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Abstract
Background: Karo District is one of the districts in North

Sumatera province where from 2016 to 2018 the number of HIV
sufferers increased dramatically to 384 people and then it
increased to 775 people up to September 2020. The aim of this
study was to explore the experiences of people with HIV/AIDS
and the experiences of the church members regarding people liv-
ing with HIV/AIDS (PLWHA). 

Design and Methods: Qualitative research design with
descriptive phenomenology approach. Data collection was carried
out by interviewing 34 participants in Karo District. The data
analysis in this study used the Collaizi technique. 

Results: Five themes were obtained from the results of the
study, namely the responses of the participants diagnosed with
HIV/AIDS, health problems faced by PLWHA, stigma and dis-
crimination, the support of family and church members given to
PWLHA, and family/church members’ expectations toward
PLWHA. 

Conclusions: Based on the findings of the themes, the role of
the National AIDS Commission of Moderamen Karo Batak
Protestant Church (GBKP) in responding to HIV and AIDS cannot
be optimally implemented because of some obstacles namely,
localization which is a determinant of the spread of cases, the
unavailability of service and ARV in all health centers, lack of sec-
toral cross-cooperation, very insufficient financial support from
the government, the role of nurses played only in the hospitals and
the stigmatism to those people with HIV/AIDS due to lack of
knowledge of HIV and AIDS. 

Introduction
Virus (HIV) is a virus that attacks the immune system. If HIV

is not well treated, it can cause AIDS (acquired immunodeficiency
syndrome) because when the virus attacks the human white blood
cells, the body is very vulnerable to contagion. The retrovirus that
integrates itself into the genetic material of the infecting cells
alters the host cells. The main host cells for HIV are CD4 lympho-

cytes that maintain the immune system. HIV/AIDS can be trans-
mitted through sperms and vaginal fluids during sexual contact,
the devices or needles contaminated with the HIV virus during
shared injection drug use, transmission from mother to fetus, and
HIV positive blood transfusions.

The United Nations in their program on HIV/AIDS stated that
they had an estimation of 37,9 million people with HIV/AIDS
around the world. Out of this number, 1,7 million of which were
new cases. In Asia Pacific 5.9 million people were estimated to
suffer from HIV : 46.000 people and AIDS: 640.000 people of
which were new cases.1 Meanwhile in Indonesia during the fourth
quarter, from October-December 2017, there were 14,640 new
cases where the highest percentage of HIV risk factors was risky
sex for heterosexuals (22%), followed by homosexuals (21%), use
of unsterilized syringes in IDU (2%), Whereas 4,725 people were
reported to suffer from AIDS as new cases.2 In North Sumatera
Province in particular there was a significant increase in the num-
ber of HIV positive and AIDS cases from 2015-2018. The record-
ed number of HIV cases consisted of 26.80% of women and
73.20% of men. Whereas the number of AIDS cases was recorded
at 24.40% of women and 79.80% of men.3

Meanwhile according, up to August 2019 the North Sumatera
Provincial Health Office had cumulatively recorded 9,362
HIV/AIDS cases consisting of 4,182 HIV cases and 5,180 AIDS
cases.4 At the same time Mr Ramadhan, the secretariat of the
National AIDS Commission of North Sumatera said that the num-
ber of HIV and AIDS cases in North Sumatera is still high with an
upward trend in number. From January to September 2019 there
were 71 people living with HIV AIDS in Karo District where there
is one National AIDS Commission of Moderamen GBKP (Batak
Karo Protestant Church).

Based on the initial interview with the head of the National
AIDS Commission of Moderamen GBKP it was stated that the
following actions have been taken: mentoring the HIV
Commission in Kabanjahe by providing guidance counselors to
775 people comprising 340 referred clients, 25 child assistance,
164 people at the shelters, 130 case managers and 116 people for
post rehabilitation. At present 96 clients (66 men and 30 women)
are being mentored. The data shows that the performance of
Moderamen GBKP in preventing HIV/AIDS has been maximized,
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Significance for public health

The data shows that the performance of Moderamen GBKP in preventing HIV/AIDS has been maximized, but the awareness of church members to accept people
living with HIV/AIDS (PLWHA) is still insufficient. Although education has been provided through churches and schools, there are some barriers from the com-
munity stigmatizing and discriminating PLWHA. In conclusion, the outreach and cross-sectoral cooperation related to HIV/AIDS prevention has not been max-
imal. Therefore, the number of PLWHA keeps increasing every year. This study wanted to see the HIV AIDS rate continues to rise annually due to lack of self-
awareness to prevent HIV/AIDS, for which the government and local churches in Karo District have attempted to do so. 
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but the awareness of church members to accept people living with
HIV/AIDS (PLWHA) is still insufficient. Although education has
been provided through churches and schools, there are some barri-
ers from the community stigmatizing and discriminating PLWHA.
In conclusion, the outreach and cross sectoral cooperation related
to HIV/AIDS prevention has not been maximal. Therefore, the
number of PLWHA keeps increasing every year. As a result of
these problems, the HIV AIDS rate continues to rise annually due
to lack of self-awareness to prevent HIV/AIDS, for which the gov-
ernment and local churches in Karo District have attempted to do
so. The general objective of this study is to explore the experiences
of the people living with HIV and AIDS, church members and
nurses in the context of preventing HIV / AIDS transmission in
Karo District.

Design and Methods
This research design used a qualitative phenomenological

approach with data collection techniques completed through in-
depth interviews and document review of HIV/AIDS reports. The
data analysis in this study used the Collaizi technique. The popu-
lation and samples in this study were the people living with
HIV/AIDS (PLWHA), the church members and Pastors. The place
and time of the research were in Karo District, North Sumatera,
from April to November 2020. In this study researchers were part
of the research instrument. This study has been approved by ethics
committee Faculty of Nursing Universitas Indonesia, Depok with
number SK-276/UN.2.F12.D1.2.1/ETIK.FIK.2020. For respon-
dent who participated in the research, fill out the Informed consent
form. The respondents who agreed to participate in this study
received a characteristic questionnaire to identify their characteris-
tics, including age, sex, job, and phone number.

Results

Characteristics of participants 
There were 34 participants aged between 17 and 70 in this

study: 20 participants were men and 14 others were women. The
education level of the participants varied greatly from junior high
school (2 participants), senior high school (18 participants), school
for nursing 2 participants, midwife nursing school (1 participant),
undergraduate students (3 participants) and university graduates (8
participants). Among these 34 participants, there were students (4
participants), scavenger (2 participants), driver (1 participant),
farmers (5 participants), businessmen (10 participants), state
employees (2 participants), retired state employees (3 partici-
pants), private employees (3 participants), and Pastors (4 partici-
pants). Out of 34 participants, 8 lived with HIV/AIDS and 26 oth-
ers were non PLWHA. 30 members of the GBKP congregation
were among these 34 participants and 4 others were not. Among 8
PLWHA were 6 Christians, 1 Catholic and 1 Moslem. The charac-
teristics of these participants can be seen in Table 1.

Health problems faced by PLWHA
The problems experienced by PLWHA are physical, psychoso-

cial, social, economic and spiritual problems. The obstacles faced
by PLWHA are the problems that occur during experiencing
HIV/AIDS in preventing transmission. The participants experience
various obstacles that come from themselves, such as physical,
psychological, economic, social, and spiritual state. These barriers
can disrupt the life of PLWHA, their families, church members and
communities. Participant’s statement: 

“I saw that those infected with HIV had characteristics such as
cough, shortness of breath, weakness and pallor, I saw that their
faces were moldy, their mouths cancer sores, chapped lips “(P.17);

“..... I’m not proud of myself anymore. I became low self-
esteem person; I don’t like health workers; they tell my brother
about my illness. I tried hard to cover up my illness, no one knows.
And now I feel sad. They come to my house, they don’t want them
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Table 1. Characteristics of study respondents: gender, age, education, PLWHA, occupation and profession. 

Participant characteristics                    Sub-participant characteristics                                                                          Total

Sex                                                                             Male                                                                                                                                                              20
                                                                                    Female                                                                                                                                                         14
Age                                                                             Mean                                                                                                                                                             41
                                                                                    Range                                                                                                                                                         17-70
Education                                                                 Junior high school                                                                                                                                      2
                                                                                    High school                                                                                                                                                 18
                                                                                    Nursing school (SPR)                                                                                                                                2
                                                                                    Midwife                                                                                                                                                         1
                                                                                    Undergraduate student                                                                                                                             3
                                                                                    Graduates of higher education                                                                                                               8
PLWHA                                                                       Yes                                                                                                                                                                 8
                                                                                    No                                                                                                                                                                  26
Employment status                                                Student                                                                                                                                                         4
                                                                                    Scavenger                                                                                                                                                     2
                                                                                    Driver                                                                                                                                                            1
                                                                                    Farmer                                                                                                                                                          5
                                                                                    businessmen                                                                                                                                              10
                                                                                    state employees                                                                                                                                         2
                                                                                    Retired state employees                                                                                                                          3
                                                                                    Private employees                                                                                                                                      3
                                                                                    Pastor                                                                                                                                                            4
All participants came from the Karo tribe (100%).



to eat and drink in my house. “ (P.3); “... I still do good deeds to
PLWHA but keep my distance and distance when I meet ...” (P.10);
“I go to church every week but nobody knows that I have HIV, so I
still feel comfortable praying ...” (P.1).

Physical barriers seek disease of the gestational system, respi-
ratory system, system integument and genitalia. As to the social
barriers it is related to family attitudes. Because PLWHA has phys-
ical problems, they cannot work and their financial stance is also
affected. Below is the Participant’s statement:

“... Initially I complained of nausea, vomiting, fever, diarrhea,
and I looked skinny, then was treated at the Elfarina hospital.
During treatment there was no improvement for my health and the
nurse asked for an HIV test and then the result was positive and I
was referred to public hospital. ..... “(P.1); “... I have seen people
with HIV/AIDS with characteristics such as coughing, shortness of
breath, weakness and pale, I saw their faces were moldy, ...........”
(P.19).

Stigma and discrimination 
The stigma and discrimination of the community / church

members is still strong. The stigma that exists in society causes the
patients to be isolated by their families and church / community
members. Based on the interviews and observations, there is still a
high level of negative attitudes from family, community and
church members as evidenced by the results of the participant
interviews: 

“... I am afraid of getting infected and HIV is a dangerous dis-
ease, so they need to be placed in a certain place ...” (P.18, P.22,
P26); “... the neighbors are also getting away from us if we are
infected with HIV. People don’t want to communicate with PLWHA
because they are afraid of being infected” (P27). 

Support from family and church members to PLWHA 
In this theme, you will find families recognizing health

problems, making decisions, caring for clients with HIV/AIDS,
making environmental modifications and using health care
facilities. Families in providing care support to PLWHA in this
study were identified through participant statements regarding
support in the treatment and care. Here is the result of the
interview: 

“There are families who care for their family members and
provide treatment according to the needs of PLWHA, some bring
them to the village to look for alternative medicine” tambar Kuta
“to increase the patient’s immune system. There are families who
support treatment and some do not want to treat them so they
isolate PLWHA for fear of contracting to other family members,
but still provide medical expenses until they are healthy and can
work again. If PLWHA is healthy, they farm again, if PLWHA does
not have a job, we refer rehabilitation to the government for social
services to participate in training and capital assistance ... “ (P.33) 

Based on the results of interview research, the support of
families and church members for PLWHA is very good and field
notes show that the support of church members and moderation of
GBKP was through the formation of National AIDS Commission
of Moderamen GBKP where the National AIDS Commission of
Moderamen GBKP conducts preventing, mentoring, empowering
activities; and owns a shelter. The activities carried out from the
results of interviews with National AIDS Commission of
Moderamen GBKP are as follows: 

“……..We always educate PLWHA every month so that they do
not keep their health. The treatment we have is through the

Halfway House. We work together with hospitals and patients
usually like to stop by, the services we provide nutritious food,
there are therapies according to daily activities such as sweeping,
mopping so that the muscles that are already stiff become good
again. when it gets better, they farm again. For those who do not
have a job, and refer to rehabilitation with the government, the
social service division for training and capital assistance ....”
(P.33)

The expectation of the family and church members is
culturally appropriate to prevent HIV transmission

The role of the health officer including the nurse 
The family and church members expect the health workers and

services to perform properly so that the government programs to
prevent HIV transmission can be improved. This is because the
services in the hospitals and health centers are not optimal. Based
on the results of the study the performance of HIV/AIDS officers
at the Puskesmas (government-mandated community health
clinics) was not optimal as evidenced by the results of the
participant interviews:

“There are health workers and a team in the sub-district, but
only 4 Puskesmas in Berastagi, Kabanjahe, Mardinding,
Barusjahe, run properly although there are 17 Puskesmas that
have been set up by the SIHA (HIV/AIDS Information System)
team. This means 13 Puskesmas not running. Their reports are not
available, even though there are some residents being treated for
HIV / AIDS in the hospital .. ”(P.9). 

Health officers (nurses) provide services for the patients at the
Puskesmas, but they have not maximally provided services for the
patients due to insufficient time, and there are still some obstacles
for the health workers, for example they still work on priority.
Therefore, the target of screening and finding targets for HIV
positive sufferers have not been achieved. It was found out that
there were some PLWHA patients who had been diagnosed with
HIV/AIDS and treated at Kabanjahe and Adam Malik hospitals.

Attitude of empathy for church and church members 
PLWHA participants hope to get a good and empathetical atti-

tude from their family and church members in caring for them. The
attitude is expected to be responsive, patient, attentive and undis-
criminating. They should also have the motivation to keep up the
spirit, to work well and appropriately. When they stay with their
families, they want their family to give them empathetic care, thus
giving them enthusiasm to live. The results of the interview are as
follows:

“...now the family is very responsive to maintain my health
and I also take care not to infect my wife ...” (P.1); “…Church
members accept the conditions of PLWHA by visiting and pray-
ing” (P.14).

Cultural factors 
Karo people are very attentive to their family and they love

helping each other. The role of the church is to provide religious
guidance and counseling according to Karo culture. Below is the
result of the interview with the participants:

“… Karo culture has good customs where we support each
other between family members so that we do not let any family
members fall into spared bad behavior, such as becoming drug
abusers. They support and love each other because of the same
clan (family group)…” (P.22).
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Discussion

The response of participants diagnosed with HIV/AIDS 
The results of this study indicate that the reactions for the first

time being diagnosed with HIV/AIDS varied. The participants who
heard that their church members or their families for the first time
diagnosed with HIV showed denial reactions. They did not believe
they were exposed to HIV disease, so they became shocked, and
avoided the people around them with HIV. This is confirmed by the
opinion by Kubler-Ross,5 which states that an individual’s first
reaction to the bad health is getting shocked and disbelieved. 

Meanwhile it takes time for the people living with HIV/AIDS
to accept themselves and their families diagnosed with HIV/AIDS.
In this study, it was found that there was a response from PLWHA
and their family or church members to accept their condition by
helping to care for them and support them financially. According
to Suddarth and Brunner acceptance of the person with HIV
toward the condition.6 This will help maintain the quality of his life
to plan for a better future. Because the quality of life is closely
related to physical, psychological, spiritual and social health it is
often measured in the evaluation of the impact of HIV interven-
tions in different target populations.7

Health problems faced by PLWHA 
The quality of life of PLWHA itself is quite susceptible to

decline because of physiological as well as psychological prob-
lems. PLWHA is very susceptible to disease due to HIV infection
which damages the immune system. This decline in the immune
system will cause PLWHA to experience flu-like symptoms, such
as: weakness, prolonged coughing, fever, headache, muscle aches,
poor appetite, nausea, swollen glands, and patches on the skin.8

Pardita states that PLWHA are generally in a condition that
makes them feel near death.9 Patients who are declared to have
been infected with HIV will experience physical, psychological,
social, and spiritual problems. The psychological problems that
arise are stress, low self-esteem and anxiety. Whereas Ruth
Beckmann Murray and Judith Proctor write that the spiritual
dimension tries to be in tune with the universe, and strives for the
answers about the infinite, and comes into focus when a person
faces emotional stress, physical illness, or death.10 

In this study, PLWHA paid attention to their cleanliness and
did not let them get infected by their families. This study is in line
with Rachmawati, who states that the level of awareness in main-
taining health owned by all PLWHA is different because this is
influenced by the attitude of each PLWHA in assessing health and
how the PLWHA behaves in a clean and healthy life.11

Stigma and discrimination 
The public’s lack of understanding about HIV/AIDS is one of

the factors causing stigma and discrimination. Stigma and discrim-
ination will trigger human rights violations to occur among people
living with HIV (PLHIV) and their families. Stigma and discrimi-
nation can lead to the severity of the HIV/AIDS epidemic. This
will hamper efforts to prevent and fulfill the lack of access to
HIV/AIDS services and treatment.12 

According to Suddarth and Brunner, PLWHA often gets stigma
due to the virus that infects them. PLWHA are often referred to as
people who suffer from sexual or gay deviations, naughty women,
and wrong relationships.6 Through this stigma, PLWHA are then
ostracized and without realizing that this action has actually affect-
ed PLWHA’s psychological condition. This has led PLWHA to the
conditions of stress, depression, hopelessness. Likewise, with their

families, families must be able to accept PLWHA with a big heart
and do not discriminate against them, sometimes it is not easy to
raise the spirit of PLWHA. This happens especially to PLWHA
who are mentally weak, unable to accept the realities of life.13 

Therefore, people living with PLWHA will exhibit levels of
HIV-related stigma,14 which may be related to influence, behavior,
and well-being among people living with HIV.15 Meanwhile,
church members must also have knowledge on how to prevent
HIV/AIDS by increasing the capacity of the church in helping
PLWHA. This is in line with research in Nigeria, where the Church
supports health promotion, capacity building, financial resources,
social support, spiritual care, and denominational support.16

Support from family and church members to PLWHA 
The findings of the research show that PLWHA is found out

when they are already in the AIDS phase that allows them to
receive a report or referral from the hospital and are referred to a
halfway house because there is rejection from their family or fam-
ilies who are afraid to accept them in the same house. This research
is in line with the research in India, where families or communities
will provide support for isolation, separation or rejection so that
the stigma of HIV/AIDS is known to reduce people’s ability to
access health services.17 If the family is not supportive, they can
become anxious and depressed. Families need to provide support
for their members who suffer from HIV/AIDS in order to prevent
depression.18

Where the family will help solve problems for family mem-
bers. People living with HIV/AIDS need support because this is a
chronic disease and requires comprehensive treatment.19
Friedman, Bowden and Jones convey that one of the basic func-
tions of the family is to fulfill the health of family members who
are sick the goal of which is to meet family needs effectively.20
Caring in this study describes family activities in providing care to
family members who are sick. This study is consistent with among
PLHIV in India, reportedly causing stigma of discrimination, redu-
ced access to care in health care settings, decreased adherence to
ART due to fear of disclosure, and reduced disclosure rates to part-
ners and families, potentially increasing the likelihood of transmis-
sion.21

The expectation of the family and church members is
culturally appropriate to prevent HIV transmission

Families and church members should be empathetic when pro-
viding care at home and in the hospital. The family’s empathy atti-
tude towards PLWHA will encourage them to live hopefully. They
want to hang out and have many friends who can encourage them
to fight against HIV/AIDS and of course they still have high
dreams to achieve their goals.22

The families and church members hope that to prevent HIV
using condoms when having sex is a must. Maintaining good rela-
tionships and being obedient to worship are also good ways to pre-
vent HIV/AIDS transmission. This is reinforced by the results of
the research that factors at the individual level are knowledge,
motivation and readiness to consistently use condoms in adequate
situations to prevent transmission.23 HIV is a health problem, not a
disgrace, so the importance of prevention and support is closely
linked. HIV can affect anyone, so with good support the measures
to prevent others from transmission will be successful if the patient
feels comfortable with their family and society.24

Church members as well as Moderamen GBKP strongly sup-
port HIV prevention with the running program of the National
AIDS Commission. This study is in line with several previous stu-
dies that have shown progress in integrating HIV prevention acti-
vities in churches in various places, including the United States
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and South Africa.25,26
HIV is a virus that damages the immune system by infecting

and destroying CD4 cells. If HIV is not well treated, it can cause
AIDS (acquired immunodeficiency syndrome) because when the
virus attacks human white blood cells, the body is very vulnerable
to contagion. The promotion of HIV/AIDS prevention is a program
of the government and religious institutions. One of the ethnic
Protestant religions also plays a role in HIV prevention and control
through the National AIDS Commission of Moderamen GBKP.

Moderamen GBKP has improved communication, informa-
tion, and education about HIV/AIDS increased the use of con-
doms, increased prevalence of sexually transmitted infections,
increased prevention of mother-to-child HIV transmission and
increased universal awareness. The Karo District Government has

made efforts to prevent VCT services and treatment of PLHIV.
Moreover, besides that, in these efforts, there are prohibitions and
challenges. The obstacles that occur are the low level of HIV
knowledge, the lack of public awareness and understanding of the
dangers of HIV/AIDS, and existing HIV/AIDS stigma and discri-
mination. 

The church member and nurses should improve the health pro-
motion efforts on HIV/AIDS through socialization in the churches
and family service (‘PJJ/Perpulungan Jabu-Jabu’) to reduce stigma
and discrimination against PLWHA. There is an increase in
HIV/AIDS services in Puskesmas and in working with cross-sec-
toral and cross-religious. The District Government of Karo
Programs are further improved to prevent the areas at risk of HIV
transmission.
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