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Abstract

Disclosing the diagnosis of human immunodeficiency virus (HIV) or acquired immunodeficiency
syndrome (AIDS) to a child is a controversial and emotionally charged issue amongst both the health
care communities and parents and caregivers of these children. This paper provides a systematic
review of research on disclosure of pediatric HIV infection. The paper begins with a brief discussion
of disclosure drawing from research on pediatric cancer. Next, we review the available research
including patterns of disclosure, factors associated with disclosure and non-disclosure, and the effect
of disclosure on psychological health and adherence. A review of published intervention studies is
also included. While no consensus on when the diagnosis of HIV should be disclosed to a child or
the psychological outcomes associated with disclosure was found, clinical consensus on several
issues related to working with families was identified. We apply this literature to clinical practice
and suggest avenues and directions for future research.

Since 1983 when HIV was first described in children, the epidemiology of pediatric AIDS has
evolved S|gn|f|cantly In the US, as well as in other high resource settings, the introduction
of widespread HIV counseling, testing, and treatment with Antiretroviral Treatment (ART)
during pregnancy has led to a dramatic drop in the rate of perinatal transmission, as well as
significantly improved morbidity and mortality.2 Many HIV-infected children who were not
expected to survive childhood are entering adolescence and young adulthood. The prospect of

a longer lifespan brings new challenges related to the impact of HIV infection on physical and
mental health, as well as on normatlve developmental processes such as growth, peer
relationships, puberty, and sexuallty

With increased survival, one of the greatest psychosocial challenges that parents and caregivers
of perinatally HIV-infected children face is disclosure of HIV serostatus to their infected
children. HIV diagnosis disclosure entails communication about a potentially life threatening,
stigmatized and transmissible illness and many caregivers fear that such communication may
create distress for the child. In 1999, the American Academy of Pediatrics published guidelines
stating that all adolescents should know their HIV status and that disclosure should be
considered for school-age children.# Clinical reports have indicated positive outcomes
associated with disclosure including the promotion of trust, improved adherence, enhanced
access to support services, open faml%l communication, and better long-term health and
emotional well-being in children. 4-10 However, three decades into the HIV/AIDS epidemic,
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disclosure of perinatal HIV infection is often delayed until older childhood and beyond and
few empirically based interventions or guidelines are available for assisting parents and
providers to make decisions about disclosure.

Although the use of antiretroviral medications has reduced mother to child transmission of
HIV dramatically in the US and other high resource countries, 11 with 2.2 million children (<
15 years) living with HIV/AIDS worldwide, and 640,000 children newly infected in 2004
alone, 12 diagnosis disclosure will be an issue that families, practitioners, and researchers will
need to address for many years to come. This paper is the first that we know of to provide a
systematic review of the research on disclosure of pediatric HIV infection, including rates and
correlates of disclosure as well as the psychological impact of disclosure and non-disclosure
on HIV-infected children. We undertook this review with the goal of synthesizing the literature
and developing recommendations about the timing and conditions for disclosure to children.
As the most extensive literature regarding diagnostic disclosure pertains to children with
cancer, we begin this paper with a brief historical overview of lessons learned from the pediatric
oncology experience.1 '

Brief Historical Overview Of lliness Disclosure In Pediatric Cancer

Prior to the 1970’s children living with cancer were given limited information about their
diagnosis and prognosis. It was thought that they would have little understanding of the illness.
Many thought it would be best to protect them from the emotional burdens their parents faced.
However, in the 1970’s several factors led to more open illness-related communication to
children living with cancer, including: 1) improved survival rates, 2) the growing children’s
rights advocacy movement, 12 3) the increasing need to enlist children’s cooperation with
difficult research protocols and aversive treatment regimens, and 4) the results of psychological
research pointing to a continuum of cognitions through which children orient themselves to
illness and death. 81617 Also at that time, Waechter!8 found that children show acute
awareness of, anxiety about, and preoccugation with their condition despite their parents’
stance of protective communication.19 20 As providers challenged the notion of withholding
medical information from children, studies consistently showed that open communication
about cancer diagnoses improved children’s psychological adjustment, with the positive effects
lasting into adulthood for both the child and family members.13,21-23 By the early 1990s, the
critical question was not “Should the child be told?” but rather “How and when should the
child be told?”

Several groups of investigators began to demonstrate that diagnostic disclosure to children is
?enerally most successful if accurately mapped to their cognitive and emotional development.
6, 24 pisclosure may be seen as an ongoing process as the child develops cognitive,

psychological, and spiritual awareness about the meaning of illness and death. 5 The work of
Bibace and Walsh demonstrated that children’s theories of illness and death corresponded with
Piagetian stages of cognitive development, moving from pre-operational, to concrete and
finally formal operational stages of reasoning about illness.16 Hence, young children, even as
young as 3, have some concept of death, although they often believe that the dead individual
will come back to life. As they age, they begin to understand the permanency and irreversibility
of death. Thus, practice evolved from one of secrecy to one that advocates presenting accurate
information to a child in developmentally meaningful terms.

Challenges To Applying Lessons Learned From Pediatric Oncology To
Pediatric HIV Infection

Applying the evidence-based knowledge being practiced within oncology to pediatric HIV
disease is difficult given significant differences in epidemiology, the multigenerational nature
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of the illness, and the unique social stigma surrounding HIV transmission.® Pediatric HIV is
most prevalent in poor, urban, and ethnic minority populations who have typically suffered
years of discrimination and racism. Moreover, HIV infection is associated with stigmatized
behaviors, such as high-risk sex, same-sex behavior, and drug use, and the fear of contagion
has engendered a level of stigma beyond that associated with any other disease.26 The majority
of HIV-infected children acquired the virus from their mothers, and ensuing parental guilt about
transmission distinguishes this disease from cancer and other life-threatening pediatric
illnesses. Furthermore, unlike disclosing a cancer diagnosis, disclosure of a child’s HIV
diagnosis often leads to disclosure of other family secrets, including paternity, and parental
history of sexual behavior and substance abuse.2” Thus, not only are parents’ decisions to
disclose affected by their fears about the emotional consequences of disclosure for the child,
but also their fears about the child’s anger towards the parent, and the potential social
consequences associated with the child sharing the diagnosis with others (e.g., ostracism,
negative reactions from family, friends and school, lack of community support).

Similar to early trends in oncology, early in the AIDS epidemic long term survival was
unexpected, and many parents and providers thought it best to protect children from the
emotional burdens and societal prejudices associated with knowing their HIV/AIDS status.
With the advent of new therapies in the mid 1990’s and dramatic improvements in the mortality
and morbidity of HIV infected children, changes in disclosure practices began to take place.
28 As children survived for longer periods of time, disclosure issues emerged related to pubertal
development and sexuality, fear of contagion and transmissibility, and a need to promote
adherence to complex and often toxic regimens.29 The public health risks of non-disclosure,
including non-adherence to medications that may result in drug resistant strains of HIV
combined with risky sexual behavior that may result in transmission of the virus (including
such drug-resistant strains), add a sense of urgency to the issue of disclosing the HIV diagnosis
to youth living with perinatal HIV infection.

Within treatment centers, conversations about disclosure became a major focus of discussion
between providers and caregivers. When some parents and guardians began asking healthcare
providers to avoid using the words HIV and AIDS around their school-age children, providers
became particularly concerned about the ethics of nondisclosure.”:8:30: 31 Even within the
professional community, a divide emerged between those who believed the child should know
their status immediately and those who were concerned about the timing and consequences of
diagnosis disclosure. In addition to concerns about stigma and the emotional consequences of
disclosure, providers recognized that children with HIV are at risk for significant cognitive
impairment, including specific problems with processing speed, memory, and other measures
of executive planning and judgment that may impact their ability to understand and process
information about their illness.10 32, 33 Even an adolescent who may be able to meet “mature
minor” criteria for “competence”, may have difficulty with disclosure due to “adolescent onset
dementia,” impairment of executive abilities, and deteriorating function.34 For those with
cognitive impairment, and/or decreased impulse regulation, consequences of disclosure may
be damaging for both the child and the entire family.25

Although the American Academy of Pediatrics* recommendations supported disclosure to
older children and all adolescents, few concrete guidelines were provided to support healthcare
providers and families in this process. A number of studies addressing disclosure related issues
have been published since this report, yet to our knowledge, there has not been a systematic
review of the literature on disclosure of HIV status to HIV-infected children that would serve
to inform the development of efficacy-based interventions or the development of clinical
guidelines. Thus it is the goal of this paper to review and synthesize the literature on a) patterns
of disclosure; b) factors associated with disclosure and nondisclosure; c) the psychological
impact of disclosure on both the child and family; d) disclosure and antiretroviral adherence
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in children; and e) disclosure intervention studies. It is our hope that this report will identify
gaps in knowledge and serve to assist in the development of clinical guidelines for providers.

METHODOLOGY
Search Strategy

The review that follows is based on studies that were conducted as a result of the changing
epidemic of pediatric HIV. Given the limited literature in this area, published abstracts from
international conferences and dissertations are included in the review. Relevant articles and
abstracts were identified through an online search of the databases Medline and PsycInfo using
the keywords: HIV, DISCLOSURE, CHILD, PEDIATRIC. Reference lists of retrieved articles
were examined for additional studies that fit the inclusion criteria and the relevant articles were
also retrieved for review.

Inclusion Criteria—Articles found using the above search strategy were examined to
confirm that they:

Included HIV positive children or adolescents under the age of 18 infected perinatally
or early in life in the sample;

Reported information about the disclosure process, disclosure rates or correlates of
disclosure among children or adolescents infected perinatally or early in life;

Were reported in English (no exclusions made based on country that the study was
conducted in).

Data Extraction—For all eligible studies, the authors’ names, year of publication, study
design, instruments, sample characteristics (population, sample size, mean age and age range
of the participants, mean age of disclosure), rates of disclosure and outcomes of disclosure (if
measured) were entered into a table. This resulted in the review of 22 studies (Table 1).

Results

Patterns of Disclosure: Early psychosocial research studies were designed to assess the
prevalence and predictors of both disclosure and non-disclosure. This work elucidated various
patterns of disclosure, ranging from non-disclosure to partial disclosure to full disclosure.
Although complete nondisclosure (no mention of HIV or of any illness) does take place,
particularlg in the child’s early years, partial disclosure is actually more common. Partial
disclosure3? is the term used for describing situations in which children are given some but
not all information about their illness. They may be informed of the need to take medicine in
order to keep their virus or “illness” at bay, or learn how their virus or “illness” can be
transmitted without learning that their virus or “illness” is called HIV or AIDS. For example,
a child in one study reported “ | take pills so that my soldiers which are in my blood can be
more efficient to fight micobes” (p 981).7 When full disclosure occurs, children are told the
name of the illness (HIV and/or AIDS), disease specific information (e.g., how the virus works,
how it is transmitted), and how they acquired the disease.

Funck-Bretano and colleagues7 were among the first to describe these various patterns of
disclosure. Among 35 Parisian families, the authors found that non-disclosure (23%) and
deception (20%) were common, particularly in young children, with complete nondisclosure
coinciding with secrecy about the illness or a caregiver’s denial of the child’s illness. Partial
disclosure was the most common (40% of the cases), was often viewed by some caregivers as
a step towards full disclosure. Partial disclosure often occurred in conjunction with illness
deception.7 Deception often entailed caregivers, frequently out of concern for the child’s
psychological well-being, telling their children only about a co-morbid condition (e.g. asthma,
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cancer), and attributing all medical needs (e.g., appointments, medication) to that less-
stigmatized condition.

Funck-Bretano et al., reported that only 17% of their sample had been made fully aware of
their HIV illness. Since then, other studies have focused on the prevalence of full HIV
disclosure for school age children, adolescents and young adults and have produced
inconsistent findings. Studies relying on caregiver report have found that 10% to 75% of HIV
+ children in the samples have been told about their HIV status.”» 9, 29, 36-47

Factors associated with non-disclosure and disclosure: Across studies, several factors have
been associated with a caregiver’s decision not to disclose the HIV diagnosis to their child.
Most commonly cited is a belief that a child is “not old enough or ready” 38,48 or is not
sufficiently mature to understand and/or cope with the diagnosis.43'47 Several studies found
that caregivers were concerned that if they disclosed, their child would not keep the diagnosis
private, related family secrets might be disclosed outside the home, or that children would be
exposed to ostracism and negative reactions from community and family. 38,43,47,48 Many
HIV positive mothers have reported the concern that their child will be angry with them for
transmitting the virus. 48,49 Finally, although one would expect timing of disclosure to be
associated with CD4 count, number of hospitalizations, medication doses, or perceived severity
of illness, no consistent finding has been reported. 9,25,37,47

A number of quantitative studies have examined correlates of disclosure to HIV-infected
children. Caregivers who disclose early tend to be HIV negative,31’47’50 have older children,

report greater satisfaction with their social support system,47 have greater family
expressiveness,42 higher SES,47 and live in an urban area.2® Full disclosure of child serostatus
has been associated with lower maternal depression and better quality of parent-child
interactions.9:42:47 Caregivers who decide to disclose the diagnosis to their child cite many
reasons for this decision including opposing or tiring of secrets, believing in a child’s right to
know their health status, concern that their child will learn the diagnosis elsewhere, fear the
child would get involved in sexual activities without protection and hope that disclosure will
lead to improved health care or motivate their child to improve medication adherence. 48,51
Children who have been informed of their diagnosis by their caregivers tend to be older, have
a higher2!5Q, and have increased parent-rated child anxiety and a greater number of major life
events. <

Psychological Impact of Full Disclosure: A handful of studies have examined the
psychological impact of both non-disclosure and disclosure with mixed results. Bachanas and
colleagues found that among 36 HIV-infected children, ages 6-16, those in families where
disclosure had not taken place were more likely to report internalizing behavior problems and
their caregivers reported more overall psychological distress.

To assess the impact of the child’s knowledge of his/her diagnosis, Hardy and colleagues40
examined communication styles of three groups of preschool children (N=20 per group) one
with cancer, the second with HIV, and the third healthy controls. Nineteen of the 20 children
living with cancer and five of the 20 children living with HIV knew their diagnosis. Using a
model of an examination room, children were asked to place dolls representing the child,
parents, and medical staff in the room. Children with cancer (and healthy controls) placed dolls
representing the staff and parents significantly closer to the child doll than children with HIV
Furthermore, significantly more children with HIV removed the staff/parent doll from the room
or turned the staff/parent doll’s back to the child doll, reflecting a common practice of talking
about the child’s HIV status in whispers or outside the room, and suggesting that
communication around the child is closed and isolating. However, it is not clear how many of
these children had experienced full disclosure, and in other analyse's52 the investigators found
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no differences in parent or child coping between disclosed or nondisclosed group for children
living with HIV or cancer.

One study found increased problems among disclosed children. New and colleagues found
significantly higher scores (more behavior problems) on the Internalizing Behavior Problem
Scale (e.g., anxiety, depression, withdrawal) of the Child Behavior Checklist (CBCL) for
children (N=57) who knew their HIV status versus those who did not know, as well as a trend
toward higher scores on the Externalizing Behavior Problem Scale (attention problems,
aggression, conduct).53 This latter study was cross-sectional in nature so it is not clear which
came first...the problem behavior or the disclosure.

Conversely, in a sample of 61 HIV-infected children with a mean age of 8.9 (range 6-11)
Riekert and colleagues found children who knew their diagnosis reported significantly lower
scores on depression and anxiety measures than children who did not know their diagnosis.
54 The remainder of the studies examining the psychological impact of disclosure found little
or no difference in psychological functioning between disclosed and nondisclosed children.
Mellins et al ¥ examined a cohort of 77 parent-child dyads with a mean child age of eight years
(range 3-13); the average age of disclosure was seven. Thirty percent of the cohort was aware
of their diagnosis. Although the authors noted a trend for less depression among the children
who knew their status, there were no statistically significant differences in emotional and
behavioral problems between children who knew and did not know their diagnosis. Similarly,
Lester and colleagues studied 51 families (children’s ages 4-13) and failed to find a statistically
significant difference between disclosure groups in psychiatric diagnoses based on medical
chart view.#2 In an older cohort, (mean age 10.5, range 5-19), Wiener and colleagues47
interviewed 99 parent-child dyads about HIV disclosure. Seventy-five percent of the children
had been told about their HIV status (mean age of disclosure was 7.5). While standardized
psychological instruments were not used, 65% of those disclosed to felt that they were told at
the right time and 86% by the right person. Fifty-nine percent of these children reported that
their life had either not changed much or were not sure how their life changed since learning
their diagnosis, while 30% felt their life had changed for the worse and 11% reported that it
had changed in a positive direction.

There has been only one report that examined whether early disclosure is better than disclosing
the diagnosis to the child at an older age. Of 40 HIV-infected adolescents and young adults,

the authors found no relationship between timing of disclosure and psychological adjustment,
social support, or the adolescent’s own decision to disclose his or her HIV status to others.2®

Disclosure and Adherence in Children: Pediatric HIV providers generally believe that
disclosure is important for helping children understand the need for ART and for creating
trusting relationships that facilitate adherence, %6 yet research on disclosure and adherence is
not conclusive. Inarecent qualitative study some caregivers reported that their children became
more adherent to antiretroviral medications after learning their diagnosis while others reported
less adherence following disclosure.39 Two quantitative studies have indicated that children
who know their HIV status may be less likely to adhere.5798 [t is conceivable that the
relationship between disclosure and adherence may be explained by the relationship between
child age and disclosure. That is, both disclosure and non-adherence tend to occur as children
age, particularly as they reach adolescence. However, at least one study found a relationship
between disclosure and worse adherence even after controlling for child age 58 and a second
study found that disclosure was associated with worse adherence, but older age was not.27 It
could be that once children become aware of their HIV status, caregivers expect their children
to take the medication independently, without supervision and reminding.51 For various
reasons, children who are given complete responsibility for adhering to their medical regimens
may fail to consistently adhere. 59 Length of time since disclosure and emotional reactions to
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disclosure may also affect results. For example, children who have only recently learned their
diagnosis may react with extreme denial, anger, or hopelessness that is likely inconsistent with
taking medications that remind them of their HIV. Alternatively, children who know they are
HIV-positive may be less willing to take their medication in front of others, for fear that others
will “find out” and ostracize them. Unfortunately, because disclosure was not a primary focus
of the above studies, and research has not more thoroughly examined the interplay between
disclosure and ART adherence, it is difficult to draw solid conclusions or make
recommendations.

Intervention studies: There is a dearth of research describing the development and evaluation
of interventions to facilitate disclosure. The only published disclosure intervention study
located for this review evaluated a disclosure model for pediatric patients living with HIV in
Puerto Rico.%1 Developed to address many of the barriers to open communication about
pediatric HIV, their five-step intervention targeting providers, caregivers, and HIV+ children
involves: a) Trainings for health professionals in developmentally appropriate disclosure; b)
caregiver educational sessions and peer support groups; c) child assessment sessions
throughout the process; d) combined family and staff disclosure sessions; and e) post-disclosure
family groups for education and support. The investigators reported that their intervention
model promotes healthy psychological adjustment and better adherence in children. Six months
post disclosure, 70% of the participating youths endorsed feeling ‘normal’ and parents and
caregivers reported that approximately 58% had improved adherence. Although the majority
of youths (85%) and caregivers (97%) thought the disclosure was a positive event, and many
youth felt more supported by parents (58%), grandparents (48%), clinic staff (48%) and others
as a result of the intervention, there was not a comparison group with which to contrast these
results. Other interventions results are anecdotal and unpublished.

Discussion—Despite recommendations from the Academy of Pediatrics in 1999410 promote
disclosure of HIV serostatus to children as soon as is developmentally appropriate, disclosure
of HIV to children infected perinatally or early in life still remains a difficult and controversial
issue for families and providers. Relatively few research studies have been conducted that
evaluate: 1) The actual disclosure process as it unfolds over time; 2) the most appropriate timing
and determinants of disclosure; 3) the psychosocial effects of HIV disclosure; 4) the impact of
disclosure on adherence and sexual behavior; and 5) the most effective strategies for full
disclosure. Lessons learned from pediatric oncology are still applied to HIV disclosure, even
though the population of children affected by HIV differs dramatically, in terms of
socioeconomic and cultural variation, and the incomparable social stigma that surrounds HIV/
AIDS.

The studies summarized in this article present mixed findings on the impact of disclosure, with
some showing benefits, others risks, and still others showing no mental health differences
between youth who know and don’t know their diagnosis. Based on the studies thus far, there
is no clear evidence that children who have experienced full disclosure have better or worse
psychological outcomes than those who have not, despite the fact that secrets maintained in a
family have been associated with unhealtha/ ad%ustment in other populations of children coping
with chronic health conditions 6:18-20, 6 and despite ve% strong clinical consensus that
patients and their families do, indeed, benefit from disclosure. 8

Methodological Limitations: The primary limitation of all of studies to date on disclosure of
perinatal HIV infection is the restricted sample size. Given substantial reductions in maternal-
to-child transmission of HIV in the United States and other high resource countries with access
to antiretroviral treatment, the number of pediatric HIV cases has been significantly reduced.
Thus, many of the samples, recruited from single institutions, are simply too small to allow

detection of significant differences between disclosure groups, especially when controlling for
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important demographic variables such as the age of the child. Another limitation of most studies
described here is that the interviews simply ask if the child is aware of or has been told his or
her diagnosis without acquiring any in-depth information on what type of information was
given, when full disclosure occurred, and how many times disclosure was discussed. In
addition, most of these studies were designed to assess something other than disclosure, which
resulted in great variability between studies in terms of sample size, study setting, patient
demographics and measurements used.

Other weaknesses in the literature limit the conclusions that can be drawn. Variations in the
definitions of disclosure, disease status, and demographic factors such as age may account for
some of the differences across studies. It is also possible that clinics treating pediatric HIV
(where some studies were conducted) may foster different cultures of disclosure—some of
which may be more inclined toward early disclosure and others that may tend towards later
disclosure. Most studies have used cross sectional and qualitative designs, making itimpossible
to identify predictors of non-disclosure and the timing of disclosure as well as the long-term
sequalae of both disclosure and non-disclosure. Some studies have failed to include both child
and caregiver reports, perhaps because nondisclosure makes it difficult to prospectively assess
a child’s perspective regarding the disclosure process. Moreover, memory issues and history
effects may negatively affect retrospective studies.

Lack of consensus in existing studies may also stem, in part, from the difficulty of studying an
evolving process. Research has often examined disclosure as a single, binary event. Over time,
it has increasingly been viewed as a process of moving from non-disclosure to full disclosure.
While full disclosure may transpire in a single encounter, most commonly it is an ongoing
process in which pieces of information are discussed over time or at different developmental
stages as clinicians and parents see it.6:10 partial disclosure is often viewed as appropriate
when children are younger and the specific name of the illness may not hold meaning for them
or be as important in helping them cope with their fears about symptoms and medications.3
For example, a child might first be told they have to take medication to help their body fight
illnesses in general; several months or years later they may be told that they have a “blood
disorder” (without the name), and then finally that they have HIV. Even when told the name
of their disease, a potentially charged moment, children’s ability to cognitively and emotionally
absorb the information in one session may be limited®. Cognitive and developmental imitations
of children as well as children’s capacity for denial and magical thinking also play a role in a
child’s processing of the diagnosis. It may require multiple sessions and time for children to
fully understand the name of their disease, its health consequences, and their medical needs.
Investigations need to capture the child’s ability to cognitively and emationally process this
information accordingly.

Recommendations for Future Research: Despite significant advances in HIV treatment and
care, children continue to be born with HIV infection, and disclosure of HIV infection to
children remains a pertinent issue. In settings where the numbers of children living with HIV
are unfortunately high, longitudinal research is both possible and critical for understanding the
processes of disclosure. Studies designed to flush out factors that promote or hinder
communication between children, parents, and providers around illness are clearly needed.
Additionally, we need a better understanding of how to develop and evaluate interventions that
promote communication about illness and take into consideration: 1) Age and development;
2) cultural factors that influence communication as well as concepts of illness and death; 3)
family variables; 4) quantity and quality of social support; 5) mental health; and 6) a child’s
neurological and cognitive functioning. Additionally, there is a need to know how to help
providers make decisions about disclosure when the interest of the child and caregiver may be
disparate. Because the psychological complexity of disclosure can not be captured solely by
uniform administered measures, a range of research approaches are needed. For example,
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qualitative research can more intimately address the quality of parent-child interactions post
disclosure, while population studies can assess the impact of disclosure on school functioning
and immunological functioning. Furthermore, prospective qualitative interviewing of children
and caregivers at multiple time-points spanning multiple years will be a useful means of
exploring how the process of disclosure unfolds over time. Pairing qualitative interviews with
more structured assessments of psychological and physical functioning will help researchers
to obtain a clearer sense of the predictors and outcomes associated with the disclosure
continuum.

Implications for Clinical Care—Diagnostic disclosure to the perinatally infected child
remains one of the most clinically challenging issues for families and providers in part due to
the tremendous stigma that still exists. In many ways, we have not moved much beyond one
of the first reviews of disclosure and pediatric HIV by Michael Lipson63 in which he stated,
“We need to change our concept of a disclosure moment into the idea of participation in a
dialogue, a process of discussion.” (p. 10) Moreover, the process of disclosure must reflect a
child’s developmental understanding of iliness and death over time as suggested in the pediatric
oncology literature.

Undeniably, as the population of perinatally infected children or those infected early in life age
into adolescence and young adulthood, the public health issues of non-adherence, sexual
transmission of HIV, and particularly drug resistant strains of the virus®9 warrant an
understanding of the ethical, moral and legal obligations of families and providers to inform
children about their diagnosis so that they can make informed decisions and choices.69
Adolescence is a time of intense social pressure to “fit in” and be “normal”. Adolescence is
also a time of increased experimentation with sexual behavior and drug use. Many perinatally
infected adolescents are living with multidrug resistant virus, secondary to inadequate
adherence and years of partially suppressive therapy prior to the introduction of more powerful
ART, 64 meaning that risky behavior among these youths not only provides opportunities for
transmission of HIV—it also creates the potential for transmitting ART-resistant strains of the
virus to others. Making decisions about sexual behavior and adhering to complex regimens
that disrupt one’s lifestyle can be a difficult challenge for anyone, but particularly for youths
who may or may not know that they have a stigmatized and sexually transmissible disease. For
youths with HIV who know their diagnosis, the decision whether or not to disclose their status
to friends, teachers, employers, and especially potential romantic partners has been a primary
concern. 2 70, 71 por youth who remain unaware of their diagnosis, ethical and legal conflicts
also arise. For example, when there is a lack of concordance between parent and child readiness
for disclosure of the child’s status (e.g., the parents don’t want to disclose and the child is
beginning to engage in risk behavior), what are the obligations of the provider? Currently many
providers will not disclose if the parents do not want disclosure to occur out of both respect
for parents wishes and concerns that parents will remove the child from treatment. However,
as children age into older childhood and adolescence, providers become increasingly
uncomfortable with secrecy, particularly when adherence and sexual behavior are issues. At
this time, there are limited laws or practice guidelines for providers in these situations to
consult. 72 73

Guidelines for Clinical Care: Although studies have been inconclusive, practitioners are
confronted with disclosure issues daily. Even without evidenced based consensus on when the
diagnosis of HIV should be disclosed to a child or on the psychological outcomes associated
with disclosure, there does agafear to be some clinical consensus on several issues related to
working with families.6,10,62,65-67 Unfortunately, most of these recommendations remain
untested, although many of these guidelines are included in the Blasini et al. intervention.®1
In the hopes that future investigations can be devoted to evaluating these guidelines,
recommendations from those clinical reports are provided here.

J Dev Behav Pediatr. Author manuscript; available in PMC 2008 June 26.
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1. Consider Child Abilities: It is typically suggested that clinicians guide families with
specific considerations for the child’s ability to com(g)rehend the information and cope
with the knowledge that they are HIV-infected.6:10,51

2. Assess caregivers abilities: It is important to consider a caregivers’ ability to cope
with the stress of disclosure, ability to reach out for support when needed, and ability
to discuss other stigmatized family secrets that might be related to disclosure of the
child’s HIV diagnosis51. If a child or guardian is concurrently experiencing
significant unrelated stressors, it may not be the best time for disclosure to occur.
Severely depressed or anxious caregivers may need to address their mental health
needs before beginning the disclosure process. ©:

3. Rehearse and prepare for the actual disclosure: Role-playing a disclosure scenario
with a counseling professional and when medically appropriate, and being able to
communicate a sense of hope and optimism for their child’s prognosis and future have
been found to be beneficial. o1 74

4. ldentify sources of support: Both children and caregivers are likely to have more
gositive outcomes from disclosure if they have a strong support system to assist them.
1 While the healthcare team can provide some of this support, each family will
need to turn to other significant people in their lives for ongoing support.

5. Encourage ongoing open communication: Finally, and most importantly, we need to
move our understanding of disclosure from a single event to an individualized,
dynamic, and gradual g)rocess of communicating information about health, illness,
and living. 6,7,10,51, 74

We undertook this review with the goal of synthesizing the literature and developing
recommendations about whether to disclose and at what time. While the literature did not
provide us with a consensus on the benefits, disadvantages, or proper timing for disclosure, it
is our hope that the current review will inspire both new and seasoned researchers to investigate
these provocative and potentially life preserving questions surrounding diagnostic disclosure.
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