“Meet the ARV Team”: Developing Visual Storytelling Tools for
Maternal Disclosure in the Pediatric HIV/AIDS Cohort Study
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BACKGROUND
In the U.S., the majority (76%) of women with HIV/AIDS have a child
under the age of 18, and disclosure of their HIV status to their child
is one of the top three concerns cited by mothers living with HIV. Yet
the rate of maternal disclosure is low, with a median rate of 41%. In
PHACS, maternal disclosure to children is a key factor in the
enrollment and retention of PHEU young adult participants, as their
re-consenting for the study at age 18 requires their knowledge of
their mothers’ HIV-positive status. PHACS clinical site staff describe
supporting mothers in disclosure decisions as a high priority,
particularly as feelings of stigma and shame may both precede and
proceed from disclosure. Maternal disclosure is often a challenging
and complex process over time and may be accompanied by a
range of dynamic emotions and reactions unique to each family. For
some caregivers, HIV disclosure results in higher levels of social
support, improved mental health outcomes for both children and
caregivers, better ARV adherence, and improved family
relationships. Yet mothers often lack culturally relevant and age
appropriate resources to facilitate healthy conversations around HIV
and disclosure of their own status to their children. Visual storytelling
can enhance understanding around a common health problem,
communicate facts in an experiential format that is more likely to be
retained later, and inspire people to take action. Such forms of
communication can support the overall research agenda by creating
space for patient-centered decisions about health care and study
participation.

THE CONTEXT
The Pediatric HIV/AIDS Cohort Study (PHACS)
• Multi-site longitudinal observational cohort study
• Study of the long-term effects of HIV and antiretroviral medications
(ARVs) on perinatally HIV-infected (PHIV) and perinatally HIVexposed but uninfected (PHEU) youth in the United States
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AUDIENCE-CENTERED APPROACH
• Conducted review of literature on disclosure
and HIV stigma
• Conducted interviews and focus groups and
facilitated story circles and disclosure
dialogues with caregivers living with HIV, local
site Community Advisory Board (CAB)
members, Young Adult CAB (YACAB)
members, health educators, and study staff
across our sites
• Disclosure – especially maternal disclosure –
emerged as cross-cutting theme and priority

• Determine key themes associated with maternal disclosure and
non-disclosure in PHACS.
• Use an audience-centered approach to create a health literacyfocused, culturally appropriate, and patient-centered resource to
facilitate healthy conversations about HIV between caregivers
and their PHEU children.

THE EVOLUTION OF PHACS’ MATERNAL DISCLOSURE RESOURCES
FIRST CONCEPT

SECOND CONCEPT

LESSONS LEARNED
THE FINAL PRODUCTS
Offers guidance for
how to use the
comics



• The literature may lead you astray from what your target audience will
find acceptable.
• Engage multiple audiences from the very beginning until the very end.
• Storytelling can be an important part of the formative research as well
as the end product.
• The end user is not the only important audience to target (remember
gatekeeper/secondary audiences!).
• Strike a balance between scientific accuracy and cultural or ageappropriateness.
• Tools that link people with existing support structures (i.e., clinical staff)
work well.

KEY THEMES
CONCLUSIONS

Complexity of Maternal Disclosure
• Disclosure (especially to children) is an ongoing process
• Disclosure decisions can be simple or complex, with a range of
varying and dynamic emotions; there is no “right” or “wrong” decision
• Disclosure can occur at any age, but ideally between ages 9 and 12
• HIV stigma can impact willingness of caregivers to disclose their status
Reframing HIV
• HIV as a chronic illness, not a
death sentence
• Empowerment through
information and control over
one’s own health


FOCUS GROUP FEEDBACK:

FOCUS GROUP FEEDBACK:

•“Child as superhero” seen as burden on
child to be responsible for mom’s health
• HIV and other viruses looked too scary;
did not reframe HIV as a chronic illness
instead of a death sentence

• HIV seen as less scary, but too “meatball-like”
• CAB members thought HIV was “cuter” and found this version funny
• ARV as superhero was much more acceptable than child as
superhero
• CAB and YACAB felt this version reframed HIV as a chronic illness

Educating Children about HIV

Explains what HIV is
and how ARVs work

Normalizes HIV and
reduces HIV stigma



VISUAL ELEMENTS TO SUPPORT KEY AUDIENCE THEMES

• Explaining HIV for different
developmental stages
• Addressing age-appropriate
concerns and fears
• Depicting how antiretroviral
(ARV) medicines work

ADDRESSING AGE-APPROPRIATE CONCERNS

Preparing Caregivers

Respecting Autonomy

• Emotional readiness to disclose
• Preparing for children’s reactions
and questions
• Thinking about words and body
language ahead of time
• Need for resources to prompt
conversations about HIV

• Respecting both disclosure and
non-disclosure decisions
• Caregivers’ decisions about
when and how much to disclose

Other Health Conditions

Connection to Other Resources

• Discussing HIV in the context
of health in general
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• “You are not alone”
• Caregivers  supportive
resources
• Children  other “safe” people

REDUCING HIV STIGMA

AGE-APPROPRIATE HIV/ARV EDUCATION

The two comics will support caregivers in explaining HIV and antiretroviral
medications to children and contextualize living with HIV in an affirming,
non-stigmatizing way. An accompanying Caregiver Guide provides advice
and guidance from other caregivers to support healthy conversations
about HIV between PHEU children and caregivers who choose to disclose
their HIV status. PHACS’ use of audience-centered health communication
and visual storytelling is one that other studies can adopt to reexamine
research priorities and communication needs from the perspectives of
researchers, clinicians, patients, and caregivers involved in research.
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Need for a Disclosure Resource
• Aimed at caregivers living with HIV and HIV-exposed but uninfected
children ages 9 – 12
• Preference for a visual storytelling tool (comic book) that caregivers
can read with their children
• Should promote facilitate healthy conversations about HIV
• Content should focus on education without forcing maternal disclosure
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