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Introduction: Disclosure of parental human immunodeficiency virus (HIV) infection to their children remains a difficult process for parents living with HIV (PLWH). In order to identify the best strategies to facilitate parental HIV disclosure, it is necessary to examine the efficacy of existing interventions designed to help PLWH parents with the disclosure process to their children.

Objectives: To systematically review the efficacy of interventions designed to assist PLWH disclose their HIV status to their children.

Methods: We conducted a systematic review and narrative synthesis of interventions designed to assist PLWH disclose their HIV status to their children. MEDLINE/PubMed, PsycINFO, Embase, Global Health, and Web of Science were searched.

Results: Studies were eligible for inclusion if they evaluated an intervention for parental HIV disclosure. Five studies published between 2001 and 2015 met the inclusion criteria. The interventions were conducted in South Africa, China, and the United States. Three of the studies used two-arm randomized controlled trials, in which the intervention group was given enhanced care while the control group received standard care. Four of the five studies included a theoretically informed intervention and three were limited to mothers. Results showed that four of the interventions increased parental HIV disclosure.

Conclusion: The findings suggest that parental HIV disclosure interventions are successful in assisting parents with the disclosure process and can be adapted in different cultural context. Future parental HIV disclosure interventions should include fathers in order to assist men with parental HIV disclosure.
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INTRODUCTION

Disclosure of parental human immunodeficiency virus (HIV) infection to children remains a difficult process for families affected by HIV. In fact, parents living with HIV (PLWH) describe disclosure as one of their greatest challenges (1). Research indicates that anywhere from 34% to over 80% of PLWH have not disclosed their HIV status to their children (2) and that they often struggle to figure out when and how to disclose to their children (3–7). Many parents, for example, do not disclose to their children for a number of reasons including children’s lack of cognitive-developmental ability to understand the illness (1, 8–10).

Although the World Health Organization Guidelines on Disclosure to Children suggest that school age (i.e., 6–12 years) children can potentially understand and cope with their parent’s illness (11), numerous disclosure barriers exist. For example, some parents report that they do not disclose their HIV status to their children because they lack self-efficacy and simply do not know how to disclose (12–15). Others indicate that they do not disclose due to fear of children’s inadvertent disclosure of parents’ HIV-positive status to others in the community and the ensuing stigma and discrimination children and parents may face (16–18). For some, disclosure of sero-positive status requires an understanding of the sociocultural factors that shape individual and collective decisions surrounding health and well-being. Sociocultural factors which refer to the factors that represent the collective consciousness of people, active enough to influence and condition perception, judgment, communication, and behavior have been found to influence the taken-for-granted assumptions about identity and issues of belonging with parents’ fear of rejection and loss of respect from their children, for example, serving as barriers to parental HIV disclosure (14, 19–21). Still, others cite concerns about causing their children emotional pain and psychological harm (15, 22).

To date, the literature on the psychological effects of parental HIV disclosure on children is mixed (1). Some researchers have reported that there is no relationship between parental disclosure and child functioning (23–25). Other studies have found that children who are aware of their parents’ HIV status have lower social and emotional functioning (26), greater mental distress (24), and more externalizing symptoms (16). The amount of information children receive about their parents’ illness during the disclosure process may influence the disclosure outcome, particularly the psychological impact on children. For example, parents who inform their children that they have HIV but that they are also taking antiretroviral medicines can effectively reassure children that the medication will improve their health, thereby reducing the child’s worry about their parent’s health (27). In contrast, parental HIV disclosure without further explanation about treatments may lead to fear and anxiety that can impair children’s psychological functioning (26).

Based on the challenges HIV-positive parents face with the disclosure process to their children regarding when and how to disclose to their children, and the possible negative consequences of disclosure, more interventions are needed to assist PLWH who want to inform their children about their HIV status, especially in low-and-middle income countries (28). In order to identify the best strategies to facilitate parental HIV disclosure, it is necessary to examine the efficacy of the existing interventions designed to help PLWH parents with the disclosure process to their children. Although a number of review papers have been published describing the factors that influence parental disclosure, their focus was not on the effectiveness of existing interventions (1, 2, 29–34). We aim to fill an important gap in the literature by conducting a systematic review and narrative synthesis of interventions designed to promote parental HIV disclosure to children.

METHODS

Search Strategy

A literature search was conducted in May 2016 for papers that met the inclusion criteria. The electronic search included MEDLINE/PubMed, PsycINFO, Embase, Global Health, and Web of Science. These databases were selected to cover a wide range of disciplines, from social sciences to interdisciplinary and medical research. A combination of controlled vocabulary and Boolean-paired keywords were used, relating to acquired immunodeficiency syndrome (AIDS), HIV, disclosure, parents or children, and interventions (Table 1). In addition to searching electronic databases, the authors also reviewed the bibliographies of selected studies for other relevant citations.

TABLE 1 | Search strategy for MEDLINE/PubMed.
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Inclusion Criteria

Research studies that met the following criteria were included: (i) the paper discussed disclosure of HIV status by parents to their children, (ii) the study population included HIV-infected parents, (iii) an intervention was evaluated, and (iv) the paper was published in English. Exclusion criteria included non-parental HIV infection disclosure intervention including conference abstracts or dissertations, and papers written in languages other than English. There were no limits for study location or publication date.

Full Text Review

All articles were initially screened by two reviewers who independently reviewed the titles and abstracts of studies to accept or reject for full text review. The same two reviewers independently reviewed the full texts of the studies identified from the electronic search to determine if they were still eligible to undergo data extraction. In order to be included, studies had to evaluate an intervention designed to promote parental HIV disclosure to their children. Data were extracted from eligible studies into an electronic spreadsheet. Reviewers discussed any disagreements in the data extracted, and referral to a third reviewer was done to resolve any disputes. We extracted the following data: study characteristics (author, sample, study design, comparison/control components, intervention components, assessment, outcome variable, and outcomes) (Table 2). Finally, we conducted a narrative synthesis of studies meeting the inclusion criteria. Narrative synthesis which is “an approach to the systematic review and synthesis of findings from multiple sources and relies primarily on the use of words and text to summarize and explain the findings of the synthesis” (35). It is used when statistical meta-analysis or another specialist form of synthesis (such as meta-ethnography for qualitative studies) is not feasible particularly due to substantial methodological and clinical heterogeneity between studies identified (35).

TABLE 2 | Study and intervention characteristics of the five studies.
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RESULTS

Inclusion and Exclusion of Studies

The electronic database searches retrieved 1,210 records (172 from PsycInfo, 184 from Global Health, 313 from Web of Science, 273 from Embase, 268 from PubMed). After removing the duplicates in RefWorks, 579 records were screened (Figure 1). Of these, 544 were excluded because they were mostly general HIV studies examining prevention of mother-to-child transmission, treatment adherence, etc. Thirty-five records were selected at the abstract level for full text review because they described a study focusing on parental HIV infection. Thirty of the 35 were excluded because they were cross-sectional or qualitative studies of parental HIV disclosure, and systematic reviews.
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FIGURE 1 | Results of literature search. Summary of search results identifying potentially relevant, screened, and selected articles.



The final sample consisted of five studies published between 2001 and 2015, all of which evaluated interventions designed to promote parental HIV serostatus disclosure to children. The children in two of the studies (38, 39) were HIV-negative, and the remaining three studies (36, 37, 40) did not specify the HIV status of the children. The sample size for these studies ranged from 20 families (40) to 307 families (36). Two of the studies were conducted in South Africa (38, 39), two in the United States (36, 37), and one in China (40).

Intervention Theoretical Framework and Design

Four of the five studies selected for this review included a theoretically informed intervention to improve parental HIV serostatus disclosure to their children. Rotheram-Borus et al. (36) employed social learning theory, which provides a framework for how individuals can change their behavior while highlighting a set of factors that must be changed, such as skills, expectations of competence and efficacy, and ability to express and control one’s feelings. Rochat et al. (38, 39) developed the Amagugu intervention based on the Model of HIV-Disclosure Decision Making (MHDDM). One of the key characteristics of MHDDM is the encouragement of individuals to consider potential benefits and risks of disclosure while allowing for different types and levels of disclosure. Murphy et al. (37) also relied on MHDDM to guide the development of the Teaching, Raising, and Communicating with Kids (TRACK) Program. Simoni et al. (40) drew from the Disclosure Process Model of Chaudoir et al. (30), the model for maternal HIV disclosure from Murphy et al. (37) and qualitative interviews with PLWH, community advisory board members, and HIV care providers to develop the Chinese Parental HIV Disclosure Model. The model comprises of three main components which include decision-making, the disclosure event, and related outcomes.

Three of the studies used two-arm randomized controlled trials (RCTs), in which the intervention group (IG) was given enhanced care while the control group received standard care (36, 37, 40). The other studies used an uncontrolled pre- and post-intervention evaluation (38, 39).

Intervention Content

Rotheram-Borus et al. (36) implemented a 24-session intervention for the participants in the IG over 12 Saturdays in small groups. The intervention was divided into two modules, and two sessions were held each Saturday; the first module was delivered to parents alone for four Saturdays, and the second module to both parents and their adolescents for eight Saturdays. Module 1 focused on parents’ adaptation to living with HIV, how to cope with the health effects of HIV, opportunities for disclosure to children, and plans to help children cope with the diagnosis. In module 2, parents learned to initiate custody plans, reduce risk behaviors, create, and maintain positive family routines. Adolescents in module 2 focused on healthy adaptation to their parents’ illness, worked to improve parent–youth relationships, and learned ways to reduce youths’ risk behaviors. The Amagugu intervention implemented by Rochat et al. (38, 39) included printed materials, therapeutic tools, and child-friendly activities and games on HIV disclosure. It was delivered in six structured counseling sessions, with each session having specific contents, activities, and materials. The sessions included topics on positive parenting, positive families, positive life stories, positive practices, positive planning, and positive futures. As there was no direct intervention with children, mothers were supported to disclose independently.

The intervention by Murphy et al. (37) included three sessions. The first session addressed children’s typical development, pros and cons of disclosure, and family routines as a foundation for disclosure. The second session focused on mother–child communication and provided quotes from mothers and children on disclosure. The last session utilized roleplaying to practice disclosure, during which the facilitator also provided positive reinforcement. The intervention conducted by Simoni et al. (40) was also composed of three sessions. The first session involved a discussion on the advantages and disadvantages of disclosure, and the provision of instructional information on useful family communication skills. The second session addressed what the parents can expect from their children during disclosure. During the third session, parents created a plan that would help them reach their goal on the disclosure continuum (0—no disclosure to 6—complete disclosure).

Disclosure Measurement

Disclosure was measured differently across the studies. In the study conducted by Rotheram-Borus et al. (36), presence and absence of disclosure to all adolescents in the family was recorded numerically, with 1 for presence and 0 for absence. Studies by Rochat et al. (38, 39) considered all levels of disclosure, including partial (i.e., explaining that the mother has a “virus”), full (i.e., the mother used the term “HIV”), and no disclosure. Murphy et al. (37) asked mothers if they had disclosed to the child at each follow-up. If she had not disclosed, baseline information was used again. If she had disclosed, the following information on disclosure was collected: date of disclosure, the child’s reaction to disclosure, and how the mother felt she handled the disclosure. Simoni et al. (40) measured disclosure behaviors by using a visual Disclosure Behaviors Continuum, which ranged from 0 for no disclosure to 6 for full disclosure and open communication about HIV.

Summary of Study Findings

The findings of the interventions were mixed across the studies. Murphy et al. (37) found that mothers in the IG were more likely (OR = 6.33, 95% CI: 1.64–24.45) to disclose their HIV status than those in the control group, with 33% disclosing in the IG compared with 7.3% in the control group. Rotheram-Borus et al. (36) found no statistically significant difference in disclosure across conditions. In the pilot study by Rochat et al. (38), all mothers disclosed to their children with a varied level of disclosure, with 11 of 24 mothers reporting full disclosure by using the word “HIV” while the remaining 13 mothers disclosed partially using the word “virus.” In the follow-up study conducted by Rochat et al. (39), about 60% of the mothers (n = 171) disclosed fully and 40% (n = 110) partially disclosed their HIV status to their child. They also found that mothers who reported excellent health were less likely (OR = 0.48, 95 CI: 0.28–0.95) to fully disclose their status than those who reported poorer health. In addition, mothers who were in a relationship were more likely (OR = 2.92, 95% CI: 1.33–6.40) to disclose their relationship fully than those who were not in a current partnership. In the study conducted by Simoni et al. (40), participants in the IG reported statistically significant greater movement along the Disclosure Behaviors Continuum than those in the control from baseline to post-intervention (β = 1.40, 95% CI: 0.31–2.50), with the intervention parents moving on average from 1.2 to 3.0, and the TAU parents from 0.7 to 1.4.

DISCUSSION

The objective of this paper was to contribute to the growing literature on interventions for parental HIV serostatus disclosure. We systematically reviewed the literature and found a small number of studies have evaluated such interventions. The findings of the interventions were mixed, with four (37–40) of the studies reporting an increase in parental HIV disclosure. Although there was no geographical limit for the search, the location of the studies that met the inclusion criteria for this review were the United States, China, and South Africa. The cultural differences in the settings where the interventions were conducted may also influence if, and how parents disclose their status to their children. Disclosure of HIV status is behavioral in nature and driven by many contextual issues including culture. For example, the barriers and cultural norms that prevent open communication about sexuality and HIV/AIDS between parents and children in sub-Saharan Africa (41, 42) may not be present in the United States. However, in sub-Saharan Africa, the desire to disclose knowledge of a HIV-positive status is perhaps a consequence of growing up in a society where there are frequent reminders that identities are relational and that this rationality is vital for necessary support with living with HIV. Disclosure occurred because parents naturally belonged to, or are part of, particular familial, local, or ethnic groups, whereby illness was viewed as a responsibility of the collective (20).

Additionally, three of the studies included only mothers living with HIV (37–39). The predominance of women in parental disclosure interventions to an extent may reflect the gender proportions of the adult population infected with HIV globally (43). Since child care is often the sole responsibilities of mothers, it was not uncommon for some of the mothers to fully disclose their status following knowledge of their sero-positive status (20). The generally held view that mothers are expected to provide emotional care and support for their children or family members even in the context of HIV disclosure (20) was evident in the interventions involving mothers. Another interesting finding is that mothers who were in a relationship were more likely to disclose to their children than those who were not (39). A potential explanation for this finding may be that parental HIV disclosure to children becomes easier once parents have disclosed their HIV status to a primary sexual partner, hence providing support for parental HIV disclosure interventions to have a disclosure to sexual partner component (44).

Similar to other studies, parental HIV disclosure was associated with positive mental health outcomes for the children in the IG (14). For example, Rochat et al. (39) found a significant decrease in anxious-depressed, withdrawn-depressed, aggressive behavior, and rule-breaking syndromes among children. However, the decrease in withdrawn-depressed syndrome after the intervention was larger among children of mothers who partially disclosed than those who fully disclosed, indicating the importance of gradual disclosure or partial disclosure. Similarly, Murphy et al. (37) reported a reduction in depression and anxiety among children of mothers in the IG. Rotheram-Borus et al. (36) also reported lower levels of emotional distress, of multiple problem behaviors, of conduct problems, and of family-related stressors. These findings suggest that parental HIV disclosure can be beneficial for children when parents receive the proper training and guidance on how, and when to disclose to their children. In contrast, unintentional and poorly prepared parental HIV disclosure can have detrimental effects on children (1). The benefits observed among children in the IG may be the results of other areas addressed by the intervention such as parenting skills and communication with children (39). The ability for parents and children to openly communicate about HIV and other concerns with their children may improve parent–child relationship and children’s coping behaviors (45).

While most of the interventions included in this review for parental HIV disclosure offer promising findings, there are a number of limitations from the existing literature that need to be addressed in future studies. First, only two of the interventions included fathers. The other three focused only on mothers. The lack of disclosure interventions for HIV-positive fathers reflects the broad HIV literature as HIV-positive men are overlooked and understudied (46). Research indicates that notions of male identity, family, and community influence disclosure among HIV-positive men (19). However, little research has examined how fatherhood affects men’s experiences with their HIV status, especially in the context of parental disclosure (47). Future studies should include HIV-positive fathers or both parents, if available, in order to understand their approach to parental disclosure and address their needs. Second, the South African studies were unable to directly interview the children due to ethical reasons. More efforts are needed to provide approval for studies conducted in developing countries to include children in order to better assess the effect of the intervention on their mental health. Third, more rigorous studies are needed to determine the best practices for parental disclosure as only three of the included interventions were RCTs, with one of the studies having a sample size of 20 (40). The three successful RCTs provide the foundation for future studies to adapt the materials for interventions in different cultural settings such as Europe, Asia, the Caribbean, and other African countries. Fourth, none of the studies focused on immigrants. Immigrants affected by HIV face additional challenges with parental disclosure such as legal status and geographical separation from family and are in need of culturally adapted strategies to help them with the disclosure process to their children (34, 48). Finally, the individual studies meeting the inclusion criteria were limited by a number of methodological issues, including sampling and disclosure measurements used by different interventions.

Non-disclosure of personal health information has been shown to be unhealthy (49). Likewise, research indicates that lack of disclosure may negatively affect parents’ health. For example, parents who have not disclosed their HIV status have reported skipping medication and medical appointments in order to prevent their children from becoming aware of their ill health (14). The health benefits of disclosure can extend beyond the parents as findings from the studies suggest the children in the IG have better mental health outcomes than those in the control group due to the possible improvement in parent–child communication and relationship. Therefore, it is crucial for healthcare professionals to receive training on how to facilitate parents to make informed choices about disclosure and provide the tools and resources to disclose when they are ready. These resources can include printed materials and child-friendly activities and games (39) that parents can use to help them move along the disclosure behavior continuum (40).

Despite these potential benefits, parental HIV disclosure remains challenging and many parents may never disclose. More evidence-based interventions are needed to help parents facilitate and manage the parental disclosure process. As more people continue to live longer with HIV and desire to have children (50–52), more parents will be faced with the decision to disclose to their children. Overall, this review has identified intervention strategies that have proven to be efficacious in improving parental HIV disclosure and can be modified to encourage and support parents in different cultural contexts with the difficult process of disclosing to their children.
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