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Determinants of Burden in Family Caregivers of

Individuals With Schizophrenia

A Systematic Review

Dya Sustrami, MPH, BSN, RN; Ah Yusuf, Dr, MPH, BSN; Rizki Fitryasari, Dr, MSN, BSN, RN;
A.V. Sri Suhardiningsih, Dr, MPH, BSN; and Hidayat Arifin, MSN, BSN, RN

The current systematic review was performed to determine the specific burdens
placed on families of individuals with schizophrenia. Scopus, PubMed, and CINAHL

tabases were searched, resulting in 21 articles that met inclusion criteria. Results
gowed that treatment of individuals with schizophrenia poses a burden on fami-
lies. Most caregivers experienced emotional and financial problems that affected
their quality of life. Influending factors in caregivers were age, sex, educational
level, family status, income, time spent with the individual per day, knowledge
regarding schizophrenia, attitude, and psychological stress. Influencing factors
in individuals with schizophrenia were age, sex, severity of illness, social function,
and treatment adherence. Environmental factors were stigma, social support, and
professional suppo
with schizophrenia need to be owered to improve resilience and acceptance
in caring for these individuals. g

rom health care providers. Family caregivers of individuals
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chizophrenia is characterized

by psychotic thought processes;
emotional, perceptual, and affec-

tion disorders; and autism (Zahnia &
Wulan Sumekar, 2016). The complex-
ity of resulting disturbances decreases
individuals’ with schizophrenia life-
time productivity, making them highly
dependent on family members or oth-
ers (Bahari et al, 2017). According
to Nurhidayah et al. (2020), family
caregivers must accompany individu-
als with schizophrenia 24 hours per
day. The World Health Organization
(WHO) states that approximately 21
illion individuals have schizophrenia
E ental health problems, account-
ing for 13% of total disease worldwide.
This percentage is predicted to in-
crease to 25% by 2030 (Warner & de
Girolamo, 2015). According to Indo-
nesia’s Basic Health Research Data in
2018, the prevalence of schizophrenia
in Indonesia is seven individuals per
mile, and in East Java Province, the
number of individuals with schizo-
phrenia has increased from per
mile to 5 per mile (Ministry of Health
of the Republic of Indonesia, 2018).
Globally, there are only 0.61 outpatient
mental health facilities per 100,000
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Figure 1. Flow chart of study selection.

people and 17.5 hospital beds avail-
able per 100,000 people (Warner & de
Gi mo, 2015).

e family management framework
developed by Knafl and Deadrick (1990)
states that if a family member has health
problems, the family should engage in ef-
fective and sensitive interventions to en-
courage all members to be in good health
(Knafl et al., 2008). For this reason, the
role of family in achieving health is im-
portant. However, family also has the re-
sponsibility to care for the ill individual,
but in practice, this care creates burdens
on the family (Nuraenah et al., 2012).
Many individuals with s@izophrenia re-
quire optimal treatment to improve their
quality of life (Fitri et al., 2020). Accord-
ing to Jannah (2019), individuals with
schiz enia need family members
who are able to provide holistic care.
Family members also help these individ-
uals with daily activities, such as bathing,
dressing, eating, taking medication, and
toileting (Jannah, 2019). The burden felt
by family members also includes subjec-
tive elements, such as worry about the
individual’s health status, poor financial

conditions, and trouble meeting daily
needs. Meanwhile, objective burdens
are experienced in the form of poorer
health of family caregivers, higher family
stress, and ineffective family coping, all
of which result in the failure of the fam-
ily to care for the individual with schizo-
phrenia (Wardani & Dewi, 2018).
According to research, 80% of
schizophrenia recurrences are caused
by a patients family’s failure to regu-
late their own emotions, and frequent
criticism from family members results
in a patient’s recurrence (Amaresha &
Venkatasubramanian, 2012; Fadli &
Mitra, 2013). In addition, 90% of families
are burdened in terms of medical costs,
time spent caring for the indivi with
schizophrenia, stigma related to having a
family member with a mental disorder,
disruption at work, and reduced pro-
ductivity (Sulastri, 2018). Various fac-
tors influence family burden in caring
for individuals with schizophrenia, such
as knowledge regarding schizophrenia,
education, and attitude (Syafwani, 2012).
Research has been pc@mcd on factors
rd

that influence family en of care for

individuals with schizophrenia. From
this information, it is possible to provide
a model that reduces caregiver burden.

METHOD
Search Strategy

The current study used the Preferred
Reporting Items for Systematic Reviews
and Meta-Analyses method (Page et al.,
2021). A comprehensive search for ar-
ticles was performed in three datab
(Scopus, PubMed, and CINAHL). The
search was limited to full-text articles
in English published between 2016 and
2020. Keywords used in the literature
search were “Determinant” AND “fam-
ily” AND “empowerment” AND “(care
OR caregiver)” AND “schizophrenia”
AND “burden?”

Study Selection

Articles were screened and evaluated
to meet inclusion criteria. We selected
artic written in English, including
case studies, cohort studies, randomized
controlled trials, and qualitative studies.
From these articles, we observed factors
that could affect burden in families with
an individual with schizophrenia. Re-
searchers considered positive and nega-
tive impacts on families. These findings
may help provide a more accurate repre-
sentation of factors that contribute to the
burden placed on such families.

The search obtained 2,273 articles. Of
these articles, 163 were duplicates. Re-
searchers performed a screening based
on article titles, abstracts, and keywords.
Researchers then filtered the articles and
analyzed the entire text. Finally, 21 ar-
ticles were deemed eligible for the study
(Figure 1). Table A (available in the on-
line version of this article) provides a
summary of the selected articles.

RESULTS

Most of the 21 articles were cross-
sectional and performed in several
countries, including China (@Egn et al.,
2019; Liu & Zhang, 2020; Yu et al,, 2020;
Yu et al, 2018), Egypt (Ebrahim et al,
2020), India (Alka et al., 2018), Indone-
sia (Nuralita et al,, 2019), Iran (Hajebi et
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al, 2019), Japan (Shiraishi al., 2019;
Sruamsiri et al., 2018), Korea (Park &
Lee, 2017), Nepal (Shrcam & Dwa,
2018), Pakistan (Ehsan et al., 2018),
Romania (Strunoiu et al., 2019), Spain
(Blanthorn-Hazell et al., 2018; Ribéet al.,
2018), Taiwan (Chang ., 2018), and
the United States (Brain et al., 2018; Rhee
& Rosenheck, 2019; Velligan et al., 2019;
Villalobos et al., 2017).

Many studies have been performed
and degiloped to measure the burden
felt by family caregivers of individuals
with schizophrenia. From the current
systematic review, we conclude that fam-
ily caregivers experience moderate to
heavy burden in caring for family mem-
bers with schizophrenia. We found sev-
eral factors that influence overall family
burden: caregiver, patient, and s%ort-
ing factors. Caregiver factors mclude
age, sex, educational level, family status,
income, time spent with the individual
with schizophrenia per day, knowledge,
attitude, and psychological stress. Patient
factors include age and clinical symp-
toms. Supporting factors were social and
professional support.

From the 21 articles reviewed, apart
from family burden factors, we also
found that most caregivers experienced
emotional and financial problems in car-
ing for individuals with schizophrenia.
Emotional problems, which included
depression and anxiety, affected care-
givers' personal life and relationships
with the community (Ehsan et al., 2018;
Hajebi et al, 2019; Liu & Zhang, 2020;
Shrestha & Dwa, 2018; Yu et al., 2018).
From a financial perspective, caregivers
experienced decreased productivity, job
loss, and decreased income, which re-
cd in decreased quality of life (Chen
et al., 2019; Nuralita et al.,, 2019; Ribé et
al., 2018; Sruamsiri et al., 2018). In addi-
tion, caregivers also experienced stigma
from the community because of their
family members diagnosis (Ebrahim et
al £320).

Schizophrenia carries a high stigma,
causing caregivers to feel ashamed and
burdened (Blanthorn-Hazell et al., 2018;
Park & Lee, 2017). However, caregivers

who accept ge condition of their family
members with schizophrenia and know
their roles in caring for these individu-
als ten have lower levels of burden
(Chang etal., 2018; Velligan et al., 2019).
In addition, caregivers who have expe-
rience in caring tend to have low levels
of stress and accept the condition more
readily (Rhee & Rosenheck, 2019).
Therefore, it is necessary to raise caregiv-
ers acceptance and awareness regarding
their duties in caring for family mem-
bers with schizophrenia, as this can be
a way to overcome burden. In addition,
a culture-based approach to overcome
the burden experienced by caregivers is
needed, as well as policies from the gov-
ernment to help caregivers, especially in
increasing knowledge and care foradi-
viduals with schizophrenia (Alka et al,
2018; Brain et al., 2018; Shiraishi et al.,
2019; Yu et al., 2020).

DISCUSSION

In urrent context, burden is de-
fined as the negative impact of caring for
a person who has a disorder, which is ex-
perienced by caregivers in their activities
(objective burden) or feelings (subjective
bur Burden involves family mem-
bers’ emotional and physical health, social
life, and financial status (Ni?/ati et al.,
2021; Nuralita et al,, 2019). Hoenig and
Hamilton (1996) defined objective burden
as an event or activity related to a care-
giver’s negative experience, whereas sub-
jective burden is the feeling thatarisesin a
caregiver due to their role. From the cur-
rent review, it can be concluded that most

ily caregivers feel burdened in caring
or family members with mental illnesses,
such as schizophrenia. The impact can be
felt in caregivers' lives (objective burdens)
or emotions (subjective burdens).

Age is positively correlated with bur-
den of care. As a caregiver ages, they
worry about who will care for their fam-
ily member in the future (Nuralita et
al, 2019). Older individuals also tend
to have more experience in coping with
problems than younger individuals. Ac-
cording to a study on gender differences
in parenting among the schizophrenic
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ulation in China, female caregivers
are more likely to experience depression
and anxiety than male counterparts
(Yu et al., 2018). Female caregivers also
report more adverse effects on physical
and mental health, such as depression
and anxiety (Yu et al., 2018).

Furthermore, uneducated caregivers
experience a significantly heavier burden
in caring for individuals with schizophre-
nia than e@ficated caregivers (Ebrahim et
al,, 2020). Level of education is a variable
that can moderate level of burden exp
rienced by a family. This moderation 1s
explained by the fact that people who
have more knowledge about schizophre-
nia and more social resources provide
better care. Family members who play
dominant roles will determine function
when they realize that one family mem-
ber is sick, namely by making efforts to
rearrange roles within the family. One
study showed that critical comments and
emotional over-involvement expressed
by family members increased burden on
primary caregivers (Hajebi et al., 2019).
A Japanese st showed that the loss
of productive care for individuals with
schizophrenia was large and placed a sig-
nificant burden on society (SruamsiFjet
al, 2018). One study reported that 19%
of caregivers used to work but had to quit
their job (Sruamsiri et al., 2018). In addi-
tion to caring for family members with
schizophrenia, caregivers also experi-
ence financial difficulties.

Caregivers'role in caring for individu-
als with schizophrenia includes facilitat-
ing basic activities, such as eating, bath-
ing, and maintaining personal hygiene
(Janardhana et al, 2015). Caregivers
must also constantly monitor these indi-
viduals. Research has revealed that care-
givers' role on average lasts for 11 years,
and that they provide care for approxi-
mately 36.8 hours per week (Janardhana
et al., 2015). Immediate care hours in-
volve a variety of mitics, including
medical care. Family caregivers who care
for individuals with schizophrenia for
long periods of time experience heavy
burdens and feelings of hopelessness
(Brain et al., 2018).




The attitude shown gthe family in
caring for the individual with schizo-
phrenia is related to the level of knowl-
edge that the family has about the illness.
This finding is supported by a study that
claims the family’s attitude toward car-
ing for persons with schizophre¥) is
correlated with knowledge (Alka et al.,
2018). Chen et al. (2 identified three
main types of loads 1n family caregivers
of individuals with schizophrenia: finan-
cial and daily work burdens, limited so-
cial communication, and psychological
pressure. Family caregivers experience
severe psychological pressure because of
prejudice and discrimination from oth-
ers (Monnapula-Mazabane & Petersen,
2021), which can increase social isola-
tion and insecurity.

Based on several studies, it is known
that the burden experienced by families
can be reduced through psychoeduca-
tion and group psychotherapy programs
conducted by health ssionals. Pro-
fessional support also has an impact on
the quality of life for families with mem-
bers have schizophrenia (Chien,
2008; Navidian et al., 2012; Ribé et al,
2018; Sin et al, 2017). Family mem-
bers are likely to provide care for an
extended period of time for individuals
with schizophrenia after they are dis-
charged from the hospital (Haselden et
al., 2018). This care can be a burden and
puts pressure on the family (Amaresha &
Venkatasubramanian, 2012). The burden
experienced by caregivers is increased by
a perception of difficulty in caring for
individuals with schizophrenia (Nuralita
et al., 2019). Families who have cared for
such individuals said that there was an
increase in the burdens they bear, psy-
chological and social. Psychological bur-
dens include feelings of guilt, sadness,
anger, fear, anxiety, and anxiety about
the individuals condition (Velligan et
al., 2019). Social burdens include stigma
and angry reactions from neighbors and
communities (Wahyuni et al., 2019).

Support from people around them
makes caregivers stronger, enabling them
to better perform their role. This support
helps caregivers by minimizing potential

stress that arises during caregiving. Most
caregivers without family support expe-
rience a heavier burden. Family support
makes caregivers more optimistic in fac-
ing challenges (Nurmalisyah, 2018).

CONCLUSION

Burdens are difficulties faced by fam-
ily caregivers in caring for individuals
with schizophrenia. These burdens in-
clude caregiver, patient, and environ-
mental factors. Most caregivers experi-
ence emotional and financial problems
that affect their quality of life. Mental
health nurses should consider these fac-
tors as a basis for developing a model of
family empowerment. Interventions to
reduce burden and increase resilience
and acceptance of caregivers roles in
caring for individuals with schizophre-
nia are needed.
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