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BRIEF NOTE

Health and human rights of children
affected by HIV/AIDS in urban Boston
and rural Uganda

A cross-cultural partnership

@ Timothy P. Williams, Martha Vibbert, Laura Mitchell
and Rosette Serwanga

Recent studies in International Social Work have highlighted the fact
that HIV/AIDS continues to dramatically affect the lives of millions of
children around the world (Chama, 2008; Demmer and Burghart, 2008;
Mweru, 2008; Strydom and Raath, 2005). Social and biological factors
associated with HIV/AIDS have placed children at increased risk for
experiencing parental loss, poverty, school dropout, increased work-
load, social isolation, discrimination, loss of life opportunities and early
death (Foster et al., 1997; Strydom and Raath, 2005). Social work prac-
titioners, researchers and advocates must continue to develop innova-
tive and evidence-based approaches for assessment, intervention and
ongoing advocacy efforts (Chama, 2008). In this light, we present the
case of a promising cross-cultural partnership between two commu-
nity-based organizations serving young people affected by HIV/AIDS
in urban Boston (USA) and rural Uganda, who have come together in
order to leverage support, improve advocacy efforts and meet the needs
of children and families.
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Cross-cultural partnership

The SPARK Center started up over 20 years ago in response to
Boston’s paediatric HIV crisis. It now serves as a therapeutic child-
care facility and after-school program for children with emotional and
behavioral challenges, developmental delays and complex medical
needs, including HIV/AIDS. Comprised of social workers, educa-
tors, nurses and mental health professionals, SPARK and its hospital
affiliates provide comprehensive and integrated services to children,
including mental health interventions, medical supports and educa-
tional services.

Located in the Wakiso District of rural Uganda, the Namugongo
Fund for Special Children (NFSC) offers a community-based response
to reach orphans and vulnerable children affected by HIV/AIDS. The
program is led by a small staff and team of volunteers and reaches
hundreds of children each day through multi-site breakfast centres
and after-school programming. Medical care, including voluntary HIV
counseling, testing and treatment, is available to a growing number
of NFSC’s beneficiaries, which include children and their care-givers
(Musiime et al., 2007).

While at different stages of organizational development and resource
availability, both SPARK and NFSC are grounded in a shared belief
of promoting the health and human rights of children affected by HIV/
AIDS around the world — be it in urban Boston or rural Uganda. Both
programs subscribe to a community-based approach to care consistent
with the social work ethic of building solidarity with clients in a way
that promotes each individual’s dignity and sense of self-worth, while
maintaining their right to self-determine to the greatest extent possible
(NASW, 1999).

Recognizing these mutual goals, SPARK and NFSC have engaged in
a growing collaborative effort to develop a sustainable ‘twinning rela-
tionship’ (Einterz et al., 2007) intent on enriching client care, enhanc-
ing staff skills and staff retention, sharing knowledge and resources,
and connecting HIV/AIDS-affected youth across different cultures.

Using the SPARK-NFSC partnership to strengthen
evaluation and assessment

One example of this collaborative effort arose because both organi-
zations felt they should assess current program functions and needs
in order to develop appropriate advocacy and programming efforts.
Having received a small seed grant dedicated to the development of
cross-cultural partnerships, SPARK and NFSC shared an evaluation
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consultant (the first author of this article) to develop and implement
assessments for each program.

Assessment strategies to promote social justice and reduce

health inequalities

As social work and mental health professionals, we are all too aware
that health inequalities related to psychosocial well-being are often
misunderstood and inadequately addressed in the lives of the vulner-
able populations whom we serve (Foster, 2006; Patel et al., 2007). As
we considered strategies for each program assessment, we committed
ourselves to an approach that would best elicit an understanding of the
daily realities facing the children and families as well as empower cli-
ents to describe their emotional and social experiences of living with
HIV/AIDS. While empirical evidence as well as our own professional
experience helped to shape the nature of our enquiry, our chosen quali-
tative methodology was driven by the need to pursue topics of sensitiv-
ity and emotional depth, capture the lived experience from those who
live it, merge activism with research, and provide an opportunity for
populations who are typically marginalized to have a voice in matters
of importance to them (Chama, 2008; Padgett, 1998; UN, 1989).

SPARK assessment

SPARK’s self-assessment focused on improvement and accountabil-
ity in its daily after-school programming for school-aged children and
adolescents affected by HIV/AIDS. Through interviews, focus groups
and ethnographic observations, key findings from the SPARK evalu-
ation suggested that children experience an array of complex social
ecological stressors related to living with HIV/AIDS, necessitating, in
turn, a holistic and multi-pronged approach to intervention and treat-
ment. Beneficiaries supported the notion that many of SPARK’s inter-
ventions provided essential psychosocial support in the face of adverse
circumstances. Specifically, children and families reported that the pro-
gram promoted enduring, therapeutic relationships with staff that were
perceived by beneficiaries as facilitating growth, learning, security and
well-being. Focus group data articulated how long-term attachment
relationships provided a pathway to psychological healing, particu-
larly for children who have experienced parental loss and other early
disruptions.

By giving clients opportunities to contribute their unique perspec-
tives, the assessment clarified SPARK’s inputs, activities and inter-
ventions and demonstrated that while the physical implications of
HIV/AIDS for children (e.g. chronic illness and medical adherence)
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were pronounced, the social and emotional ramifications (e.g. pervasive
feelings of stigma, loneliness and loss) were profound. Yet this comes
as little surprise given the mounting evidence concerning the psycho-
social implications of HIV/AIDS in the lives of children in the USA
(Brown et al., 2000; Dee, 2005; Kang et al., 2008; Rotheram-Borus
et al., 2001, 2006). Data from this self-evaluation have functioned prac-
tically and effectively to improve current programming quality, enhance
client advocacy strategies and inform future evaluation efforts.

NFSC assessment

A secondary purpose of the SPARK assessment was to examine the
potential for translating key themes and lessons learned from SPARK’s
program to its Ugandan partner, NFSC. To ensure that our proposed
assessment methodology was designed in a way that was consistent
with the local culture, we drew from the expertise and knowledge of
our Ugandan social work colleagues to design our study protocol. For
instance, they provided assistance in designing a culturally competent
and dignity-preserving strategy for obtaining informed consent in a
population where a large percentage of potential participants are likely
to be illiterate.

The purpose of the NFSC assessment was to identify the pressing
challenges facing children and their care-givers as well as to gain a bet-
ter understanding of the current programmatic capacity and function-
ing of NFSC. Conducted over a six-week period during the summer of
2007, the methodology largely mirrored that of the SPARK assessment
by utilizing ethnographic means of enquiry, including focus groups
with children and care-givers, interviews with staff and volunteers, as
well as observations. Local Ugandan research assistants were recruited
to administer all focus groups and interviews in the local language, in
culturally appropriate settings with careful safeguards to support any
children or adults who might become distressed by the sensitive nature
of the topics discussed.

Assessment findings elicited ways in which NFSC was currently
meeting the needs of its beneficiaries, particularly through providing
food as well as improving access to schooling, health care and other
material resources. Key findings from focus groups with children sug-
gested that in a community deeply affected by HIV/AIDS, the psycho-
social impact of the disease weighs heavily on children, alongside the
economic implications of overburdened households. Children were
profoundly concerned about their access to education, reported anxi-
eties about personal safety (sickness, diseases, abuse, rape, etc.) and
expressed worries about family integrity (fears that their care-givers
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would become sick and/or die). Of particular note was that many of the
children’s anxieties and worries about safety and potential death were
not identified in concurrent focus groups conducted with children’s
care-givers.

Mental health: a global concern

It was predictable that in the context of urban low-income communi-
ties or an impoverished Ugandan village, material needs such as food,
clothing, school, shelter and medical care would undoubtedly be a
prominent concern. That said, it is much harder to accurately predict a
child’s hopes and dreams, most pressing concerns and how these may
affect their futures. While addressing children’s physical needs is of
critical importance, traumatic and life-altering events are no less sig-
nificant. In the absence of adequate coping skills and social supports,
children’s current and future mental health is highly susceptible to clin-
ically significant levels of psychosocial distress, including depression,
anxiety, withdrawal, increased feelings of stigma and suicidal thoughts
(Atwine et al., 2005; Cluver and Gardner, 2007; Landry et al., 2007;
Makame et al., 2002). These problems can undermine children’s devel-
opmental trajectories and potentially hinder their ability to become
fully functioning, healthy and contributing members of their communi-
ties. The assessment findings undertaken by SPARK and NFSC support
the notion that a holistic approach intent on reducing health dispari-
ties among marginalized children and families affected by HIV/AIDS
should provide integrated mental health services if they are to be truly
comprehensive.

Cross-cultural partnerships for programming and research

The rich data collected from the qualitative assessments provided criti-
cal information with which to translate current programming at SPARK
to its Ugandan counterpart, particularly concerning mental health
services.

SPARK and NFSC are in the formative stages of an innovative cross-
cultural partnership rarely seen between two organizations operating in
such diverse contexts. Given the realities of resources and cultural dif-
ferences between SPARK and NFSC, a mutually beneficial partnership
may seem inherently impossible. Striving for what Einertz et al. (2007)
described as ‘equity, not equality’ (p. 812), a dynamic process of mutu-
ality has emerged between these two organizations serving similar cli-
entele in seemingly different worlds. The SPARK-NFSC partnership
was founded on the principles of building relationships, leveraging
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resources, informing programs, diversifying our traditional approaches
to care, and creating research opportunities set on enhancing the health
and livelihoods of marginalized children and families. For these rea-
sons, we posit that the benefits SPARK and NFSC have experienced
through collaboration extend well beyond the field of HIV/AIDS.

It has been encouraging to discover that our programs and clients
have more similarities than we could have ever predicted. Through
sharing our hopes and fears, strengths and challenges, we believe such
partnerships can offer a promising strategy for innovative program-
ming, evidence-based research and advocacy.
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