosure stressors is
critical in promoting the best possible disclosure processes, outcomes, and promote timely
disclosure. Moreover, having effective ways to cope help both caregivers and
children/adolescents with perinatally-acquired HIV maintain good psychological and physical well-

being in the long-term.

No study to date has empirically investigate the stressors and associated coping behaviours used
by caregivers and children/adolescents with perinatally-acquired HIV during the pediatric HIV-
disclosure stages. The extent to which these coping behaviours are employed during the
disclosure processes and stages is poorly understood. Understanding disclosure stressors and
coping use during the disclosure stages is pertinent for the development of relevant interventions
that can improve rates of pediatric HIV-disclosure. This study is important for intervention
development for caregivers and children/adolescents with perinatally-acquired HIV facing

disclosure stressors, and for the health-care providers who work with them.

OBJECTIVES AND RESEARCH QUESTIONS

Using Lazarus and Folkman’s (1984) transactional theory of stress and coping, this study sought to
understand the presence of disclosure stressors and associated coping behaviours within the
different pediatric-HIV disclosure stages, utilized by caregivers and children/adolescents with

perinatally-acquired HIV in South Africa.
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1. Research Question

What are the disclosure stressors and coping behaviours used by caregivers and
children/adolescents with perinatally-acquired HIV during the pre- and post-HIV-disclosure

stages?

METHODOLOGY

1. Study Design

This study will make use of data previously collected for a formative evaluation study. The data
was collected to inform the development of the Caregiver-led Disclosure Programme (CDP). It was
conducted by the University of Cape Town with the collaboration of MSF Khayelitsha between
2014-2015, and received ethics approval from the University of Cape Town ethics committee
(HREC/REF: 125/2014, Appendix 1). Permission for use of data for the current study was obtained

from the University of Cape Town Research Ethics Committee (REF: 399/2021, Appendix 2).

The CDP study took on a qualitative approach with an iterative design that involved focus group
discussions (FGD’s) and in-depth interviews (IDIs) with caregivers, children, healthcare workers,
and group counselors. The principal objective of the CDP study was to capture the reality around
disclosure processes so as to inform the barriers and promotion of pediatric HIV disclosure and to
assess programme materials to better develop the disclosure programme. The CDP data reached

saturation.

The current study will capture coping use and associated stressors experienced by caregivers and

children during the disclosure processes from the data collected for the CDP study.

2. Study Population and Setting

To fulfil the objectives of the current study, data from all consenting caregivers (n=54) and children
(n=27) will be included in the study. The current study will not include data from healthcare

workers/counsellors.
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All the caregivers and children that participated in the CDP study were living in Khayelitsha, Cape

Town, South Africa.

Eligibility criteria for caregivers to participate in CDP study were as follows:

e (Caregivers who were caring for an HIV positive child

e Were involved in the disclosure process (partial or full disclosure) of the child

Eligibility criteria for children were:

e Between the ages of 5-18 years
e HIV positive

e Have been fully disclosed of their status.

During the time of data collection, Khayelitsha was known to be the largest township in the
Western Cape Province and has one of the highest burdens of HIV infection in South Africa, with

prevalence of HIV antenatal at a high of 26% in 2010[63].

Poverty is rife and access to basic needs is low in Khayelitsha; a high 38% of the labour force was
unemployed in 2011 and more than half of the residents live in informal dwellings or shacks (55%).
Almost 40% of its residents do not have access to piped water in their premises and the majority

attains less than Grade 12 education (47.3%, aged 20+)[64].

It was in 2004 that pediatric ART was decentralized to primary clinics. ART programmes for
children in Khayelitsha resulted in significant improved mortality at 5 years on ART. Mortality rates
has steadily decreased between 2003 to 2009 for infants on ART [63]. Thus, pediatric ART care
made it possible for children to reach the threshold for the recommended age or cognitive

maturity for HIV disclosure in Khayelitsha [19].

3. Sampling and Recruitment

Purposive sampling strategy was utilized during the CDP study due to the iterative design and the

preselected criteria of the population of interest described above. Since disclosure programmes

7
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have mainly been clinic/facility-based, participants were chosen from clinics and local NGOs
involved in disclosure practices in Khayelitsha. The Ubuntu Clinic was pre-selected as the main

site to commence the CDP study.

Initial recruitment of caregivers and children at clinics and NGOs was conducted by clinic staff (i.e.
counselors) and institutional staff who have worked closely with the caregivers and children on

disclosure.

4. Data Collection

Data format for the current study will be textual, obtained from field notes and transcribed and
translated transcripts captured from eight IDIs with caregivers and six FGDs (three with caregivers,
two with children, and one combined). IDIs and FGDs were already transcribed and translated
into English during the main study. Data such as, HIV status of the caregivers, age, disclosure age,

reported stressors, and coping responses will be captured from the transcriptions.

IDIs discussed and explored sensitive topics surrounding HIV and personal perspectives of
individuals. FGDs aimed to understand the cultural norms and the interactions of caregivers with
HIV-positive children. These discussions explored disclosure experiences and the subjective
meaning of the disclosure processes that the caregivers and children had. Further details of the

interviews and focus groups are mentioned in the main CDP study protocol (HREC/REF: 125/2014).

5. Data Safety and Management

All transcribed and translated data generated for this study will be stored locally on a password
protected secure server that is only accessible to the local study team. All data will be kept for
up to 5 years or after all possible reports have been published. Data storage will be kept under

strict confidentiality.

6. Data Analysis

To promote a more structured process than the conventional method of qualitative synthesis, the

author will use a directed approach to content analysis [65]:
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Codes will be defined before and during data analysis.

Transcripts will be first highlighted for all texts that on initial impression appears to
represent a disclosure stressful appraisal, reported emotions, or instances/experiences of
coping. This will also provide initial familiarization of the data and contextual
understanding.

Then, all highlighted passages will be coded using the predetermined codes. Any text that
could not be categorized with the initial coding scheme will be given a new code, ‘thereby

increasing the trustworthiness and internal validity of the findings’[65].

Further step-by-step analysis are described below:

Establishing Stressors in our Data:

o Firstly, it is important to establish that disclosure stressors exist within the
disclosure stages. Disclosure stressors are circumstances/events that causes
stress. Oken and colleagues [66] explained that, “the state of stress results from a
perturbation arising from the internal or external environment (stressor).” Hence,
without stressors, stress does not exist and there is not much need for coping.
Similarly, Folkman and Lazarus, 1985, defined stress as ‘a relationship between the
person and the environment that is appraised by the person as relevant to his or
her well-being and in which the person’s resource are taxed of exceeded’, pg. 152.
Coping methods are efforts to manage this negative person-environment-
relationship.

o Within this framework, we will study the data to define and understand the
stressors (causes of stress) during disclosure that initiated caregivers and children’s
coping.

o Examination of stressors will involve two aspects: stressful appraisals (i.e. threat,
challenge or harm-loss) and/or reported emotions [67]. Only data that holds either
of these two variables will be considered as stressors.

Identifying Coping Behaviours:
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o With these stressors in mind, the data will then be assessed for a broad range of
coping responses based upon a predetermined set of coping strategies from
commonly use batteries in the HIV literature [28]: the COPE Inventory [68], Ways
of Coping Battery [54], The Brief RCOPE [69], and Responses to Stress
Questionnaire [70]. However, the author will also consider other scales that was
developed specifically for coping with HIV:

= Murphy et al. (2003) [71]: Positive Action, Passive Problem Solving, Self-
Destructive Escape, Social Support, Spiritual Hope, Depression/Withdrawal,
and Nondisclosure/Problem Avoidance.
= Moneyham et al.’s (1998) [72]: Seeking Peer Support, Living Positively,
Managing HIV  Disease, Seeking Support of Family/Friends,
Isolation/Withdrawal, Spiritual Activities, Denial/ Avoidance, and Seeking
Information.
o The data will also be analyzed with the goal to identify new types of coping

strategies among HIV-affected dyads that is specific to pediatric-HIV disclosure.

For the purpose of this study, only situational coping (how one cope with the recent event, i.e.
disclosure stressors) will be assessed. Dispositional coping (how one usually copes with stress) is
not within the interest of this study. Although there is certainly overlap between dispositional and

situational coping, they are not identical.

7. Methodological Considerations
Reflexivity

The author recognizes that her own perceptions, assumptions, personal experiences, and
ideological positions can influence the interpretation of the data or the coding process. Hence, to
remove potential biases, the approach to data analysis will be conducted with a more structured
approach by using the directed content analysis methodologies to increase trustworthiness and
transparency. As well, the author will continuously reflect upon her own subjectivity and influence

during the data analysis processes through literature re-review/checking and diary keeping.

10
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Rigour

The strength of claims is dependent upon the data analysis techniques. Hench, to ensure
thoroughness, exhaustiveness, and accuracy of the findings, the study will use a variety of scales
to identify and determine coping use, not only those that were developed for coping-with-HIV
studies, but also general coping scales that have been used in coping studies for the African
population. Additionally, to confirm the existence of one specific coping strategy, associated
stressor(s) would need to be evident in the transcripts, thereby promoting accuracy and removing
bias. Moreover, determination of stressors need to involve one of two aspects: there has to be
apparent stressful appraisals in the transcript (i.e. threat, challenge or harm-loss) and reported
emotions, which increase trustworthiness of our findings. The identification of stressors and

coping use requires the need for multiple read-through of the transcripts.

To ensure further validity and reliability of interpretation of data, the author will embark upon

various strategies to achieve analytical roundedness and trustworthiness:

e Triangulation of Sources: The author will compare consistency of findings with the existing
coping literature.

e Negative of Deviant Case Analysis: Elements of data that contradict patterns or
explanations will be taken into consideration to add, refine, or revise the interpretation of

the findings. This aspect will go hand in hand with the triangulation of resources.

8. Ethical Considerations & Potential Harm and Benefits

The present study will analyze data gathered from the main CDP study (HREC/REF: 125/2014).
Permission for use of data will be obtained from the University of Cape Town Research Ethics

Committee.

Voluntary written and verbal informed consent were obtained during the main CDP study:
invitation sessions and the consent process were conducted in the preferred language of the
participants; written consent and assent were obtained prior to the interviews and FGDs; children

with legal guardians who were not readily accessible were consented by their main caregiver after

11
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efforts of contacting the guardian was taken without success. See Appendix 3 and 4 for examples
of consent forms and information sheets provided to caregivers and children during the main CDP

study.

Inclusion of children’s views and coping use’ in this study is essential and in line with the UN
Convention of the Rights of the Child (CRC). Taking into consideration and accounting for
children’s suggestions and views in all matters affecting them is in support of their participation

rights noted in Article 12 of the CRC [73].

This study is a secondary analysis of existing data, as such poses no direct risks to the study
participants. Patient identifiers in the translated transcripts will be de-identified by the study team
from the main CDP study prior to the analysis for the current study. Quotes from data will be used
in the reporting of the results; hence pseudonyms will be utilized and any details that could be
used to identify the speaker will be omitted. Although the current study will have no direct
benefits on the participants, however, their input is of critical importance to the long-term care of

HIV-positive children.

9. Study Limitations

“Qualitative inquiry demands meticulous attention to language...and meanings of human
experience”, pg.10, [74]. The proposed analyses will be limited by the chosen local languages of
the participants. Since most responses will be in Xhosa and later translated into English, the
authors will not be able to directly discern the different usages of semantics from the transcripts

that could be meaningful for the interpretation of the data.

10. Logistics

As this is an analysis of existing data, no further cost or payment will be required for the course of

this study.
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11. Write Up and Dissemination of Findings

The findings of this study will be submitted as part of the fulfilment of the requirements for the
Masters of Public Health programme at the University of Cape Town. Results will also be
submitted to a peer-reviewed journal for publication, AIDS and Behavior. Findings will also be
written in the form of a report and disseminated to associated members at MSF, appropriate
Southern African HIV-/child-related conferences or scientific meetings, and in the Khayelitsha

community.
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INTRODUCTION

Pediatric HIV Disclosure

There are an estimated 7.6 million people living with HIV South Africa in 2022; up to 520,000 of
which are children (<14 years old) [1]. An important undertaking that can support the long-term
management of children infected with perinatally-acquired HIV is pediatric HIV disclosure. When
conducted appropriately, disclosure can alleviate the challenges seen in pediatric HIV care: i.e.
improve ART adherence, positive psychological outcomes, positive dyads relationship, social

support, self-care promotion, and reduction in peer-to-peer transmission [2-12].

The World Health Organization recommended that children of school age should be fully
disclosed of their and their parent’s HIV positive status; while younger children should be
partially disclosed of their status and their parents, incrementally, responding to their cognitive
skills and emotionally maturity. The literature recommends early disclosure to ensure early
preparations for dealing with the challenges associated with children’s HIV [13]. Specifically, full
disclosure is recommended prior to children reaching adolescents for adequate transitioning into

management of their own health and to prevent initiation of HIV-risk behaviours [13-15].

However, despite recent increases in full HIV disclosure rates, the current level remains
inadequate [10, 16-19]. Recent systematic reviews found that HIV serostatus disclosure among
children is still relatively low, with prevalence ranging between 9% to 72% and varied
dramatically between age (with most children knowing their status only years later after

diagnosis); in some cases, with a median disclosure age of 13 years [10, 16, 17, 20, 21]. The
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likelihood of informing a child aged 10 years and older that they are HIV-positive is 3.01 times
higher than the odds of younger children being informed [3]. Additionally, the high prevalence
reported in the literature has been suggested to be an overestimation of reporting since
caregivers are more likely to report full-disclosure, compared to self-reported status by children

[22].

Barriers of Pediatric HIV Disclosure

The low disclosure rates of children/adolescents with perinatally-acquired HIV in resource-limited
settings have been largely contributed by the compounded barriers associated with HIV-

disclosure.

HIV alone is already an extremely stressful and demanding illness to those affected, involving
factors such as stigma, the risk of death, adherence to complex medication regimens, side
effects of ART, disease progression symptoms, frequent hospital visits, and identity challenges

(18, 23-27].

Disclosure adds further complexity, in that it implicates both the caregiver and the child.
Caregivers often fear harm to the parent-child relationship, shame, the child's inability to cope,
self-harm, and emotional distress (e.g., sadness, resentment, or depression) [2, 16, 26, 28-42].
Studies highlight disclosure as a painful experience for caregivers, inducing guilt, anxiety, and
fear, often involving the exposure of family secrets [7, 10, 11, 14, 38, 42-46]. Additionally,
disclosure can lead to harmful discrimination and stigmatization towards the dyads from the

community or family members [11, 22, 33, 34, 36, 38-40, 42, 46-54].
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Disclosure and Coping Behaviours

Lazarus and Folkman conceptualized coping as a cognitive and behavioral response aimed at
managing stressful appraisals (involving threats, challenges, or losses) that surpass an individual's
resources [55-57]. Coping serves a functional purpose by either regulating distressing emotions
(emotion-focused coping) or addressing the problem causing distress (problem-focused coping).
Problem-Focused Coping is used in situations where individuals believe they can influence the
outcome or perceive the situation as changeable. This involves taking direct actions to manage
or solve the problem. Emotion-Focused Coping is used when the stressor is perceived as beyond
one's control to regulate their emotional response. This may involve seeking social support,
positive reframing, or acceptance. Emotion-focused coping is employed in encounters viewed as

unchangeable [55].

Although no formal study has explored caregivers' and children’s coping mechanisms amidst all
the stressors associated with pediatric HIV disclosure, related studies however have touched on
coping behaviors. For example, caregivers would often provide minimal explanation of the
disease during the pre-disclosure stage using non-stigmatizing chronic illnesses to delay pediatric
disclosure, or provide minimal explanation for hospital visits to the child [18]. Other coping
strategies are selective disclosure and seeking social support, including caregivers seeking advice
from HIV counselors [58]. In children, confusion and frustration about medication use and
hospital visits often lead to confrontive coping behaviors, such as persistent questioning and

threats to stop medications [2, 7, 14, 58-60].
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Studies investigating coping strategies of post-disclosure found that children used resignation to
deal with medication adherence-related stressors [61] or prayer/religions to deal with HIV-
related stressors [62]. Children also used techniques such as, ventilating feelings and being
humorous to promote psychological adjustment after disclosure [63]. To cope with self-stigma
or perceived stigma, youth living with HIV often used non-disclosure with family, friends, and
workplaces/school, and avoidance of romantic relationships and health care [25]. Studies in low-
and middle-income countries highlight the importance of positive coping mechanisms, like
medication adherence, treatment optimism, and familial/peer social support, for adolescents'
overall well-being [53, 64, 65]. In a recent systematic review, Chem et al, 2022, identified “self-
management needs (desire for better coping strategies)” as one of the top 3 category health

needs among ALWH [66].

Current Study

Careful management of stressors is crucial. Understanding effective coping behaviours is vital for
promoting optimal disclosure processes, outcomes, and timely disclosure. The lack of empirical
studies on stressors and coping behaviours during pediatric HIV disclosure stages underscores

the need for further research.

Applying Lazarus and Folkman's (1984) [55] transactional theory of stress and coping, this
research study aimed to explore disclosure stressors that emerged during the various stages of
pediatric HIV disclosure and examine how the associated behaviours of caregivers and children

align within the context of coping. This study used qualitative data from a larger research
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project that investigated the disclosure experiences of caregivers and children with perinatally-

acquired HIV in South Africa.

Understanding disclosure stressors and coping use during the disclosure stages is pertinent for
the development of relevant interventions that can improve rates of pediatric HIV-disclosure.
This study is important for intervention development for caregivers and children/adolescents
with perinatally-acquired HIV facing disclosure stressors, and for the health-care providers who

work with them.

METHODOLOGY

1. Study Design

This study utilized data derived from a larger research project conducted by the University of
Cape Town and MSF Khayelitsha: The Caregiver-led Disclosure Programme (CDP) Research Study.
The principal objective of the CDP study was to capture the reality and barriers surrounding the
disclosure processes to inform the development and enhancement of program materials. The
CDP study delved into the disclosure experiences of caregivers and perinatally infected HIV-
positive children through conducting focus groups (FGD) and in-depth interviews (IDI).
Participants were prompted to recount the diverse day-to-day experiences and difficulties they
had faced throughout the disclosure stages. The CDP research study had an iterative design and

data reached saturation.

For this particular analysis, data from all the IDIs and FGDs of the original study were extracted
and examined. Specific aspects from the transcripts related to disclosure stressors and
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associated behaviours of caregivers and children throughout the disclosure stages were analyzed

to see how they align within the context of coping.

The CDP recruited 54 consenting caregivers and 27 children (not dyads) between 2014-2015 in
Khayelitsha, Cape Town, South Africa. Participants were chosen by way of purposive sampling
from 1 clinic and 2 local NGOs involved in disclosure practices. To be eligible for the study,
caregivers had to care for a HIV positive child and were involved in the disclosure process of the
child (partial or full). The child had to be between the ages of 6-18 years during the enrolment
of the study, HIV positive, and already fully disclosed of their status. Initial recruitment of
caregivers and children at clinics and NGOs was conducted by clinic staff (i.e. counselors) and

institutional staff who have worked closely with the caregivers and children on disclosure.

During the time of data collection, Khayelitsha was known to be the largest township in the
Western Cape Province and has one of the highest burdens of HIV infection in South Africa, with
prevalence of HIV antenatal at a high of 26% in 2010 [67]. It was in 2004 that pediatric ART was
decentralized to primary clinics. ART programmes for children in Khayelitsha resulted in
significant improved mortality at 5 years on ART. Mortality rates has steadily decreased between

2003 to 2009 for infants on ART [67].

2. Data Analysis

To promote a more structured process than the conventional method of qualitative synthesis, a
directed approach to content analysis [68] was utilized for the current study in establishing

stressors and coping behaviours. Codes for stressors and coping mechanisms were defined
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before and during data analysis. Transcripts were highlighted for all texts that on initial
impression appeared to represent a disclosure stressful appraisal, reported emotions,
instances/experiences of coping or coping behaviours. All highlighted passages were coded
using the predetermined codes. To increase the trustworthiness and internal validity of the
findings, text that could not be categorized with the initial coding scheme were given a new

code, as recommended by Hsieh & Shannon, 2005 [68].

Establishing Disclosure Stressors

In accordance with Lazarus and Folkman's Transactional Model of Stress and Coping [55-57], it
was important to establish that disclosure stressors existed within the disclosure stages.
Disclosure stressors were circumstances/events that caused stress to the caregivers and
children. Oken and colleagues [69] explained that, “the state of stress results from a

”

perturbation arising from the internal or external environment (stressor).” Hence, without
stressors, stress does not exist and there is not much need for coping. Similarly, Folkman and
Lazarus, 1985, defined stress as ‘a relationship between the person and the environment that is
appraised by the person as relevant to his or her well-being and in which the person’s resource
are taxed of exceeded’, pg. 152. Coping methods are efforts to manage this negative person-
environment-relationship. Within this framework, we studied the data to define and understand
the stressors (causes of stress) during disclosure that initiated caregivers and children’s coping.
Examination of stressors involved two aspects: stressful appraisals (i.e. threat, challenge or

harm-loss) and/or reported emotions [56]. Only data that held either of these two variables

were considered as stressors.

27



STRESSORS AND COPING BEHAVIOURS ACROSS THE PEDIATRIC HIV-DISCLOSURE STAGES

Identifying Behaviours as Conventional Coping Mechanisms

Transcripts were highlighted for all texts that on initial impression appeared to depict behavioral
responses to the stressors associated with disclosure. Behavioural responses to disclosure
stressors were then analyzed to see if they correspond with the current definition of
conventional coping mechanisms from commonly use batteries in the HIV literature [24]: the
COPE Inventory [70], Ways of Coping Battery [71], The Brief RCOPE [72], and Responses to Stress
Questionnaire [73]. Other scales that were developed specifically for coping with HIV were also

considered:

e Murphy et al. (2003) [74]: Positive Action, Passive Problem Solving, Self-Destructive
Escape, Social Support, Spiritual Hope, Depression/Withdrawal, and
Nondisclosure/Problem Avoidance.

e Moneyham et al.’s (1998) [75]: Seeking Peer Support, Living Positively, Managing HIV
Disease, Seeking Support of Family/Friends, Isolation/Withdrawal, Spiritual Activities,

Denial/ Avoidance, and Seeking Information.

Behavioural data were also analyzed with the goal to identify new types of coping strategies that

was specific to pediatric-HIV disclosure.

To ensure further validity and reliability of interpretation of data, triangulation of sources and
negative deviant case analysis were utilized to achieve analytical roundedness and
trustworthiness. Consistency of findings were compared with the existing coping literature.
Elements of data that contradicted patterns or explanations were taken into consideration to

add, refine, or revise the interpretation of the findings.
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For the purpose of this study, only situational behaviours (how one copes with the recent event,
i.e. disclosure stressors) was assessed. Dispositional coping behaviours (how one usually copes
with stress) was not within the interest of this study. Although there was certainly overlap

between dispositional and situational coping in our data, they were not identical.

3. Ethical Considerations

Permission for use of data was obtained from the University of Cape Town Research Ethics
Committee (REF: 399/2021). Voluntary written and verbal informed consent were obtained
during the main CDP study: invitation sessions and the consent process were conducted in the
preferred language of the participants; written consent and assent were obtained prior to the
interviews and FGDs; children with legal guardians who were not readily accessible were
consented by their main caregiver after efforts of contacting the guardian was taken without

Success.

Inclusion of children’s views and coping use’ in this study is essential and in line with the UN
Convention of the Rights of the Child (CRC). Taking into consideration and accounting for
children’s suggestions and views in all matters affecting them is in support of their participation

rights noted in Article 12 of the CRC[76].

RESULTS

Demographics
All the IDIs (n=8) and FGDs (n=6) from the original (CDP) study were extracted and examined for
the purpose of this study. This includes data from all the participating 54 caregivers and 27
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children. It's important to note that the eight IDIs exclusively involved caregivers, while the six
FGDs encompassed three groups of caregivers, two groups of children, and one mixed group of
both caregivers and children. Notably, the participants in all the IDIs and FGDs were distinct to
ensure a diverse range of perspectives and experiences in the research findings. Participants’

summary statistics are described in Table 1.

The transcripts of the original study captured a comprehensive exploration of caregivers’ and
children’s experiences, encompassing the periods preceding, during, and following disclosure.
This includes actions taken before and after pediatric HIV disclosure, strategies employed in
managing the disclosure process, and insights gained about HIV. The transcripts also revealed
identification of supportive figures, encountered barriers and challenges throughout the
disclosure stages, and factors contributing to their coping during disclosure and post-disclosure
behaviors. Emotional responses and concerns such as fears and anxiety were also reported by
caregivers and children in the transcripts. Additionally, the transcripts provided reflections on
existing disclosure interventions and the desired changes or additions to enhance these

interventions, along with any utilized resources (i.e. clinics).

1. Disclosure Stressors

Recall that examination of stressors involved two aspects: stressful appraisals (i.e. threat,
challenge or harm-loss) and/or reported emotions [55-57]. Only data that held either of these

two variables were investigated as stressors.
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Table 1. Characteristics of Study Participants (N=81)

Characteristics n (%)
Caregivers 54 (67)
Children 27 (33)
Caregiver’s Age

20-30 15 (28)

31-40 27 (50)

41-50 1(2)

Unknown 11 (20)
Caregiver’s Sex

Female 51 (94)

Male 3(6)
Caregiver’s relationship to the child

Mother 46 (85)

Father 1(2)

Aunt 6(11)

Uncle 1(2)
Caregiver’s HIV status

Positive 6(11)

Negative 2 (4)

Unknown 46 (85)
Child’s ages

5-7 5(19)

8-10 15 (56)

11-15 7 (26)
Child’s sex

Female 18 (65)

Male 9 (35)
Child’s age at disclosure

5-7 3(11)

8-10 18 (67)

11-15 4 (15)

Unknown 2(7)
Child on ART

Yes 23 (85)

No 4 (15)

Analysis of the transcriptions identified 10 main disclosure stressors during the course of the
disclosure stages: Potential Stigmatization, Child's Confrontation, Child's Emotional Distress,
Blamed for vertical transmission, Caregiver's Limited HIV Disclosure Literacy, Caregiver’s
Restraint, Familial Circumstances, ART, Child’s HIV status, and Fear of Adverse Health Outcomes.

Out of the 10 stressors, five could not be categorized using the initial coding scheme, thereby
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given a new code: Child's Confrontation, Caregiver’s Restraint, Caregiver's Limited HIV Disclosure
Literacy, Familial Circumstances, and Fear of Adverse Health Outcomes. Factors shaping the
stressors were at the level of the disease, caregiver, child, or the community. The majority of the
disclosure stressors presented as a threat or harm to either the caregiver or child’s health
(physical/mental) or their social well-being. Reported emotions associated with the stressors for
both caregivers and children were a combination of fear/anxiety, anger, frustration, confusion,
sadness, and/or guilt. Table 2 provides a full description of the stressors, along with the

supporting quotes.

Most reported disclosure stressors by both caregivers and children were Fear of Adverse Health
Outcomes and Potential Stigmatization, which was experienced throughout the disclosure
stages. Caregivers’ highest reported stressor was their own Limited HIV Disclosure Literacy (pre-
disclosure phase), as it impeded their ability to conduct full-disclosure. Children’s highest
reported stressors were ART and Caregiver’s Restraint, experienced during the pre-disclosure
phase. Figure 1 depicts the placements of stressors throughout the disclosure stages, with highly

reported stressors highlighted in bold.

Potential Stigmatization:

Caregivers experienced persistent concerns about potential stigmatization, a recurring stre