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The VUKA family program is one of the only evidence-based interventions to promote positive
psychosocial outcomes in South African HIV-infected pre- and early adolescents and their
families. In this paper, we discuss the collaborative process by which a multidisciplinary team of
clinicians, researchers, counselors, and artists/educators and families adapted and developed
VUKA for this population using community-based participatory research methods. We describe
the intervention and explore lessons learned that may be applicable across contexts related to
international collaboration and adapting evidence-based interventions so that they are likely to be
acceptable, feasible, and effective in a given setting and country context.
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Adolescence is an age of opportunity for children, and a pivotal time for us to build
on their development..... to help them navigate risks and vulnerabilities, and to set
them on the path to fulfilling their potential

UNICEF (2011) Opportunity in Crisis

The global pediatric HIV epidemic in countries with longstanding access to antiretroviral
treatment (ART) and significant health care resources is predominantly an adolescent and
young adult epidemic. This is primarily due to two factors: (a) few new cases of pediatric
HIV due to successful efforts to identify and treat HIV+ pregnant women in order to protect
their health and prevent perinatal HIV transmission and (b) highly potent treatments that
have prolonged the lives of those children who acquired perinatal HIV infection (Abrams et
al. 2001; Connor et al. 1994; Coovadia et al. 2012; de Martino et al. 2000; Department of
Health & Human Services 2014; Sohn & Hazra 2013; UNAIDS 2012). For example, in the
USA, less than 1-2 % of babies born to HIV-infected mothers actually acquire the virus, and
the vast majority of children born with HIV are now 13 years and older (Centers for Disease
Control & Prevention 2013; New York City Department of Health 2012).

Unfortunately, in many countries with more limited resources, these prevention and
treatment efforts came late and/or have been slow to scale up, leading to staggering rates of
HIV infection in women and hundreds of thousands of babies born with HIV. UNAIDS
(2012) estimates there are 3.3 million children under 15 years of age with HIV across the
globe; the vast majority with perinatal HIV infection are in sub-Saharan Africa. With
renewed global efforts to make ART universally available, it is likely that more children will
access treatment and reach adolescence, a time of tremendous physical, cognitive, and
emotional growth, as well as a time of increased risk behavior that can be a barrier to
successful development (Domek 2006; Hamburg 1990; Sohn & Hazra 2013). Although an
increasing literature indicates significant risk for poor behavioral outcomes that affect health
and development in adolescents who have grown up with HIV, to date, few evidence-based
behavioral interventions exist to promote well-being and resilience in this population
(Betancourt et al. 2013; Domek 2009; Mellins & Malee 2013).
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Why Are Perinatally HIV-Infected (PHIV+) Youth at Risk for Poor Health and
Behavioral Outcomes?

Globally, they are most often made vulnerable by poverty with limited access to health care
and educational resources (UNAIDS, UNICEF, & USAID 2004). They have experienced
disruptions in caregiving due to a variety of factors, including parental illness and death,
leading to emotional and behavioral problems as youth struggle to overcome the disruptions
in their lives (Cluver et al. 2011; Kang et al. 2008). In some countries, parental substance
abuse and untreated mental illness have decimated families, and youth are often at greater
genetic and environmental risk for mental health and substance abuse problems of their own
(Gadow et al. 2012; Havens & Mellins 2008). Also, in many countries, PHIV+ youth are
born into families who have experienced severe discrimination and now must cope with the
added burden of HIV-related stigma (Boyd-Franklin et al. 1995; Cluver et al. 2008; Mellins
& Malee 2013; Nyblade et al. 2009, 2011).

Moreover, in many global contexts, children who were born either before the widespread
use of combination ART (CART), or who were not identified as HIV-infected until late
childhood/early adolescence, were typically exposed to many years of sustained viral
replication (Ferrand et al. 2007; Meyers et al. 2007; Sohn & Hazra 2013; VVan Dyke et al.
2011). In addition to its health ramifications, HIV can have a destructive effect on the
central nervous system, with significant neuro-developmental and cognitive deficits that
impact development, including critical domains of childhood and adolescence, such as
school achievement, peer relationships, emotional functioning, and problem-solving skills
around experimentation with alcohol and drugs, as well as sexuality and transition to
independence (Brouwers et al. 1991; Chase et al. 2000; Smith & Wilkins 2014; Wiener &
Mellins 2012).

Cohort studies from the USA have found high rates of behavioral health problems in PHIV+
youth, particularly mental health problems (Gadow et al. 2012; Malee et al. 2011; Mellins &
Malee 2013; Mellin et al. 2012), as have several international studies (Bomba et al. 2010;
Menon et al. 2007; Puthanakit et al. 2013), and studies from across the globe are now
documenting that, like other youth their age, PHIV+ youth are experimenting with
substances and sexual behavior and are inconsistent in condom use (Bauermeister et al.
2012; Mellins et al. 2011; Tassiopoulos et al. 2013). Moreover, an alarming number of
studies of PHIV+ youth have documented high rates of non-adherence to ART that can lead
to very poor health outcomes and increased risk of HIV transmission to others. One study
has also shown that adolescents with perinatal HIV have higher rates of ART resistance and
lower rates of viral suppression than adult populations (Van Dyke et al. 2014; Tassiopoulos
et al. 2013). To date, the majority of interventions for PHIV+ youth are focused on
biomedical outcomes. However, as has been noted in other populations of vulnerable youth,
failure to address their psychosocial needs and behavioral outcomes may lead to costly,
long-term individual health and public health consequences (e.g., Domek 2006, 2009;
Mellins & Malee 2013; Williamson 2005).
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South Africa HIV Epidemic

CHAMP+

South Africa has one of the highest HIV seroprevalence rates in the world with nearly 40 %
of women in antenatal clinics in some parts of the country, including KwaZulu-Natal testing
positive for HIV (UNAIDS 2010). An estimated 334,000 children are living with HIV in
South Africa and were primarily infected perinatally (Republic of South Africa 2010).
Significant numbers of these youth are growing up in poverty and have experienced
considerable discrimination and family disruption due in part to the legacy of Apartheid. As
noted, few evidence-based, behaviorally focused programs have addressed HIV+
adolescents’ specific mental health and behavioral health prevention needs (King et al. 2009;
Mellins & Malee 2013). Thus, there is an urgent need for interventions to help these young
people in this context to achieve health-promoting behaviors. Because considerable evidence
suggests that risk prevention is much easier than treatment of the consequences of risk
behaviors that have already occurred, interventions that target youth before they are engaged
in risk behaviors, such as pre- and early adolescence, may be most effective.

CHAMP+, based on the “Collaborative HIV Prevention and Adolescent Mental Health
Program (CHAMP),” is one of the very few interventions developed for PHIV+ pre- and
early adolescents that are being tested in randomized controlled trials (RCTs) (McKay et al.
2014; McKay & Paikoff 2007). CHAMP is a developmentally timed, multi-session, multiple
family group intervention that targets families with pre- and early adolescents to promote
mental health and prevent sexual and drug risk behaviors before problems emerge. It was
originally developed for uninfected youth in Chicago by clinicians and researchers working
with communities to target multiple systems.

Multiple families come together for an average of 10 sessions focused on communication
within families, HIV knowledge, parental supervision and monitoring, puberty, social
support, and navigating risky situations, with both separate and combined caregiver and
youth groups. It was tested and validated in multiple RCTs in Chicago and New York City,
and subsequently adapted and tested with uninfected youth in South Africa (CHAMPSA), as
well as several other countries (Bell et al. 2008; Bhana et al.; 2010). Data from the various
trials have consistently shown improved family process variables (i.e., communication,
parent-child involvement, supervision, support) and youth mental health, self-esteem, and
peer negotiation skills, as well as reduced youth participation in situations of sexual and
drug use possibility (Bhana et al. 2010; McKay & Paikoff 2007).

CHAMP+ was originally developed for PHIV+ youth in New York, USA (McKay et al.
2007a, 2014) after clinical requests from providers, caregivers, and PHIV+ youth for
assistance around prevention of HIV transmission risk behaviors and promotion of ART
adherence were made to several of the investigators. The content of the program was created
via intensive community-based participatory research (CBPR) methods, with multiple
collaborative pilot tests conducted to enhance the likelihood of relevance, feasibility, and
ultimately impact (see McKay et al. 2007b for details).
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Similar to the New York experience, members of the investigative team were approached by
clinicians and stakeholders in South Africa to develop HIV prevention and adherence
promotion interventions for the growing population of PHIV+ youth. Although the pilot of
CHAMP+ in the USA proved promising, prior to implementing interventions tested in the
USA or elsewhere in another country, there is a need to determine the fit of the intervention
for the local context, preferably through collaborations between prevention scientists and
people with first-hand knowledge of the local cultural and psychosocial environment, as
well as formative research to understand the needs and socio-cultural circumstances of the
targeted group (Corby 1997; Wainberg et al. 2007).

Using CBPR, this process of intervention adaptation involves balancing the need to optimize
fit to local context with fidelity to key components of the tested intervention, followed by
pilot testing and further refining the intervention (Wainberg et al. 2007). This article
describes the development/adaptation of a family-based HIV prevention and mental health
promotion program, originally developed for PHIV+ pre- and early adolescents and their
families in the USA, for PHIV+ South African adolescents and their caregivers. Originally
called CHAMP+ SA, the intervention was renamed VUKA by South African stakeholders
(“Wake up” in isiZulu). External research funding support was obtained from the National
Institute of Nursing Research to conduct a pilot study guided by three aims: (1) to identify
key psychosocial, health, and behavioral issues for PHIV+ youth and their families, (2) to
develop/adapt CHAMP+ for the South African context using CBPR and multidisciplinary
work groups to review the findings related to aim 1 and previous versions of CHAMP and
CHAMP+, and (3) to conduct a pilot test of the intervention with 65 families randomized to
receive VUKA or standard of care. Findings from aim 1 and aim 3 have been published
previously (Bhana et al. 2014; Petersen et al. 2010) and the results of the pilot trial were
promising. Briefly, despite the relatively small sample size of the pilot, comparisons
between VUKA and the comparison group arms revealed some significant differences and
trends on key domains, including ART adherence, HIV treatment knowledge, and caregiver-
child communication and participants in the VUKA arm evidenced improvement in all key
outcomes, including mental health, youth behavior, HIV treatment knowledge, stigma,
communication, and adherence to medication. Moreover, there was high acceptability and
feasibility. Among the 33 families randomized to the VUKA arm, 32 attended at least one
session, 100 % of whom completed the trial, with 94 % attending at least 5 of the 6 days.
Thus VUKA, similar to the US trial of CHAMP+ shows promise as a family-based mental
health and HIV prevention program for HIV pre- and early adolescents.

That said, neither of the previous publications focused on the process by which VUKA was
created. This paper focuses on aim 2, specifying the process by which a multidisciplinary
team of physicians, nurses, psychologists, social workers, lay counselors, and researchers,
came together with HIV+ youth, family members, South African artists, and educators/
curriculum developers, using international collaboration and CBPR methads, to create a
psychosocial support and behaviorally focused intervention that could be implemented by
lay counselors and that would be accessible, acceptable, and effective with PHIV+ youth
and their families living in South Africa. Describing this process of intervention
development is often left out of published work, and guidelines for helping providers adapt
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evidence-based programs for different contexts are lacking. Yet, this information may be
critical to helping providers across the globe adapt interventions that can be easily
disseminated in their context.

Methods

Study Location and Participants

The VUKA project took place in a private hospital in Durban, South Africa. This hospital
had a very early commitment to providing cART to PHIV+ children, prior to the roll out in
South Africa. Further, the treatment model adopted by this particular hospital endorsed
comprehensive, family-based care, including psychosocial counseling and support services.
The hospital had one of the largest pediatric, as well as adult, HIVV/AIDS clinics in Durban
at the time of this study with 3,649 adults and 665 children receiving ART at the end of
2010. Thus, the hospital director and clinic providers were motivated to participate in the
development and testing of VUKA as they were unaware of any existing evidence-based
interventions to promote behavioral health outcomes for their rapidly growing population of
PHIV+ children. After hearing the lead author present data on the behavioral health needs of
PHIV+ youth, the CEO of the hospital and the head of the HIV medical clinic requested help
with behavioral programming.

Participants for this study included PHIV+ adolescent patients receiving HIV care at the
hospital and their caregivers (birth parents, relatives, and adoptive parents), as well as health
care providers from the hospital’s HIV clinic. Youth and their caregivers were almost
exclusively Black South Africans and Zulu-speaking, living in townships near Durban
where the hospital was located. While youth were evenly distributed by gender, caregivers
were predominantly women, reflecting the family situations of the youth.

Provider consultants who worked with HIV+ adolescents were identified by hospital
administrators and referred to the project director for this study. Providers were of mixed
race/ethnicity and gender and included physicians, nurses, psychologists, social workers,
and lay HIV treatment counselors. The director of the HIV medical clinic and the CEO of
the hospital participated in some of the sessions, as well. Providers were not reimbursed for
their time and no identifying data was collected from them. Their participation was
considered part of the intervention development activities. Food was served at all workshop
meetings.

Phase I: Intervention Adaptation Participants and Procedures

As noted, a key component of adapting the CHAMP program of interventions for new
settings and populations is the involvement of consumers and stakeholders to increase the
acceptability, efficacy, cultural and contextual sensitivity, and sense of ownership by local
stakeholders, as well as capacity for wider scale use. Figure 1 (Mellins 2012) presents a
heuristic of the area of expertise, content, and specific types of people who contributed to
the creation of VUKA, which ultimately was designed to target multiple behavioral domains
of youth outcomes for South African PHIV+ youth.
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For phase 1, purposive sampling was used to identify and recruit consumer consultants (HIV
+ youth and their families). Youth had to know their diagnosis so that HIV could be
discussed and were 14 to 16 years of age so that they could offer retrospective insight into
the needs of early adolescents. Caregiver consultants had to be caring for an HIV+
adolescent (ages 9-14 years). Adult caregiver consultants all provided written consent;
youth consultants provided written assent and needed caregiver written consent to be in the
study. All were reimbursed the equivalent of about US$10 for their participation time and
travel. All procedures received institutional review board approval by US and South African
institutions of the investigators, including the hospital (see Petersen et al. 2010).

Phase 1, Part 1 Procedures—The first step in the adaptation was to conduct qualitative
individual interviews with the youth and caregiver consumer consultants in order to
understand key psychosocial challenges and protective influences for HIV+ youth and their
caregivers. Special attention was given to South African family life and parenting, the
language used to discuss HIV, mental health issues, and risk behavior, parent-child
communication, coping strategies in response to HIV, stressful life events, beliefs about
professionally driven interventions (e.g., stigma, trust), the role of psychosocial issues in
pediatric HIV care, and the ways in which a child’s health prognosis or caregiver HIV status
affects communication and parenting in South Africa. Twenty-five HIV+ adolescents and 15
caregivers participated. Interviews were tape recorded in isiZulu and translated and
transcribed into English, with back-translation checks by an independent, bilingual English-
isiZulu speaker. The data were analyzed by several of the authors using thematic analysis;
data across focus groups and individual interviews were read twice to identify common
issues or constructs that were grouped into common themes and used to form a coding
framework. The data were then coded according to these common themes by two
independent coders using NVivo 8 software (QSR International) to verify and ensure
reliability of the emergent themes (procedures described fully in Petersen et al. 2010).

Phase 1, Part 2 Procedures—In the second step, workgroups were conducted with (a)
ten consumer consultants (five care-givers and five HIV+ adolescents); (b) ten providers,
including physicians, nurses, psychological counselors, and HIV lay counselors; and (c) one
to three of the study investigators to develop the VUKA program. The consumers
participated in four meetings, some with youth and caregivers together, and some separate.

In the first few meetings, participants were shown relevant parts of several different
CHAMP curricula (CHAMP, CHAMPSA, CHAMP+US) and were asked to provide
feedback on the relevance of the content to their lives and the challenges they faced. Further,
the findings of the qualitative interviews were shared with consultants for follow-up
discussion and informed the ultimate content of the VUKA curriculum. Consumer
consultants also provided session-by-session feedback on the CHAMP+US and CHAMPSA
curricula and commented on difficulties in situating this type of intervention within the
routines of South African family life and health care. They were asked to consider how the
issues raised by the group could be incorporated into the program and examine the
appropriateness of existing study procedures, including the use of multiple family group
meetings (see “Results”).
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Four provider consultant groups were also held, some jointly with consumers. Provider
sessions examined factors related to feasibility and acceptance of intervention goals, as well
as the mental health and behavioral outcomes (adherence to ART, sexual risk behavior), and
barriers related to staff time, space constraints, scheduling, and stigma regarding
psychosocial interventions. These sessions also addressed critical issues for HIV-affected
families, barriers to psychosocial interventions at the hospital, and the appropriateness of our
study protocol, particularly regarding procedures for recruitment, confidentiality, and local
approaches to working with patients and delivering interventions.

Providers also discussed the roles of different health care and psychosocial staff, including
nurses, HIV counselors, and psychology trainees, in addressing behavioral issues such as
adherence, sexual risk, and disclosure. This was particularly important given the large
numbers of HIV+ patients at the hospital and limited resources for professional staff,
particularly for behavioral interventions. As in other types of clinics in low resource settings,
some of the psychosocial support interventions, particularly around HIV testing, are
administered by lay counselors under the supervision of professional providers such as
nurses, social workers, and psychologists. Thus, part of the goal of the sessions was to
identify existing resources to make the VUKA intervention feasible, as well as effective, and
sustainable in this setting.

Note that although not initially planned, early on in the process in meeting with providers, it
became clear that the cartoon-based curriculum format of CHAMPSA (see “Results” section
for description) was much preferred to the written materials of the original CHAMP and
CHAMP+US. As a result, the artists/educator team who had created CHAMPSA were
brought in to attend these meetings and to engage with the stakeholders and investigators in
an iterative process involving sketches, character development, story lines, and story-boards.

Each of the consultant groups was facilitated by the project director and usually one of the
investigators trained in CHAMP and group facilitation. The project director took field notes,
documenting the emerging issues, as well as the processes by which decisions were made.
The facilitators provided a report each week summarizing the points covered and the
significant issues that emerged. These field notes and reports were used to guide the
intervention development and to have a record of decision making throughout. In total,
phase 1 of this project took 1 year to complete.

Phase 1, Part 1: Focus Groups and Qualitative Interviews with Stakeholders

Extensive descriptions of the data from this phase have been published (Petersen et al. 2010)
and are presented briefly here as the data informed the workgroup activities in part 2. In
brief, participants discussed the importance of multiple family members in raising children,
the limited discussions of HIV, their concerns about sexual and drug risk behavior, and
caregiver-youth difficulties with talking about HIV and loss. Psychosocial problems and
challenges that emerged from patients and caregivers included unfulfilled bereaving at the
loss of biological parents, difficulty accepting and dealing with identity, and status issues
related to living with HIV, high external stigma, and discrimination that lead to difficulties
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with disclosure to other family members, friends, and peers, and difficulties in
understanding ART and adherence (Mellins et al. 2012; Petersen et al. 2010). These themes
were presented to the workgroups in the next phase to consider ways of incorporating them
into the revised protocol.

Phase 1, Part 2: Curriculum Development

Structure of VUKA—Participants in the workgroups consistently provided positive
feedback about the overall CHAMP structure. That is, they wanted to retain the multiple
family groups and the overall format of each session. More specifically, they appreciated the
opportunity for families and facilitators to share a meal, which has significant meaning in
terms of bonding across cultures, promoting interaction and trust between participants. They
also wanted to retain the structure of some joint activities between caregivers and youth, and
some separate time with their respective age cohorts to meet in a safe space and discuss the
topics. Parents wanted to be able to ask questions, brainstorm about parenting strategies, and
share their own frustrations and stressors, without looking vulnerable to their children. The
youth wanted a safe space to discuss adolescent issues (crushes, relationships, peer pressure,
frustrations with parents, concerns about HIV), without fear of negative consequences, and
to obtain peer support. Finally, participants appreciated the opportunity to come together as
families to work on activities focused on session topics and to learn from each other.

Curriculum Format—In the USA, CHAMP and CHAMP+ used written curricula, with
structured activities. Session topics are brought up verbally by facilitators and all materials
are primarily in written form. CHAMPSA (CHAMP for HIV-negative youth in South
Africa) developed a cartoon-based curriculum based on stakeholder feedback that caregivers
and youth would have tremendous difficulty discussing sexuality and puberty as such open
communication would be atypical in this context. As described by Petersen et al. (2006), in
South Africa, the use of cartoons provided a context for family communication of sensitive
or difficult to discuss topics, such as sexuality or death, for which cultural norms do not
always support discussions between parents and youth. Moreover, given the stigma of HIV/
AIDS, discussions about HIV-related loss and transmission were also deemed to be quite
challenging. Thus, educators and artists translated the written curriculum of CHAMP into a
cartoon-based story line for CHAMPSA. The premise was that participants could explore
the topics through the cartoon characters, providing a safe space for family discussions.
During the workshops for VUKA, participants thought this same strategy would be very
helpful to them, and providers believed that the cartoons could help the project team to
address literacy concerns in regard to curriculum content. Facilitators could read the dialog,
but participants could follow along more easily with the pictures that expressed many of the
emotions and story line by themselves.

Moreover, the use of the cartoons with a structured manual would be helpful for lay
counselors with limited training, thereby promoting sustainability in many low resource
settings. Although funding was not initially available for a cartoon-based curriculum, the
study team was able to secure local foundation funding to develop one. The artistic and
educational team that created the CHAMPSA story line and cartoons were available to
continue the project for VUKA and joined future workshops.
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Curriculum Content—Table 1 presents the 10-session curriculum for CHAMP,
CHAMPSA, and CHAMP+US. Many of the original topics were retained for each
adaptation, but there were some critical differences. All iterations included sessions on
communication within families, HIV knowledge, parental supervision and monitoring,
puberty, social support, and navigating risky situations. CHAMP+US added content specific
to living as an adolescent with HIV, such as medication adherence, feelings about HIV,
disclosure, and stigma. A session on HIV stigma was also used in CHAMPSA, as was a
session on surviving loss and bereavement, given the high prevalence and everyday presence
of HIV and related loss in South Africa. As noted, participants reviewed all three curricula.
Many of the CHAMP and CHAMPSA sessions were retained. However, given that HIV+
youth were the target population, the additional sessions on HIV, adherence, and disclosure
from CHAMP+US were included. Consultant participants felt that the topics in CHAMP+
for the most part reflected their needs. That said, there were a few areas in which changes
were needed, even if overall topic names were the same. The curriculum for VUKA
included the following ten sessions:

e Session 1: surviving loss and bereavement

e Session 2: what is HIV?

e Session 3: ART and adherence

»  Session 4: identity, acceptance, and coping

»  Session 5: disclosure

e Session 6: communication

»  Session 7: puberty and adolescent development

«  Session 8: negotiating sexual possibility situations and peer pressure

»  Session 9: dealing with stigma

e Session 10: family support networks
VUKA Manual and Story Line—To facilitate the sessions, the cartoon curriculum
follows the story of a 12-year-old boy, Themba, who has just lost his mother to AIDS and
has moved to a new community with his aunt and uncle (the VUKA family), along with his
baby sister. His aunt has both children tested for HIV, given that their parents died of AIDS,
and Themba soon finds out he has HIV. The story explores how normal adolescent issues
are experienced by the VUKA family in the context of HIV infection. A structured
facilitator manual was developed to allow easy implementation of the VUKA intervention
by lay counselors already working in clinics. For each session, the manual facilitates review

of part of the story line in the cartoons and provides activities, discussion questions, probes,
and tips for engaging participants in each topic/session.

Below is a more detailed description of each session and the specific feedback from
workgroups, related to the choices made about session content and the story.
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Session 1

Loss and bereavement: In session 1, the participants are introduced to Themba, his sister,
and their new family. Although his aunt is very welcoming, her husband is not. Themba
must sleep on the couch and looks through his memory box feeling sad about all he has left
behind. In the adaptation phase of CHAMP+US, HIV+ youth and caregivers had insisted
that the first session allow them to discuss their personal stories of how HIV came into their
lives. Even though it was counterintuitive to many of the clinician investigators to discuss
the most difficult topic in the first session in which strangers meet, families believed it was
critical for building trust and enabling exploration of other topics.

The South African caregivers and youth took this one step further to talk about loss and
grief. In South Africa, the toll of HIV/AIDS has been staggering with almost no family
untouched, particularly in Black communities. By definition, children growing up with HIV
have at least one parent with HIV, and at the time of the study, many had also lost a parent
to HIV-related death. Caregivers who mostly consisted of grandmothers (“Gogos”), aunts,
and some HIV+ parents felt very strongly that the first session had to address themes of loss
and bereavement as this set the tone for all other communications. Caregivers had difficulty
with this topic, however, and wanted this session to help them more effectively support
children who had lost their parents as well as address concerns about their future. Providers
shared concerns that many of the children in the clinic were not given the space to mourn the
loss of their parents—in part because the children felt like a burden to their new families and
also because of the stigma of AIDS. Providers and caregivers also believed that many
children had unresolved anger at parents for giving them the virus and needed their own
space to talk about this. Youth expressed fear about the future, not only because of the
potential for or reality of parental death, but also because new caregivers were often elderly.

In South Africa, memory boxes are frequently used to help children maintain the memory of
people who have died. These boxes include mementos, pictures, letters, and other small
objects from people who have passed on. All stakeholders believed the story line should
utilize memory boxes in some way to encourage children and caregivers to create them or
generate discussion. See Fig. 2.

Sessions 2-3

HIV, ART, and adherence: These sessions provide information about HIV, how the virus
attacks the body and affects the immune system, how ART works to contain the virus, and
reasons that adherence is so critical to treatment. Much of the information from CHAMP
+US was retained. Although providers reported that youth participants had received
significant education about HIV throughout their lives, they believed caregivers, who often
did not speak English (the dominant language of most physicians), did not receive the same
level of education. They reported that many caregivers had concerns about Western
medicine and the toxicity of ART medications and had strong beliefs in traditional healing
strategies, requiring more culturally appropriate materials. South African participants
believed that there was a need to educate parents and children through mutual discussions,
using images and metaphors utilized by South African providers and counselors. Thus, a
metaphor of a castle was used to represent the body; castle guards represented the immune
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system to fight the germs and viruses that invade the body, and the HIV virus itself was
represented as enemy soldiers. Quizzes were used to debunk myths associated with HIV and
AIDS. Although the curriculum addresses stigma and misperceptions about ART, VUKA
materials acknowledge families’ option to use all types of care in promoting health while
also stressing the importance of ART for HIV.

As in other countries, difficulty with ART adherence was a prominent theme raised in the
workshops. Consumer participants and mental health and medical providers believed that
adherence discussions needed to normalize non-adherence and promote discussions of
common barriers and strategies to overcome them, including linking adherence to future
orientation and longevity. Providers believed discussions should focus on the need to
maintain health through the use of medications and move families away from curative
discussions that might lead to non-adherence when patients felt or looked better. They also
believed caregivers needed to be engaged in their roles as treatment supporters for their
children and that the groups could brainstorm about useful strategies in the stressful lives of
families (e.g., pill boxes, reminders, use of other HIV+ family members or treatment
buddies). See Fig. 3.

Session 4

| dentity, acceptance, and coping: Session 4 focuses on coping strategies for dealing with
HIV and adolescent identity development. While CHAMP+US included a session on coping
and problem solving, the focus on identity development was a new focus in VUKA. From
the formative qualitative research (Petersen et al. 2010), it was clear that many youth
struggled to accept their HIV status and had concerns about their identity. They wanted to be
normal teenagers, but felt that they were different. In some cases, caregivers and providers
reported youth denial about their HIV status and that the youth often refused to discuss their
HIV and sexual behaviors. Youth also talked about having a spoiled identity and that
caregivers and service providers treated them as having special needs, which did not help
them to feel normal. All participants thought not only that the curriculum should help youth
have an identity beyond HIV, but also that the session should focus on the strengths these
youth had acquired as a result of growing up with HIV. Thus, the story line explores
Themba’s feelings about his HIV and identity and presents alternative identities to being a
child with HIV or an orphan, such as being a best friend to another boy. See Fig. 4.

Session 5

Disclosure: As all youth in VUKA need to know their diagnosis to participate in the
intervention, session 5 focuses on disclosure to peers and other family members. The goals
of this session are to help participants think about the process of disclosure, anticipate and
prepare for diverse responses by others, and consider how to evaluate who is safe or
appropriate to disclose to, and the best timing and strategies for disclosure. This session was
retained from CHAMP+US, although the cartoon adds the issue of disclosure to a girlfriend,
promoting discussion about partner disclosure. The session also reviews how to help PHIV+
youth and their parents explore the youth’s reactions to and ability to cope with their own
diagnosis. See Fig. 5.
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Session 6

Communication: This session was retained from CHAMP, CHAMPSA, and CHAMP+US.
The goal is to help parents and youth communicate more effectively with each other and to
help youth communicate more effectively with peers in preparation for sessions 7 and 8.

Session 7

Puberty and adolescent development: This session was also retained from CHAMP,
CHAMPSA, and CHAMP+US. The facilitators provide education about normative
adolescent development, including puberty and the physical and emotional challenges of this
stage. The session also focuses on adolescents’ need to begin separation from care-givers
and to obtain social support from peers.

Session 8

Negotiating sexual possibility situations and peer pressure: This session retains the goals
of the original CHAMP and CHAMP+US programs. It focuses on how to handle negative
peer pressure around sexual and substance use risk behaviors and develop strategies for
negotiating healthy relationships.

Sessions 9 and 10

Stigma and discrimination and building support: Session 9 focuses on ways to cope with
potential stigma and negative treatment by peers and family. Although stigma is universal,
the massive scope of the HIV epidemic in South Africa, its concentration in Black South
African populations already discriminated against during Apartheid, and the late arrival of
treatment have likely exacerbated stigma and discrimination of people living with HIV in
this country. This stigma often results in failure to get tested early and non-adherence to
treatment appointments and medications. Nonetheless, stakeholders believed that there was
a significant need to address this issue in ways that promote resilience. Children and families
need to be empowered to cope with this adversity and to approach it from an ecological
systemic perspective, creating a supportive family environment, as well as strengthening
supportive networks with other HIV positive people, thereby building the necessary social
capital to begin to address the issue of stigma at a community level, promoting movement
toward greater acceptance of HIV positive people. Thus, families wanted the VUKA
intervention to end with ways for both caregivers and adolescents to build social support,
and thus, session 10 is focused on building community for families affected by HIV.

Discussion

Given that millions of children under the age of 15 are living with HIV in sub-Saharan
Africa and that ART is more accessible and available (UNAIDS 2012), a staggering number
of adolescents and young adults will need evidence-based interventions to promote the
behavioral health needs necessary for ensuring healthy individual outcomes and reducing
further HIV transmission. Studies from the USA and other countries indicate high rates of
mental health and adherence problems, and challenges related to normative experimentation
with sex and substance use among this population, suggesting the need for interventions that
target multiple risk behaviors (Mellins & Malee 2013). While there are numerous
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psychosocial clinical efforts to address the mental health and prevention needs of HIV+
adolescents across the globe, to date, CHAMP+ is the only program we know of that is
being tested for efficacy and scalability that focuses on behavioral outcomes, including
mental health, adherence, and sexual risk reduction. Preliminary evidence of efficacy has
been shown in pilot RCTs in three countries, USA, Argentina, and South Africa (VUKA)
(Small et al. 2014), and we are currently in the second year of a large-scale clinical trial of
VUKA in four public health clinics in KwaZulu-Natal, South Africa.

That said, there is a critical need for more evidence-based psychosocial programs for this
population in settings around the world, particularly in sub-Saharan Africa. While existing
models, such as CHAMP+ or VUKA, are a useful starting point, they must be developed or
adapted for each context. Yet, this does not mean having to start from scratch or “reinvent
the wheel” each time. This paper presents an in-depth discussion of how VUKA
investigators went about adapting CHAMP for the South Africa context and offers insight
into the adaptation process across contexts.

The process of adapting and developing the VUKA intervention highlights the importance
of CBPR. While many of the sessions from CHAMP+ remained relevant for HIV+
adolescents and caregivers in South Africa, if the existing intervention had been
implemented without modification, we would have failed to address several significant
issues in the lives of the target population. Stakeholders in South Africa unanimously
endorsed the use of a cartoon-based curriculum as essential for overcoming literacy issues
and introducing difficult or taboo topics. This was never considered in the USA for CHAMP
or CHAMP+, Stakeholder interviews and workshops also revealed the importance of
including a session on identity development for adolescents living with HIV, incorporating
fears about the future into the session on loss and bereavement, and acknowledging/
addressing the role of traditional healing in treatment beliefs. The story line was driven by
consumer feedback, which allowed us to create characters that were recognizable to
participants and to use familiar places, people, and ideas, including the metaphor of a castle
in explaining HIV and how it affects one’s body.

Echoing calls for task-shifting and the use of lay counselors in mental health care in South
Africa (Petersen et al. 2012), stakeholders stressed the importance of developing a
structured, manualized intervention for lay counselors in the clinics who may have limited
training and supervision, which led to the development of a more structured facilitator’s
manual than had been used in CHAMP and CHAMP+. The use of lay counselors to deliver a
manualized program in CHAMPSA and more recently in the VUKA pilot and current RCT
field trials in public health facilities holds promise for greater uptake.

The adaptation process described here is easily replicable in multiple settings, and the
lessons learned are likely applicable, as well. In addition to the importance of consumer and
provider stakeholders described above, their involvement in the adaptation process increased
their investment in the resulting intervention and built a sense of trust and partnership
between them and the investigators. This was key to the successful implementation of
VUKA and continuing communication and feedback about the program. Our experience
also highlighted the need to be prepared to respond to the stakeholder feedback, even when
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that involves a change of plans or locating additional resources, as illustrated by our need to
raise additional funds to develop the cartoon-based curriculum that participants and
providers felt would be most beneficial.

This successful adaptation process required skills not typically taught in academic settings,
nor always valued, but that are key for sustainability, including communication, flexibility,
patience, true partnership in decision making and study design, and respect for differences
across cultures and disciplines, and between researchers, providers, and consumers, as well
as typically unfunded mandates, such as socializing and relationship building (McKay et al.
2007b; Mellins 2012). In sum, this paper lays out a process by which diverse groups of
stakeholders were brought together and supported to use existing evidence and program
components to support an emerging population of vulnerable youth in contexts of scarce
resources. The use of CBPR methods facilitated the integration of consumer and provider
input with existing and emerging science and this approach could have wide applications for
youth and their families struggling with a range of serious health threats.
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(It not fair. Everything is |ost.>

Huh? Hello
Sindi.

Hello Themba.

What are you
looking at?

It a photo of my
mother-before she
got sick.

O

Fig. 2.
Loss and bereavement
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Themba, can you please tell us
what you know about AIDS?

THE BODY IS LIKE A CASTLE IN ADANGEROUS LAND, SURROUNDED
AIDS s like & war BY ENEMIES. BUT IT HAS AN EXCELLENT DEFENCE FORCE, KNOWN

within our bodies...

AS THE IMMUNE SYSTEM...

'w!,l : “lvrr’i:

THE CASTLE GUARDS ARE
OUR WHITE BLOOD CELLS,
THEY ARE ALWAYS WATCHING
OUT FOR SIGNS OF ATTACK.

Enemy forces
approaching...

Fig. 3.
HIV, ART, and adherence

THEIR JOB IS TO COMBAT INVADERS AND
DESTROY THEM. INVADERS CAN BE
BACTERIA, VIRUSES, PARASITES OR

But there is one invade
that the body's
defenders cannot
destroy — HIV, the
Invisible Killer.

THIS IS THE DEADLIEST
VIRUS THE WORLD HAS
EVER KNOWN,
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My father also died
when | was small. Then
my mother died too.

Now I'm an orphan.
An AIDS orphan.

That's not the only
thing you are!

Fig. 4.
Identity, acceptance, and coping
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You're also my
new best friend!
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Not many people
are like Melody.
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It's true. | don't want
anybody to know my
status.

Discrimination!

People are so
stupid sometimes.
It makes me so

Fig. 5.

| know. But it's no
use being angry
with them, instead
we should try to
understand why
they act like that.

Stigma and discrimination

Why do you think they
act like that?
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Table 1

Comparison of CHAMP program sessions
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CHAMP

CHAMP+

CHAMPSA

Working together to keep our kids
safe!

Talking and listening to each other

Keeping track of kids part 1

Keeping track of kids part 2

Who can help us raise our children
Rules keep kids safe
Growing up: talking about puberty

What we need to know about HIV/
AIDS

Growing up: preparing kids for
adolescence

Celebration

Getting to know the CHAMP+ family program: Working together

to keep our kids safe!!

How we feel about HIV

Talking and listening to each other:
HIV and disclosure

Talking and listening to each other:
HIV and stigma

HIV education

HIV medication maintenance
Growing up and puberty

Talking about peer pressure and sexual possibility situations

Keeping track of kids and family communication

Rules to keep kids safe

Who can help us raise our children?

Social support and HIV

Where we have been and where we are going

Parents’ and children’s rights
and responsibilities

Parenting styles

Talking and listening

Puberty

Hard to tell stuff
Identifying risk
What is HIVV/AIDS?
Dealing with stigma
Surviving loss and
bereavement

Support networks
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