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Introduction

The prevalence of schizophrenia in Indonesia
every year always increases. According to the WHO [1],
there are 23 million who have schizophrenia. This
number increased from 21 million in 2017. Results of the
2013 Basic Health Research in Indonesia prevalence of

Abstract

BACKGROUND: Schizophrenia is a severe neurobiological brain disorder that continues and has poor insight
so that it affects the functioning of the lives of individuals, families, and communities. Caregivers of people with
schizophrenia had more stressed because of the nature, symptoms, and prolonged duration of iliness of people with
schizophrenia.

AIM: This study aimed to determine the family’s experience in the practice of caring for people with schizophrenia
in the family in West Sumatra.

METHODS: The research population was families who cared for people with schizophrenia in Sumatera Barat
and have been caring for people with schizophrenia for more than a year. It had determined with the purposive-
sampling method with an in-depth interview technique. The researchers, the main instrument, explore the caregiver’s
experience through five family development tasks.

RESULTS: The results of this study obtained five major themes, namely, recognizing problems, making treatment
decisions, how families treat people with schizophrenia, difficulties faced by families, and utilization of health services.

CONCLUSION: In caring for people with schizophrenia, the family has carried out care tasks in the family, namely,
recognizing problems, making decisions about treatment, families caring for sick family members, and families can
take advantage of health services optimally.

Caregivers with schizophrenia spend more
time caring for them. This condition interferes with work,
conflicts with children and other relatives, and increases
the emotional and psychological burden associated with
depression on caregivers [10]. Depressed caregivers
can influence their behavior toward care recipients by
producing physical violence or verbal abuse against
people with schizophrenia [11], [12].

people living with schizophrenia of 1.7/1000 population

increased to 6.7/1000 households in 2018 [2], [3].
According to the Basic Health Research in 2018 in
Indonesia, schizophrenia in West Sumatra was in the
4" rank with a prevalence of 9.1/mile.

Based on the above background, the research
problem could formulate through the following research
questions: How is the experience of practicing people
with schizophrenia care in families in West Sumatra?

The results of Chen’s research [4]; 50-80% of
people with schizophrenia will live with their caregivers
and depend on housing, emotional and financial

support. The quality of parenting greatly influences Methods

the care of people with schizophrenia. Several studies

report a high level of burden experienced by caregivers

of people with schizophrenia [5], [6], [7], [8]. Research This study aimed to determine family

experiences in the practice of caring for people with
schizophrenia in families in West Sumatra. The research
population is the entire people with schizophrenia
family residing in West Sumatra and has cared for
people with schizophrenia for more than a year. It was

in China found that caregivers who live with people
with schizophrenia feel more burdens in the form
of difficulties in caring for, disrupted routines, and
assistance provided by caregivers (home and housing
management) [9].
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determined with the purposive sampling, and based on
that, eight caregivers had determined as respondents.
The inclusion criteria in this study were caregivers living
in one house with schizophrenic patients, had Minang
ethnicity, and resided in West Sumatra. Meanwhile,
the exclusion criteria were family members who were
not yet adults and did not take care of them directly.
The researcher collected data using the instrument in
qualitative research, interview guidelines, written notes
that the researcher met about what was heard and seen
during the interview, and a voice recorder.

Results and Discussion

In this study, we got an overview of the
experience of caring for people with schizophrenia in
families in West Sumatra in the form of five significant
central themes as follows:

Identifying problems

Families who care for people with schizophrenia
at home are familiar with the problems faced by family
members well, such as recognizing the signs and
symptoms of recurrence.

“

His anger likes to say dirty words,
sometimes he stomps his feet, he once hit me, he gets
angry for no reason...” (R2).

“...If the emotions are out of whack and say
dirty words...” (R4)

Caregivers with more knowledge and skills
are more likely to adopt positive coping strategies.
This situation indicates further evidence of a positive
relationship between knowledge and skills care with
various health outcomes and inform subsequent
psychoeducational interventions to improve care
outcomes for people with schizophrenia [9]. Several
previous research results show that when caregivers can
recognize the problems people face with schizophrenia,
the perceived burden of care will decrease [13]. The
present studies also show that increasing parenting
knowledge and skills can relieve psychological stress,
such as stress, anxiety, and depression [9].

Caregivers were who did not know experienced
disease people with schizophrenia, which was
expressed by Respondent 1:

“....Yes, for information on home care, | do not
know how I should just pay attention...” (R1).

Caregivers who are not familiar with
schizophrenia are more likely to hold false beliefs
about schizophrenia. They think that the cause of
schizophrenia is the result of witchcraft or drug abuse.
Caregivers usually have a pessimistic view of people

with schizophrenia [14] and lose hope for people with
schizophrenia recovery, which causes psychological
distress [15]. Thus, increasing knowledge about
schizophrenia and skills can help caregivers change
their attributions about the causes of schizophrenia to
understand better the challenges faced by people with
schizophrenia and take more active steps when a crisis
occurs [9].

Taking care decisions

In carrying out the role of care in the family,
caregivers of sick families must provide care.

...... If it relapses, | take it to the primary health
care and ask for a referral to the RSJ...” (R6)

Usually, family members do not leave their
sick relatives, take responsibility, and take care of
other family members, even though they face financial
difficulties and social [16]. Higher levels of parenting
knowledge and skills allow them to assume more
responsibility and provide better support for their loved
ones with schizophrenia, leading to a higher sense of
self-fulfillment [17].

Increasing  caregiver  knowledge  about
schizophrenia will improve the ability to care through
monitoring the signs and symptoms displayed. The
caregivers’ ability also helps collaborate with mental health
professionals, thus leading to increased self-efficacy [18].
In dealing with a recurrence, some caregivers ask for
help other than health workers such as:

“....I want to take it to a smart person so that it
does not relapse...” (R4).

In caregivers who are not familiar with
schizophrenia are more likely to hold erroneous beliefs
about schizophrenia, such as thinking that it is the
result of witchcraft. When magic had seen as a cause
of schizophrenia, caregivers usually have a pessimistic
view of medical treatment [14].

How to take care of people with
schizophrenia

Appropriate caregiver behavior in caring
for schizophrenic patients includes giving medicine,
reminding them to take medicine, and encouraging
schizophrenic patients to do positive activities.

“....We remind him but by making him not
offended...” (R3)

“....Tell him to do positive activities such as
pulling grass...”(R7)

Caregivers of patients with schizophrenia play a
variety of roles. They are responsible for patients’ basic
needs such as bathing, medical and drug monitoring,
housework (cooking and house cleaning), functional
tasks, and transportation [19]. The role of the caregiver

Open Access Maced J Med Sci. 2022 Feb 15; 10(G):166-170.

167



G - Nursing

Nursing in Internal Medicine

is not easy and can affect the personal life of caregivers,
and the accumulation of these tasks burdens the
caregiver [20]. Millier et al. reported that patients who
have schizophrenia require home care for 24 h [21].

In carrying out their role in caring for sick family
members, caregivers still make mistakes in caring for
people with schizophrenia at home.

“.. if you have a tantrum, just let it go and
lock it in your room until it calms down, and all family
members leave the house.” (R2)

Lack of knowledge, fear, and stigma related
to mental iliness, caregivers are often the reason;
caregivers are confused about how to take care of their
children [22].

Difficulties facing families

The burden and stigma felt by the family
indicate the difficulties families face in caring for people
with schizophrenia. Many participants felt the burden of
caring for people with schizophrenia, including economic,
physical, and emotional burdens. Respondents stated
that they experienced an economic burden caused
by costs and distance, which was expressed by
Respondents 2 and 8 through the expression:

“...Yes ma’am, she is my family, she also has a
family. Usually he has money...” (R2)

“....The trouble is, it is far away to get medicine.
| just left at 4 in the morning...” (R8)

Caregivers have many responsibilities in
caring for people with schizophrenia. In addition to
managing the unpredictable behaviors of people with
schizophrenia, such as aggression and violence, they
must play a dual role in caring for those who burden
them [20]. The burden felt by the caregiver affects the
physical, mental, social relationships, economic status
of caregivers of the family of schizophrenia patients and
causes various disorders such as depression, anxiety,
obsessive-compulsive disorder, and other neurotic
disorders [23]. In this study, the caregiver felt a physical
burden in the form of fatigue, fatigue, and sometimes
pain. The physical burden felt by the caregiver, they
also complained about the emotional burden such as
being annoyed and sometimes feeling like dying.

Research conducted by Tamizi et al. [24]
shows that caregivers of schizophrenic patients have
dual responsibilities in the parenting process and help
patients carry out daily life and self-care activities. In
addition, the duration of contact with patients and long-
term care is one of the factors that affect the burden of
family caregivers of schizophrenic patients. Involvement
in the care and practical support of schizophrenic
patients contributes to the caregiver burden. They
require additional hours and commitment to caregiving
activities which often lead to consequences for
caregivers such as job loss, decreased social activities,

and restriction of leisure time activities. Then, the
caregiver experiences a heavy burden [21].

Research conducted by Durmaz and Okanli,
caregivers also experience anger, feelings of guilt, fear,
hopelessness, sadness, and negative feelings and
attitudes toward patients [25]. Most of this evidence
comes almost exclusively from studies conducted in
high-income countries that lead to many additions,
while it becomes big challenges by caregivers in
low- and middle-income countries [13]. The caregivers
who provide care to people with schizophrenia in
the family experience significant stress, anxiety, and
financial difficulties and have many needs because of
their parenting role [26].

The stigma faced by caregivers in this study
resulted in negative responses from the environment
occupied by people with schizophreniaand theirfamilies. The
stigma of mental disorders is the result of four components
processes: Cognitive (labeling and stereotyping), emotional
(prejudice), behavioral (discrimination), and structural
(the accumulated organizational policies and practices)
causing injustice to people with a mental disorder such
as people with schizophrenia [27]. This condition, which
had expressed verbally and non-verbally, is expressed by
Respondent 6 through the statement:

“Two months ago someone called him
crazy.” (R6)

The previous studies also reported more
significant stigma among parents than spouses and other
siblings/relatives [18]. Research conducted by Grover
et al. [16] also found a negative stigma associated with
experienced by caregivers in carrying out people with
schizophrenia care. The association of higher stigma
with caregivers only as family members and caregivers
as head of the family can be understood from caregiver
burden and inability to avoid social roles and ties.

Significant stigma can be seen from the
presence of other family members to share the
caregiver role. The stress process model argues that
sources of stress, such as family conflict and financial
problems, are essential domains that contribute to
caregiver burden. Lack of understanding of psychotic
symptoms may lead to conflict between caregivers and
people with schizophrenia, resulting in the high levels of
psychological distress among caregivers [9].

The American Psychological Association [28]
reports that caregivers’ families experience role tension
between having high levels of depression and anxiety.
Social environment, the impact experienced by the
family in isolation from others or being ostracized from
the surrounding environment. The research by Hanzawa
et al. [29] states that the stigma obtained by families with
schizophrenia is a rejection of the surrounding community;
the surrounding environment considers schizophrenic
patients to be dangerous. They choose to avoid it, even
do not want to be in the same environment with families
who have family members schizophrenic family.
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Utilization of health services

In providing care to family members with
schizophrenia, all respondents in the study were able to
take advantage of existing health services using health
assurances (BPJS) and access health services in the
form of primary health centers or mental hospitals as
expressed by Respondent 7

“....luse Health Insurance from the government
for treatment....” (R7)

Accessible health services are in the form of
primary health centers, and hospitals are expressed by
Respondent 2 through the expression:

“....I went to the primary health centres first
then | went to the hospital...” (R2)

The limited utilization of health services by
caregivers caused a lack of knowledge about available
services and a shortage of professionals [30]. The results
of research conducted by Tamizi et al. [24] also found
that many factors influence caregivers in utilizing health
services, not only by care activities caregiver but also by
challenges in providing mental health-care services.

Health-care providers, especially mental health
professionals, should develop more innovative programs
for caregivers. Involve them as active members of the
health-care team by assigning specific tasks to design
and implement programs such as post-discharge
supervision and home visits can significantly reduce
the burden on caregivers and create opportunities to
involve families in the parenting process.

Conclusion

In caring for patients, families have carried out
care tasks in the family, namely, recognizing problems,
making decisions on treatment, families caring for
sick family members, and families can optimally take
advantage of health services. During caring for family
members with schizophrenia, there are responses
or changes experienced by the family, especially
caregivers that can affect family resilience. These
changes occur in physical, psychological responses,
social stigma, and family financial circumstances.

Recommendation

It had hoped that health workers providing
care for schizophrenic patients would focus on the
patient and the families who care for them. Family
empowerment could do to increase family resilience.
It strengthens family resilience by increasing the

family’s belief system in dealing with difficult situations,
organizational patterns, and effective communication or
problem-solving so that treatment for schizophrenia is
optimal and prevents relapse.
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