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ABSTRACT
Introduction: Mental disorders remain a significant public health concern, often leading to
stigma and social discrimination, particularly for families caring for affected individuals. In
some cases, shackling (physical restraint) is still practiced due to limited access to mental
health services, further intensifying the burden on caregivers.
Objective: This study aims to explore the family experiences of stigma and emotional burden
in providing care for shackled individuals with mental disorders.
Method: A qualitative research design with a phenomenological approach was employed.
The study was conducted within the scope of the Pamekasan District Health Office, involving
families of mentally ill patients as participants. Inclusion criteria included participants who
had cared for restrained family members for over a year, were above 20 years old, willing to
participate, and able to communicate verbally. A snowball sampling technique was used,
where key informants assisted in identifying additional participants.
Results: Participants reported experiencing stigma related to their role in caring for family
members with mental disorders who had been restrained. The findings highlight
psychological and emotional reactions, as well as how participants navigate daily life amid
societal stigma. A key subtheme, "Emotions," describes their emotional responses, which
include sadness, anger, shame, and guilt—common experiences among participants.
Conclusion: This study concludes that family caregivers of individuals with mental iliness face
significant psychological distress due to stigma, primarily manifesting as sadness, anger,
shame, and guilt. These emotional responses stem from discrimination, stereotyping, and
societal labeling. Effective emotional management is crucial in helping caregivers cope and
respond constructively to stigma. The findings emphasize the need for supportive
interventions to enhance caregivers' emotional resilience and overall well-being.
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Introduction

People with mental disorders often face various forms of social stigma that negatively
impact their lives. This stigma arises from a lack of understanding and knowledge about
mental disorders, as well as widespread myths and stereotypes. Additionally, the discomfort
society feels when interacting with individuals with mental disorders reinforces this stigma,
causing them to be treated differently and even ostracized, sometimes by their own families
(Deshpande, 2018) . Families, as the closest support system and primary caregivers, are also
affected by this stigma. When caring for family members with mental disorders, they often
experience similar stigmatization, which can limit their access to social support, healthcare
services, and other opportunities that could improve their quality of life (Darban, 2021).

The stigma faced by families can be both external and internal. External stigma occurs
when families experience discrimination or negative attitudes from society, such as rejection,
ostracism, stereotyping, or even verbal abuse (Maiocco, 2017). On the other hand, internal
stigma arises when family members feel ashamed or develop negative self-perceptions due to
their caregiving role. The fear of societal stigma often discourages families from seeking
professional help or social support, which are crucial for providing optimal care. Furthermore,
this stigma can affect the quality of care they provide, as they may feel burdened or uncertain
about their role as caregivers (Philip,2009).

The prevalence of mental disorders continues to rise globally. According to WHO (2015),
the number of people with mental disorders worldwide has reached 516 million. In Southeast
Asia, about one-third of the population has experienced neuropsychiatric disorders (Yosef &
Titin, 2014). In Indonesia, data from the 2013 Basic Health Research (Riskesdas) revealed that
approximately 6% of the population aged 15 and older, or about 14 million people, experience
symptoms of emotional mental disorders such as depression and anxiety. Meanwhile, the
prevalence of severe mental disorders, such as schizophrenia, is 1.7 per 1,000 population, or
around 400,000 individuals. In East Java, the prevalence of severe mental disorders is recorded
at 0.22%, while the prevalence of emotional mental disorders reaches 6.5%.

Understanding the forms of stigma experienced by families caring for individuals with
mental disorders, especially those who have undergone physical restraint, is crucial.
Identifying these forms of stigma can serve as a foundation for designing interventions to
reduce its negative impact and improve the quality of care provided by families. Research on
social stigma and the emotional burden faced by caregivers is highly relevant, as it provides a
deeper understanding of their experiences and helps formulate strategies to enhance social
support and public awareness of mental disorders. Moreover, this research is expected to
offer recommendations for improving healthcare services and providing more effective
support systems for families, empowering them in their caregiving roles.

Objective
This study aims to explores family experiences of stigma and emotional burden in caring
for shackled individuals with mental disorders.

Method

This qualitative study explores the social stigma and emotional burden of families caring
for restrained mentally ill patients. Using a phenomenological approach, it aims to identify
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relationships and meanings related to this experience. Conducted within the Pamekasan
District Health Office, the study involves families of mentally ill patients as participants.

Participants meet the following criteria: (1) caring for a restrained family member for
over a year, (2) aged over 20, (3) willing to participate, and (4) able to communicate verbally.
The study employs a snowball sampling technique, with key informants guiding participant
selection.

Result
Sociodemographic of participants

This study involved 11 family members (Table 1) who met the inclusion criteria: caring
for individuals with mental disorders for at least six months, aged over 20, and able to share
their experiences. Participants were selected through purposive sampling from the
Pamekasan District Health Office.

Tabel 1. Distribution of Respondents' Data Characteristics (Family Members)

Characteristic N %

Sex

Male 3 27%

Female 8 73%
Age

36-45 2 18%

46-55 5 46%

56-65 0 0%

>65 4 36%
Employment Status

Unemployed 4 36%

Private sector worker 3 27%

Laborer 1 9%

Civil servant 1 9%

Farmer 2 18%

Education Level

No formal education 4 36%
Elementary school 1 9%
Junior high school 1 9%
Senior high school 3 27%
Higher educationn 2 19%
Relationship with the Patient
Mother 4 36%
Father 1 9%
Sibling 5 46%
Child 1 9%

Descriptive statistics of participant characteristics are presented in Table 1. The study
included 11 family caregivers of individuals with mental disorders (8 females, 3 males), aged
42 to 80 years. Their education levels varied from no formal education to higher education.
Most participants (7 individuals) were employed as civil servants, self-employed workers,
laborers, or farmers, while 4 were unemployed. The participants' relationships with the
patients included parents (4 mothers, 1 father), 5 siblings, and 1 biological child.
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Psychological Responses
A single theme emerged from family members' experiences of the emotional burden of
caring for individuals with mental disorders: Emotions (Table 2). The details are provided in
Table 2.
Table 2. Theme of Psychological Responses (Emotions) Identified and
Significant Statements from Family Members
Theme Subtheme Significant Statements
Emotions Sadness "Yes, | feel sad. My sibling hasn’t recovered, is confined. And this
affects my parents and other siblings too. People think we have a
family, but we don’t care for them." (P5)
"I'm sad, sir. People in the neighbourhood think our whole family
is crazy." (P7)
"Sometimes | feel tired, sad, angry, but what can 1 do? | just
accept it as God’s will." (P10)
Anger "I feel angry, but | suppress it." (P3)

"Yes, but what else can | do? It’s natural to feel angry. My child
gets mocked, and I’'m sometimes treated poorly. | hate it at
times." (P7)
"People only know how to blame. Do they think | asked for my
child to be sick? It makes me angry." (P11)

Guilt "I feel like this happened because of my own mistakes in the past.
| once did something wrong. Maybe this is Allah’s way of repaying
me." (P10)

"I feel guilty, sometimes | feel useless as a sibling." (P2)
Shame "I feel ashamed, sir. If | could choose, | would rather my sibling

were dead." (P6)

"When | meet people, | just want to hide." (P8)

"I feel ashamed, yes, because of my sibling, because of the insults
from the neighbours." (P9)

These themes illustrate participants' psychological and emotional responses to stigma
while caring for restrained family members with mental disorders, along with their coping
strategies. One subtheme, Emotions, captures feelings of sadness, anger, shame, and guilt,
which arise due to social stigma directed at them and their affected family members.

Sadness

Several participants expressed feelings of sadness when they and their families were
treated differently by society because they had family members with mental disorders. This
sadness stemmed not only from the condition of the ill family member but also from the
stigma they felt from others. The following quotes reflect the sadness experienced by
participants:

"Yes, | feel sad. My sibling hasn’t recovered, is confined. And this affects

my parents and other siblings too. People think we have a family, but
we don’t care for them." (P5)
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"I'm sad, sir. People in the neighbourhood think our whole family is
crazy." (P7)

"Sometimes | feel tired, sad, angry, but what can | do? | just accept it
as God’s will." (P10)

Anger

Some participants responded to the stigma with anger. While they understood that
society lacked awareness of their situation, feelings of anger and hatred still arose due to the
stigma they experienced. Participants revealed that even though they tried to accept their
circumstances, feelings of anger were difficult to avoid. Below are some statements from
participants:

"I feel angry, but | suppress it." (P3)

"Yes, but what else can | do? It’s natural to feel angry. My child gets
mocked, and I’'m sometimes treated poorly. | hate it at times." (P7)
"People only know how to blame. Do they think | asked for my child to
be sick? It makes me angry." (P11)

Shame

Shame was also a strong emotional reaction among participants. They felt ashamed of
society's perceptions of their family for having a member with mental disorders. This shame
led them to avoid social interactions and prefer to stay away from social gatherings. Here are
some participant statements about their feelings of shame:

"I feel ashamed, sir. If | could choose, | would rather my sibling were
dead." (P6)

"When | meet people, | just want to hide." (P8)

"I feel ashamed, yes, because of my sibling, because of the insults from
the neighbours." (P9)

Guilty

Some participants felt that the stigma they experienced was a result of their own past
mistakes. This guilt added to the psychological burden they felt while caring for their ill family
member. They believed that their suffering was a punishment or consequence of their
previous actions. The following quotes illustrate the guilt experienced by participants:

"I feel like this happened because of my own mistakes in the past. |
once did something wrong. Maybe this is Allah’s way of repaying me."
(P10)

"I feel guilty, sometimes | feel useless as a sibling." (P2)
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Discussion

The findings of this study revealed that the psychological response expressed by
participants primarily involves emotional responses. This theme focuses on how participants
react to the stigma they experience and feel, as well as how they live their lives under such
stigma. Participants emotionally reacted to the stigma they faced, leading to feelings of
sadness, frustration, anger, and guilt (Paul, 2017). These feelings were experienced by most
participants. This subtheme is divided into several categories: sadness, anger, shame, and guilt.

Several participants expressed sadness due to the way others treated the patient and
themselves. The study found that participants' sadness arose when they encountered stigma
and were treated differently by others. Participants also disclosed that they felt others
perceived the entire family as being "contaminated" by the mental illness experienced by the
patient, which deepened their sadness (Huggett, 2018).

Another category within the emotional subtheme is anger. Participants revealed that
the stigma they experienced triggered feelings of anger and hatred. While they acknowledged
that others were not entirely to blame, they struggled to suppress their feelings of anger and
resentment (Clement, 2015).

Participants also expressed shame as an emotional reaction. They felt ashamed of the
patient's condition and embarrassed when publicly humiliated. Moreover, some participants
disclosed feelings of guilt regarding their family member's iliness. Certain participants believed
that the stigma they and their families experienced was a consequence of their own past
mistakes (Catthoor, 2015).

A study by Abojabel and Werner (2016) also highlighted that stereotypes directed at
families can provoke feelings of anger and hatred. Similarly, Sanden et al. (2015) found that
parents and spouses often experienced stigma in the form of exclusion, blame, and negative
treatment, resulting in feelings of shame, guilt, and, at times, helplessness. Ling et al. (2018)
further supported this by stating that families with members suffering from mental disorders
often feel guilty and ashamed of their ill family member's presence.

Stigma refers to negative perceptions attached to an individual's existence, manifested
in the form of discrimination, stereotypes, and labeling. Four emotional reactions to stigma
were identified in this study: anger, sadness, shame, and guilt. Each emotional reaction
represents participants' expressions of their feelings toward the stigma they experienced.
Emotional responses play a significant role in participants' lives, as emotions reflect human
expressions in social interactions (Lam, 2010).

Emotions also function as a learning process that can be either positive or negative and
continues to develop. Effective management of emotional responses enables individuals to
regulate negative or harmful emotional expressions. Proper emotional management can lead
to constructive actions in addressing the stigma experienced by participants.

Conclusion

This study concludes that family caregivers of individuals with mental illness face
significant psychological distress due to stigma, primarily manifesting as sadness, anger,
shame, and guilt. These emotional responses stem from discrimination, stereotyping, and
societal labeling. Effective emotional management is crucial in helping caregivers cope and
respond constructively to stigma. The findings emphasize the need for supportive
interventions to enhance caregivers' emotional resilience and overall well-being.
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