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CLINICAL CASE
Informing Adolescents of Perinatally Contracted HIV
Commentary by Hans M.L. Spiegel, MD, and Donna Futterman, MD

Dr. Patel was a pediatrics resident on his ambulatory rotation. Picking up the chart of
15-year-old Julio, he read a lengthy discussion between the previous resident, Dr.
O’Neill, and Julio’s mother. Dr. O’Neill reported that as she entered the patient’s
room, Julio’s mother had pulled him aside to inform him that Julio and she were
HIV-positive. Julio had contracted HIV at birth from her but was unaware of her
status or his own. His mother had gone on to tell Dr. O’Neill that Julio had never
been hospitalized and had never required antiretroviral therapy. She explained that
when he was younger, he was always healthy, so she thought there was no reason for
him to know that he carried the virus. She then informed Dr. O’Neill that Julio’s
previous pediatrician had respected her wishes not to inform him of his status and
she expected this behavior to continue at this new clinic.

Dr. O’Neill reported that she had urged Julio’s mother to change her mind. “You
need to tell him about his HIV status. He is old enough to understand now, and |
would strongly encourage you to sit down with him and have a discussion about it.
The longer you wait, the harder it is going to be to tell him you have been hiding
something like this from him for so long.”

The mother had replied that Julio was healthy and happy and had lots of friends at
school. As long as he was not ill, she felt no reason for him to think he was different
from other kids or to worry about getting sick.

From the documentation, Dr. O’Neill and her supervising attending physicians
strongly encouraged Julio’s mother to reconsider her decision. Fearing that she
would avoid medical care for her son altogether, however, they decided to respect
her wishes until a relationship could be built among the patient, his mother, and the
clinic members.

Dr. Patel reviewed Julio’s blood work. His CD4 count was suitably high, so he
would not require medications. Entering the patient’s room he was relieved to see
that Julio’s mother was not with him on this visit. Dr. Patel encountered a healthy-
appearing teenage boy who seemed more concerned about whether he should be
using Proactive for his facial acne than about why he was at the doctor’s office again
and what his blood work had demonstrated. Dr. Patel was relieved that he would not
have to deal with all this HIV business on this visit. Wrapping up, he asked Julio if
there was anything else he wanted to discuss.
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“Um, by the way doc, I didn’t wanna bring this up last time, because the doctor was
a girl and all, but uh, you see, me and my girlfriend, we have been dating for almost
a year,” Julio said. “We’ve been getting really serious, and we’ve been talking about
having sex. | know that we need to use condoms and I know how to use them from
that class we took in school. And my girlfriend, she was gonna talk to her doctor
about getting birth control pills. We are both virgins, so I’m not worried about STDs.
I was wondering if there is anything else that | should know, you know, to keep us
both safe?”

Dr. Patel swallowed hard, he said he needed to speak to his attending and then he
would come back and address all of Julio’s questions at once. As he left the room,
Dr. Patel knew there was definitely something else Julio needed to know.

Commentary

The presented case study poignantly demonstrates the ethical dilemma Dr. Patel is
experiencing while providing care for his new adolescent patient, Julio. Dr. Patel is
convinced that Julio has a right to know his HIV status, an assessment that is
supported by that of the resident and attending who saw the patient during his first
visit to the clinic. Dr. Patel initially seems to also share the other resident’s concern,
that posing the demand for disclosure too forcefully to Julio’s mother during this first
visit could jeopardize the continuity of care for Julio, and thus avoids a discussion of
the need for disclosure. At this visit, however, Julio has shared his, and his
presumably HIV-negative girlfriend’s intention to become sexually active, which
does not allow further delay of disclosure to wait for the “secure environment in due
course.”

Many studies on the optimal timing and psychological impact of disclosure of HIV
infection to children and adolescents in a wide range of cultural and socioeconomic
settings have been published. Studies from the United States and abroad suggest that
children and adolescents who know they are being treated for HIV have higher self-
esteem and better acceptance of medical care than youth who are being treated but
are unaware of their status. Nondisclosure can result in anxiety, depression, and
phobias and excludes youth from peer support groups. Further, most youth in those
studies had come to terms with their diagnosis by 6 months post-disclosure.
Importantly, parents who disclosed the HIV status to their children experienced less
depression and considered disclosure as having an overall positive effect on
themselves and their families [1-3]. Reluctance to disclose the HIV status to children
and youth is often based on the caregiver’s concern for possible exposure to stigma
and discrimination toward the whole family once the adolescent shares the diagnosis
with partners, peers, or the public [4-6].

Caregivers identify concerns about unplanned, circumstantial disclosure, HIV
transmission, disease progression, interest in a closer, more trusting relationship with
the youth, and the respect for the youth’s right to know as reasons for disclosing [7,
8]. With the disclosure, youth are further given the opportunity to identify role
models, voice their needs more effectively, and gain experience in disease
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management by interaction with other HIV-positive peers. Despite the threat of
possible stigmatization, several studies have emphasized the positive correlation
between HIV diagnosis disclosure and social support [9, 10].

It is on this basis that the American Academy of Pediatrics strongly recommends the
disclosure of HIV status to adolescents [11]. Parents and other guardians of a child
with HIV should be repeatedly counseled about disclosure, which should be
individualized to the cognitive ability, developmental stage, clinical status, and social
circumstances of the child. Fears and misperceptions of HIV infection should be
addressed, and disclosure of HIV infection status to school-age and symptomatic
children is strongly recommended. All adolescents should know their status and be
fully informed about all aspects of their health, including their sexual behavior, with
physicians encouraging adolescents to involve their parents in their care.

It is apparent from the vignette that a discussion of disclosure should have been a
priority during Julio’s second visit. Ultimately, Julio is the patient, and adolescents
have the right to confidential care from physicians, especially when sensitive
subjects such as sexuality, substance use, and mental health care are involved. The
physician must find a way to protect the health of Julio and his potential partner—
hence, an open discussion with the mother is not the only route to addressing the
urgent need for disclosure to Julio, particularly in face of his mother’s continued
opposition. Those who care for adolescents must advocate for their patients and
support timely disclosure of HIV diagnosis, since they are aware of the negative
effects of non-disclosure, which include social isolation, the lack of coping skills,
anxiety, loss of trust, and depression. Disclosure has also been shown to be
associated with slower disease progression, probably due to the reduction of stigma
and the improvement of coping skills [12].

Since Julio has clearly voiced his intention to become sexually active, confidential
HIV testing for him and his partner can be offered, and all scenarios, including
behavioral and perinatal and blood-product-related acquisition of HIV can be
discussed. In this situation, Dr. Patel is primarily responsible for the youth in his care
and all decisions made should be in Julio’s best interest. Dr. Patel should consider
the wishes of the parent only in this context and attempt to have the parent agree to
disclosure without sharing confidential information, such as Julio’s intention of
initiation of sexual activity. Dr. Patel can discuss with Julio’s mother his right to
have all of his questions truthfully answered. It could also be helpful to explore the
parent’s understanding of confidentiality in the relationship between the physician
and the adolescent patient. Studies have shown that parents commonly have the false
expectation that physicians who learn about potential risk behavior on the part of an
adolescent will tell the adolescent’s parents [13].

With teens, the discussion of non-behavioral modes of HIV transmission—perinatal
and transfusion-related—should emphasize that it is responsible to pursue testing for
HIV. The teen has the right to initiate this testing by himself and is entitled to receive
the results in a confidential manner, even without the parent, if he chooses to do so.
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Regardless of whether or not Julio and his partner choose to get HIV tests, he should
be provided with safer-sex information and encouraged to use a condom.

Parents often underestimate the youth’s ability to handle the disclosed information
and may be overly concerned about possible psychological harm to their child or
their child’s adversarial reaction toward them. The possible feelings of guilt in the
setting of perinatal HIV infection can be addressed with the mother, possibly with
support from a consumer advocate or counselor. A study reported in 2008 that
women are interested in taking a leading role in the disclosure of perinatally acquired
HIV infection to children and youth ages 5 to 18 years [14]. The possible parental
concern that disclosure could interfere with Julio’s quality of life could have been
discussed with reference to results from a study among children and adolescents with
perinatally acquired HIV infection, which showed no statistically significant
differences between pre-disclosure and post-disclosure quality of life [15].

Some reports have suggested that diagnostic disclosure may not minimize emotional
distress, indicating the need for further evaluation of the appropriate timing and type
of disclosure for pediatric patients living with HIV infection [16]. The association of
perceived HIV-related stigma with the decision to disclose the HIV status to children
and youth 5 to 18 years had been studied by other investigators, using questionnaires
and guided interviews for HIV-infected women who had been recruited from AIDS
service organizations located in large Midwestern cities. In this cohort, the total
score for perceived stigma among mothers who disclosed did not differ from the total
score for those who did not [17].

An open discussion of the evidence stated above may be entirely sufficient to
convince Julio’s mother that disclosure as soon as possible is the most appropriate
way to move forward. The option of disclosure with the physician or a consumer
advocate taking the lead should also be offered. Since many HIV-positive youth
perceive their health problem, even though it is an unspoken family secret, asking
Julio about his understanding of the medical condition would be a legitimate
approach under the circumstances and should be pursued with every adolescent age
16 and above, even against the parental wishes. Likewise, exploring the parental
perception of the adolescent’s existing understanding may keep the parent engaged
and could well lead to the agreement to ask Julio directly about what he knows and
thinks about his medical condition.

The overdue disclosure should be viewed as the first step in the process of diagnosis
acceptance. Ideally this should have been a gradual, process-oriented introduction to
living with HIV infection, based on his individual family culture, family dynamics,
and established physician relationship, but not on the short timeline presented in the
vignette. A validated instrument used by health care professionals to support parental
HIV disclosure is the parent disclosure interview (PDI). The core components of this
structured interview are questions about disclosure, reasons for non-disclosure and
plans for the child’s future, which can help to reveal the parents’ history and attitudes
toward disclosure [18]. As observations from the Swiss Mother and Child Cohort
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Study among perinatally infected adolescents show, discussion of disclosing the
adolescent’s HIV status to sexual partners and friends can lead to ongoing conflict
between the adolescent and the parent who fears that her own HIV status will
become known or that the disclosure will have repercussions for the family [19]. Not
disclosing one’s HIV infection, however, can be viewed by the teen as burden and
can lead to further stigmatization. After having learned about their HIV status,
adolescents may themselves not disclose to partners and friends out of concern for
rejection, but also out of a sense of loyalty to their families. Dr. Patel should be
prepared to continue his dialogue with Julio and, if he wishes, his mother.
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