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Abstract

Human Immunodeficiency Virus (HIV) is a major global public health issue that affects the

quality of life (QoL) of people living with HIV (PLHIV) globally and in Indonesia. As a part of a

large-scale qualitative study investigating HIV risk factors and impacts on PLHIV and facili-

tators of and barriers to their access to HIV care services in Yogyakarta and Belu, Indonesia,

this paper describes their in-depth views and experiences of the influence of HIV on their

QoL. Ninety-two participants were recruited using the snowball sampling technique. Data

were collected using in-depth interviews. In addition, the World Health Organisation Quality

of Life questionnaire (WHOQOL–HIV BREF) was also distributed to each of them to fill out

prior to the interviews. Chi-Square analysis was used to analyse data from the survey and a

framework analysis was applied to guide qualitative data analysis. The findings reported

several factors affecting the QoL of the participants. These included (i) environmental fac-

tors, such as living in rural areas, the unavailability of HIV care services and public transport,

and long-distance travel to healthcare facilities; (ii) personal beliefs associated with HIV; (iii)

sexual and social relationships and their influence of the QoL of participants; and (iv) level of

independence and physical health condition following HIV diagnosis. The findings indicate

the need for intervention programs that address the availability and accessibility of HIV care

services to PLHIV within rural communities and support various physical, psychological,

and financial needs of PLHIV. These can be implemented by providing supplements and

nutritious food, HIV counselling and door-to-door/community-based ART service delivery to

PLHIV, which may increase their engagement in and adherence to the treatment and

improve their physical and psychological condition and QoL.

Introduction

Human Immunodeficiency Virus (HIV) infection has been a significant global public health

issue for about four decades. It has a range of impacts on the life of people living with it,
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including affecting their health, well-being or quality of life (QoL) [1, 2]. Previous studies have

reported various factors that support or negatively impact the QoL of people living with HIV

(PLHIV) in many settings. For example, there is a positive association between being male,

younger age, higher CD4 count, adherence to antiretroviral therapy (ART) [3] and social sup-

port from family and friends [4] with better QoL among PLHIV [5–7]. Better economic condi-

tions reflected in being employed, having a better financial condition and higher educational

attainment are also associated with better QoL of PLHIV [8–10]. A possible explanation is that

better economic conditions may contribute to the ability to afford healthcare expenses or bet-

ter access to healthcare services and other supports for PLHIV, which are essential to support-

ing their health and QoL [11, 12].

Previous studies have also reported several factors associated with a lower level of QoL of

PLHIV, including social factors such as stigma and discrimination [13, 14], non-disclosure of

HIV status [15] and poor access to healthcare services [16, 17]. Rather than being discrete neg-

ative factors, social determinants may be intertwined within the lives of PLHIV, making their

impact even worse in terms of QoL. For example, HIV stigma and discrimination could lead

to non-disclosure of HIV status to others, such as families, friends and healthcare providers

and influence access to HIV care services [15, 18]. These conditions may lead to many PLHIV

leaving their condition untreated, which is highly like to advance their HIV stage or worsen

their health condition in general [13, 19]. Low economic or financial status reflected in unem-

ployment and low/lack of income is also an influential factor for poor QoL of PLHIV [15, 20,

21]. Such a poor economic or financial condition could cause other negative impacts on

PLHIV, including difficulties to fulfill necessities, especially nutritious food, and afford costs

for healthcare services, which are essential to supporting positive health outcomes and QoL

[22–24]. Other factors associated with poor QoL of PLHIV include insufficient social support

[25] and health illiteracy [26], as they can lead to poor access to healthcare services or ART due

to the lack of knowledge of the services and the inability to access them [11, 12, 27]. Health-

related factors, such as advanced HIV stage, HIV symptoms, decreased immunological status,

non-adherence to ART, having low CD4+ T cell count and psychiatric and physical comorbid-

ities, are also contributors to poor QoL of PLHIV [20, 28, 29].

Despite the aforementioned factors associated with the QoL of PLHIV, there is a lack of evi-

dence on how environmental factors, personal beliefs, sexual relations and individual levels of

independence influence their QoL. In addition to limited mixed methods studies that explore

the QoL of PLHIV [30–32], there is an important gap on the in-depth understanding of the

QoL of PLHIV. An in-depth understanding of factors that influence the QoL of PLHIV can

contribute to the development of evidence-based policy and practice to improve the provision

of healthcare service delivery to them. This study filled in these gaps by exploring and present-

ing an analysis of both quantitative findings and in-depth views and experiences of PLHIV in

Indonesia about their QoL following HIV diagnosis. QoL is a dynamic, subjective and multidi-

mensional concept that covers various factors, including environmental, personal and psycho-

social factors and is related to individuals’ views, concerns, lived experiences and expectations

within their social and cultural context [33, 34].

Methods

Study setting

This study was carried out in two settings: Belu district and Yogyakarta municipality. Belu is

one of the 24 districts in East Nusa Tenggara province, Indonesia and shares the border with

Timor Leste, the new country which was a province of Indonesia before 2002 [35]. Belu com-

prises rural areas of 1,284,94 km2 and has a population of 204,541 people, with the majority
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being farmers [35]. At the administration level, the district is divided into 12 sub-districts and

81 villages [35]. Each sub-district has one or two public health centres, sub-public health cen-

tres, and village maternity posts. The district only has one public hospital, three private hospi-

tals and one HIV clinic in a small town called Atambua [36]. The HIV clinic is a part of the

public hospital and provides minimal HIV care services, such as HIV counselling, testing and

antiretroviral therapy (ART). Meanwhile, other important medical tests, such as liver and kid-

ney function tests, CD4 test and viral load test to assess the effectiveness of ART, are not avail-

able. Unlike Belu, Yogyakarta is located at the centre of the Special Region of Yogyakarta

province and consists of urban areas of 46 km2 [37]. It is occupied by 636,660 people, with the

majority working as food stall or kiosk sellers (42.20%) or engaging in home rental businesses

and service companies (29.49%) and processing industry (13.25%) [37]. It has 18 public health

centres, 9 sub-public health centres and 20 hospitals in each sub-district (14 sub-districts in

total) [37]. Of these healthcare facilities, 10 public health centres and 4 hospitals provide HIV

care services, including HIV counselling and testing (VCT), CD4 and viral load tests, ART,

and other medical tests to support HIV treatment [38, 39]. The number of cases in the two set-

tings is relatively similar, accounting for 1,200 cases in Belu and 1,353 cases in Yogyakarta [40,

41]. The most significant difference is in the access to HIV care services, with most PLHIV in

Yogyakarta accessing HIV care services or ART, while only about 25% in Belu accessing ART

[40, 41]. Yogyakarta and Belu were selected as the study settings because of feasibility, familiar-

ity and the potential of undertaking the current study successfully as we have conducted sev-

eral studies on HIV topics in these settings[17, 42, 43]. The two settings were also selected

because they have different characteristics, which enabled us to make comparisons between

urban and rural, good and limited HIV services, good and limited transportation systems, etc.,

and understand how those characteristics contribute to influencing the participants’ QoL.

Participant recruitment and data collection

This paper forms a part of a large-scale original qualitative study investigating HIV risk factors

and impacts on women and men living with HIV and their access to HIV care services in Yog-

yakarta and Belu, Indonesia. The study used a qualitative approach and details about it have

been published elsewhere [18]. However, to help the readers understand it, we provide a sum-

mary. In addition, we used the World Health Organisation Quality of Life questionnaire

(WHOQOL–HIV BREF), the Indonesian version which has been tested for validity and reli-

ability [33, 44].

We used the snowball sampling technique to recruit participants (PLHIV) in this study. We

started with seeking institutional authorisations from two HIV clinics in Yogyakarta and Belu

to distribute the study information sheets to potential participants who accessed their services.

The ones who contacted the field researcher (NKF) to confirm their participation were

recruited and interviewed. This was then followed by the snowball technique by asking the ini-

tial participants to recommend or distribute the information sheets to their friends or col-

leagues and families who are eligible and willing to voluntarily participate in this study [45].

Finally, 92 participants (52 women and 40 men; 46 in Yogyakarta and 46 in Belu) participated

in the study. All participants in both settings were on ART when the study was conducted.

Data were collected using in-depth interviews and the World Health Organisation Quality

of Life questionnaire (WHOQOL–HIV BREF) from June to November 2019. At the beginning

of the interviews, participants were asked to complete the QoL questionnaire. Each domain

was rated on a 5-point Linkert scale where 1 indicates low or negative perceptions and 5 indi-

cates high positive perceptions. The interviews were conducted in a private room at the HIV

clinic in Belu and a rented house close to the HIV clinic in Yogyakarta. Interviews were
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conducted in Indonesian which is spoken by both the field researcher (NKF) and the partici-

pants. Interviews ranged from 35–90 minutes and were audio recorded using a digital

recorder. Field notes were also taken during interviews with the participants, which were then

integrated into each transcript during the transcription process. The interviews also covered

several domains or indicators of QoL of PLHIV. These included their physical condition and

level of independence, such as whether or not the infection prevented them from working or

bothered them physically, whether or not they were able to do their daily activities and get

around; their psychological condition, such as whether or not they experienced negative emo-

tions associated with the infection and were satisfied with themselves; their personal beliefs,

such as worry and fear about death and future, and whether or not they perceived their life to

be meaningful; their social relationships, sexual relations and social support from friends; their

physical environment where they lived, their access to HIV care services and information and

their financial conditions (see S1 File: interview guide). Participant recruitment and interviews

ceased when the research team considered that the data were rich enough to address the

research questions and objectives. Saturation was reflected in the responses of the last few par-

ticipants, which were similar to those of previous participants. Of the potential participants

who confirmed to participate, there were two who withdrew their participation due to personal

reasons. Each participant was interviewed once only. The researchers and participants were

unknown to each other before the study. Due to the sensitivity of the topic, the participants

were not offered an opportunity to read and correct the data after the transcription.

The ethics approvals for the study were obtained from the Social and Behavioral Research

Ethics Committee, Flinders University (No. 8286), and the Health Research Ethics Committee,

Duta Wacana Christian University (No. 1005/C.16/FK/2019). Participants were informed

about these ethics approvals and that their participation was voluntary and they had the right

to withdraw from the study at any time without consequences. They were again advised about

the purpose of the study before commencing the interviews and assured that data or informa-

tion provided during the interviews would remain confidential and anonymous. Written

informed consent was provided, and each participant signed and returned the form to the

researcher on the interview day.

Data analysis

The quantitative data from the survey were exported to IBM SPSS Statistics, version 28, for fur-

ther analysis using Chi Square to explore the association between QoL and residence (urban

versus rural), where p<0.05 was the cut off to declare the presence of difference. Prior to the

comprehensive analysis of the qualitative data, the audio recordings were manually transcribed

verbatim into coding sheets by the field researcher (NKF) and imported to NVivo 12. The

transcript started alongside the data collection process, which facilitated the direct integration

of field notes and emotions captured during the interviews. Data analysis followed the five

steps of qualitative data analysis proposed in Ritchie and Spencer’s framework analysis [46].

These include:

i. Repeated reading of each transcript, making comments and providing labels to chunks of

data or information in the transcript

ii. Key issues, ideas and concepts that recurrently emerged from the data were written down,

which were then used to form a thematic framework

iii. Indexing the data or transcripts by creating open codes to chunks of data or data extracts

that had been created in the previous steps. This was followed by close coding where simi-

lar codes or nodes were collated to make a theme or sub-theme
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iv. The themes and their codes which had been created in previous steps were then reorga-

nised in a summary chart for comparison within each interview and across interviews

v. Mapping and interpreting the data as a whole.

The application of the framework enabled qualitative data management in a coherent and

structured manner and guided the analytic process in a rigorous, transparent, and valid way.

Results

Participants’ sociodemographic profile

The participants were 92 women and men living with HIV, aged 18–60 years (see Table 1).

The majority were married, while others were non-married (divorced, widowed or single).

Table 1. Sociodemographic characteristics of the participants.

Characteristics Residency

Urban (n = 46) Rural (n = 46)

Age

18–29 6 (13.0%) 13 (28.3%)

30–39 22 (47.8%) 17 (36.9%)

40–49 18 (39.2%) 11 (23.9%)

50–59 3 (6.5%)

60–69 2 (4.4%)

Marital status

Never married 10 (21.7%) 10 (21.7%)

Divorced 7 (15.3%) 1 (2.2%)

Widowed/r 3 (6.5%) 13 (28.3%)

(Re)Married 26 (56.5%) 22 (47.8%)

Duration of HIV diagnosis

1–5 years ago 22 (47.8%) 33 (71.7%)

6–10 years ago 14 (30.5%) 11 (23.9%)

11–15 years ago 10 (21.7%) 2 (4.4%)

Other Infections

Herpes 4 (8.7%) 1 (2.2%)

Candidiasis 1 (2.2%) 3 (6.5%)

Syphilis 2 (4.4%)

Gonorrhoea 2 (4.4%) 1 (2.2%)

TB 14 (30.5%) 14 (30.5%)

Level of Education

University graduate/Diploma 13 (28.3%) 8 (17.5%)

Senior High school graduate 24 (52.1%) 13 (28.3%)

Junior High school graduate 8 (17.4%) 10 (21.7%)

Elementary school graduate 1 (2.2%) 14 (30.5%)

Elementary school dropout 1 (2.2%)

Employment

Unemployed/students 5 (10.9%) 4 (8.7%)

Housewives 10 (21.7%) 11 (23.9%)

Sex workers 1 (2.2%) 1 (2.2%)

Farmers and drivers 1 (2.2%) 11 (23.9%)

Entrepreneurs, private employees and civil servants 29 (63.0%) 19 (41.3%)

https://doi.org/10.1371/journal.pone.0280087.t001
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Most of them were diagnosed with HIV within the last five years, while the others had been liv-

ing with HIV for 6–10 years and 11–15 years. Some reported having been diagnosed with

other sexually transmitted infections, such as herpes, candidiasis, syphilis and gonorrhea in the

past. The majority of the participants graduated from high school, some were university gradu-

ates, and the rest either graduated from primary school or dropped out of school. Just above

half of female participants engaged in different kinds of professions, including working as

laundress private employees, entrepreneurs, health workers, bankers, civil servants, sex work-

ers, tailors, NGO workers, and shop keepers, while others reporting being housewives or

unemployed. The male participants had different professions, with some reporting being

entrepreneurs and drivers (taxi, truck or motorbike taxi), while a few were unemployed.

The findings were grouped into several main themes or domains, including environmental

factors for QoL, personal beliefs associated with HIV, sexual and social relationships and their

influence on QoL of PLHIV and level of independence and physical health following HIV

diagnosis. Details about these themes are presented below.

Environmental determinants for the quality of life of PLHIV

The environment where the participant lived, worked and interacted, including physical environ-

ment, access to healthcare services, the availability of transpiration and information, and financial

condition, were also indicators of their QoL [33]. Results of the survey suggested that the differ-

ence in QoL in terms of environmental aspects between participants in Yogyakarta and Belu was

statistically significant (p = 0.001, Table 2), with the majority of participants in rural communities

in Belu having lower QoL compared to the ones in urban areas in Yogyakarta (69.6% to 28.3%).

This was supported by the in-depth qualitative narratives of most participants in Belu, suggesting

that living in rural villages far from the only HIV clinic in town where they could access ART

caused dissatisfaction and burden for them, which was not raised by the participants in urban

Yogyakarta. Their stories illustrated their experiences of difficulties in reaching the clinic due to

the long distance and lack of public transport. The use of a motorbike taxi seemed to be the only

transport option available for them which seemed to cause difficulties for them:

“I live in a village far from here, and public transport from my house to the public health cen-
tre and this clinic is not available. I do not have a motorbike. This is difficult for me, and I feel
burdened every time I come here to collect medicine because I have to use a motorbike taxi
(Ojek)” (Male participant, married, Belu).

“It is far from my house to this (HIV) clinic. I live in XX (name of the village). There is no pub-
lic transport. So, coming here (HIV clinic) every month is very challenging and burdensome”
(Female participant, married, Belu)

Table 2. Chi-Square analysis of the quality of life of people living with HIV in urban and rural areas.

Variable Quality of Life P-Value

Urban Rural

High Low High Low

n % n % n % n %

Physical domain 40 87.0 6 13.0 13 28.3 33 71.7 0.001

Psychological domain 17 37.0 29 63.0 36 78.3 10 21.7 0.001

Level of independence domain 39 84.8 7 15.2 15 32.6 31 67.4 0.001

Social relationships 33 71.7 13 28.3 15 32.6 31 67.4 0.001

Environmental domain 33 71.7 13 28.3 14 30.4 32 69.6 0.001

Personal beliefs 35 76.1 11 23.9 16 34.8 30 65.2 0.001

https://doi.org/10.1371/journal.pone.0280087.t002
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Although the participants in rural Belu acknowledged that they had accessed HIV care ser-

vices, including HIV testing and antiretroviral medicines, they talked about feelings of dissatis-

faction due to the unavailability of the services in public health centres within the

communities where they lived. Another aspect reflecting their dissatisfaction was the inappro-

priateness of the services in meeting their health needs. Their comments suggested that the ser-

vices were very limited and only available in an HIV clinic which was part of a public hospital

located some distance away in the town:

“I undergo the (HIV) treatment in this public hospital, this VCT clinic (VCT clinic is a part of
the hospital). This is the only place where the (antiretroviral) medicines are available, they are
not available in public health centre in our community” [22] (Female participant, widowed,

Belu).

“Other medical tests, such as CD4 and viral load tests, are not available here. The healthcare
services are not complete in this clinic. We (PLHIV) need those tests, but we cannot do the
tests here. The doctor said that these tests are not available, which is a bit disappointing”
(Male participant, married, Belu).

Furthermore, participants in both Belu and Yogyakarta commented on the availability of

information regarding HIV care services they could access. It was also apparent that they had

received enough information required to help them deal with their health needs or access to

the services as illustrated in the following narratives:

“Information regarding HIV care services is easy to get, I can get it from community health
centres or hospitals. It is also disseminated through WhatsApp groups of peer support groups.
If there is information regarding healthcare services, then it will be instantly disseminated
among us (PLHIV)” [22] (Female participant, widowed, Yogyakarta).

“So far, I get information about this clinic and the treatment for patients (PLHIV) from nurses
and doctors here (HIV clinic). They told me about these when I was diagnosed with HIV, and
every time I come here to collect the medicines, they always remind me to come back in the
next month” [22] (Male participant, widower, Belu).

Participants also shared stories about their financial condition, which was another indicator

of their QoL. Compared to people in urban areas in Yogyakarta, the majority of participants in

rural Belu seemed to experience much more financial issues which led to difficulties in fulfill-

ing their needs, including access to healthcare services. For example, half of the participants in

Belu acknowledged their inability to afford health insurance fees and transport costs and rely

on family members’ support to fulfill their needs and access to HIV care services. These were

acknowledged to lead to further consequences, such as termination of health insurance, loan

from friends and postponement of access to ART, which also influenced their adherence to the

therapy:

“We (the man and his wife) spend about IDR 100,000 every month to collect the (antiretrovi-
ral) medicines here. We do not use the insurance (BPJS) because we have arrears of monthly
insurance instalments. We have to pay those arrears to reactivate it, but I cannot afford to
pay them. I feel very much burdened with transport and administration costs here. These are
routine expenses every month, and I feel burdened” [22] (Male participant, married, Belu).
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“Sometimes, if I do not have money at all and my older sisters have not yet given me money to
pay the Ojek (transport) and administration fee (at the hospital), then I postpone collecting
the medicines. I am dependent on them” [22] (Female participant, divorced, Belu).

Personal beliefs associated with HIV

Participants’ personal beliefs associated with HIV infection, such as the beliefs about death and

its negative impact on their future and to what extent they felt their life to be meaningful, were

indicators of their QoL [33]. Results from the survey showed that almost two-thirds of partici-

pants in rural Belu had negative personal beliefs associated with HIV, compared with a quarter

of people in urban Yogyakarta during the last two weeks prior to the study (65.2% to 23.9%).

The difference in QoL in terms of personal beliefs between participants in rural Belu and

urban Yogyakarta was statistically significant (p = 0.001, Table 2). Their personal beliefs associ-

ated with HIV were reflected in their beliefs or fear of untimely death, rejection and the possi-

bility of HIV transmission to their child or spouse and negative consequences on the future of

their families. For example, the belief about untimely death, which was mainly due to the

awareness of their ill-health condition, and the belief that they would not live longer following

the diagnosis and their experiences of seeing other people die from HIV/AIDS, seemed to

cause them fears. Similarly, the thoughts that they would not get a full recovery from HIV or

might not be able to live a normal life that led to major concerns about their own lives, the

lives of their parents and the future of their children were the underlying reasons for worry

and frustration they faced. The following narratives from some participants in both study set-

tings reflect these fears and worries:

“At the beginning of the infection, I know that I will not fully recover. The doctor told me so. I
believed I would die soon. It was a very difficult period I have ever had in my life” [22] (Male
participant, remarried, Yogyakarta).

“I am very concerned with the future of my children until now because I know that I could fall
sick and die any time and my children still need me, especially the youngest one. He is still at
high school, and I do not know how long I can hold on” [22] (Female participant, divorced,

Yogyakarta).

“I am thinking of my children because they are still kids. If I am not with them anymore (die),
who will look after them? People may reject them. This makes me very much worried and sad”
(Female participant, married, Belu).

Such beliefs also led to the participants feeling dissatisfied with themselves, as well as feeling

guilty towards their families. For instance, some male and female participants across the study

settings reported blaming themselves and felt regret due to neglecting parental advice, engage-

ment in risky behaviours (e.g., non-marital sex, unprotected sex and injecting drug use

(IDU)), through which they had acquired HIV. Such negative reactions (e.g., blame, regret,

dissatisfaction) towards their past experiences and behaviours, which had led to their current

situation of living with HIV, reflect their poor QoL, as illustrated in the following quotes:

“I blame myself because I did not obey the advice of my parents. My mom said, ‘you can min-
gle with anybody but you should know the limit, you need to filter whether they are good peo-
ple or not’. When I was in senior high school, I got acquainted with drug users and engaged in
free sex. . . .. if I listened to my parents’ advice, then perhaps I am a better person now” [22]

(Female participant, married, Yogyakarta).
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“I blame myself, for why I got involved in risky behaviour (unprotected sex and changing sex
partners over time). Now I must live with this disease (HIV infection) for the rest of my life”
[22] (Male participant, married, Belu).

The negative beliefs associated with HIV following their diagnosis seemed to also impact

them psychologically. Results from the survey showed that the difference in QoL in terms of

psychological condition between participants in Yogyakarta and Belu was statistically signifi-

cant (p = 0.001, Table 2). The majority of participants in urban Yogyakarta had lower QoL in

terms of psychological aspects than participants in rural Belu (63.0% to 21.7%) during the last

two weeks prior to the study. However, the qualitative findings suggested that psychological

challenges were experienced by most participants in both study settings at certain points fol-

lowing the diagnosis. These were reflected in a range of negative feelings or emotions, such as

feeling stressed, shocked, broken, desperate, losing the spirit to live, quickly getting angry or

the inability to control anger, and feeling pressured or dissatisfied with themselves or their

health condition. The following quotes illustrate negative feelings or emotions experienced by

the participants after diagnosis:

“The first time I was diagnosed with HIV, I was broken and desperate. I felt like the world was
dark. . . .. I was very much depressed, and it took a long time to recover. I was still desperate
after starting the medication (ART)” [22] (Female participant, widowed, Yogyakarta).

“I feel very much pressured with my condition (he was diagnosed with HIV two months prior
to the interview). Getting infected with HIV has had an extreme impact on me. All negative
thoughts and feelings always come to my mind, I feel very regretful about what is happening
to me and my wife (he transmitted the virus to his wife). It is very stressful, and I am desperate
due to this infection” [22] (male participant, married, Belu).

Despite all the negative personal beliefs associated with HIV and psychological challenges

and concerns the participants had gone through or experienced following their HIV diagnosis,

it was apparent that participants in both study settings considered their lives meaningful, with

the majority emphasising how important or meaningful they were for their families, especially

children. The following stories show how participants considered their roles for their parents

and children and what their families expected from them as the main factors that supported

their positive view about life and their effort to fight the infection:

“Despite being infected with HIV, I still feel that my life is very meaningful, especially for my
children. They need me and I must be strong to keep working and prepare for their future. I
always try to stay strong and know that my life and role mean a lot to them” (Male partici-
pant, married, Belu).

“I feel like my life means a lot to my daughter, and I look strong because I want to try to do
something good for my child. She needs me, so I must continue to fight this infection” (Female
participant, widowed, Yogyakarta).

Influence of sexual and social relationships on the quality of life of PLHIV

HIV diagnosis had negative consequences on participants’ sexual relations, an indicator of

their poor QoL. Some male and female participants across the study settings described how

their HIV diagnosis had led to the fear of engaging in sexual activities as it could facilitate HIV

transmission to their spouses. Other participants explained how their feeling of
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disappointment towards their spouses who transmitted the virus to them influenced their

mood or desire to engage in spousal sexual relations:

“To be honest, I feel scared about husband-wife intimate relations. Thus, now we (the man
and his wife) hardly have sex, perhaps once or twice a month. I fear transmitting the virus to
my wife even though we use condoms. My wife already did the (HIV) test three times, and the
results were negative, but I am still scared. I feel scared every time we have sex” (Male partici-
pant, married, Yogyakarta).

“Since I found out that he (her spouse) passed this virus on to me, I don’t want to have sex
with him anymore (she was diagnosed with HIV a few months prior to the study). My mood
and desire to have sex with him have completely gone. Even every time we sit together, I
always feel mad at him” (Female participant, married, Belu).

Social relationships of PLHIV and support from others, including families and friends,

were also determinants of their QoL [33]. The results of the survey showed that most partici-

pants in rural Belu had lower QoL compared to the ones in urban Yogyakarta in terms of social

relationships (67.4% to 28.3%; p = 0.001, Table 2) during the last two weeks prior to the study.

However, it was apparent from the narratives of most participants in both study settings that

their social lives were negatively affected following the HIV diagnosis. It led to their experience

of perceived or external stigma and discrimination within families, communities and health-

care settings, which seemed to also influence their social relationships with others or their fam-

ilies and friends as illustrated in the following quotes:

“My parents asked me, ‘what kind of medicine are you taking every day and at the same
time?’ And then, I told my mom that it was HIV medicine. . . .. She was shocked and kept
silent for a few hours, and then said to me, ‘you are comfortable living in Yogyakarta and
with your job over there, it is better you do not come back to Semarang. In our family, there is
no one like you, . . .., no one has the same disease (HIV infection). . . .. It is better if you stay in
there and do not come back here. I never go back home up to now, and our relationship is cut
off” [22] (Female participant, single, Yogyakarta).

“There are neighbours who keep distance, do not want to be close to me (physically). They do
not want to get this disease (infection). Some of my friends who know (about his HIV status)
also leave me” [22] (Male participant, single, Belu).

Stigma and discrimination were reported to shape the attitude of the participants towards

others and led to the decision to hide their HIV status from others. The awareness of different

perceptions and reactions people had about HIV and PLHIV that drove discriminatory and

stigmatising attitudes and behaviour towards PLHIV was acknowledged by some participants

in both urban and rural areas. This supported their decision to hide their HIV status from

friends and families. However, non-disclosure of HIV status seemed highly likely to lead to a

lack of social support from families and others, which could have negative impacts on them:

“Only my husband (who is also HIV-positive) and I who know about my status. Other family
members do not know. . . .. My children do not know either. . . .. Neighbours do not know. My
husband and I have decided to hide it so that nobody knows about it. This is to avoid the pos-
sibility of negative impact because many people do not know about HIV, and everybody has
different perceptions about it. Some people avoid (PLHIV), while others say that people get
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HIV due to being naughty (having multiple sex partners), engaging in free sex” (Female par-
ticipant, married, Belu).

“I do not want other people to know my (HIV) status because I may get stigma and discrimi-
nation. . . .. It is better to keep it secret from others because many people do not have knowl-
edge about HIV, and stigma and discrimination against PLHIV often happen. . . ..” (Male
participant, married, Yogyakarta).

Level of independence and physical health following HIV diagnosis

Level of independence and physical health condition of PLHIV, which enabled or prevented

them from engaging in work or other daily activities, were indicators of their QoL [33].

Although there was a difference in terms of the level of independence between participants in

Yogyakarta and Belu (p = 0.001, Table 2), it appeared that the majority of the participants

across the study settings showed a relatively good level of independence and engaged in differ-

ent kind of activities (including participating in this study) and worked when the study was

conducted. They could independently travel either by their private vehicle or public transpor-

tation to do their work or access healthcare services. However, a few participants across the

study settings experienced difficulties and were dependent on family members to do their

activities or work:

“I feel like my body is not strong enough, very weak. I am still feeling weak, sometimes I feel
pain in my body. So, I cannot do many things by myself, my sister helps me a lot with the
things that I normally do, such as washing clothes, fetching water, and feeding our cow” [22]

(Female participant, widowed, Belu).

“I was diagnosed a few months ago and was hospitalised. I also have toxoplasmosis, so I am
having problems with my movement as you can see. I am collecting the medicines today and
coming here (interview) with my dad (his father drives him)” (Male participant, single,
Yogyakarta).

The data from the survey suggested that compared to participants in Yogyakarta, most par-

ticipants in Belu had lower QoL in terms of physical condition (71.7% to 13.0%) in the last two

weeks prior to the study (p = 0.001, Table 2). However, the narratives from the in-depth inter-

views showed that participants in both study settings had been physically affected by the infec-

tion at a certain point before or following diagnosis. For example, during the interviews, most

participants in rural Belu acknowledged having experienced poor physical health conditions

due to the infection, and these were indicated by the loss of weight and being regularly sick

prior to diagnosis:

“I have been losing body weight and getting skinnier like this (point to his body). I feel weak
physically. Hope this medicine can help (he was diagnosed with HIV a month prior to the
interview)” [22] (Male participant, single, Belu).

Similar narratives were shared by both female and male participants in urban areas in Yog-

yakarta, illustrating their experience of poor physical conditions due to the infection.

Decreased body weight, getting skinnier, having a very low CD4 count and feeling physically

tired and weak before or after the diagnosis were the signs of poor physical health condition

mentioned by the participants as a consequence of having HIV infection:
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“I was physically getting weak, but I was not sick. I was admitted to the hospital, but it was
not known what I was sick from. In the end I attended VCT. The next day I got the result
which was HIV-positive. My body weight decreased from 90 kg to 36 kg. My cheeks looked
very small, I was so weak physically, could not do anything. I gave up, I thought I would die”
[22] (Female participant, remarried, Yogyakarta).

A late diagnosis of HIV, the delay in initiating medical treatment, and the condition of also

having TB seemed to worsen the physical and health conditions of these participants. Partici-

pants across the study settings reported that they were diagnosed with HIV once they fell sick

or were admitted to the hospital, which indicated a late HIV diagnosis and treatment. Besides,

having another infection, such as TB, seemed to also worsen their physical and health condi-

tion. For some participants in both study settings, the weak physical condition they experi-

enced was also reported as influencing or making them dissatisfied with their level of

independence or ability to work leading to the decision to quit their job:

“Once I was diagnosed with HIV, my physical condition was already very weak, I fell sick and
was admitted to the hospital and tested positive for HIV. Before I started ART, I was also diag-
nosed with TB. So, I took TB medicine first and experienced negative side effects of the medi-
cine, I became deaf and nearly paralysed” [22] (Male participant, married, Yogyakarta).

“I stay at home for most of the time. I feel that my body is not strong enough as it was, so I can-
not farm anymore” [22] (Female participant, married, Belu).

“Having HIV disturbs me very much economically because I cannot work as I used to, I do
not feel strong. Before I got this HIV, as a construction worker, I could work both during day-
time and night-time. Now I cannot do the construction work, which was my source of income,
because I do not feel strong (physically)” (Male participant, married, Belu).

Discussion

This study focused on understanding in-depth views and experiences of PLHIV in Indonesia

about their QoL, in addition to presenting quantitative data on QoL from a WHO developed

instrument. Overall, the findings highlight several major and novel qualitative themes that

contribute to a better understanding of factors that impact the QoL of PLHIV following the

diagnosis. The themes include: (i) environmental factors for QoL; (ii) personal beliefs associ-

ated with HIV; (iii) sexual and social relationships and their influence on QoL of PLHIV; and

(iv) level of independence and physical health following HIV diagnosis.

Our study suggests that the unfavourable physical environment in rural areas impacted the

QoL of participants in rural communities in Belu district due to: HIV care services being

unavailable; long distance travel being required to the only HIV clinic; a limited number of

HIV-trained healthcare professionals; and the unavailability of public transport to access

healthcare services. Such poor environmental conditions were seen by participants as causing

difficulties in their access to HIV care services and dissatisfaction towards the management of

their HIV-related health conditions, which support previous findings in other settings in Asia

and sub-Saharan Africa [12, 24, 47, 48]. It is plausible to suggest that such conditions or limita-

tions could have also been the barriers that impede access to ART by the majority of PLHIV in

the district [17, 22]. These poor environmental conditions or limitations can be categorised as

system-level barriers to access to HIV care services, as highlighted in previous findings in

other settings [47, 49]. Given that HIV cases in the district have been reported for nearly 20

years [50], such poor environmental conditions, especially the limited availability and delivery
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of HIV care service in the district, could be an indication of a lack of priority or focus by the

local government to address HIV issue through policies and practices and allocate more

resources to support HIV programs or interventions. These conditions seem to be worsened

by the participant’s poor financial situations, reflected in difficulties in fulfilling their needs,

including access to healthcare, which is an important influencing factor for poor QoL as

reported in previous studies in other settings [15, 20, 21]. Contrary to Belu, the environmental

conditions in urban Yogyakarta were supportive of the QoL of PLHIV, as evidenced by: the

availability of HIV-trained healthcare professionals and HIV care services in VCT clinics, pub-

lic health centres and hospitals; and regular dissemination of information about the services by

non-governmental organisations and local health department through seminars, workshops

and monthly meetings. These seem to be the strong facilitators for participants’ access and

adherence to ART which are essential to supporting their physical and mental health and thus

their QoL [11, 51].

During the interviews, participants revealed the ways in which their negative personal

beliefs associated with HIV (e.g., untimely death, rejection by family and friends) had adverse

effects on their psychological state (an indicator of poor QoL). Although findings from the sur-

vey show differences in the experience of psychological impacts of HIV between participants

in both study settings, the qualitative narratives portray detrimental psychological conse-

quences facing participants across the study settings, which seemed to adversely impact their

QoL. The psychological consequences were reflected in a range of negative feelings or emo-

tions facing them following the diagnosis, which are consistent with the results of previous

studies [52–54]. It can be argued that the negative beliefs associated with HIV could be influ-

enced by HIV-related health illiteracy, lack of knowledge of HIV and/or cultural discourses,

which then get ‘taken on’ by participants. A lack of HIV literacy seemed to be influenced by

the limited availability and dissemination of information about HIV and HIV-related health-

care services within communities or groups of PLHIV, which has also been found in previous

studies globally [12, 22, 55]. The negative beliefs the participants had were also influenced by

their concerns and awareness of their poor health condition and the possibility of being ill at

any time, which increased pressure, worry and concern about their own lives and the lives and

future of their families, especially children. These seemed plausible as an ill-health condition

or untimely death may increase the burden of their spouses or families and could negatively

influence their children’s development, education and future [56, 57].

The study reports a novel finding on how spousal sexual relations and dissatisfaction result-

ing from the infection (e.g. fear of HIV transmission to spouse, anger, disappointment) influ-

enced participants’ QoL. As sexual life is a very important dimension of life, dissatisfaction in

sexual relations could negatively affect other aspects, including health and QoL of PLHIV. The

finding adds further evidence to the existing knowledge that has suggested a positive associa-

tion between depression, distress, anxiety, HIV stigma, HIV-related comorbidities, change in

body image, and reduced libido or changes in sexual desire of PLHIV [58–60]. HIV infection

also impacted the social relationships of participants, although some differences between the

two settings were reported in the survey. The influence was reflected in their experience of

stigma and discrimination, which were strong indicators or negative influencing factors for

their poor QoL. Negative socio-cultural, religious and moral values and perceptions associated

with HIV (e.g., HIV is associated with immoral behaviours, having multiple sex partners, sin,

curse from God) could be possible explanations for stigmatising and discriminatory attitudes

and behaviours of others towards PLHIV [18, 52, 61, 62]. It is therefore plausible to suggest

that participants had strong perceived and anticipated stigma, which influenced their attitudes

towards others and supported their decision for non-disclosure of their HIV status [62–64].

Non-disclosure of HIV status may significantly prevent them from getting social support from
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other people around them or accessing healthcare services, which may worsen their health and

QoL [22, 64, 65].

Our findings also suggest the influence of HIV infection on participants’ level of indepen-

dence and physical health condition. It is highly likely that some participants’ poor level of

independence or inability to engage in their work and activities was influenced by their poor

physical health, and this could also impact them financially and lead to the inability to fulfill

their daily needs. Despite lower QoL (from the survey) of participants in rural Belu in terms of

physical aspects compared to those in urban Yogyakarta, the qualitative data suggest that HIV-

related negative physical impacts were common experiences among participants across both

study settings. A late HIV diagnosis, the delay of the linkage to treatment, and co-infections

(e.g., HIV/TB) were exacerbating factors for HIV-related poor physical consequences experi-

enced by the participants, which are in line with previous findings [66, 67]. In addition, con-

sidering the limited HIV-related healthcare resources in rural Belu, it can be argued that the

level of adherence of participants in Belu to ART, the duration of their engagement in ART

and their poor economic circumstances could have also been influencing factors for their poor

physical health which also reflected their poor QoL.

Reflexivity of the researchers

An important aspect that should be acknowledged in research and the process of knowledge

generation is the role of researchers. This is necessary for several reasons, including: (i) to

account for personal interpretations, experiences and biases brought into a study by the

researchers, (ii) to provide balanced views and understanding from both the researchers’ and

participants’ sides and (iii) to enhance the trustworthiness of the study’s results [68]. In addi-

tion to a strong educational background in public health, all the researchers have extensive

research experience on HIV and other public health issues in different vulnerable and margin-

alised groups. As the researchers brought their educational background and research experi-

ence into the research, it is acknowledged that these aspects may have affected or contributed

to the topic explored in this study and the interpretations of the findings [69]. With the strong

educational background and extensive research experience, it is believed that the research was

properly designed and guided by adequate methodology and methods that fulfilled ethical

standards. For example, during the project development, the researchers were aware that HIV

is a very sensitive issue and that PLHIV are highly vulnerable individuals who might be chal-

lenging to reach. Thus, prior to the data collection, the researchers made contacts and solicited

support from HIV clinics in Belu and Yogyakarta to assist in the dissemination of the study

information sheets to initial potential participants through their information boards and

reception desks. The researchers also acknowledged that this study was not designed to claim

statistical generalisability of the findings. However, the richness of the findings or information

generated from this study can be useful to inform HIV policy and practice in the study settings

and other similar settings in Indonesia and beyond.

Limitations and strengths of the study

There are some limitations that need to be considered when interpreting findings from this

study. Firstly, the initial participant recruitment through HIV clinics and our snowball sam-

pling technique may have led to the recruitment of participants from similar social networks

and who were more likely to be taking ART. Consequently, PLHIV who were outside the social

networks of the current participants and were not on ART, may have been under-sampled.

This could have led to an incomplete understanding of the views and experiences of PLHIV

about their QoL. Secondly, we acknowledged that the snowball technique, which is a non-
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probability sampling technique commonly used in qualitative studies, is another limitation of

the quantitative findings. However, we are aware of some evidence showing the use of snow-

ball sampling in quantitative analysis [70, 71]. Also, due to the small number of participants

for the quantitative analysis and the nature of the qualitative approach, we do not aim to claim

statistical generalisability of the current findings. Thus, the current findings specifically reflect

the views and experiences of the current participants, which may be different from other

PLHIV in other settings with different characteristics. However, the strength of the study is

that it represents an initial in-depth qualitative exploration of QoL of PLHIV in the context of

Indonesia. It provides in-depth views and experiences of PLHIV about their QoL, which have

important implications for the government at local and national levels to address factors affect-

ing the QoL of PLHIV.

Conclusions

This study presents the views and experiences of women and men living with HIV in two dif-

ferent areas of Indonesia about their QoL. It reported that participants in rural Belu experi-

enced physical environment-related and financial challenges that led to difficulties in fulfilling

both their necessities and accessing HIV care services, which reflected their poorer QoL com-

pared to participants in urban Yogyakarta. Negative individual beliefs associated with HIV,

which impacted their psychological state, poor or dissatisfied sexual and social relationships,

poor level of independence and physical health conditions also contributed to a lower QoL of

participants in both urban and rural areas. The findings indicate the need for intervention pro-

grams that address the availability and accessibility of HIV care services to PLHIV within rural

communities and support the various physical, psychological, and financial needs of PLHIV in

both urban and rural areas. These can be implemented by providing supplements and nutri-

tious food, HIV counselling and door-to-door/community-based ART service delivery to

PLHIV, which may increase their engagement in and adherence to the treatment and improve

their physical and psychological conditions and QoL. Future qualitative studies with various

groups of PLHIV to gain comprehensive insights via their stories of how HIV infection has

affected their QoL are recommended. Similarly, as the quantitative findings suggest differences

in the QoL of rural versus urban dwellers living with HIV, future quantitative studies with

larger sample sizes are recommended.
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