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ABSTRACT

Objectives. The present study explored the experiences of caregivers raising a child with perinatal HIV infection
through a narrative inquiry approach. It uncovered how caregivers learned about their children’s diagnosis, the
challenges that they experience in raising their children, and how they cope with the ordeal caused by HIV infection.

Methods. A total of ten participants joined the study - five caregivers participated in the key informant interviews
(Klls), with their respective child diagnosed to have perinatal HIV infection joining the focus group discussion (FGD)
(n=5). Semi-structured individual interviews were carried out to examine in-depth narratives from the caregivers.
We thoroughly analyzed the verbatim interview transcripts using reflexive thematic analysis (RTA) by the six-phase
process outlined by Braun and Clarke (2019). NVivo 12 was utilized in the process of data analysis. The transcribed
data were uploaded, coded, and analyzed individually. The software helped the organization and expression of the
codes and themes.

Result. In this study, three major themes and four sub-themes in each theme were generated: a) becoming known:
the journey towards testing and treatment, which includes reasons for testing, cause of acquiring HIV, reactions,
and treatment, b) passing through challenging times, which cover preparing the child to understand illness, child's
awareness and understanding of illness, physical health, and discrimination, and c) receiving essential support which
includes an understanding of iliness, building hope, needs received, and sources of support.

Conclusions. Caregivers with children living with HIV face challenges such as preparing the illness to be known
and understood by their child, managing the child’s physical health, and discriminating against others. However,
they can live healthy and meaningful lives if they are given comprehensive support from the government, access
to quality healthcare and education, and psychosocial interventions. The government and private sectors must
make efforts to promote physical, emotional, and mental health care underpinning the well-being of caregivers and
children with HIV. The retention of the programs offered by certain organizations (e.g., testing and treatment needs,
nutritional and basic needs support, educational supply, and livelihood program for caregivers) and the increase in
the number of psychoeducational and support group activities were suggested to significantly help in addressing
the concerns of both caregivers and their child with perinatal HIV infection.
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aware of their status and have undergone treatment.’ That
said, the mothers’lack of awareness of their HIV status (e.g.,
testing and screening were not done during the early phase
of pregnancy) almost doubles the rate of HIV transmission*
and consequently increases the rate of mortality amongst
their offspring.® In the Philippines, the government has taken
measures to address this concern by implementing rapid HIV
screening and delivery of test results and providing treatment
such as antiretroviral (ARV) for those infected.®

Caregivers of Children with HIV Infection

When children are diagnosed as HIV-positive, their
caregivers tend to experience psychological distress.” Prior
research suggests that biological parents of infected children
were found to experience high psychological problems
compared to other relatives or foster caregivers.® In general,
clinical depression (28%) among caregivers of HIV-infected
children was found significantly high compared to the
WHO estimate (5.4%).° Low monthly household income,
poverty, and environmental stress were among the factors
contributing to the caregiver’s psychological distress.”’
However, caregivers with regular work or better monthly
income have lower adherence to child treatment compared
to lower-income or unemployed caregivers, probably due to
time availability in providing care.”

Another dilemma of caregivers includes the idea and
process of disclosing HIV to positive children. The difficulty
of the caregivers in disclosing HIV status to the infected child
led to most of the children learning about their HIV infection
from their healthcare providers." A recent study identified
that HIV-negative caregivers are twice as likely to disclose
HIV status to the infected child compared to HIV-positive
caregivers.”” Considering the disadvantages of disclosure
contributed to the delay of disclosing the HIV status to the
child. These concerns commonly include fears of the reaction,
disclosure of the child to others about his/her infection, lack
of knowledge, stigma, and discrimination." Additionally, the
age of the child was considered by most of the caregivers.
They felt that they, caregivers, are the appropriate people
to disclose the HIV status to the infected child, yet they
claim to wait until the child reaches mid-teenage or mid-
adolescence, or until the child becomes mature.'>'® Some of
the recommendations provided in previous studies related to
caregivers of HIV-infected children were the implementation
of programs and policies to provide support for the caregivers
of HIV-infected children. As most children mainly depend
on the caregiver, it was recommended in prior research that
programs should focus on caregivers’education and treatment
adherence for the HIV-infected child.'® The inclusion of
programs reducing social barriers to HIV status disclosure
is an important component in implementing community-
based programs, especially in resource-limited settings.'™
Since caregivers have experienced a mild-to-severe caregiver
burden, policymakers and stakeholders should be aware of
how vital it is to implement programs specially tailored for

caregivers and HIV-infected children.® Governments are
expected to make efforts to meet the needs of caregivers,
especially female caregivers, by providing information on the
HIV infection diagnosis, accessing emotional support from
professionals, practical help, and financial aid.™

Despite the efforts in testing and treatment, there exist
limitations. Most studies about the experiences of individuals
with HIV — particularly parents and caregivers of children
with HIV focused on statistics, testing, treatment, and
populations including youths and adults. Qualitative data
were limited, and a quantitative approach is often used to
inquire. Despite the count of mother-to-child infections
in the HIV statistics, the researcher has shown interest in
starting with the minority to prevent the increasing number.
Another concern found in the literature review was the limited
number of studies related to the perinatal transmission of
HIV in the country. Along with the seeming lack of studies,
the literature seems to be outdated as well. Additionally,
few investigated the psychological experiences of caregivers
raising a child with perinatal HIV. Therefore, it is essential
to write research exploring the experiences, challenges, and
needs of caregivers and children with perinatal HIV infection.

The present research explores the experiences of
caregivers raising a child with perinatal HIV. Specifically,
it uncovers how caregivers learned about their children’s
diagnosis, the challenges that they experienced in raising their
children, and how they cope with the ordeal caused by HIV
infection. This study contributes to the limited number of
studies related to the perinatal transmission of HIV. Hence,
this study led to inputs on further improving the life coaching
approaches essential to the well-being of People Living with
HIV (PLHIV), ultimately aiding the advocacy on helping

curb the rising number of HIV cases.
METHODS

Design

A narrative inquiry was carried out through individual
face-to-face interviews. Following constructivist epistemology,
meaning, and meaningfulness are produced from the language
and the depth of caregiver experiences in care and support
to children diagnosed with the perinatal transmission of
HIV.51 Adopting an experiential orientation and inductive
approach, we further explored and aimed to understand the
experiences of the participants in each phenomenon and
within the context of the data as to how they communicated
it. Their thoughts, feelings, and experiences are regarded as
internal reflections of caregivers’ personal states.!” In the
inductive approach of analysis, the data were treated free
from preconceived theory or conceptual framework.’®"

Participants

A total of ten participants joined the study — five
caregivers participated in the key informant interviews (KII),
with their respective child diagnosed to have perinatal HIV
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Table 1. Participants' Profile
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Coreme Gon fee Civil Highest I:Zducational Child Age Caregiv'er—C‘hiId Year of‘ Year of Agein Knowledgeable
Status Attainment Relationship Diagnosis Treatment Treatment of Status

P1 F 33 Single High School Graduate P1C1 13 Mother 2011 2011 5yearsold Yes

P2 M 51 Single College Graduate P2C2 10 Uncle/Adoptive parent 2011 2011  2yearsold No

P3 F 32 Married College level P3C3 12 Mother 2008 2011 4 years old No

P4 F 58 Married College Graduate P4C4 14 Grandmother 2010 2010 5yearsold Yes

P5 F 37 Single Vocational P5C5 9 Mother 2014 2014 4 years old No

infection joining the focus group discussion (FGD) (n=5).
Caregivers (n=5) range in age from 32 to 58 years (mean:
42.2 years). Three biological mothers, a grandmother, and
an adoptive parent participated in the individual, semi-
structured interview. Two caregivers completed a bachelor’s
degree, two are high school graduates, and one finished
a vocational course. All children were infected with HIV
through perinatal transmission and have been receiving
treatment for more than five years. (Table 1)
Non-probability purposive sampling technique was used
in the selection process. Participants who were considered
eligible to participate in the study were caregivers (a) either
biological parents, guardians, relatives, or adoptive parents
with the primary responsibility of raising their children
with perinatal HIV infection, (b) residents of Metro
Manila, Philippines, and (c) the child is receiving treatment.
Participants with a child diagnosed with HIV age 5 and
below, and newly enrolled for treatment were excluded from
the study. After exhaustive interviews with five participants
and reviewing the research problem, we made an initial
decision that saturation was reached.”” Through an inductive
thematic saturation approach, we conducted a preliminary
analysis to confirm the emergence of new or repeated codes
and themes.?' After careful evaluation, no new codes and
themes were generated amongst the participants’ narratives.

Research Setting and Data Collection

The interview sessions were done from November 2019
to February 2020 in the community clinic located in Manila,
Philippines where children with HIV and their caregivers
are affiliated. The HIV clinic is a non-stock, non-profit
foundation registered under the Securities and Exchange
Commission of the Philippines. They created a program
focused on supporting children with HIV addressing issues
including Philippine Health (PhilHealth) membership of
mothers to extend the package covering children’s need for
HIV treatment, assist medical needs, and maintenance of
overall health for one year during and post-hospitalization
(e.g., milk formula, diapers, clothes and toys, and vitamins).
'The program caters to newborn babies to 17 years old with
HIV.

Following the recommendation of Colorado State
University- Education Research Method* in conducting
Narrative Research Design, we employed a narrative inquiry
and performed several procedures. First, we identified the

phenomenon to explore, that is, the experiences of caregivers
raising a child with HIV. This step enabled us to understand
the personal and social experiences of the caregivers. Second,
we selected participants based on the selection criteria that
we set. Third, to encourage storytelling, we collected stories
using a semi-structured interview schedule with open-
ended questions. We asked probing questions to allow the
participants to share more about their experiences. We also
conducted an FGD and obtained field text to triangulate
the stories that we collected from the primary participants.
For the group interview with children, we limit inquiry to
the interests, provided activities they enjoy, and activity
suggestions they wish to receive in future programs. The
children’s HIV status was not mentioned during the FGD
as instructed by the program coordinator and caregivers, and
observance of protocol set by the organization. Fourth, we
reread and retell each participant’s story. Then, we identified,
organized, and sequenced the elements we obtained from
the stories of the caregivers. We also coded the significant
stories after re-reading the narratives. We placed the codes
in a logical category that reflects the themes and represents
the major findings of the study. We also included the setting,
characters, problems, actions, and resolutions for added
context. Fifth, we collaborated with the storyteller in all
phases of the research process. We continuously collaborated
with the study participants to ensure that we would accurately
portray their stories in the manuscript. Finally, we wrote a
story about the experiences of caregivers. This helps readers
to understand the caregiver’s life experiences through a
written story. We highlighted the themes that we identified
throughout the story. To validate the accuracy of the report,
we utilized the steps to collect data as identified in the third
step (i.e., qualitative documents and FGD). This is known
as methodological triangulation.?2*

Data Analysis

We recorded each interview which lasted for approxi-
mately 30 minutes. NVivo 12, a qualitative analysis software
package, was utilized in the process of data analysis. The
transcribed data were uploaded, coded, and analyzed
individually. The software helped with the organization
and expression of the codes and themes. We thoroughly
analyzed the verbatim interview transcripts using reflexive
thematic analysis (RTA) which is in accordance with the
six-phase process outlined by Braun and Clarke.'” We
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started the analysis through familiarization of data from
the transcription, then initially we generated codes and new
patterns of meaning (semantic and latent) throughout the
initial interpretation. We then transferred the initial codes
to a spreadsheet with identifying labels for each participant
and later combined them according to meanings to form
themes and sub-themes. Finally, we reviewed and defined
all the themes and finalized them in the report. Similarly,
we qualitatively analyzed the transcripts obtained from the
FGD and the documents we gained from a clinic for children
with HIV based in Manila, Philippines to gain an in-depth
understanding of the programs already offered. These were
used to validate and support caregivers' narration of their
experiences.

Trustworthiness

To ensure rigor and increase authenticity in our method-
ology, we used two kinds of triangulation: an FGD with the
child of caregivers infected with perinatal transmission of HIV,
and qualitative documentation. FGD further inquired about
the programs enjoyed by children from the organization and
activities provided by the HIV community clinic. Qualitative
documents are important guides in contributing ideas on life
coaching approaches and this helps validate the narratives
of the caregivers regarding the benefits received, and the
program and policies available. The researcher assigned to
conduct the interviews is a psychologist and a volunteer
counselor in one of the non-profit, non-government HIV
clinics in Metro Manila catering to the adult population for
testing, counseling, and treatment. Researchers visited the
community HIV clinic where participants and their children
are affiliated and attended two program activities. This was
done before, during, and a few months after conducting
the interviews. This will allow researchers to effectively
understand the dynamic of the clinic’s programs and the
organization itself. All participants were invited through the
endorsement of the HIV clinic program manager to ensure
the authenticity of participant affiliations. All caregivers who
expressed their willingness to join the study were initially
considered, followed by a screening based on inclusion and
exclusion criteria to reduce bias in selection. The research
panel from the psychology department, with rich knowledge
of the narrative inquiry method, assessed and approved
thoroughly the data collection technique, procedure, and
analysis. We provided substantial descriptions of the themes
to ensure a thorough interpretation of the context presented
which also reflects the reality of the caregiver’s experience.

Ethical Considerations

Following the approval of the first and second authors’

institution’s research ethics committee (IMS-20-07), we
handed a letter of request to the HIV clinic coordinator
requesting approval to invite participants from their members.
In compliance with the Philippine HIV and AIDS Policy
Act of 2018 (Republic Act 11166)* on confidentiality, we

obtained HIV-related information after we discussed written
consent from the participants which they then signed.
'This consent form specifically asked for their permission
to allow the researchers to use an audio recording device
to document the interviews, their involvement, and their
child participation. The form also briefly discussed the
rights of participants, benefits, and risks of participating
in the study, confidentiality and anonymity measures, data
sharing, and other ethical concerns that may arise during
the study, including the participation of their child. The
developmental level and ability of the child to understand
research involvement were individually assessed, inquired to
their caregivers, and reviewed and approved by the university
research ethics board before the FGD with children
proceeded. An informed assent with simplified written
information about the child’s participation in the study (i.e.,
FGD) and their rights, was distributed to, verbally discussed
upon, and signed by the child through writing their full
names in the document followed by counter signature made
by their caregiver. Due to the sensitivity and vulnerability of
participants, the name of the clinic where participants are
affiliated is not disclosed to secure anonymity and protection.
Debriefing after interview sessions was employed and all
information gathered was secured in one digital folder with
a password and storage limit of five years. After that, all data
shall be permanently deleted. No distress was reported during
post-research interview sessions, hence, contact details of the
researchers and the Institution Research Board (IRB) for
complaints and other reports.

RESULTS

There are three major themes identified in the narratives
of the caregivers, (1) becoming known: the journey of testing
and treatment, (2) passing through challenging times, and
(3) receiving essential support. These themes are vital to
understanding caregivers’ experiences and how the research
may help in designing a life-coaching approach for caregivers
and children with perinatal HIV infection.

Becoming known: the journey of testing and
treatment

The first theme is the process of undergoing testing for
possible infection to HIV and what treatment they received.
All the biological mothers of the children tested positive
for HIV and infected their children with the virus upon
giving birth.

Reasons for testing

Two biological mother-caregivers knew about their status
when they were applying for work abroad. As mentioned
by P1, I applied for work abroad and one of the requirements
includes a medical check-up. My application got declined due to
my reactive HIV result.” P5, also a biological mother of a child
with HIV, learned about her status when the health office
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declared HIV testing mandatory for pregnant women in their
locality. As she mentioned, “HIV festing becomes mandatory
in the center for pregnant women.”

On the other hand, two caregivers — both adoptive parents
— knew about the status of the child when they observed
symptoms in the skin and the child's health declined.

“He had shingles, so I decided to admit him in the
hospital where I am currently connected with.” (P4)

“When the kid was given to us, I observed that
she was too slim, and had a thick crust formed in her
skin. I also saw tiny abscess in her body and a big abscess

formed in her head.” (P2)

Cause of acquiring HIV

Although some participants declined to disclose the
reason for acquiring the virus or were admittedly confused
about when and where they acquired such, it was then
revealed that four of the participants were infected during
sexual intercourse. Among the participants, only P1 acquired
the virus through a blood transfusion when giving birth to
her eldest son through cesarean delivery (C-section).

T was informed by the hospital staff that the
possible reason for acquiring the virus was due to blood

transfusion.” (P1)

Reactions

The third subtheme identified is the reaction of the
caregivers and/or family upon knowing the HIV status of both
the child and mother. Upon knowing their status, they were
in denial of the diagnosis, and they slowly started to accept it
towards treatment so they could live longer for their family,
especially the child (c.1. deceptance and Denial), caregivers
mentioned that they experienced arguing with their partner
and starting to question why, among all people, they were
the victim of an illness that has no cure yet (c.2. Argument).

Treatment

This is a vital part of the theme of Testing. All the
children who participated in the study underwent ARV
treatment:

“When we had our eldest son tested, he immediately
received a reactive HIV result. I cant accept the
diagnosis yet nor believe we had it. Until my son and
1 underwent confirmatory testing. My husband refused
to undergo fests, until his immune system declined in

2017.” (P3)

“Certainly, conflict will arise especially when you
discuss to your partner the illness, who was first infected

with the virus.” (P5)

However, not all participants underwent ARV despite
knowing their status; only three participants adhered to
the treatment. P2C2's biological mother, according to P2

Narratives of Caregivers Raising a Child with HIV

(P2C2’s caregiver/adoptive parent), died due to health com-
plications and did not have a chance to undergo treatment
nor confirmed with HIV infection.
“Ihat’s when I learned about the death of the mother
since the child tested positive for HIV.” (P2)

According to the caregiver (grandmother) of P4C4, his
biological mother is aware of the diagnosis, yet did not bother
undergoing treatment.

From the gathered documents, the available clinic
programs offered medical assistance to children with HIV-
AIDS. 'The assistance includes the provision of medicine,
vaccinations, laboratory examinations, antiretroviral assis-
tance, and hospitalization. Nutritional support for children
with HIV-AIDS, weekly food assistance during the
COVID-19 pandemic, and other supplementary needs were
also provided by the program.

Since the FGD with children infected with perinatal
HIV was limited to discussing hobbies, perceived challenges,
and performance, the data from FGD cannot validate results
in the theme of Testing.

Synthesis

Testing is vital in the journey of caregivers. The narratives
showed similarities in the testing, diagnosis, and treatment.
Testing was administered due to health complications of the
child and mandatory testing (i.e., at work and as a step in
prenatal check-ups). The late diagnosis led to late treatment.
Only a few caregivers were open to specifying the cause of
acquiring HIV. Reasons for acquiring the virus have been a
challenging topic, especially among the biological mothers of
children with HIV. Reactions include denial, displacement
(typically in the form of arguments), and doubting their
partner and/or themselves. These negative reactions become
hindrances to treatment. At a later phase, the participants
expressed their belief that adhering to treatment is indeed
important in the journey; this realization may, however,
come in too late.

Passing through challenging times

The second theme identified is the challenges encoun-
tered by caregivers. These are the difficulties experienced by
the caregivers while raising a child with HIV.

Preparing the child to understand illness

This subtheme communicates how caregivers prepare
the child to know and understand their HIV status. Three
participants mentioned that their child remains unaware of
their status, with the clinic program helping them prepare
their child through psychosocial interventions. On the other
hand, two caregivers identified the steps they took following
future disclosure.

I told my son, You will know your condition
at the right time... little by little, I will make you
understand this.” (P5)
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“Billy is our companion, he has a similar condition
to yours. There are no physical obvious signs of your
condition... I am hopeful that society will accept your
condition and will not be ashamed of it.” (P4)

Child's awareness and understanding of illness
If the child is already aware of their condition, the concern
shifts to how they manage their emotions; a process that is
vital to their well-being. This was identified as a challenge for
caregivers as their responsibilities doubled. The curiosity of
the child will arise and always be eager to find answers.
“There are times he is often curious and asks several

questions like, ‘Why is it taking too long?” (P3)

Challenges may also come in ensuring that the children
remain healthy as well as in making sure that their child has
a good understanding of their health condition. The care-
givers were eager to ease the tension by seeking help from
the clinic director and staff in helping them prepare their
children to understand their condition. Although help is
offered, it is noted that their worries as caregivers can often
be overwhelming.

Among the five children participating in the FGD, only
two were aware of their diagnosis. However, the interview did
not include HIV-AIDS-related questions due to the request
of caregivers and the program coordinator. Thus, the attempt
to triangulate information in this subtheme fell short.

Physical health

'This subtheme covers the physical health of the parent
and child, including the child's health prior to testing and
during treatment. There were positive changes observed in
their child while under treatment:

“He eats frequently and has gained weight.” (P4)

“He is excelling academically and graduated with
honors.” (P3)

However, caregivers are still very vigilant to the health
of their child as mentioned by P2:

I told her not to play with kids who have coughs
and colds. She replied, ‘Why, Daddy?’ ‘Because you are
vulnerable to such. Your immune system is weak,” I
answered.”

Sleep and temper problems were also noted.
My eldest son had trouble sleeping since he was
prescribed different medicine.” (P1)

“Yes, he became hot-tempered.” (P5)

Additionally, information on the health of the parents
also provides insight on the topic:
“Our health was declining until 1 decided to
take ARV treatment. In 2017, my husband's immune

system weakened. I told him that we should be fighting
together and that I can’t allow us to die at a young age.

1 persuaded my husband to also undergo treatment.”
(P3)

No significant concerns regarding the children’s physical
health were noted during the FGD. Most of the children
chose to discuss other aspects of their day-to-day life such
as their academic performance. Most of their input was
focused on their academic standing, including concerns
regarding their academic modules, the distractions they face
especially when studying, and how they yearn to go back to
face-to-face classes.

“... face to face classes are more memorable than the

online set-up” (P4C4)

During the COVID-19 pandemic, the children expressed
getting used to staying at home and playing video games.
P1C1 mentioned how he feels anxious due to the virus and
how this has caused less socialization with others. P4C4 and
P5C5 agreed to P1C1 regarding how the child is affected
by the pandemic health concerns.

I become more aloof socially and afraid of contact
with other people.” (P1C1)

Three agreed that they experienced anxiety expressing:
“Children are being affected.” (P5C5)

“The [COVID-19] virus.” (P4C4)

“.. becoming unused to talking with strangers.”

(P1C1)

It was noted during the FGD that the children were
constrained by their caregivers to play and go outside. P2C2
mentioned when asked about their engagements at home:

“None, I often sleep most of the time.”

Discrimination
Discrimination is a common experience of PLHIV. For
caregivers, the discrimination is not just a concern of the
PLHIV, as the entire family — even extended relatives — may
sometimes be made subject to discrimination as well. That,
or they may be the ones that perpetrate discriminatory acts.
“[...] that night, the mother-in-law of my cousin
went to shame us. She was shouting in front of my
children, ‘Get out of our house, your condition might be
infecting your niece and nephews. How about them?’

[-...] That time, I thought of ending my life.” (P1)

I feel sorry for him (child) especially if someone will
know his condition. It would be better if they understood.
What if bis fellow kids knew about his condition and
would be bullied at school? Of course, he might feel
emotional about it.” (P4)
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The children made no mention of discrimination
during the FGD, even when prompted about the possible
discrimination they may have experienced. Instead, the
children were sharing their emotions and how insights were
built amongst individuals.

‘T agree with [him]. Let us share our knowledge
and not judge others when they commit mistakes.”

(P3C3)

“In education [...] It is important that we pass
through or share what we learn to others.” (P4C4)

Every individual would need to understand the impor-
tance of education and how this could help everyone in
alleviating discrimination in the community. As supported
in the responses of the children, the knowledge we share
with everyone in the community can be used to help educate
individuals and shun negative reactions such as discrimination.

Synthesis

The second theme provides an understanding of the
challenges encountered by the caregivers of children with
perinatal HIV infection. The caregivers expressed similarities
in how their journey, whether as biological parents or adoptive
parents, was full of challenges.

Although preparing their child to understand their
condition may sound helpful for their adjustment, it was
identified as a challenge by the caregivers. This was because
there was no way of predicting how their child would react,
and those negative reactions might lead to more problems in
the household.

Challenges were abounding even with the support of
the clinic programs. Questions like, How long will they be
patient in the treatment?’ and ‘When will I not worry about
the stability of my child’s health?’ are the contributing factors
that caused them to worry about their current state. Most of
these factors were external as most of the participants pointed
out, perhaps the greatest of these factors being the possible
discrimination that they might receive once a diagnosis is
made and communicated to other members of the community.

Receiving essential support

'This theme is important in identifying the approaches for
life coaching, including coping strategies that already worked
for them, as well as ones that might need to be improved.
'This section covers topics on family support, motivation, and
other essential coping strategies that helped them overcome

the challenges of being a caregiver of a child with HIV.

Caregiver’s knowledge and understanding of illness

Having enough knowledge and understanding of illness
could help caregivers take steps to better their lives with the
family and maintain their health. This consists of treatment
and motivation to live longer.

Narratives of Caregivers Raising a Child with HIV

T ask the nurses and doctors at [RITM]. They told
me, ‘Continue the medication’ considering it as a normal

virus in the body.” (P4)

I was teaching Science and Health before, and 1
have read the facts about HIV in the books. I found that

if you continually take your medicine the health will be
stable.” (P2)

Relevant points covered in the FGD with the children
were identified in support of this sub-theme. One of the
main points includes how the child might know about his
condition, and how the child might use this to cope with life’s
challenges in the future.

“Every time I make a mistake, I then realize that I
am wrong and willingly forgive other people.” (P3C3)

'This insight of forgiving and understanding may become
a helping factor for the child to draw positive coping strategies
and adjustments in his life.

Building hope

Building hope for themselves, their children, and their
family strengthens the caregivers’ adherence to treatment.
This is also a caregiver's way of managing their emotions
about their health status. By looking back at the challenges,
they have overcome thus far, they can form a positive outlook
that helps them move forward with life with optimism.

T want my son to live longer so I can take good care
of him. Also, I wish to see him growing happy and that
he would reach his dreams.” (P5)

Needs received

Needs are also a theme in the narratives of the caregivers.
It is important that caregivers can reflect on and identify their
needs and their child’s needs so that they are guided in making
future life decisions. They reflected on giving emphasis on
education regarding HIV:

“Provide an educational program about HIV so the
parents will be encouraged to get tested, and they would
know their status early. Special cases like pregnancy,
this might be passed through fo the vulnerable child. ..
treatment to reduce incidents of MTCT of HIV.” (P5)

“Seminars are beneficial to parents, especially
because it helps parents become more open-minded. Also
suggesting providing an equivalent to the children, like
counseling.” (P1)

Also, boosting the caregiver’s and child's mental health
through programs was mentioned:

“Counseling program for children with perinatal
HIV infection so they will become more equipped in
understanding their condition.” (P4)
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“Programs especially for children. I am afraid
he might get depressed while growing up with this
infection. ‘Ihe reason why I bring him with me is to
expound his knowledge and understanding about his
condition.” (P1)

Caregivers were hoping to expand the accessibility of
health services.
“Free health services to the PLHIV. Number of hub
Jacilities and professionals will hopefully increase.” (P5)

Since the caregivers of the participants are active members
of the clinic program, we asked about the activities that the
children wished to receive from the program.

Some of their responses were as follows:

I think different games like sports.” (P3C3)
Arcade-like activities.” (P4C4)
Additional games.” (P2C2)

'They also expressed what they wish to be retained.
Just like the activities during the Children’s Month,
there were several games in the program.” (P3C3)

The children also shared their hobbies and interests
during the FGD. Some of the notable responses include
TikTok (P2C2), Kidzania (P4C4), and active games (P5C5).
'The older participants, on the other hand, expressed their
interest in playing sports like basketball (P4C4), and soccer
or baseball (P3C3).

Sources of support
Finally, sources of support have been found vital in
caregivers’ coping. This may include family support, financial
sources of support (e.g., work), and having friends with whom
they can talk about their current situation. On family support:
“I disclosed our condition to my sisters. Before, I had
experienced breakdowns and thought of ending my life.
My sisters were there encouraging me to be strong and
were keeping in touch with me all the time.” (P3)

Financial and social support from the clinic program
proved to be helpful as well:
“Now, since I am no longer in my teaching career
[-..] Livelihood program provided by (clinic)... is a big
help. Also, I earn through creating doormats.” (P2)

‘Having a support group with similar experiences
helps with the adjustment. It is important to keep your
circle close so when you need someone, you have shoulders

to cry on.” (P1)

While caregivers identified family, financial, and social
support as important components in helping them cope with

the challenges, the children were consistent in pointing out
that the most significant support that they get is the support
of their caregivers.

“We get to bond with our parents now more than

before when they are working.” (P3C3)

Love, encouragement, and good providers were mentioned
in describing the support they received from their caregivers.
“Ihey accepted me... I received encouragement.”

(P4C4)
“They are providing my needs.”(P1C1)
“Love.” (P5C5)
“Food.” (P2C2)

No matter how simple they may seem, these expressions

of support are what help the children appreciate and enjoy
life.

Synthesis

Concerns about coping were commonly expressed in the
narratives of the caregivers. One way to cope was via educating
themselves, as this not only helped them understand the
illness better but also helped them turn their attention to
healthier, more productive ways of managing their stress.

Being hopeful was also helpful in helping them adhere to
treatment. They expressed hope that this study may become
an avenue to receive interventions they needed as caregivers,
especially for their children.

Also mentioned and emphasized in the interviews was
how their needs play a huge role in coping. These needs led
them to be active in their membership in the program, as well
as encouraging them to look forward to future engagements
with the program.

Lastly, sources of support helped the caregivers overcome
the challenges. The resources they have now (financial and
social support from the clinic programs and family support)
are significant and could continuously help them in times of

challenges.
DISCUSSION

Based on the narratives of the caregivers, it is important
to consider how they found out and reacted to their children’s
diagnosis. The results of the present study revealed that the
caregivers learned about their children’s HIV status either
through testing or from their own observations of their
children’s declining health. Consistent with the previous
studies,?** we found that late testing leads to late treatment.
Regardless, the findings of the study suggest that adherence
to treatment helps children to have a normal, healthy life.
Thus, the treatment should remain viable to appropriately
manage the repercussions of late diagnoses. The summary
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Table 2. Themes and Intervention Program
Theme Subtheme

Becoming known: Reasons for testing

Narratives of Caregivers Raising a Child with HIV

Suggested Intervention Program

Comprehensive education program for sex and reproductive

the journey of testing Cause of acquiring HIV

health.

and treatment

Retain support from the organization and government
(e.g., testing and treatment needs, nutritional and basic needs
support, educational supply, livelihood program for caregivers).

Psychoeducation and cohesive and supportive dynamics in the

Reactions

a. acceptance and denial

b. argument

Treatment
Passing through Preparing the child to understand illness
challenging times

Child's awareness and understanding of illness

community

Physical Health

Discrimination

Receiving essential

Caregiver’s knowledge and understanding of illness

Tailored organizational psychosocial intervention (e.g., parenting

support Building hope

skills training, home management, effective child support).

Needs received

Dialectical Behavioral Therapy: Individual and group (family)

Sources of support

counseling sessions.

of the results and suggested intervention programs to be
included in the life coaching approaches are presented in

Table 2.

Testing, treatment, and SRH education

Article IV, Section 29 of RA 11166 (2018)* states that
HIV testing for children aged 15 and below requires the
consent of their guardians. Additionally, HIV testing for this
age group can only be mandatory for pregnant individuals.
Most children in the Philippines, therefore, are not typically
tested for HIV. Only 2.4% (372 out of 16,155 respondents)
of Filipino women in 2013 have been tested for HIV.?” In
relation to this, the present findings suggest that more efforts
be made to promote HIV testing among Filipino women
who are often left in the dark about their HIV status. Unless
there is no reason for HIV testing to be performed, Filipinos
do not typically go for testing.”” This consequently leads to
late diagnosis and treatment. Coherent to the findings in the
narratives of the caregivers and as supported by the KII and
qualitative documents, expanding education programs on sex
and reproductive health (SRH) may improve testing, promote
programs that support the needs of caregivers, may further
improve the reach of the PLHIV and carers to the support

and needs, and reduce the experience and fear of stigma.*%

Support needs of caregivers and children with HIV

The psychological distress experienced by caregivers
and their children can also develop into more serious
psychological issues. Studies suggest primary caregivers
of children with HIV are at a high risk of developing
depressive and anxiety symptoms.***? In a study of young
parents with HIV, becoming a parent and spending time
with their children has played a significant role in their
motivation to continue their education and seek employment
opportunities.*> The psychological adjustments of primary
caregivers (e.g., grandparents, family/relatives, and foster and

adoptive parents) have been a great concern, and awareness of
their mortality (mother with HIV) has become their source
of motivation to maintain their health and relationship with
the children.*** Similar to Filipinos seeking hope through
prayers and belief in God, Iranian WLHIV (Women living
with Human Immunodeficiency Virus) gather hope through
their children and become closer to God which is beneficial
for managing the anxiety and depression that arise from the
perinatal transmission of HIV and life span uncertainty.**
From the results of the FGD and qualitative document,
it was found that participants were pleading to maintain
programs including assistance for the health of children with
HIV (e.g., free medication, vaccination, laboratory testing,
and food needed). Increasing interest in sports (e.g., e-sports
or in-person) may encourage the child and caregiver to
make use of available programs.

Psychological services are also deemed to be helpful.
'The psychological approach, Dialectical Behavioral Therapy,
may help an individual or group to change negative thinking
patterns and strive for positive behavioral changes.® This is
something that the researcher finds beneficial to the care-
givers as they have experienced discrimination, sometimes
perceived discrimination, and are dealing with frequent
worry about their own and their child’s health. This approach
may help improve social functioning, control anger to
relate with others or their child, and increase adherence to
treatment (their own and/or their child’s treatment). Despite
the differences among families and communities, sustaining
cohesive and supportive dynamics is indeed important, other
than educating about transmission risk.*

Role of Psychologists in Responding to the
HIV Epidemic

The researcher is hopeful that the advocacy for HIV,
especially among caregivers and children with perinatal
HIV infection, continues to grow. That, and the field of
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psychology also gets more involved in such advocacy.
There is so much ground to cover in terms of integrating
psychological topics on HIV such as risk behaviors (e.g., sex,
drugs), discrimination, and critical thinking. Advocacies for
HIV should not only focus on the physical aspect but also
on the psychological well-being of the individual. Taking
good care of the family members while they are attending to
their health has been challenging, especially for mothers with
HIV. Psychosocial interventions were generally effective in
reducing anxiety and depressive symptoms in children with
perinatal HIV infection, and generally effective in improving
the psychological well-being of the caregivers and the child.?”
'Therefore, the role of the psychologist and the interventions
they provide is vital in the support to this community.

The practical contribution of this present study is to
improve and/or provide additional inputs to the community-
oriented life coaching approaches for caregivers and children
living with HIV-AIDS. This study may encourage professionals
in the field of psychology to contribute to this epidemic via the
provision of psychological services and research. Additionally,
it is also essential to consider the reach of the advocacy in
the Philippines; rural areas need to be considered in terms
of education, testing, and treatment services. In turn, these
services may help reduce discrimination and increase the
number of Filipinos willing to undergo testing and treatment.
From being taboo, it is hoped that topics pertaining to HIV
become a normal part of the conversation. Lastly, the present
study strongly implies that providing psychological support
to PLHIV and caregivers of these infected individuals
is as important as the medication. To increase adherence
to treatment, well-being shall be sustained. In effect, the
undetectable=untransmissible (U=U) HIV cascade in the
Philippines may improve. In hopes for the government to
competitively address the HIV epidemic in the country, they
must create steps to improve the primary healthcare system
and implement a public health approach, through multi-
sectoral actions and community engagement.* Strengthening
the U=U campaign and awareness of information could
attenuate fear-related burden to the life of PLHIV and HIV-

related stigma from sexual partners and others.*

Limitations and Strengths

Due to restrictions set by the Philippine government
in response to the COVID-19 pandemic and the number
of active members in the clinic, only a limited number of
participants and amount of time were considered for the
study. Moreover, the study limits its scope to populations
living in highly urbanized areas. Thus, future research may
consider extending this study in terms of interviewing more
participants, especially in rural areas. The study also limits
its generalizability with respect to its methodology making
it difficult to confirm the level of distress that affected the
participants’ narratives. Quantitative research that involves
the measurement of psychological distress, life satisfaction,
and quality of life among caregivers is warranted.

We listed several strengths of our study. First, our
findings may contribute to the limited number of research
exploring concerns on perinatal HIV infection, including
topics on the experiences of caregivers and their children.
Second, this can be used as a reference in designing programs
for proactive testing and sustainable treatment in the country.
'The inclusion of professionals in the field of psychology to
focus on non-medical aspects, improvement of adherence to
treatment, and initiatives that may improve the overall quality
of life of people living with HIV. Finally, the researcher
believes that the study is especially timely in this pandemic,
as people around the world are becoming more concerned

about health.

CONCLUSION

'This study explored the experiences of caregivers raising
a child with perinatal HIV infection. It identified three major
themes: (1) becoming known: the journey towards testing
and treatment, (2) passing through challenging times, and (3)
receiving essential support.’The narratives of caregivers raising a
child with HIV highlighted testing and treatment, challenges
encountered, and coping needs and support. Caregivers with
children living with HIV face challenges such as preparing the
illness to be known and understood by their child, managing
the child’s physical health, and discriminating against others.
However, they can live healthy and meaningful lives if they
are given comprehensive support from the government,
access to quality healthcare and education, and psychosocial
interventions. Therefore, the government and private sectors
must make efforts to promote physical, emotional, and mental
health care underpinning the well-being of caregivers and
children with HIV. The retention of the programs offered
by certain organizations (e.g., testing and treatment needs,
nutritional and basic needs support, educational supply, and
livelihood program for caregivers) and the increase in the
number of psychoeducational and support group activities
were suggested to significantly help in addressing the concerns
of both the caregivers and their children with perinatal
HIV infection. Barriers to HIV care may be addressed by
offering interventions to facilitate safe HIV status disclosure,

mobilizing social support, and providing more accessible
HIV services.”

'The field of Health Psychology has been at the frontlines
in addressing behaviors and lifestyles of individuals toward
health and wellness. Professionals (e.g., psychologists) and
researchers in the field of psychology may play a significant
role in designing behavioral change strategies in response
to public health concerns like HIV/AIDS. Professionals
may begin by shifting to community and public health
perspectives, understanding the experiences of key populations
engaged in high-risk behaviors, and identifying how we can
contribute to the management of chronic diseases.
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