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Background: Treatment of children with HIV infection has increased rapidly by increasing 
the life span of HIV patients from baby to adult. Improving the quality-of-life (QoL) in 
children living with HIV is a priority of HIV management in children and caregivers of 
children living with HIV have important roles. Caregiver stigma, caregiver burden, and 
caregiver coping affect caregivers in treating children living with HIV.
Objective: Analyzing the association of caregiver stigma, caregiver burden, and caregiver 
coping on QoL of Indonesian children living with HIV.
Methods: Participants in this study were caregivers of Indonesian children living with HIV. 
Participants were measured for caregiver stigma, caregiver burden, caregiver coping, and 
QoL of Indonesian children living with HIV. The instrument used in measuring caregiver 
stigma was people living with HIV/AIDS and caregiver questionnaire, caregiver burden used 
Zarit Burden questionnaire, caregiver coping used F-COPES questionnaire, and QoL used 
PedsQL for children aged 2–18 years old. Measurement data were analyzed using logistic 
regression and independent t tests with P<0.05.
Results: Indonesian children living with HIV in this study had an average age of 7.7±3.68 
years and average participant age of 40.2±11.26 years. All participants stated that Indonesian 
children living with HIV tend to keep their health status confidential. Most QoL of Indonesian 
children living with HIV was good (71.7%), caregiver stigma value was 21.7±2.06, and 
caregiver burden level was moderate, of 50.9%. However, there was no significant association 
between caregiver stigma (β=0.064; P=0.548) and burden level (β=0.058; P=0.593) on QoL. On 
the other hand, caregiver coping value was 77.2±7.30, and there was a significant association of 
caregiver coping on QoL (β=−0.196; P=0.049).
Conclusion: There is an association of caregiver coping on QoL of Indonesian children 
living with HIV, in which the higher the caregiver coping, the lower the QoL. Meanwhile, 
there is no significant association of caregiver stigma and burden on QoL of Indonesian 
children living with HIV.
Keywords: caregiver burden, caregiver coping, caregiver of children living with HIV, 
caregiver stigma, quality-of-life

Introduction
The Eastern Europe and Central Asia (EECA) region has an increasing number of 
patients with human immunodeficiency virus and acquired immune deficiency 
syndrome (HIV/AIDS) every year. In 2000, an estimated 760,000 adults and 
children had HIV/AIDS in EECA, and this number increased to 1.3 million in 
2012.1 In Indonesia, it was reported that, in 2006–2010, there were 53 children with 
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HIV/AIDS, of which 84.9% were HIV/AIDS positive 
parents.2 Indonesia is a developing country with 16,964 
HIV infected patients, including children.3 East Java is 
a province with the second largest population in 
Indonesia, where Surabaya had the largest red-light district 
in Southeast Asia, which contributed to the number of 
children with HIV/AIDS. A recent study found that the 
number of HIV/AIDS cases in Indonesian children aged 
0–4 years was 427 cases in East Java, Indonesia.4

Treatment of children with HIV infection has increased 
rapidly by increasing the life span of HIV patients from 
baby to adult, and become a medical chronic problem. 
Problems that are often occurring in children with HIV 
are social stigmatization, low self-esteem, inhibiting sex-
ual development, need for regular hospital visits, and 
repeated periods of school absence.5 The stigma attached 
to caregivers of children with HIV it that many members 
of the community have negative and inaccurate 
views about HIV, such as associating it with an immoral 
act. Although the knowledge of caregivers of children with 
HIV and access to HIV treatment have increased, mental 
health problems also occur among caregivers of children 
with HIV.6 This condition puts a burden on the caregiver 
who cares for children with HIV,7 so that coping strategies 
are needed in living everyday life.8 If the caregiver’s 
coping strategy is good, the child’s quality-of-life (QoL) 
will improve, and vice versa.9

Improving the quality-of-life of HIV children is the 
focus of current management of HIV-infected children. 
QoL data of Indonesian children with HIV and the role 
of caregivers are still very limited, as most studies focused 
on the quality-of-life of HIV patients in adults. Based on 
the description above, researchers were interested in con-
ducting research on QoL of Indonesian children living 
with HIV and how the role of caregiver stigma, burden 
of care, and coping affect QoL of children living with HIV.

Methods
Participants
The participants of this study were caregivers of 
Indonesian children living with HIV that included biolo-
gical caregivers (mother and father), non-biological care-
givers (relatives, etc), non-custodian caregivers, and single 
orphans. Participant inclusion criteria included caregivers 
of children living with HIV; who had children diagnosed 
with HIV10,11 in the age range 2–18. Participant exclusion 
criteria included caregivers of children living with HIV, 

but their children have opportunistic infection secondary 
to their HIV infection; caregivers who were unwilling to 
participate in the study; and children who were not coop-
erative during data collection, which made the caregiver 
not focus on providing answers (such as crying children, 
fussy children, etc.). Participants received an explanation 
regarding the rights and obligations during the study. In 
addition, the researchers explained the purpose and bene-
fits of the research to the participant’s family or guardian 
before the researchers asked for voluntary approval to 
become a participant in the study (informed consent).

Ethical Approval
This study has obtained a certificate of ethical clearance 
according to the Declaration of Helsinki from the ethical 
committee team in Dr. Soetomo General Academic 
Hospital and Faculty of Medicine Universitas Airlangga 
ethics Committee (1290/KEPK/VII/2019).

Design and Procedure
A non-experimental quantitative comparative study was 
conducted in East Java, Indonesia (Probolinggo City and 
Surabaya City). This study employed the Slovin formula 
to calculate the study sample, with reference to previous 
studies in which the number of samples in the study were 
48 parents of children living with HIV12 and 30 caregivers 
of children living with HIV.13 Based on these calculations, 
53 caregivers of Indonesian children living with HIV were 
included by purposive sampling (Figure 1).

This research was carried out after obtaining ethical 
approval. The research procedure was conducted in the 
community of HIV-infected Indonesian children who 
underwent outpatient treatment at Dr. Soetomo General 
Academic Hospital, Surabaya, Indonesia, and the commu-
nity of HIV-infected Indonesian children in Probolinggo, 
Indonesia. Researchers collected data for 6 months (July to 
December 2019), including identification of participants 
according to the criteria until data collection. The partici-
pant data included demographic characteristics, caregiver 
stigma, caregiver burden, caregiver coping, and quality-of- 
life for Indonesian children living with HIV.

People Living with HIV/AIDS and Caregiver
The caregiver stigma was assessed using a measured scale 
consisting of nine items that counted perceived HIV 
stigma associated with people living with HIV/AIDS 
(PLWHA) and caregiver. The total score of the stigma 
scale was in the range of 0–27, with a 4-point scale 
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ranging from strongly disagree (0) to strongly agree (3). 
The Cronbach’s alpha instrument value was 0.89 
(PLWHA) and 0.92 (caregiver).14,15 Meanwhile, the 
Indonesian version of PLWHA had validity in the range 
of r values of 0.538–0.832 and α=0.76 (PLWHA) and 0.82 
(caregiver).

Zarit Burden
Caregiver burden was assessed using Zarit Burden data 
instruments. This instrument consists of 22 items, which 
assess five main domains of stress burden, namely health, 
psychological well-being, financial, social life, and patient 
relationships. The assessment is based on a 5-point Likert 

scale, from 0=“never” to 4=“almost always”. The final 
score ranges from 0–88, which is grouped into four cate-
gories: 0–20 (little or no burden), 21–40 (mild burden), 
41–60 (moderate burden), and 61–88 (severe burden). 
Zarit Burden was declared valid and reliable, with 
a Cronbach’s alpha value of 0.93,7,16 while the 
Indonesian version of Zarit Burden was also valid and 
reliable (α=0.91).17

Family Crisis Oriented Personal Evaluation Scales
Measurement of caregiver coping used a family crisis 
oriented personal evaluation scales (F-COPES) question-
naire. The instrument consists of 30-item questions 

Figure 1 Process of participant’s recruitment.
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designed to assess problem-olving and coping strategies 
that families use when facing difficult situations. The 
caregiver assesses a series of coping techniques on five 
sub-scales; namely acquiring social support, seeking spiri-
tual support, reframing, mobilizing family to acquire and 
accept help, and passive appraisal. Each sub-scale is 
assessed with five Likert points based on whether the 
family is involved in the technique.18 F-COPES was 
declared valid and reliable with Cronbach’s alpha=0.89.19 

The Indonesian version of F-COPES was proven to be 
valid and reliable in a previous study.20

Quality-of-Life
Measurement of the QoL of children with HIV used 
a pediatric quality-of-life inventory (PedsQL) for age 
range 2–18 years, which is a questionnaire used to evalu-
ate the health-related quality-of-life (HRQoL) in children. 
PedsQL is a general health instrument consisting of 23 
items that assess five health domains (physical function, 
emotional function, psychosocial function, social function, 
and school function) in children and adolescents aged 2 to 
18. There are 23 questions that include physical functions 
(8 items), emotional functions (5 items), social functions 
(5 items), and school functions (5 items). The assessment 
of response of each question is based on a 5-point Likert 
scale: never (0), almost never (1), sometimes (2), often (3), 
and almost always (4). Scores are transformed to a scale of 
0–100 (0=100; 1=75; 2=50; 3=25; and 4=0). The total 
score of 23 items is the average of all answers. The 
value was good if ≥70. This study used the Indonesian 
version of the PedsQL questionnaire that was obtained 
from the license holder and declared reliable (α>0.7).21–23

Statistical Analysis
The collected data were analyzed using IBM SPSS 
Statistics software version 23.0 (IBM Corp., Armonk, 
NY, USA). The statistical test used a multiple logistic 
regression test to obtain the effect of caregiver stigma, 
caregiver burden, and caregiver coping on the QoL of 
Indonesian children living with HIV. Other analysis 
included the independent t-test or Mann Whitney test to 
analyze the correlation between the F-COPES sub-items. 
Statistical tests were significant if P<0.05.

Results
Characteristics of Participants
The average age of Indonesian children living with HIV 
that met the inclusion criteria was 7.7±3.68 years, with 

a median value of 7 (3–18) years. Meanwhile, the average 
participant’s age was 40.2±11.26 years, with a median 
value of 38 (20–68) years. The average age of the biolo-
gical mothers of HIV Indonesian children was 33.8±5.80 
years, with a median value of 33 (23–48) years. The 
average age of biological fathers of HIV Indonesian chil-
dren was 35.6±7.29 years, with a median value of 35 
(24–63) years (Table 1). Most Indonesian children living 
with HIV in this study were male (54.7%), and most had 
elementary school education (49.1%) and kindergarten 
(32.1%). Most participants were biological parents of 
Indonesian children living with HIV (64.2%). Most parti-
cipants were female (as much as 56.6%). Most participants 
had elementary education (35.8%), followed by middle 
school (32.1%), and high school (28.3%). Most biological 
fathers of Indonesian children living with HIV had died 
(52.8%), whilst most biological mothers of Indonesian 
children living with HIV were still alive (56.6%). All 
participant stated that all Indonesian children living with 
HIV tended to keep their health status confidential 
(Table 2).

Effects of Caregiver Stigma, Caregiver 
Burden, and Caregiver Coping on the 
Quality-of-Life of Indonesian Children 
Living with HIV
The QoL of Indonesian children living with HIV in this 
study was generally good (38 children; 71.7%). The QoL 
value of Indonesian children living with HIV based on 
four sub-scales obtained the following results: good phy-
sical function (38 children; 71.7%), good emotional func-
tion (39 children; 73.6%), good social function (47 
children; 88.7%), and poor school function (28 children; 
52.8%; Table 2).

Table 1 Characteristics of Participants

Characteristics Mean±SD (n=53)

Child’s age 7.7±3.68

Caregiver’s age 40.2±11.26

Caregiver stigma 21.7±2.06

Caregiver coping

Total 77.2±7.30
Social support 13.3±2.39

Reframing 30.1±4.30

Spiritual support 14.2±2.66
Family mobilization 9.6±3.21

Passive appraisal 11.1±3.75
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The average caregiver stigma was 21.7±2.06, with 
a median value of 22.15–26 There was no significant rela-
tion between caregiver stigma on the QoL of Indonesian 
children living with HIV (β=0.064; P=0.548), with 
values of each sub-scale as follows: physical function 
(β=0.023; P=0.845), emotional function (β=−0.066; 
P=0.608), social function (β=0.007; P=0.957), and school 
function (β=0.097; P=0.418). Measurement of caregiver 
burden obtained a moderate value of 50.9%, followed by 
mild category of 49.1%. There was no significant relation 
between caregiver burden on the QoL of Indonesian chil-
dren living with HIV (β=0.058; P=0.593), with values of 
each sub-scale as follows: physical function (β=0.044; 
P=0.706), emotional function (β=0.040; P=0.769), social 
function (β=0.151; P=0.255), and school function 
(β=0.113; P=0.369). The results showed no influence of 
caregiver stigma and caregiver burden on the QoL of 
Indonesian children with HIV (Tables 2 and 3).

Measurement of caregiver coping obtained an average 
value of 77.2±7.30, with values of each sub-scale as 

Table 2 Characteristics of Participant’s Frequency Distribution

Characteristics n (%)

Child’s sex

Male 29 (54.7)

Female 24 (45.3)

Child’s education

Not attending school 3 (5.7)

Kindergarten 17 (32.1)

Elementary school 26 (49.1)

Junior high school 5 (9.4)

Senior high school 2 (3.8)

Biological father

Live 22 (41.5)

Deead 28 (52.8)

Unknown 3 (5.7)

Biological mother

Live 30 (56.6)

Dead 22 (41.5)

Unknown 1 (1.9)

Caregiver

Biological parents 34 (64.2)

Others 19 (35.8)

Caregiver’s sex

Male 23 (43.4)

Female 30 (56.6)

Caregiver’s education

Elementary school 19 (35.8)

Junior high school 17 (32.1)

Senior high school 15 (28.3)

College 2 (3.8)

Caregiver’s income

High 13 (24.5)

Low 40 (75.5)

Caregiver’s burden

None 0 (0.0)

Mild 26 (49.1)

Moderate 27 (50.9)

Heavy 0 (0.0)

QoL of Indonesian children living with HIV

Total

≥70 38 (71.7)

<70 15 (28.3)

Physical function

≥70 38 (71.7)

<70 15 (28.3)

Emotional function

≥70 39 (73.6)

<70 14 (26.4)

(Continued)

Table 2 (Continued). 

Characteristics n (%)

Social function

≥70 47 (88.7)

<70 6 (11.3)

School function

≥70 25 (47.2)

<70 28 (52.8)

Status of Indonesian children living with HIV

Confidential 53 (100.0)

No 0 (0.0)

Abbreviation: QoL, quality-of-life.

Table 3 Effects of Caregiver Stigma, Caregiver Burden, and 
Caregiver Coping on the QoL of Indonesia Children Living with 
HIV

Quality of Life Caregiver 
Stigma

Caregiver 
Burden

Caregiver 
Coping

β P β P β P

Total 0.064 0.548 0.058 0.593 −0.196 0.049*

Physical function 0.023 0.845 0.044 0.706 −0.076 0.487

Emotional function −0.066 0.608 0.040 0.769 −0.256 0.042*

Social function 0.007 0.957 0.151 0.255 0.002 0.988

School function 0.097 0.418 0.113 0.369 −0.410 0.001*

Note: *Significant P<0.05. 
Abbreviation: QoL, quality-of-life.
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follows: social support (13.3±2.39), reframing (30.1 
±4.30), spiritual support (14.2±2.66), family mobilization 
(9.6±3.21), and passive appraisal (11.1±3.75). This study 
found an effect of caregiver coping on the QoL of 
Indonesian children living with HIV (β=−0.196; 
P=0.049), with value of each sub-scale as follows: physi-
cal function (β=−0.074; P=0.487), emotional function (β= 
−0.256; P=0.042), social function (β=0.002; P<0.988), and 
school function (β=−0.410; P=0.001; Table 3). These 
results indicated an influence of caregiver coping with 
the QoL of Indonesian children living with HIV, in 
which the higher the value of caregiver coping, the lower 
the QoL of Indonesian children living with HIV.

The highest score choices in each caregiver coping 
sub-scale from highest to lowest were reframing (3.8 
±0.86), spiritual support (3.5±0.66), passive appraisal 
(2.8±0.93), family mobilization (2.4±0.80), and social sup-
port (1.5±0.27) (Figure 2). There was a significant com-
parison between each caregiver coping sub-scale, 
including reframing on family mobilization (t=−8.778; 
P<0.001), reframing on social support (t=−18.924; 

P<0.001), spiritual support on family mobilization (t= 
−7.999; P<0.001), spiritual support on social support (t= 
−21.033; P<0.001), passive appraisal on family mobiliza-
tion (t=−2.295; P=0.024), and passive appraisal on social 
support (t=−9.882; P<0.001; Table 4).

Discussion
This study found a significant relationship between family 
coping and the QoL of children with HIV. Previous studies 
mentioned that coping of families with HIV children 
tended to have psychological disorders (such as excessive 
stress, depression, and anxiety). This condition affects the 
QoL of children with HIV because family members with 
HIV depend on family coping in dealing with various 
stressors associated with HIV.24 Another study stated that 
coping has a significant relationship with QoL in HIV 
patients, where the coping self-distraction subscale had 
a significant positive correlation with the psychological, 
environmental, and spiritual quality—of life subscale, reli-
gion, and personal beliefs. The active coping subscale had 
a significant correlation to the psychological quality-of-life 

Figure 2 Average score of each caregiver coping sub-scale in caregivers of Indonesian children living with HIV.

Table 4 Comparison of Caregiver Coping Sub-Scale Between Emotion-Focused Coping and Problem-Focused Coping

Problem-Focused Coping Emotion-Focused Coping

Reframing Spiritual Support Passive Appraisal

t P t P t P

Family mobilization −8.778 0.000** −7.999 0.000** −2.295 0.024*
Social support −18.924 0.000** −21.033 0.000** −9.882 0.000**

Notes: *Significant P<0.05; **Significant P<0.001.

Putera et al                                                                                                                                                           Dovepress

submit your manuscript | www.dovepress.com                                                                                                                                                                                                                    

DovePress                                                                                                                                   

HIV/AIDS - Research and Palliative Care 2020:12 578

http://www.dovepress.com
http://www.dovepress.com


subscale. Meanwhile, the emotional support coping sub-
scale had a significant correlation with the social relation-
ship quality-of-life subscale.25 Family coping has 
a significant relationship with the QoL of children with 
HIV, especially problem-oriented coping, which is often 
used in overcoming various problems that arise when 
a patient has HIV. The family is the closest part of HIV 
patients to a support system in the patient’s care 
process.26,27

In this study, caregiver stigma did not have 
a significant correlation with the QoL of Indonesian chil-
dren living with HIV. This condition is caused by the 
emotion focused coping strategy used by caregivers to 
keep the status of HIV children confidential. So, 
Indonesian children living with HIV can mingle with 
communities and does not affect their quality-of-life. 
This condition is in accordance with several previous 
studies, where caregivers kept their child’s HIV status 
confidential to avoid negative stigma in society.6,28 

Another study stated that several participants refused to 
participate in the study because they were worried that 
their HIV diagnosis would be revealed. Keeping their 
HIV status confidential is believed to create positive com-
munity stigma against them.29 Moreover, other studies 
also stated that perceived stigma had a significant relation-
ship with quality-of-life, where the higher the level of 
perceived stigma, the lower the quality-of-life for 
them.30,31

Caregiver burdens in this study did not have 
a significant relation with quality-of-life of HIV children. 
This finding is not in accordance with previous studies, 
which found a significant relationship between caregiver 
burden and quality-of-life, where the higher the caregiver 
burden score, the lower the QoL value of HIV patients.31– 

33 The difference is possible because the caregiver keeps 
the health status of children with HIV confidential,34 

which is psychologically very helpful for the caregiver.7 

Their social life also does not experience problems despite 
many economic problems found in HIV cases.35 In addi-
tion, caregivers do not consider caring for HIV-infected 
children a burden because it is a routine activity.36

There was a significant relationship between family 
coping subscale and the QoL subscale of children living 
with HIV. In 58 American families with HIV-infected 
children, the reframing subscale occupied the highest- 
ranking choice followed by passive appraisal, spiritual 
support, family mobilization, and social support, which 
ranked lowest. Reframing describes the attitude of passive 

acceptance, reflecting the tendency to overcome problems 
in a family without seeking support from others such as 
friends, extended family, or the community. This condition 
occurs as many families with HIV-infected children 
experience exclusion or rejection from the community. 
Passive appraisal occurs because families feel helpless 
about their ability to handle their child’s medical pro-
blems, thus entrusting children’s health problems to med-
ical workers. Spiritual support is related to religious 
beliefs and activities. Many individuals with life- 
threatening illnesses attempt to deal with such events in 
a religious context. This requires collaboration with health 
workers, especially doctors, to combine understanding of 
spiritual beliefs with disease management to understand 
the problem of the illness experienced.37,38

Coping strategies used to solve problems vary, namely 
emotion-focused coping or passive coping and problem- 
focused coping or active coping. Reframing, spiritual sup-
port, and passive appraisal are part of emotion-focused 
coping, while family mobilization and social support are 
part of problem-focused coping.8,19 Participants in this 
study had low scores on family mobilization and social 
support sub-scales, and tended to use emotion-focused 
coping. Emotion-focused coping is generally adopted 
when situations are considered uncontrolled and too diffi-
cult to handle and resolve.8 This emotion-focused coping 
strategy is most often used by people living with HIV to 
deal with the disease and its problems.37–39

The Social support subscale is rarely used by care-
givers and HIV patients. The condition is in accordance 
with the results of this study, in which caregivers keep 
their HIV health status confidential. Improper coping stra-
tegies have a negative impact on physical and emotional 
conditions and reduce the QoL of children living with 
HIV.37,40 This research found that caregiver’s coping stra-
tegies are increasing, thus further reducing QoL, especially 
on a sub-scale of emotional function and school function 
in Indonesian children with HIV. This arises because care-
givers of HIV-infected children are overprotecting because 
of very high fears of being exposed to opportunistic infec-
tions, bullying, prejudice, discrimination, and future uncer-
tainty of children due to their HIV status. Caregivers also 
keep the child’s HIV status confidential and prevent them 
from cooperating in their care.39 Overprotection causes 
children’s dependence on caregivers, increasing children’s 
emotional problems and negative behavior. These condi-
tions cause risk of delay in children’s development, social 
limitations, cognitive, language, and even neglect, so that 
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it interferes with school activities, both interactions with 
friends and lessons. Parents’ feelings of guilt for reducing 
HIV in children cause excessive total dedication, even 
routine and leaving work for the care and treatment of 
children, consequently reducing family income, where the 
management of HIV-infected children is good for treat-
ment and non-medical treatments such as schools require 
significant costs.39,41,42

Individuals who deal with stress with a problem- 
focused coping approach are reported to have a much 
better QoL than those who adopt emotion-focused coping. 
Several studies have highlighted the importance of social 
support from various family and non-family elements as 
problem-focused coping in overcoming problems effec-
tively, reducing stress and improving QoL.8,38 In addition, 
the higher the social support, the higher the QoL of HIV 
patients.43

Coping strategies used by caregivers of children living 
with HIV appear to be important factors that need to be 
considered to improve health and QoL of children living 
with HIV.39 An intervention is needed that aims to help 
caregivers find and utilize appropriate and effective coping 
strategies,37 therefore clinicians must be sensitive to HIV 
stigma and other specific factors that can disrupt various 
health support systems. Clinicians must also be ready to 
provide referrals to communities that support physical and 
emotional health of HIV children to get various supports 
that improve family coping,38 thereby improving the QoL 
of children living with HIV.43

Conclusions
Caregiver stigma and caregiver burden do not affect the 
QoL of Indonesian children living with HIV. There is an 
influence of caregiver coping strategies on the QoL of 
Indonesian children living with HIV. The more coping 
strategies the caregiver has, the lower the QoL of 
Indonesian children living with HIV, because the caregiver 
performs a more emotion-focused coping than problem- 
focused coping.
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