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Introduction

his article is a review of the literature,
| a presentation of a UK audit, and future
proposals.

Informing a child, they are HIV positive remains a
challenge for the family, carers and healthcare
professionals. The appropricte time to talk to children
about their HIV status has changed along with the
timeline of medication development. Today, it is
recognised that children should be given age-
appropriate information from a young age [1].

There are many reasons why children are not told
their HIV diagnosis at an earlier age; this is not
comparable to, or reflective of, other chronic health
conditions. Despite medical advonces, psychosocial
influences present additional challenges that are yet
to be addressed. Stigma and discrimination play a
large role in talking cabout HIV in society. Sharing,
or not sharing, an HIV diagnosis con cause social
isolattion, victimisation ond prejudice at a life-chamging
level [2]. When a child is HIV positive, HIV is often
already a family health issue affecting at least one
other person within the family unit [3]. Children can
relate HIV to life experiences of ill health or
bereavement, which makes learning about their
diagnosis more complex.

Informing a child, they are HIV positive can instil the
caregiver with fecr ond guilt in relation to tramsmission
[4]. Parents and carers con add a burden of secrecy,
due to fear of onward disclosure [5] leading to
self-stigma. However, it is evident in practice that
talking to a child about their HIV dicagnosis can help
alleviate the worry and anxiety related to
unanswered questions, thus, empowering the child
to understand and manage their health more
effectively. Trust and support are essential in this
process.

It is acknowledged that there are individual situcttions,
such as cognitive impairment, developmental delay
and complex social issues that may play a pcart in
the plon or impact of telling a child their diagnosis.
Individual needs should always be considered and
necessary adjustments made.

The views of young people should be at the forefront
of our practice. All children have the right to
information cnd resources that promote their physical,
social, spiritual ond mental health [6]; this must include
empowering them with knowledge and information
about their health and supporting them to live well
with HIV. Knowledge cnd understomding of HIV status
for children has been explored as a children’s-rights
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issue. Talking to children about HIV is markedly
different to talking about other chronic health
conditions of childhood [7]. This leads us to question
whether some of these practices support ongoing
stigma around HIV.

Literature review

A literature review was conducted to identify existing
knowledge and reported experiences of the impact
of naming HIV (disclosure of diagnosis) to perinatally
infected HIV-positive children and young people. Key
secrch terms included: children, disclosure or naming,
ond HIV. Disclosure, now recognised as a negatively
associcted word, has been replaced with ‘naming’
in practice [8], however, it is unlikely that this would
vet be evident in the literature. A CINAHL database
search resulted in 67 articles whilst MEDLINE identified
40 articles. Similarity was checked ond 14 articles were
removed, resulting in 93 remaining for review. Out
of these, 25 crticles were deemed to have relevance.
The main reason that crticles were excluded was that
the primary purpose and reporting in those articles
focused on parental disclosure of their own dicgnosis
to their child. Additional relevant resources,
highlighted in practice, were also reviewed. Most
literature reports were based on findings from
resource-limited countries offering an international
perspective, however, relevance to the UK must be
considered.

Barriers to naming

The majority of children living with HIV acquired the
virus perinatally [9], which induces guilt, anxiety and
fear of blame, this consequently impacts negatively
on parental agreement to naming [5,10-13]. The
importance of understanding, empathy, parental
support and guidance is crucial to establish a
partnership between the caregivers, child, and
healthcare team.

Arguably, stigma plays the grecatest influence on
preventing children from lecrning their diognosis. Feor
related to the impact of stigma is the overwhelming
reason for parents or caregivers to resist or refuse
naming HIV to their child [1,5,10,11,13-20]. Some
parents or caregivers report that the child is too young
to become aware of their diagnosis [4,5,11], which
again links directly to the impact of stigma and
perceived emotional burden on the child. Studies that
highlight stigma as a key factor for preventing
disclosure date from 1999 to 2014, raising significant
concern for progress in HIV aworeness cnd education
over d fifteen-year time frame. A cross-sectional study
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in Kenya concluded that parents are more likely thom
the child to report that their child had experienced
HIV-related stigma [21]. This highlights an
exacerbation of fear in the caregiver, which turns into
a protective mechanism.

Other factors that may influence disclosure include
family bereavement [10,13,17]. When HIV-related
death has been experienced within a family or
community, it is likely that fecr could be exaggerated
or in some circumstances stigma could be
strengthened, along with misunderstanding of the
effectiveness of treatment, if treatment is accessible.

Advantages to naming

A number of positive themes were identified in the
literature that support the process of disclosure to
children and identify the benefits of this process due
to improved adherence to antiretroviral treatment,
improved self-esteem and better engagement with
hedlth services, thus, empowering children cnd young
people to better manage their health.

A mixed-method review using a survey ond semi-
structured interviews to observe the personal
experiences of parents and children looked
retrospectively at the process of disclosure [22]. The
sample size of 54 children and 51 adults appears
reasonable when considering cohort sizes. Trust was
an important factor identified from both parents cnd
children cnd although the answers were influenced
by gender, parenting styles and coping strategies,
fear remained an issue. Different paths of disclosure
were recognised but despite variety in the process,
most participants felt that disclosure had been

appropricte.

Adherence to treatment is crucial for long-term
survival [24]. Evidence showing the need for improved
adherence to treatment supports the need for
diagnosis disclosure to children. If a child does not
feel unwell or understand why they are taking
medication it is difficult to expect ongoing adherence.
A number of studies report improved adherence to
treatment following disclosure or in those who are
aware of their diagnosis [1,5,16,17,19,20,23-26]. A
quadlitative study interviewed 42 children and 42
caregivers in a comprehensive clinic in Ugandd;
disclosure was strongly associated with better
adherence to treatment [23]. Caregivers cnd children,
not aware of their diagnosis, reported bribery or
punishment as methods to attempt to achieve or
improve adherence [23]. Despite the date of the study,
clear messages are evident: children over the age
of 12 who were unaware of their diagnosis were not
adhering to trectment, which resulted in treatment
failure leading to less treatment options.

Despite the fear of disclosure having a negative
emotional impact on the child, quantitative data,
which has reviewed emotional and psychological
effects of disclosure suggests quality of life is not
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affected [28,29], and self-esteem and confidence
remain unchanged or improve post disclosure [16,30].
A large assessment of the impact of introducing a
disclosure model in Thailand identified positive
changes [30]. Cultural influences must be considered,
but, with a reliable sample size the positive effects
on confidence, improved self-care, better caregiver
bonding and improved adherence as well as a
reduction in irritability ond fear are significont, and
strongly support the importance of disclosure. It is
reported that younger children had less emotional
reaction at disclosure [22], which may support a
reduction in fear of emotional impact and less
experience of stigma.

Additionally, it is recognised that those who found
out at a younger age report higher onward disclosure
in interpersonal relationships [25]. It is very difficult
if secrecy has been instilled regarding a child’s health
status to later expect that young person to have the
confidence and skills to tell sexual partners their status.

It is clear that a positive collaboration between
healthcare professionals and the family is beneficial,
if not crucial, in the process of talking to a child albout
their diagnosis [1,11,13,19,23,31,32]. Maybe one of
the most pertinent crguments to move forward with
this process and support children cnd young people
to understond ond manage their health is the child’s
right to know [12,17,18,27].

There is on evident demomd for further guidelines that
are sensitive to the needs of children living with HIV
and their families but that support healthcare
professionals to lead this process in collaboration with
the fomily where possible [5,33]. The healthcaore team
must consider the ethical, moral and legal issues
impacting on family decisions [34].

Audit

The Children'’s HIV Association (CHIVA) recommend
that children should be aware of their diagnosis by
the age of 9 years [8] with consideration to naming
HIV to a child beginning from age 6 years in line with
WHO guideline on disclosure [1]. An audit was
conducted to identify progress and challenges in
ncming HIV to children in the UK. Nine centres replied
to the audit representing 282 children and young
people with almost one-third of children accessing
follow-up in the UK [9].

It was reported that naming work is predomincantly
carried out by specidalist nurses or consultants with
psychologists and the voluntary sector playing a role
in a small number of clinics. A variety of resources
were used to aid naming work including the CHIVA
website, booklets and videos. Table 1 shows the
percentage of children aware of their diagnosis in
ecach age group.

The overwhelming reason for not naming HIV to
children in the UK is reported to be parental resistcmce.
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Table 1: Cohort represented in the audit

Age Number of Aware of Not aware of

(years) children (n) diagnosis (%) diagnosis (%)
0-5 11 0 100
6-10 52, 61 39
11-16 121 86 14
17-18 98 97 3

The reasons for this are represented in the literature
review ond include fear of blame cnd fear of onward
disclosure, in both of which stigma plcrys om overriding
role. A diagnosis of special educational needs or
learning disabilities was also recognised as a barrier;
one clinic reported lack of naming tools.

Outcome of Audit

The development of additional resources will begin
and be shared with colleagues through the CHIVA
website and at national conference to support the
notion of naming HIV to children before the age of
9 years. Talking about health must start routinely
before this.

Conclusion

Noming HIV to children is an essentical part of health
and social care that empowers children to manage
their health and live well with HIV. The benefits of
disclosure, identified in the literature, include better
adherence and better engagement with health
services and improvements in family relationships.
This presents a strong argument for early naming
which is supported by findings from the reviewed
studies that suggest no negative effects on quality
of life post diagnosis disclosure.

The day must come when children cnd young people
living with HIV are routinely told their dicagnosis, cre
empowered with the knowledge to manage their
health, ond talk about their diagnosis in a supportive
society. Until then, healthcare professionals must take
the lead in moving naming practice forword ond talk
to children about their health in collaboration with
their caregivers using up-to-date resources. Barriers
must be recognised but drivers to overcome these
issues to achieve improved adherence, empowerment
and emotional well-being are essential.
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