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Abstract

Background—To date, research on mental health in HIV-affected children (children who have
an HIV-positive caregiver or live with the virus themselves) has focused on risk factors associated
with the disease. However, simultaneous identification of factors that contribute to resilience in
the face of risks is also needed. A greater understanding of modifiable protective processes that
contribute to resilience in the mental health of children affected by HIV can inform the design of
interventions that bolster naturally-occurring supports and contribute to early prevention or better
management of risks.

Methods—We reviewed the recent literature on mental health and resilience in children and
adolescents affected by HIV/AIDS. Literature searches of PsycInfo and PubMed were conducted
during July-December 2011 consistent with Preferred Reporting Items for Systematic Reviews
and Meta-Analyses (PRISMA) standards. Qualitative and quantitative studies were included for
review if primary research questions pertained to mental health and coping or protective processes
in children and families affected by HIVV/AIDS. All studies subject to full review were evaluated
for quality using a modified Systematic Assessment of Quality in Observational Research
(SAQOR) rating system.

Results—171 unique studies were returned from online searches of the literature and
bibliography mining. Of these, 29 were evaluated as pertaining directly to mental health and
resilience in families and children living with HIV/AIDS. Eight studies presented qualitative
analyses. Ten quantitative studies examined individual resources contributing to child resilience
and four quantitative studies looked at family-level resources. Ten studies also investigated
community-level interactions. Four presented findings from resilience-focused interventions.

Conclusions—There is a clear need for rigorous research on mental health and resilience in
HIV-affected children and adolescents. The evidence base would greatly benefit from more
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standardized and robust approaches to thinking about resilience from an ecological perspective
inclusive of resources at multiple levels and their interactions.
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Background

Impact of HIV/AIDS on mental health in the family and community

HIV/AIDS poses direct threats to child and adolescent mental health as well as family
functioning and well-being. At present, UNAIDS estimates that nearly 17 million children
have been orphaned by HIV/AIDS, 90% of whom live in sub-Saharan Africa (Joint United
Nations Programme on HIVV/AIDS, 2010). However, orphans are only one part of the
problem. An even greater number of children live with HIV-positive family members. For
these young people, risks are numerous, including the pressure to drop out of school to care
for sick relatives and the psychological burden associated with witnessing caregiver illness
and coping with death.

Globally, approximately 2.1 million children under the age of 15 are living with HIV, and
more than 280,000 died of AIDS in 2008 (Joint United Nations Programme on HIV/AIDS,
2010). In some of the most affected countries, such as Botswana and Zimbabwe, AIDS is
now the leading cause of death in children under the age of 5 (Mason, 2006; Mathers,
Boerma, & Ma Fat, 2009). In many parts of the globe, young people, particularly young
women, are at great risk of contracting the virus through sexual activity as well as sexual
exploitation and abuse. Recent estimates indicate that 40% of all new HIV infections—
approximately 6,200 every day—are among young people between the ages of 15 to 24
(UNAIDS, 2008).

HIV and mental health are often described as having bi-directional relationships, meaning
that the effects of living with HIV/AIDS or having an affected family member can increase
risk for mental illnesses such as depression and anxiety, while poor mental health can inspire
behaviors which place individuals at risk for HIV (Briere & Jordan, 2004; Cluver, Gardner,
& Operario, 2007; Cluver, Orkin, Gardner, & Boyes, 2011). In families, psychological
sequelae related to HIVV/AIDS have been shown to predict parental depression, hopelessness,
and risk behaviors such as drug abuse (Rochat et al., 2006), which may in turn lead to
increased mental health problems among children (Smith Fawzi et al., 2010). Overly
aggressive discipline, poor interpersonal functioning, and violence between parents may also
be associated with HIV in the family (Forehand, Biggar, & Kotchick, 1998; Garcia-Moreno
& Watts, 2000; Gielen et al., 2007). Disease progression and parental impairment can result
in task-shifting within the family, with children taking on adult responsibilities such as
caring for younger siblings or, in many low resource settings, dropping out of school to earn
money (Cluver & Operario, 2008). These issues are particularly salient for children
orphaned by AIDS (Pelton & Forehand, 2005). Young people may also have anxieties about
their own health status, as well as misconceptions about how HIV is transmitted and the risk
of contracting it from an HIV-positive caregiver.

HIV/AIDS also amplifies vulnerability to risk factors at the community level. Stigma related
to the illness often erodes social supports that have traditionally supported families and
children in challenging circumstances (Cluver & Orkin, 2009). Work opportunities,
inclusion in religious organizations, and perceived social equity may all be compromised by
lack of community understanding or sensitization to HIV (Anderson et al., 2008; Rutta et al.,
2008; Salisbury, 2000). Evaporation of resources due to medical bills combined with loss of
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employment or difficulty finding and sustaining work can compound other risk factors and
drive families into poverty (Silver, Bauman, Camacho, & Hudis, 2003). While access to
anti-retroviral treatment (ART) and other forms of HIV-related health care is improving
(Perez et al., 2004; Betancourt, Abrams, McBain, & Fawzi, 2010), systems of social
protection and social welfare to better support the socio-emotional needs of children
orphaned or made vulnerable due to HIVV/AIDS remain weak or nonexistent (UNAIDS,
UNICEF, & USAID, 2004; UNICEF, 2006).

Resilience despite HIV/AIDS

In order to contribute to early prevention or better management of ongoing risks, resources
for promoting resilience in HIV-affected families and communities must be better
understood. In particular, research that applies a developmental and ecological lens to the
study of resilience has high potential to illuminate how mental health and well-being are
shaped by the interplay between individual, family, community, and societal factors
(Masten, 2001; Sapienza & Masten, 2011). In his original writings on the social ecology,
Bronfenbrenner stressed how “settings” of development interact with one another to support
positive child development, creating a nurturing physical and emotional environment that
includes, and extends beyond, the immediate family to peer, school and community settings,
and cultural and political belief systems (Bronfenbrenner, 1979). For children, HIV
represents a fundamental alteration of the social ecology which undergirds healthy child
development, disrupting variables at the individual, family and peer/community levels
(Benard, 1995) that ordinarily mitigate risks and promote resilience (Cowan, Cowan, &
Schulz, 1996; Werner, 1989). Stabilizing a compromised social ecology is therefore
fundamental to improving and safeguarding the mental health of HIVV-affected children as
their setting of development changes to respond to HIV in the family.

Investigations that leverage social ecological theories in the context of HIV/AIDS can help
broaden what is known about factors contributing to children’s long-term well-being, and
can contribute to the growing evidence base on protective processes that help children
achieve good functioning despite exposure to a range of difficult life circumstances
(Betancourt, McBain, Newnham, & Brennan, In press; Evans, 2005; Luthar & Goldstein,
2004). To date, however, there is little coordination across research on resilience in HIV/
AlIDS-affected children and families, and resultant gaps in the evidence base limit our
understanding of an integrated social ecological model of resilience in the mental health of
HIV/AIDS-affected children and adolescents.

This paper examines the concept of resilience in children affected by HIV/AIDS with
particular attention to potentially modifiable protective processes which may be the targets
of intervention. Though various definitions of resilience are used in the literature (Luthar,
1993, 2004; Luthar, Cicchetti, & Becker, 2000; Luthar & Cushing, 1999; Masten, 1994;
Rutter, 1985, 1987), we define resilience as the attainment of desirable social and emotional
adjustment, despite risks due to HIV (Luthar, 1993; Rutter, 1985). With this definition, we
acknowledge the well-documented risks facing children affected by HIVV/AIDS, and seek to
highlight the physical, social and individual outcomes relevant to their healthy development
and “resistance to environmental risk experiences, or the overcoming of stress or adversity”
(Rutter, 2006). Because the protective processes and factors mitigating the impact of risks
have not been well explored in this population, it is important to understand the full range of
processes with potential to increase resilience in HIV/AIDS-affected children, and to use
this knowledge to develop interventions that may be implemented at different levels.

In the present review, we aim to organize existing resilience research using a social-
ecological model; the goal is to achieve an integrative review of what is known about
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resilience in HIV/AIDS-affected families and children, and to provide recommendations for
future research. Questions of interest include:

1. To date, what strengths and resources at the individual, family, and community
levels have been identified as contributing to resilience in HIV/AIDS-affected
families and children?

2. What clinical or intervention strategies exist to bolster resilient mental health
outcomes in HIVV/AIDS-affected families and children? What processes
contributing to resilience are targeted by these interventions?

3.  What innovations are recommended in future research on resilience in HIVV/AIDS-
affected children and families?

Literature search

Analysis

To identify studies evaluating mental health and resilience in families and children living
with HIV/AIDS, we conducted a systematic review following the Preferred Reporting Items
for Systematic Reviews and Meta-Analyses (PRISMA) standards (Moher, Liberati, Tetzlaff,
Altman, & The PRISMA Group, 2009). Inclusion criteria included being: (a) a peer-
reviewed, original research article that (b) studied resilience and (c) mental health in (d)
children under age 18 OR in families with children under age 18. Subjects included children
and adults of both sexes from across the globe. Studies were excluded if they did not
explicitly examine resilience constructs or mental health. Opinion pieces, reviews, and
articles focusing only on adults in families were also excluded.

To conduct the review, we searched PubMed and PsycINFO from 1990 to December 2011
for all peer-reviewed, English language publications which contained key words within a
matrix of relevant terminology (Table 1).

Figure 1 presents the systematic review process. A total of 244 records were returned from
database queries; when duplicates were eliminated, 103 remained. An additional 68 records
were identified through bibliography mining and direct outreach to experts in the field. Of
the 171 unique studies, 54 met the screening criteria listed above. These articles were read in
full and coded for quality and for focus on mental health, resilience, and protective
processes (see Analysis). Suitability for inclusion in full review was assessed and 25 studies
were eliminated. The remaining 29 articles were included in the final analysis and narrative
synthesis. Because the evidence base on the topics of interest is limited, both quantitative
and qualitative studies contributed to the final selection.

In accordance with emerging best practices for conducting systematic reviews, we first
evaluated included studies for author, year of publication, journal, objectives, population,
design, and methodology. To assess the quality of evidence, we used a rating system
developed by Ross et al. (2011). The Systematic Assessment of Quality in Observational
Research (SAQOR) was ideal for the present review since it can be flexibly applied to both
quantitative and qualitative studies. Using SAQOR, the rater can adjust for factors that are
“non-applicable” to qualitative studies (e.g., use of controls, randomized samples), and
thereby harmonize scores across different types of studies (Downs & Black, 1998; Guyatt et
al., 2008). During evaluation, the rater assesses a range of criteria by answering yes or no
questions about the study’s design (see Appendix 1). Each criterion is then grouped within a
sub-category, which is graded “Adequate”, “Inadequate”, “Unclear,” or “Not Applicable”
depending on the number of positive (or not-applicable) responses. A grade of overall
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quality—High, Moderate, Low, Very Low—is then determined based on performance in
each of the six sub-categories.

Normally, SAQOR gives preference to randomized controlled trials (RCT) by upgrading
studies if they meet RCT standards and downgrading them if a design is cross-sectional. In
this review, we modified SAQOR to award similar upgrades to observational and qualitative
studies that demonstrated strong quality indicators in required fields as well as strong,
consistent, and direct evidence. This adaptation acknowledges that the research questions for
qualitative studies are different than those in survey research, and allows for more sensitivity
to the level of evidence produced by qualitative research. Following these adapted SAQOR
guidelines, studies were considered to have “High” quality if five or more domains were
adequate; “Moderate” quality if evidence was strong AND 2 (for qualitative) or 4 (for
quantitative) required domains were adequate; “Low” quality if 1 (for qualitative) or 3 (for
quantitative) required domains were inadequate; “Very Low” if 2 (for qualitative) or 4 (for
quantitative) required domains were inadequate.

In our study, two graders worked independently to evaluate each study using the SAQOR
system. Graders achieved 90% agreement; discrepancies between grades were discussed by
the authors, and studies were re-evaluated as needed to address points of disagreement. Final
SAQOR grades were determined by consensus and are available in Appendix 2.

Following the SAQOR rating process, we further analyzed articles using NVivo, a
qualitative data analysis software package (QSR International, 2010). This step examined
each study’s major areas of investigation, findings, and conclusions in more detail. To
organize these points by theme, analysts assigned a “code” or label to each major point
raised in the methods, discussion, and conclusion. Codes identified a broad range of risk and
protective factors positioned by studies in relation to mental health and resilience. This
analysis was useful in helping to organize each study’s area of inquiry, and helped to
examine and integrate evidence to make cross-study comparisons of findings on different
aspects of resilience. A synthesis of findings is presented below.

A summary of the reviewed studies may be found in Table 2. In general, the quality of
evidence—as graded using adapted SAQOR criteria—was moderate (see Appendix 2). Ten
of the quantitative studies lacked adequate control/comparison groups, and two longitudinal
studies lacked adequate description of loss to follow-up. Most studies were found to have
adequate quality of mental health measurement, but low or limited quality of resilience
measurement. Only one study was found to have an inadequate or unclear sampling strategy.
Among the quantitative studies, presentation and explanation of missing data and analyses to
account for confounding were generally weak. Overall, only four studies received a “High”
Score. Recommendations for improving the evidence base in future research are provided
later on.

Although this review focuses on resilience and positive outcomes, it is notable that most
studies highlighted a high level of overall mental health problems among sampled HIV/
AIDS-affected children. We therefore provide an overview of these results first in order to
establish adequate context for appreciating resilience in the context of mental health.
Findings on resilient capacities of the individual child or adolescent, family resources,
community resources, and interventions for promoting resilience in HIV/AIDS-affected
children form the majority of the results section.
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Prevalence of Mental Health Problems

Children and adolescents living with HIV infection—Five quantitative studies
focused on children and adolescents who were living with HIV infection (as opposed to
being affected by HIV or AIDS in the family). However, none of these studies used the
same measure(s) of psychological adjustment, which limits our ability to make direct
comparisons between studies.

Within their sample of 166 American HIV-positive adolescents age 13-21, Orban and
colleagues found that 21% of adolescents reported borderline or clinical thresholds in
internalizing emotional and behavioral problems, and 30% reported externalizing problems,
as measured by the Achenbach Youth Self Report (Orban et al., 2010). In Murphy et al.’s
baseline intervention study, also conducted in the United States, 18% of 230 HIV-infected
adolescents demonstrated elevated anxiety on the Children’s Manifest Anxiety Scale and
17% demonstrated elevated depression on the Child Depression Inventory, relative to the
cohort mean (Murphy, Moscicki, Vermund, & Muenz, 2000). In this sample, negative life
events at different levels of the social ecology were associated with increased depression and
anxiety; for instance, the authors demonstrated increased risk for mental health problems
among adolescents who experienced family financial problems, parental alcohol abuse,
parental conflict including arguing and fighting, changing schools, serious accidents, and
death in the family (Murphy, et al., 2000).

Only three studies on HIV-infected children assessed the prevalence of psychological
distress with respect to a comparison sample. In two (Moss, Bose, Wolters, & Brouwers,
1998; Sopena, Evangeli, Dodge, & Melvin, 2010), levels of mental health problems and
resilience among HIV-infected children were compared to published national norms in the
U.S. and U.K. (respectively); no significant differences were found in either case. The third
study (conducted in the U.S.) used a control/comparison design to assess adaptive outcomes
and levels of emotional and behavioral problems among 403 children and adolescents (age
6-19 at study initiation) at varying stages of disease progression (four groups based on CD4
counts were created from the sample to account for disease progression, including a non-
affected control group) (Nichols et al., 2000). In this study, participants with low CD4 cell
counts showed greater declines in communication skills, socialization skills, and composite
adaptive behavior among group members. However, all groups also increased scores on
daily living and decreased behavior problems over time, indicating improvements in
resilience across groups.

Children and adolescents affected by HIV—In the studies reviewed, children and
adolescents affected by HIV were generally found to demonstrate elevated rates of
psychological distress as compared to non-HIV-affected controls. For example, in a study
performed in Ghana, Doku (2010) examined psychosocial adjustment and resilience among
200 children in four comparison groups: children orphaned by AIDS, children orphaned for
other reasons, HIV-affected children, and non-HIV-affected non-orphaned controls. In this
sample, non-HIV-affected non-orphaned controls showed significantly less emotional
problems than the three other groups. In a similarly-designed large comparison study with
1,625 children from rural China, Fang and colleagues found that children orphaned by AIDS
and HIV-affected children scored significantly higher on depression and loneliness as
compared to a non-HIV-affected sample, with children orphaned by AIDS scoring highest
on depression and HIV-affected children scoring highest on loneliness (Fang et al., 2009). A
follow-up study of this cohort performed by Zhao et al. (2011) confirmed these trends.

In their New York City study of 82 adolescents with drug-abusing fathers (37% of fathers
were HIV-positive), Brook et al. (2002) found that children with HIV-positive drug abusing
fathers demonstrated higher levels of interpersonal difficulty, delinquency, and substance
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use, as compared to a random sample of adolescents from the region. By contrast, a similar
New York City study of 105 low-income adolescents with substance-abusing mothers did
not find significantly more alcohol or drug use among HIV-affected participants as
compared to non-HIV-affected participants; in fact, rates of substance use and sexual
behavior among both the HIV-affected and non-HIV-affected participants in this study were
similar to national samples of same-aged peers (Leonard, Gwadz, Cleland, Vekaria, &
Ferns, 2008). A third study of HIV-affected adolescents from New York City reported high
rates of substance use (40%) among their sample of 77 11-15 year-olds, but did not provide
information on how these rates compared to national or regional rates (Rosenblum et al.,
2005).

In a longitudinal study with HIV-affected children, Murphy and Marelich (2008) found that
depression and worry decreased over time across their sample of 111 HIV-affected children
from the U.S., with resilient children demonstrating steeper declines in depression over time
as well as significantly lower feelings of ineffectiveness and negative self-esteem
(“resilience” was measured along a continuum by combining five measures of psychosocial
adjustment). In a particularly at-risk sample of 25 low-income adolescents studied by
Pivnick and Villeagas (2000) in the U.S. (many study participants had spent time with foster
families, had been exposed to parental negligence, parental drug use, physical abuse, and
sexual abuse), all adolescents expressed high degrees of somatization, many were diagnosed
with sleep disorder, and many reported not doing well in school. Over time, depression and
anxiety in study participants decreased. Unfortunately, however, aside from participation in
a supportive program at a Women’s Center, the study did not explicitly explore the
resilience factors that may have contributed to these outcomes, and the study’s lack of a
control group and small sample size limited the generalizability of findings.

Individual Factors of Resilience

Among studies that investigated factors of resilience at the individual level, the majority
examined aspects of coping with HIV-related stressors among children and adolescents.
Three studies also investigated perseverance, self-esteem, and positive future expectations as
components of resilience among HIV-affected children and adolescents.

Coping—Research indicates strong associations between coping strategies, mental health,
and resilience in HIV-positive and HIV-affected children and adolescents. In their study in
the U.S., Orban et al. (2010) found that passive coping (e.g., blaming, wishful thinking,
withdrawal, self-criticism) was significantly associated with greater depression, and was
more frequently used by adolescents reporting medication-related stressors. In Murphy and
Marelich’s longitudinal investigation of HIV-affected children from the U.S., coping self-
efficacy was significantly correlated with child resilience (defined as better than expected
mental health outcomes), and resilient children demonstrated steeper declines in depression
over time (Murphy & Marelich, 2008). These trends resonated with findings from a
qualitative study of 25 HIVV-positive adolescents and 15 caregivers in South Africa, in which
a number of adolescents reported that goal-setting helped them to cope with their diagnosis
(Petersen et al., 2010).

In their study of 82 HIV-affected adolescents from New York City, Brook et al. found
associations between adolescent rebelliousness, interpersonal difficulties, substance use,
depression, and maladaptive coping (Brook, et al., 2002). By contrast, Murphy et al. did not
find that adaptive coping significantly moderated the relationship between stressful life
events and outcomes of anxiety or depression in their U.S. baseline intervention study
(Murphy, et al., 2000). In Sopefia et al.’s U.K. study, investigators observed correlations
between psychological adjustment and two coping strategies (ventilating feelings and being
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humorous); however, these associations were no longer significant after controlling for age
(Sopena, et al., 2010).

Self-esteem and hope for the future—In this review, we considered self-esteem as a
protective factor in itself, rather than as a measure of mental ill health. This interpretation
was reinforced by two qualitative studies—the first with 68 children and adults in Rwanda
(Betancourt, Meyers-Ohki, Stulac, et al., 2011), the second with 13 youth age 12-18 in
Uganda (Harms, Kizza, Sebunnya, & Jack, 2009)—which both independently categorized
perseverance and self-esteem as defining characteristics of resilience in their study samples.
In the one quantitative study to examine self-esteem and hope for the future, Fang et al.
found that non-HIV-affected children scored significantly higher on self-esteem, positive
future expectations, hopefulness about the future, and perceived control over the future, as
compared with children orphaned by AIDS and HIV-affected children (Fang, et al., 2009).
In Fang et al.’s study, children orphaned by AIDS reported higher self-esteem than HIV-
affected children.

Family Factors of Resilience

Seven studies focused on factors of resilience at the family level. Four identified
associations between resilience and parental monitoring, parental attachment, and positive
family functioning. In addition, three studies explored how children and adolescents may
achieve strong resilient outcomes in the face of parental impairment and early
parentification.

Parental monitoring and attachment—In research with 82 HIV-affected inner-city
African-American families, Dutra et al. found that high levels of parental monitoring
combined with positive parent-child relationship were associated with higher resilience in
children (resilience rated using a continuous measure of five combined scales to assess
child-reported internalizing and externalizing as well as parent-reported externalizing,
cognitive competence, and social competence) (Dutra et al., 2000). Brook et al. (2002)
found that father presence in the home was associated with adaptive coping in HIV-affected
and non-HIV-affected adolescents, regardless of parental HIV status. Further, Brook et al.
also found that aspects of the father-child relationship (including parental availability and
support, child-centeredness, and satisfaction with the child) and paternal coping strategies
increased the likelihood that adolescents themselves would engage in adaptive coping
(Brook, et al., 2002).

Family functioning—In their New York City study, Rosenblum et al. (2005) observed
correlations between positive family functioning, resilience, and lower likelihood of deviant
peer affiliation, and substance abuse. By contrast, child abuse, children’s deviant peer
affiliation, and fewer indicators of resilience were also correlated in this study (Rosenblum,
et al., 2005). In Betancourt et al.’s qualitative study of HIVV-affected children in Rwanda,
family unity (kwizerana) emerged as an important local resilience construct, comprising
indicators such as “living together in harmony,” cooperation, mutual respect, and strong
communication (Betancourt, Meyers-Ohki, Stulac, et al., 2011).

Coping in response to parental impairment—Evidence of links between parental
impairment and poor mental health in children has been well-documented (Donald &
Clacherty, 2005; Thurman et al., 2008), and is supported by some of the research reviewed
here. For instance, in Murphy and Marelich’s study in the U.S. (2008), decreases in child
resilience were associated with maternal viral load and disease progression. This finding was
reinforced by qualitative findings linking parental impairment and child well-being in a
study in Zimbabwe (Wood, Chase, & Aggleton, 2006).
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However, examinations of child resilience in the face of parental impairment or death are
more rare. In our review, we found two studies that investigated these issues. In work by
Skovdal and colleagues (Skovdal, Ogutu, Aoro, & Campbell, 2009), researchers used
qualitative methods including interviews, group discussions, written narratives, and child-
created photographic documentation, to examine themes and strategies of child resilience in
Western Kenya. Among the 48 HIV-affected child participants, most depicted their role as
caregiver in a positive light characterized by independence, problem-solving, and work
ethic. Although significant hardships were identified, the study emphasized how social
resources can facilitate children’s adaptive coping and resilience. Interestingly, quantitative
results from a 6-year longitudinal study in the U.S. seem to support findings from the
Skovdal study: in their sample of 213 adolescents, Stein et al. (2007) found that while early
parentification due to HIV/AIDS was associated with more emotional distress, substance
use, and conduct problems in adolescents during the 6 months following death, parentified
adolescents actually demonstrated more adaptive coping skills (including positive action and
engaging social support) and less alcohol and tobacco use over time as compared to non-
parentified HIV-affected adolescents.

Community and Cultural Factors of Resilience

Thirteen studies focused on factors of resilience at the community or cultural level. Three of
these studies highlighted the protective roles of education and information sharing. Nine
studies highlighted protective social supports at the community, family, and peer levels. One
study found that the type of housing available for children orphaned by AIDS can also
impact resilience in this population.

Access to educational resources—In their qualitative study with adolescents and
caregivers from Brazil, Ayres and colleagues investigated the health care needs of 35
adolescents age 13-20 living with HIV/AIDS, as well as the services and programming
available to them (Ayres et al., 2006). The authors found that stigma and lack of social
inclusion were major themes which influenced adolescents’ willingness/ability to disclose
HIV-status, and interfered with their access to community resources such as education.
Limited access to HIV/AIDS information may in turn place adolescents at higher risk for
contracting the virus themselves, as was highlighted by Daniel et al.’s qualitative (2007)
study from Uganda: in their research with local HIVV/AIDS-affected orphans and caregivers,
Daniel and colleagues found that disclosure and openness was related to resilience and self-
efficacy, while silence, secrecy, and stigma contributed to feelings of self-hate, anxiety,
hopelessness, and confusion among HIV/AIDS-affected children (Daniel, et al., 2007).
Similar themes were highlighted in Pivnick and Villeagas’s (2000) mixed-methods study of
25 adolescents from the Bronx. The research was based out of a women’s center which
provided community supports and information on safer sex and HIV. The authors of this
study hypothesized that the center’s stigma-free social context and encouragement of family
communication about HIV/AIDS contributed to promoting adolescent resilience.

Social support—The protective role of social support, including perceived financial,
physical, and emotional help from family, friends, and the larger community, was examined
by several studies. In Cluver et al.’s (2009) study with 703 children and adolescents (425
AIDS-orphaned and 278 non-orphaned) in South Africa, perceived social support was
associated with lower symptoms of PTSD at all levels of trauma, suggesting that support
from peers, carers, family mentors, and other people from the community may reduce the
deleterious effects of a range of traumatic experiences. In the study by Orban et al.
performed in the United States, adolescents rated social support and problem solving among
the “most helpful” coping strategies; however, results showed that these strategies were not
widely used, perhaps, the authors speculated, because fear of discrimination discourages
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youth from reaching out to others (Orban, et al., 2010). In rural China, Zhao et al. also found
that tangible support from family predicted less depression and loneliness and more positive
social interactions, while emotional support was associated with reduced delinquent
behavior (Zhao, et al., 2011). However, other unexpected associations were also observed in
this study, including a correlation between support from teachers/friends/significant others
and increased risk of delinquent behaviors (Zhao, et al., 2011).

Peer support—~Peer affiliations and community interactions were examined by
Rosenblum and colleagues (2005) in their New York City study of HIV-affected
adolescents. In this study, positive community experience was correlated with less deviant
peer affiliation. Peer deviance was associated with older age, community risk factors, and
less resilience. These findings appear to be consistent with several of the intervention and
qualitative studies reviewed (Betancourt, Meyers-Ohki, Stulac, et al., 2011; Funck-Brentano
et al., 2005; Harms, et al., 2009; Kumakech, Cantor-Graae, Maling, & Bajunirwe, 2009;
Petersen, et al., 2010; Wood, et al., 2006), which suggest that positive interactions with
peers at school are emotionally-beneficial, as is having access to elders in the community
and to psychosocial programs. In Cluver and Gardner’s (2007) qualitative study of 60 South
African children orphaned by AIDS, caregiving, contact with extended family, school/peer
support, and positive activities emerged as key protective factors in the lives of children
orphaned by AIDS. By contrast, negative peer interactions such as bullying and gossip were
identified as risks (Cluver & Gardner, 2007). The Cluver and Gardner study was one of the
only studies included in this review to examine physical safety and neighborhood crime as
related to risk and resilience in HIV affected young people. The research indicated that
violent crimes in the community (e.g., muggings, assault, violence toward friends and
family) are particularly distressing to children, and that caregivers view the lack of safe play
areas as associated with increased behavioral problems in orphans (Cluver & Gardner,
2007).

Group homes and orphanages—In the only study in this review to examine the
context of group living, Fang et al. found that the 30 orphans from their sample living in
group homes (small family-style residences of 4 to 6 orphans managed by local residents
that are common in China) demonstrated significantly less depression and more perceived
control over the future, but higher loneliness and lower self-esteem, as compared to orphans
living in orphanages or kinship (extended family) care (Fang, et al., 2009). Based on study
findings, the authors suggested that group homes may be a more adaptive environment than
orphanages and kinship households, although further investigation is needed to understand
the contextual factors and mechanisms of the outcomes associated with these different care
arrangements.

Interventions

Mental health interventions to improve resilience in HIV-affected children are rare (King,
De Silva, Stein, & Patel, 2009). In this review, we identified four intervention studies
(Funck-Brentano, et al., 2005; Kumakech, et al., 2009; Lyon et al., 2011; Rotheram-Borus,
Stein, & Lester, 2006) aimed at facilitating child and family adjustment to HIV. Of these,
only the longitudinal, randomized controlled trial conducted by Rotheram-Borus, Stein, and
Lester in the U.S. rated high on the SAQOR evaluation given its rigorous follow-up
procedures, holistic consideration of potential risk and protective factors, and robust analytic
plan. Findings from this study of 288 parents living with HIV and their adolescent children
showed that adolescents randomized to the intervention reported less substance abuse in
later years (Rotheram-Borus, et al., 2006). Positive parental bonds at baseline were
associated with more resilient outcomes after three and six years, including less risky
behavior and emotional distress, and more positive future expectations. Overall, study
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findings indicate that family-based interventions have high potential for facilitating more
resilient mental health and developmental trajectories among HIV-affected children.

The second intervention study (Lyon, et al., 2011)—a randomized trial with an active
control group also implemented in the U.S.—investigated the effects of a family-centered
advance care planning and medication adherence intervention on the spirituality and
religious beliefs of the 40 participating HIV-affected adolescents. While qualitative studies
have indicated that faith in god or religious belief can contribute to resilience in HIV-
affected children (Betancourt, Meyers-Ohki, Stulac, et al., 2011), the Lyon et al. study was
the only quantitative study in this review to assess spirituality as a resilience factor. In this
research, trends suggesting an association between low adherence to medication (treated as a
proxy for coping) and the belief that HIV is a punishment from God held true across time
points and groups. Additionally, the authors observed that both intervention and control
adolescents exhibited increases in “sense of meaning” and “purpose” between baseline and 3
months follow-up, but that changes were only significant for control adolescents. The
authors also noted declines in faith (defined as “comfort and strength in one’s beliefs”)
among intervention participants, versus significant increases in faith among controls. Study
investigators speculated that increased feelings of control over medical care or feelings of
anger with God may explain some of these findings. Unfortunately, mechanisms linking the
intervention content, spirituality, and additional dimensions of resilience were not assessed.

The last two studies focused on yet another potential mechanism for improving resilience:
peer-group support. In Uganda, Kumakech and colleagues (2009) performed a cluster
randomized trial of 326 children orphaned by AIDS comparing a combined school-based
peer support/somatic health care treatment to a control condition. Intervention activities—
including sharing of fears and worries, trust-building exercises, problem-solving activities,
and action-planning exercise—were administered by trained teachers and were intended to
use social support to improve coping; however, a discreet measure of coping was not used
(resilient characteristics were measured only using the self-concept subscale of the Beck
Youth Inventory), and no significant intervention effects on self-concept were observed.
This study was limited by significant between-group differences at baseline: children in the
intervention groups demonstrated significantly lower self-concept and higher depression as
compared to children in the control group. Additionally, knowledge of AIDS as the cause of
parental death was not an enrollment criterion for this study, and some children learned of
their association with AIDS through their involvement in the intervention. The confounding
effects of this limitation were not explored. Though the study investigators did observe
significant improvements in depression, anxiety, and anger in the intervention group, the
lack of improvement in self-concept and significant weaknesses in the study design limit the
generalizeability of this research. In the one other intervention study on peer support groups
for HIV-positive adolescents, Funck-Brentano and colleagues observed improvements in
preoccupations about illness and fears about medication, as well as reduced viral load
(Funck-Brentano, et al., 2005). However, this small pilot study of 30 HIV-infected
adolescents (intervention group of n=10), was insufficiently powered to provide substantive
data on intervention effectiveness, and improvements in self-esteem or other resilient
constructs were not reported. Additional research on peer group support interventions is
clearly needed.

In addition to the four formal intervention trials, a fifth study was identified as relating to
interventions for family strengthening and empowerment in the context of HIV/AIDS, but
was excluded from the formal review process because it lacked sufficient methods for
assessing mental health and resilience. This descriptive study by Kmita et al. (2002)
explored different strategies and contexts of psychosocial intervention to decrease social
isolation of families and improve coping, self-esteem, and community integration in Poland.
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Through qualitative analysis of clinical observations from both medical (hospital setting)
and non-medical psychosocial intervention settings, the authors identified group activities,
interventions that involved both children and caregivers, and strong collaboration between
service providers as critical components of interventions with this population. While this
study’s assessments of improvements in psychosocial functioning were limited to
observations by interventionists, findings suggest that both medical and non-medical
interventions contributed to improving emotional functioning of parents and children,
increasing the number of people in the family’s social network, improving flexible coping in
study participants, and reducing family silence about those who died. Further, findings
underscored that a range of interventions undertaken in both clinical and non-clinical
settings may help improve resilience in HIV-affected families.

Associations with Age and Gender

Few studies reported comparisons by age or gender. Across their four comparison groups
from China (296 orphans who lost both parents to AIDS, 459 orphans with one parental
death due to AIDS, 466 HIV-affected children, and 404 non-HIV/AIDS-affected children),
Fang et al. observed lower loneliness, higher self-esteem, positive future expectation, higher
hopefulness, and better perceived control over the future in older children (Fang, et al.,
2009). In their study of HIVV-affected adolescents from New York City, Rosenblum et al.
(2005) found associations between older age, peer deviance, and lower family functioning.
No other studies found significant differences in outcomes of interest by age.

Few gender differences were reported. Exceptions include: among Chinese orphans whose
parents both died from AIDS, male gender was associated with higher self-esteem and lower
perceived control over the future (Fang, et al., 2009); and in Ghana, males reported
significantly higher rates of peer problems as compared to females, with a large effect size
(Doku, 2010).

DISCUSSION

The mental health and wellbeing of children and families affected by HIV/AIDS must be
viewed as a dynamic process involving a number of ecological levels from the biological to
the family to the larger community and culture, with each level presenting risks (Betancourt
& Khan, 2008; Lazarus & Folkman, 1984; Masten & Obradovic, 2008) as well as sources of
potential protection and resilience (Bronfenbrenner, 1979; Ungar, 2011). Of the 29 studies
included in this review, only a handful of qualitative investigations tapped into the full range
of resilience factors implied in holistic models of resilience. While information is available
on physical, cultural, and community constructs that contribute to the environments in which
HIV-affected children grow and develop, there remains a much greater focus on risk than
resilience in the available literature, and strong quantitative studies in diverse cultural
settings are lacking. In this review, none of the five quantitative studies on children living
with HIV (Moss, et al., 1998; Murphy, et al., 2000; Nichols, et al., 2000; Orban, et al., 2010;
Sopena, et al., 2010) examined resilience at different levels of the social ecology, and social
support factors were only minimally explored. By contrast, the studies on resilience and
mental health in HIVV/AIDS-affected children assessed a broader range of individual
resilience characteristics, perhaps because they were less concerned with how children cope
with illness and more focused on how children react to dramatic shifts in family
configuration and the sequelae of parental impairment. We note that limitations in the
existing literature, such as the lack of adequate comparison conditions and variation in
measurement across studies, limits our ability to make comparisons across studies and
between important categories such as HIV status, age of children, and cultural context.
These limitations are discussed later on.
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Despite some design limitations, the studies reviewed point to a number of important trends.
Parenting and family support, in particular, were associated with resilient outcomes in
children. Specifically, family attitudes towards parenting and the availability of supportive
caregivers to provide nurturance and guidance appear to be critical to the mental health and
psychosocial adjustment of HIV/AIDS-affected children and adolescents. As such, it is
logical to conclude that interventions which aim to normalize the experience of living with a
chronic illness such as HIV personally or in one’s family are extremely valuable, as
demonstrated by Rotheram-Borus et al.’s longitudinal RCT study (Rotheram-Borus, et al.,
2006). In research that focuses on family dynamics more broadly (without a specific focus
on HIV/AIDS), parenting has been shown to predict children’s own poor functioning and
ineffective problem solving as they grow older (Ehrensaft et al., 2003; Fergusson &
Horwood, 1998). Studies have also shown that negative family dynamics, including intimate
partner violence and aggressive parenting, compromise children’s ability to establish
positive peer or romantic interactions (Capaldi & Clark, 1998; Dodge & Price, 1994;
Gilliom, Shaw, Beck, Schonberg, & Lukon, 2002). Given this evidence from the broader
literature and findings from the present review, we can conclude that interventions which
target support to families made vulnerable by HIV hold great promise (Betancourt, Meyers-
Ohki, Stevenson, et al., 2011; Richter, Foster, & Sherr, 2005; Smith Fawzi, et al., 2010).

As noted in several of the studies reviewed here, and consistent with a social ecological
model of resilience, perceived social equity in the community is highly relevant to
promoting individual strengths in children. Two of the reviewed studies identified
community stigma and social exclusion of children and adolescents living with or affected
by HIV as risk factors that contribute to vulnerability and poorer outcomes (Ayres, et al.,
2006; Daniel, et al., 2007), and nearly all of the studies identified various aspects of social
support as protective. For example, in China, government-supported group homes that are
managed by the local community and create a proxy of a family environment appear to
provide better mental health outcomes and life satisfaction among children orphaned by
AIDS (Fang, et al., 2009). Similarly, in Zimbabwe, Rwanda, Uganda, and Kenya, social
support from peers, community programs and leaders, and family appear to contribute to
resilience in children and adolescents affected by HIV. Finally, supportive psychosocial
programs were found to be protective in the settings where these were available.

For many HIV/AIDS-affected children and families, navigating community stigma remains
a very challenging issue, particularly in lower-resource settings where misinformation about
the virus prevails. In many settings, social support and social stigma may co-occur for HIV-
affected children. For instance, in Wood et al.’s household case studies of 56 AlDS-affected
children from Zimbabwe (also including interviews with 41 adults), some children cited
family and community support as a positive resource, while others reported experiencing
maltreatment from adoptive family members (Wood, et al., 2006). Child participants from
this and other studies (Betancourt, Meyers-Ohki, Stulac, et al., 2011; Cluver & Gardner,
2006) reported taking on adult and caring responsibilities, felt “grown up”, and had dropped
out of school. In general, many children expressed a desire to share thoughts and worries,
but this went against the general opinion that perseverance and “not breaking down” are the
most positive ways to cope.

Community sensitization campaigns and peer-to-peer education have high potential for
raising community awareness and combating stigma at a community level (de Souza, 2009;
Sayson & Meya, 2001; Selikow, Ahmed, Flisher, Mathews, & Mukoma, 2009; Sweifach &
LaPorte, 2007). Further, family-based interventions can also contribute to dispelling
internalized stigma within the family through open discussion about HIV and related
adversities (Betancourt, Meyers-Ohki, Stevenson, et al., 2011; Betancourt, McBain, et al., in
press). In this review, studies across settings indicated that interventions are needed to teach
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children how to talk to trusted friends and seek support from leadership in the community.
Since stigma from peers can be particularly detrimental to children living with and affected
by HIV, peer-to-peer support programs and school based awareness raising programs
(Kennedy et al., 2004) have the potential to combat stigma at the level of the school or larger
community ecology. Rosenblum et al. suggested that interventions which address peer-
affiliation among HIV-affected children and adolescents may help delay substance use, and
that interventions to improve family functioning and parenting can improve resiliency
(Rosenblum, et al., 2005). In particular, increasing multiple social support structures for
AIDS-orphaned children and adolescents may help counteract the negative consequences of
AIDS-related losses (Cluver, et al., 2009). Developing such supports is a key area to be
targeted by future interventions.

Our findings should be viewed within the limitations that exist in this review. We note that
the quality of a review is limited by the quality of the literature being synthesized. As such,
studies screened for inclusion in this review were subject to rigorous inclusion criteria to
ensure adequate quality, specificity and focus. While the narrow number and range of
included studies may be considered a limitation, it is also representative of the scant
evidence base focused on resilience in HIVV/AIDS-affected children and adolescents. The
small number of available studies engendered additional limitations related to the breadth
and depth of findings on such topics as HIV positivity in children and its effects on
resilience profiles, differences in resilience due to age and gender, and comparisons between
HIV-positive children and HIV-affected children. As research in these topics increases,
future reviews will benefit from a richer evidence base.

Our evaluation of the quality of evidence also faced limitations. In general, rating systems
like SAQOR are inherently limited by the range of criteria that can be feasibly and reliably
assessed. While we selected SAQOR for its more sensitive approach to rating a range of
study designs (qualitative, quantitative, intervention), an alternative or more heavily adapted
rating system may have resulted in different findings. However, given the limitations
identified in applying the SAQOR criteria, we feel that a “moderate” rating for the overall
rating of the quality of research on resilience among children and adolescents infected and
affected by HIV is an accurate representation of the current literature.

In grading the literature reviewed here, the following limitations were noted: (1) The overall
number and quality of studies in the existing literature is limited. (2) Many of the
quantitative studies lacked adequate control or comparison groups. (3) There was almost
universal low or limited quality of resilience measurement. (4) There remains a need for
validated, sensitive measures of protective factors. In fact the lack of adequate comparison
conditions, and consistent definitions or measures for resilience and other study constructs
severely restricted our ability to anchor findings to relevant community or national norms, or
to compare findings across studies, gender, age, HIV status, or culture/country/region. (5)
The majority of research focused on adolescents, with little attention paid to younger age
groups. Only two studies examined associations between older age and resilience constructs
(Fang, et al., 2009; Rosenblum, et al., 2005). (6) Within many studies of children affected by
HIV (rather than infected with HIV), the HIV status of children and adolescents was not
specified, making it was unclear whether children living with HIV were included in the
sample, potentially confounding findings. (7) The majority of studies reviewed here were
qualitative, descriptive, cross-sectional, and/or quasi-experimental designs which did not
account for confounding or alternative hypotheses, thus limiting our ability to make causal
inferences from existing data. (8) Longitudinal studies did not provide adequate description
of loss to follow-up. (9) Analyses rarely controlled for environmental stressors that may
confound both parenting and child outcomes. This includes variables such as duration of
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exposure or age of HIV disclosure. (10) There was a lack of strong studies investigating how
protective processes in families operate in other countries and cultural contexts. Given the
burden of HIV in many low-resource countries, the lack of literature examining resilience
related to HIV and mental health in a global health context was concerning. Finally, (11) the
intervention studies reviewed were well-designed but still very limited in scope.

Recommendations

Future research should address the limitations noted above by developing consensus on
definitions and measures that can be used across multiple contexts to facilitate comparisons
across studies. Additionally, stronger study designs (e.g., longitudinal, experimental) that
utilize appropriate comparison or control conditions or eliminate or control for confounding
variables, are needed. In particular, studies that compare outcomes across age groups are
needed to inform age-appropriate programming for children and adolescents.

There are also many areas where additional research on protective processes is critically
needed, particularly in the global South where the disease burden is high but research
attention is limited. Interestingly, all qualitative studies included in this review investigated
samples of HIV-affected children and adolescents from low-resource settings, with seven
out of eight focusing on Africa. Such work provides a good foundation for embarking on
critical quantitative and intervention focused research.

At the individual level, there is much more to be learned about the function of different
individual level processes (e.g., communication skills, assertiveness, self-esteem, optimism,
self-efficacy, etc) in addition to strengths and vulnerabilities due to immutable factors such
as sex or age. At the family level, research on the role of attachment, parental monitoring,
warmth, guidance and other features of caregiver-child relationships in the mental health of
children living with and affected by HIV would provide a stronger evidence base for
indentifying intervention targets. Similarly, at the larger community and cultural level,
research on the role of acceptance and efforts to reduce community stigma, and the
provision of community programs, education, and social support could contribute greatly to
efforts to promote mental health and well-being in children and families affected by HIV.

Additionally, while children and adolescents affected by HIV are likely to experience
numerous problems, such as internalizing and externalizing behaviors, depression, and poor
self-esteem, it appears these problems can be attenuated through supportive programs and as
well as maturation and improved skills development (Funck-Brentano, et al., 2005; Kmita,
et al., 2002; Kumakech, et al., 2009; Lyon, et al., 2011; Rotheram-Borus, et al., 2006). Thus,
there is a particular need for intervention research that promotes resilience and positive
outcomes across all ecological levels. For example, at the child level, interventions are
needed that increase service utilization, coping skills, self-efficacy, self-esteem, and stigma
resistance. At the family level, interventions are needed that increase family support and
functioning, parenting skills, communication, and communal problem-solving. At the
community level, interventions are needed to reduce community stigma, develop effective
prevention efforts, and increase safe and health-promoting environments.

Finally, most studies reviewed here focused on at-risk populations who are vulnerable to
multiple adversities beyond HIV/AIDS, including poverty and parental drug use. For these
populations encountering risks at multiple levels of the social ecology, consideration of a
range of protective processes is even more critical. This may help to explain some of the
differences between results in mental health outcomes in the reviewed studies of HIV-
infected children (which mostly sampled children from middle-class U.S. or U.K.
populations) as compared to other studies examining children affected by HIV more broadly
(many sampled from high-risk and resource-constrained settings). As such, more attention to
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the generalizability of U.S.-developed interventions is warranted, as is more research to
develop and adapt locally-relevant programs for diverse settings and populations.

In conclusion, we found that applying an ecological framework to understanding risk and
protective processes in the lives of children and families affected by HIVV/AIDS helps to
identify key leverage points for both prevention and intervention in a manner that is holistic,
systematic and responsive to the complex nature of risks and resilience. In fact, a great
strength of the research reviewed here is the predominant focus on modifiable factors of
resilience which can be targeted and successfully intervened upon. The few studies of
interventions have provided evidence that targeting the family or caregiving system and
providing better integration of community support structures can result in increased
resilience and reduced substance use, risk behavior, and emotional distress. By addressing
remaining gaps in the evidence base, future research can strengthen our understanding of
appropriate targets for promoting resilience in children and families affected by HIV/AIDS.
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Key Points

*  The literature on mental health and resilience in HIVV/AIDS-affected children is
extremely limited, despite a large evidence base on risks associated with HIV in
the family.

*  This review proposes that a social-ecological model of resilience is relevant to
the experience and developmental context of children affected by HIV/AIDS.
The existing literature is organized according to study findings on protective
processes at the individual, family, and community levels.

* To date, no quantitative studies have comprehensively examined factors
contributing to resilience at various social ecological levels. A more
comprehensive understanding of the mechanisms connecting mental health,
resilience, and experience of HIV/AIDS can help to develop more targeted,
strengths-based interventions for vulnerable children, adolescents, and families.

e Future research guided by the ecological framework may help to identify key
leverage points for both prevention and intervention in a manner that is holistic,
systematic and responsive to the complex nature of risks and resilience.
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244 records identified 68 Additional records found
through database searching through other sources

: :

171 records after duplicates removed

I

'

for eligibility

v

29 studies included in
narrative synthesis

Figure 1.
Systematic review following PRISMA standards

171 records screened >

117 Records excluded

54 full-text articles assessed Y

25 full-text articles excluded:

e 5 focused on adults rather than
families/children

e 5 not available in full-text despite
email outreach to authors

¢ 8 had only tangential relevance
to review topics (including focus
on HIV prevention)

e 2 did not substantively address
mental health

e 4 did not substantively address
resilience or protective factors

2 reviews
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