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Shared medical appointments

and quality of life for children with HIV-AIDS

Roro Rukmi Windi Perdani!, Ahmad Farishal?, Amanda Saphira Wardani?

Abstract

Background The human immunodeficiency virus (HIV) infects
immune cells and weakens the immune system. There are 36.9
million HIV sufferers worldwide, with 1.8 million of them being
children. Children with HIV and their parents may benefit from
focus group discussions, also known as shared medical appoint-
ments (SMAs). SMASs represent an educational method capable
of enhancing the quality of healthcare services. However, this
method remains relatively under-researched in HIV/AIDS
patients.

Objective To assess the impact of SMA on the quality of life of
children with HIV-AIDS.

Methods This quasi-experimental study with a cross-sectional
approach was carried out for 2 months. Subjects participated in
SMAs, accompanied by a pediatrician as facilitator. Subjects filled
three Pediatric Quality of Life (PedsQL) questionnaires (Inventory
4.0, General Well-Being Scale 3.0, and Healthcare Satisfaction 3.0),
before and after attending SMAs. We compared the results.
Results There were 12 respondents, with the majority aged 5-10
years (50%), and a higher proportion of male than female (33.3%).
The majority of boys had stage 3 HIV, while most girls had stage
2 HIV. According to the PedsQL Inventory module, the average
quality of life for the physical aspect was the highest (83), while
the lowest was observed in the school aspect (45). In the General
Well-being module, the average emotional health scores were 84
before and 93 after SMAs, which were higher than the overall
health scores (68 and 77 before and after SMAs, respectively).
In the Healthcare Satisfaction module, the lowest average scores
were in family satisfaction (52 before and 64 after SMAs), whereas
the highest were in satisfaction with healthcare provider treat-
ment (87 and 81 before and after SMAs, respectively). There was
a significant increase before and after the SMAs in emotional
health (P=0.009).

Conclusion An improvement in emotional health was ob-
served based on the General Well-being module of the
PedsQL before and after SMAs intervention. Thus, SMAs
may potentially improve the quality of life for children
with HIV-AIDS. [Paediatr Indones. 2024;64:60-5;
DOI: 10.14238/pi64.1.2024.60-5 |.
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he human immunodeficiency virus

(HIV) infects cells of the immune system,

damaging or destroying them and impeding

their function, by attacking the CD4
molecules on immune cells which serve as receptors
for HIV. Infection results in progressive deterioration
of the immune system, leading to immune deficiency.
The immune system is considered deficient when it
can no longer fulfill its role in fighting infection and
disease.! Infection may progress to acquired immune
deficiency syndrome (AIDS), the final stage of HIV
infection, marked by the emergence of various diseases
that can usually be overcome by healthy immune
systems.? The HIV transmission can occur through
direct contact between the inner skin layers, mucous
membranes, or the bloodstream with body fluids
containing HIV, such as blood, semen, vaginal fluid,
pre-seminal fluid, and breast milk. Blood transfusions,
contaminated needles, materno-fetal contact during
pregnancy, childbirth, or breastfeeding, as well as other
forms of contact with body fluids can also facilitate
HIV transmission.>
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In 2017, the WHO reported that there were 36.9
million people living with HIV globally, of whom 25.7
million were in the African continent. In Southeast
Asia, the WHO reported 3.5 million HIV cases.
Pediatric HIV accounted for 180,000 new cases in
2017 and 110,000 deaths. The total number of AIDS
cases from 1987 to December 2017 was 102,667, with
the highest cumulative percentage of AIDS in the
20-29 year age group (32.5%).* In Indonesia, the
highest number of AIDS cases were found in Papua
(19,729), East Java (18,243), Jakarta Capital Region
(9,215), Central Java (8,170), Bali (7,441), and West
Java (6,502).°> From 2013 to 2016 there were 1,547
people with HIV-AIDS in Lampung province, with
1,171 HIV-infected cases and 376 AIDS cases.® During
the same period, the prevalence of pediatric HIV-
AIDS (>4 to 18 years) in Lampung was approximately
7-9% of all HIV cases.”

HIV-AIDS in children poses significant
challenges, including physical, social, and emotional
issues, ultimately affecting their overall well-being.
Factors influencing the quality of life for children
with HIV/AIDS include combination antiretroviral
(ARV) therapy, enhanced healthcare services, social
support (spiritual and welfare), and the severity of
infection. However, adherence to ARV treatment
in Indonesia remains notably low, ranging from
40% to 70%, falling well below the national target
of 95% adherence.® Various factors contribute to
non-adherence, such as complex drug regimens, side
effects, medication scheduling issues, competing
priorities, fear of disclosure, lack of understanding
the treatment, psychological distress, and distrust of
medication. Hence, parental education is needed to
improve their children’s adherence to the treatment. ?

Shared medical appointments (SMAs) are
focus group discussions that represent an educational
method capable of enhancing the quality of healthcare
services. However, this method remains relatively
under-researched in HIV/AIDS patients. In this study,
we aimed to assess the impact of SMAs on the quality
of life of children with HIV-AIDS.

Methods

This cross-sectional quasi-experimental study was
conducted at the Voluntary Counseling and Testing

(VCT) Pediatric Clinic, Dr. H. Abdul Moeloek
Hospital, Bandar Lampung, in August 2019. We
included all children aged 0-17 years diagnosed with
HIV-AIDS who were receiving ARV treatment at
the study, whose parents provided written informed
consent. Exclusion criteria were children who did
not regularly come for treatment, dropped out of
treatment, moved to another treatment center, or
died during the study period.

Subjects’ general characteristics and history
of disease were recorded. The patients underwent
physical examinations and their parents were asked to
complete the three PedsQL questionnaires (Inventory
4.0, General Well-Being Scale 3.0, and Healthcare
Satisfaction 3.0). Subjects then participated in SMAs.
The theme of the SMA was predetermined by the
researcher, focusing on introduction to HIV/AIDS
in the first meeting, followed by discussions on the
impact of HIV/AIDS on the child and the importance
of medication adherence in the second session.
Subjects were divided into three groups consisting
of 4 subjects each. Subjects may be accompanied by
parent or caregiver. Two meetings were held monthly,
each lasting 90 minutes. During each session, a
pediatrician acted as the facilitator. Facilitators
posed brief questions as per intervention guidelines
to stimulate discussions, while subjects engaged in
dialogue by answering and asking questions, sharing
experiences, and offering advice to one another. After
two meetings, a reassessment of medical history and
physical examination was conducted, and PedsQL
questionnaires were again completed by parents.

After completing the post-intervention
questionnaire, univariate analysis was conducted by
calculating mean and median PedsQL scores. followed
by an examination of the difference in quality of life
before and after the intervention using the Wilcoxon
test.

Results

Our subjects ranged in age from 2 years (two subjects)
to 14 years (one subject). The majority of subjects were
aged 5-10 years. Of 8 boys and 4 girls, all the boys had

stage 3 HIV, while most girls had stage 2 HIV. Table
1 describes the age and sex distribution of subjects.
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The PedsQL Inventory 4.0 module consists of
four parameters, namely, physical, emotional, social,
and school functions. Table 2 describes the mean and
median scores of these four parameters in our subjects
before and after the SMAs. According to this module,
the average quality of life for the physical aspect was
the highest (83), while the lowest was observed in the
school aspect (45).

The PedsQL General Well-Being module
includes two parameters, emotional health and
overall health, as shown in Table 3. From the table,
an improvement in emotional health and overall
well-being was observed before and after SMA. The
highest average scores were found in emotional health
(84 and 93 before and after the SMAs, respectively).

The PedsQL Healthcare Satisfaction results are
described in Table 4. The highest satisfaction score
was observed regarding the treatment provided by
healthcare personnel (technical skill point) with
87 prior to and 81 after the SMAs, while the lowest
satisfaction score was related to family satisfaction (52
and 64 before and after the SMAs).

Wilcoxon test revealed a significant improvement
in only a single parameter, emotional health (P=0.009)

Table 1. Subject characteristics

Characteristics (N=12)

Age by group
< 5 years 3
5-10 years
>10 years 3

0]

Gender
Male
Female

A~ 0

HIV staging
Stage 1
Stage 2
Stage 3
Stage 4

o N oo

from the PedsQL General Well-Being Scale (Table 3).
None of the other parameters of any of the three scales
showed a significant improvement.

Discussion

The WHO reported in 2017 that there were 36.9
million people living with HIV worldwide, including
1.8 million children under the age of 15. More than
90% of these children were infected through mother-
to-child transmission (MTCT).1® According to the
Mother-to-Child HIV Transmission Prevention
Program, the proportion of HIV-positive pregnant
women was 1.35%, and is expected to increase if not
handled carefully.!!

Clinical stage in HIV patients can be used as
a prognostic factor for quality of life and success
of therapy. The clinical stage of HIV is based on
the presence of opportunistic infectious diseases.
However, quality of life in children with HIV might be
improved by educating parents on the development,
growth, and condition of the child.!? Educational
methods developed in several countries for patients
with chronic diseases include the SMA method. SMAs
involve periodic group visits of patients who share
similar disease characteristics, fostering interaction,
storytelling, listening, and learning from each other's
cases. The SMAs method is devised to improve
healthcare access, leverage peer support among
chronic disease patients, reduce healthcare costs, and
enhance satisfaction in chronic disease management
among adult patients in various settings.!3-14 However,
this method has been less explored in children and
adolescents. One instance is the study conducted by
Mejino et al. in the Netherlands, focusing on children
and adolescents with type-1 diabetes. Nonetheless, to
date, there has not been any research conducted in

Table 2. PedsQL Inventory mean and median physical, emotional, social, and school function scores before and after SMAs

Before SMAs

After SMAs

Function

P value

Mean (SD) Median (range) Mean (SD) Median (range
Physical 83.85 (9.02) 87.5 (65.6-93.8) 83.85 (11.85) 85.94 (56.3-95) 0.755*
Emotional 75.00 (27.14) 85 (0-100) 79.16 (16.61) 81.25 (43.8-100) 0.575*
Social 79.58 (21.48) 77.5 (25-100) 72.77 (16.46) 77.5 (41.6-90) 0.305*
School 45.98 (38.86) 60.85 (0-100) 45.70 (36.30) 58.35 (0-91.7) 0.833*

*Wilcoxon test
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Table 3. PedsQL General Well-Being before and after SMA: mean and median emotional and overall health scores

Before SMAs After SMAs
Health parameter - - P value
Mean (SD) Median (range) Mean (SD) Median (range
Emotional 84.68 (13.06) 87.5 (62.5-100) 93.04 (8.77) 95.8 (75-100) 0.009*
Overall 68.75 (26.38) 62.5 (25-100) 77.08 (16.71) 75 (50-100) 0.380*
*Wilcoxon test
Table 4. PedsQL Healthcare Satisfaction before and after SMA median scores
. . Before SMAs After SMAs
Satisfaction aspect - - P value
Mean (SD) Median (range) Mean (SD) Median (range
Information 72.92 (18.02) 70 (50-100) 74.58 (15.14) 77.5 (45-100) 0.734§
Inclusion of family 52.07 (20.16) 50 (12.5-93.7) 64.12 (15.88) 68.7 (37.5-81.7) 0.074*
Communication 74.58 (15.59) 75 (45-100) 76.25 (11.10) 75 (50-100) 0.788*
Technical skill 87.50 (17.20) 91.65 (50-100) 81.91 (13.23) 83.3 (58.3-100) 0.086*
Emotional needs 76.37 (25.73) 86.4 (25-100) 80.88 (18.41) 81.2 (31.3-100) 0.477*
Overall satisfaction 90.96 (13.98) 100 (58.3-100) 81.23 (15.55) 83.3 (50-100) 0.109*

*Wilcoxon test

Indonesia regarding the use of SMAs for HIV cases,
neither in adults nor children.!® To this end, we held
monthly discussions using the SMA technique with
a predetermined theme. Prior to SMA and after two
SMA sessions, we assessed participants’ quality of life
using three types of PedsQL questionnaires. PedsQL
meets the requirements for instrument validity and
reliability needed to assess quality of life. It has been
demonstrated in various studies, is available in both
generic and specific forms, can be filled out by children
(self-report) or their parents/guardians (proxy report),
is applicable across various age groups, and has been
translated into multiple languages to facilitate its
implementation.!6 PedsQL is an acceptable and valid
measure of health-related quality of life (HRQoL) in
children.!?

The PedsQL Inventory 4.0 questionnaire consists
of four parameters, namely, physical, emotional, social,
and school functions. There were no significant
differences in any of the four parameters before and
after SMAs. The PedsQL cut-off value for ‘good
quality of life’ in children with chronic diseases
under 8 years is 77, while for children over 8 years it
is 70.18 As such, the physical, emotional, and social
functions of our subjects were generally classified as
good, even pre-SMA. A high score indicates that
parents have provided optimal quality support to their
children, success of therapy, both educational and
pharmacological, and that disease stage is unlikely to

increase.1%21 However, for school function, the score
of 45 is considered to be at risk of reduced quality
of life. As such, our subjects were borderline at risk.
Other studies have shown reliable internal consistency
in the PedsQL Inventory 4.0 for children with HIV who
receive treatment.

The PedsQL General Well-Being Scale 3.0
questionnaire is used to evaluate the emotions,
including feeling comfortable with the disease,
motivation from family or friends, and the belief that
his future health is always optimal. Emotional health
(motivation, health condition, feeling of comfort,
feeling of pleasure) significantly increased from a
mean of 84.6 before to 93 after SMAs (P=0.009). In
contrast, the overall well-being score increased from
68.8 before to 77 after SMAs, but the difference was
not statistically significant. The subjects’ high scores
indicate that their parents provide adequate support.
Children with HIV often experience emotional
disturbances due to the stigma attached to HIV.
Emotional disturbances mostly occur in children with
HIV over the age of 15 years, due to the importance
of friendships in that age group, so education should
be intensified and adjustments made.??

The PedsQL Healthcare Satisfaction 3.0
questionnaire shows parental satisfaction with
therapy. In addition, this questionnaire also assesses
emotional needs and communication, especially for
children with chronic conditions. This questionnaire

Paediatr Indones, Vol. 64 No. 1, January 2024 * 63



Roro Rukmi Windi Perdani et al.: Shared medical appointments and quality of life for children with HIV-AIDS

was found to be a reliable and valid instrument to
assess parental satisfaction of their child’s health
care, especially for those with chronic diseases.23,24
We found no significant differences in any of the six
parameters before and after SMAs. Overall, parents
were satisfied with the therapy and care their children
received, as indicated by mean scores >70, with
regards to knowledge transfer, empathy, education,
and pharmacological therapy.

The limitations of our study were the small
sample size and limited number of SMA sessions. If
SMAs is conducted for a longer duration (>6 months
- 1 year), the results may indicate an improvement in
the quality of life of children with HIV.

We conclude that two SMAs in one month
increases the emotional health of children with HIV.
Studies with a larger number of participants, with an
extended duration and increased number of SMA
sessions are needed to observe the effect of SMAs on
quality of life.
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