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Abstract
Background: The stigma experienced by cancer patients stems from the association of cancer with death, as
cancer is the most feared disease worldwide, especially among cancer patients and their families. The stigma
regarding breast cancer screening behaviour has not been critically evaluated and is poorly understood; therefore,
we aimed to analyse the stigmatization of breast cancer patients in Indonesia to reduce the morbidity and
mortality of breast cancer.
Methods: A qualitative study using a focus group discussion (FGD) and in-depth interviews with thematic analysis
was conducted.
Results: One informant experienced breast pain and kept the referral letter, in which the medical doctor advised
medical treatment, to herself for 3 months due to her embarrassment. A traditional healing practice known as
‘kerokan’, which involves scraping of the skin, and consumption of a traditional drink were used by most informants
to decrease their breast pain. Finally, most informants were diagnosed with an advanced stage of cancer when
they returned to the health care facility. In addition, financial difficulties were noted as barriers to breast cancer
screening in Indonesia.
Conclusions: Feelings of fear and shame when diagnosed with breast cancer were reported by the informants in
this study. Alternative treatment known as ‘kerokan’ was the first treatment sought for breast cancer symptoms due
to financial difficulties among breast cancer patients. Informants were diagnosed with an advanced stage of cancer
after they returned to the health care facility. A better understanding of early breast cancer symptoms could
motivate women to seek out breast cancer treatment.
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Background
The stigma experienced by cancer patients stems from
the association of cancer with death, as cancer is the
most feared disease worldwide, especially among cancer
patients and their families. Breast cancer is the most
common cause of cancer death among women worldwide, including in Indonesia. Additionally, the incidence
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of breast cancer is ranked second among all cancers,
representing 1.4 million new cases around the globe [1–
3]. According to the World Health Organization (2014),
of all non-communicable disease deaths in Indonesia,
13% are caused by cancer. More importantly, breast cancer when first diagnosed in women in Indonesia is often
at an advanced stage. According to the World Health
Organization, breast cancer can be successfully treated if
diagnosed at an early phase and the patient makes lifestyle changes. Numerous previous studies have revealed
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that most patients with cancers diagnosed at an advanced stage had a poor prognosis [4–6].
Most breast cancer deaths in developing countries
such as Indonesia result from a very poor awareness
of breast cancer [7], lack of biomedical treatment [8],
and breast cancer stigma [9]. Breast cancer stigma
and misconception of screening methods were identified as potential factors that delayed medical helpseeking behaviour in patients with breast cancer signs
and symptoms [10].
Moreover, in Indonesia, as a developing country with
no routine national mammography or clinical breast
examination programme due to the limited number of
health care facilities, most breast cancer patients are diagnosed at an advanced stage, as reported by the Health
Ministry of the Republic of Indonesia in 2016. Indonesians represent many groups and cultures, and breast
cancer stigma is strongly influenced by culture and beliefs. The stigma regarding breast cancer screening behaviour has not been critically evaluated and is poorly
understood; therefore, we aimed to analyse the
stigmatization of breast cancer patients in Indonesia to
reduce the morbidity and mortality of breast cancer.
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family support, and health insurance coverage for the
medication [12]. The discussion provided meaningful information from other survivors as well as a support system. In-depth interviews were used to complete and
integrate the information from the discussion about the
role of family member support in the patient’s life. Family members completed in-depth interviews to explore
their role in the quality of life of breast cancer patients.
Data analysis

Each informant was identified in each portion of the
data analysis, and all the data were managed by the researcher. All the audio-recorded interview sections were
transcribed in the informants’ language (Indonesian language) by the research assistants [13], [14]. All the transcripts were checked against the recordings by the
researcher, and each topic was related to the aim of the
study using the research framework (health belief
model). Regarding the incorporation of different information, triangulation of data sources was performed
with two family members from different informants who
were interviewed. Finally, all data in this study were
identified and analysed based on the themes emerging
from the data.

Methods
Study design and sample population

Results

This study was conducted in October 2017 in
Yogyakarta. Using purposive sampling, eight women
with breast cancer were interviewed in the PKU
Muhammadiyah Hospital in Yogyakarta. Purposive sampling was used to obtain data that were suitable for the
purposes of the study by careful selection of the informants [11]. The participants were chosen with certain
criteria; namely, they were selected from oncology patients at PKU Muhammadiyah Hospital, they received
treatment at least 6 months before the data collection
was conducted, and they agreed to participate in the
study. The research and development department staff
of the hospital provided the data on the outpatients that
we needed. We found fifteen women with breast cancer
during 2016–2017 from the list of the patients. Then, we
contacted the participants by cellular phone. Five persons had died, another three persons declined to be
interviewed, and one patient could not be contacted. Ultimately, six breast cancer survivors agreed to be interviewed. We also conducted interviews with two the
family members of the participant: Aster 48 years old
(younger sister of Lily), and Camellia, 40 years old (younger sister of Jasmine).

Demographic features

Data collection

In this study, focus group discussion (FGD) and indepth interviews were used to collect the data. FGD was
used to explore patients’ perception of breast cancer,

Indonesian women over 30 years old with breast cancer participated in this study. Eight participants represented the primary informants in this study. All
informants worked as housewives. The majority of informants were diagnosed with stage 3 breast cancer.
A detailed description of the informant information is
presented in Table 1.
Early diagnosis of breast cancer

The majority of informants experienced different feelings when they were first diagnosed with breast cancer.
The majority of informants reported pain in the breast
and/or chest that pierced into the back and the detection
of a lump in the breast. When the informants felt breast
pain, they were treated with scraping, also known as
‘kerokan’. Pain in the breast was considered a symptom
of colds. The term ‘kerokan’ itself describes a traditional
healing method among Javanese people that involves
scrapping the skin over the spine. The purpose of this
treatment is to reduce the cold or pain. This finding was
supported by in-depth interviews with the informants:
“... Starting in the beginning of 2016, I received examinations in the surgical ward for breast complaints and pain when standing up that reached to
my back. Sometimes I felt pain in my chest, especially on the left side. It was like a heart attack…so
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Table 1 Demographic characteristics of breast cancer patients
No.

Participants (Pseudonym)

Age

Marital Status

Job

Level of Education

1.

Rose

47

Married

Housewife

Senior high school

2.

Jasmine

44

Married

Housewife

Senior high school

3.

Bougainville

57

Married

Housewife

Senior high school

4.

Orchid

51

Married

Housewife

Junior High School

5.

Daisy

43

Married

Housewife

Senior high school

6.

Lily

57

Married

Housewife

Junior High School

7.

Aster

48

Married

Housewife

Senior high school

8.

Camellia

40

Married

Housewife

Senior high school

painful. I went to the doctor and was diagnosed with
breast cancer. I always take care of my health, and I
often do breast self-examination (BSE). However, the
pain of a lump appeared in the left breast..” (Orchid).
Another informant disclosed what her experiences had
been since mid-2013. Her complaints were feeling soreness, as when having a cold, and finding a lump upon palpation of the breast. The informant was afraid to follow
up on her health status with the doctor and felt ashamed
that the doctor performed palpation. Informants preferred
the use of traditional self-healing to cure their pain (reduce the pain in the breast). Traditional treatment involved the consumption of white turmeric, boiled soursop
leaves, Japanese ants, and moringa leaf. After she took the
traditional medication, the lump in her breast became larger, but she still did not tell her other family members.
The informant sought out medical treatment and met
with a female doctor. The first doctor she met diagnosed
her with breast cancer and then referred her to the hospital. The informant was diagnosed with stage 3 cancer.
At the time of the referral, the informant did not go directly to the hospital and kept the referral letter for 3
months. During those 3 months, the informant experienced chest pain, a red rash, blood and mucus drainage
from the nipple, and nipple peeling and wounds and used
an ointment that she purchased alone at the pharmacy.
The informant ultimately felt the need to visit the hospital
again and ask for a referral letter to return to the health
care facility. Doctors suggested that she visit the hospital
promptly before the disease worsened. The doctor’s advice
motivated the informant to seek treatment after 4 years of
keeping her diagnosis a secret. Informants needed time to
communicate with close relatives (husbands and children)
if they were to undergo an operation.
“ I was afraid of bothering and saddening my family
if I explained that I have breast cancer. I kept my illness a secret for several years until the doctor finally
forced me to undergo breast removal surgery”
(Lily).

Psychology, attitude, and social support (family members
and neighbours)

Most of the informants felt shocked when they were diagnosed with breast cancer. They tried to hide it from
their family. Some informants also experienced feelings
of acceptance of their fate, but they had concerns about
the high cost of treatment. The informants felt that the
national Indonesian health insurance known as Badan
Penyelenggara Jaminan Sosial Kesehatan (BPJS Kesehatan) was helpful, although the financial assistance provided by the national health insurance did not
completely cover all types of services. Laboratory examinations and early-stage examinations are not paid for by
Indonesian health insurance. These findings were supported by the following in-depth interview:
“... I gained motivation from friends who suffer from
the same pain and are even younger than me; got
support from children, so I did not feel alone; close
family support became closer during the pre-time
and post-operation process” (Rose).
“… Yes I used the BPJS Kesehatan .. Alhamdulillah
(read: Thank God) the BPJS Kesehatan helped me a
lot to ease my medical expenses, although not all
are free. I did several laboratory tests before the operation and I had to pay for it by myself” (Daisy).
The family member of the patient also said that she always supported her sister. Supporting acts for instance,
were to accompany her sister to the hospital, give a massage to her sister when the pain arose, to remind her sister
to take her medicine, and most importantly, to provide
encouragement to improve her sister’s mental wellbeing.
“…I always accompany her to get a medication at
the hospital…her husband left her, so I have to help
her. I have to support her in every moment, including taking care of her two children. I am pretty sure
she will be healthy” (Aster).
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“…I know it is very hard for her…she must lose one
of her breasts…as a woman I know what she felt.
She lost weight; she is so thin. I understand it would
be difficult to accept an unhealthy condition. Sometimes, I make jokes with her to support her, and I
always remind her to take the drugs. I also said to
my sister, ‘you have to be healthy for your family,
your children” (Camellia).
Communication between doctor and patients

Most of the research informants explained that they
needed detailed information about the disease from the
doctor. Four of the informants said that the doctor did
not explain the disease clearly. Some informants mentioned that doctors who examined them were not communicative in conveying the patients’ health condition,
and thus they felt worried about their condition. This
finding is based on the results of in-depth interviews
with informants as follows:
“... Doctors should provide as much information as
possible about the illness and stages suffered by the
patient, provide a transparent explanation of the lab
results so as not to make the patient feel anxious
guessing and guessing about cancer they are
experiencing” (Bougainville).
“ …I did not get detailed information about my disease. The doctor just said. I have a cancer in my
breast, it is the third stage, and he asked me to have
surgical procedure. I was shocked….. I did not even
know what kind of the disease I had. At that time, I
just thought would I forfeit one side of my breast?”
(Orchid).

Discussion
Breast cancer has the second highest incidence rate
across all types of cancers and ranks as the fifth highest
cause of cancer deaths overall [15]. Delays in presentation and diagnosis are major determinants of breast cancer survival [16]. Perceptions towards breast cancer
screening and diagnosis have an important role in the
early diagnosis of breast cancer. Women who have
healthy beliefs regarding breast cancer will enjoy an improved quality of life after receiving breast cancer treatment, including breast cancer screening [17]. However,
the present research found that Indonesian women had
negative perceptions towards breast cancer screening because of their experience of fear and shame.
Previous research also showed that the fear of discovering cancer, embarrassment, and fear of the screening
procedure were among the most commonly reported
personal or cultural barriers to using the screening
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service [18]. Other research studies found that fear of
suffering from the disease received the highest score of
all reasons for fear, and this fear might contribute to the
reduced willingness of women to be screened and to
learn of their disease [19]. Asian women are generally
more private in their perceptions of their body and less
receptive to revealing private parts of their body even to
health personnel [17]. This explains why many informants in this study felt shame due to breast cancer
screening. The feeling of shame led Indonesian women
to receive a complementary alternative treatment known
as ‘kerokan’ and to consume white turmeric and Japanese ants. Complementary alternative treatment is valued, more convenient, and more widely available and
affordable than modern medicines [17].
Indonesian women in this study also faced financial
barriers because the national Indonesian health insurance, known as BPJS Kesehatan, did not completely
cover all types of services. Several articles have mentioned that low income is one of the key barriers to early
diagnosis. Although health insurance can help cover the
costs of services, it was also noted that most women
with an income are able to afford their own transportation, hence improving their accessibility to health care
centres [17].
This study revealed not only the barriers that Indonesian women face regarding breast cancer screening but
also how they cope with their breast cancer status. In
this study, the informants received social support from
family and other cancer survivors to face breast cancer,
and they also gained strength through prayer. Adequate
social support from close people, such as family, friends
and neighbours, significantly improved the quality of life
of breast cancer patients [20]. Support from peers can
lead to disclosure of more personal information, the discussion of more private stories, and the exchange of
more emotional support; in addition, these patients seek
less help but provide more support and shift their interest from cancer diagnosis to cancer treatment [21].
These supportive resources can be emotional, physical,
informational, and companionship-related [17]. Prayer
may invoke a relaxation response, which in turn may
positively affect their health and overall well-being [17].
We acknowledge that a limitation of this study is the
sampling of informants from health care facilities. The
informants may reflect certain characteristics of women
who may have better health-seeking behaviour than
other women. Therefore, conducting this study in the
community would provide a better representation of
breast cancer screening in Indonesian women.

Conclusions
In conclusion, feelings of fear and shame related to
breast cancer were identified in this study. Alternative
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treatment using scraping known as ‘kerokan’ was the
first treatment sought for breast cancer symptoms due
to financial difficulties among patients with breast cancer. A better understanding of early breast cancer symptoms could prompt this population to seek out breast
cancer treatment.
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