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ABSTRACT

Introduction: Due to the Covid-19 pandemic, families are facing problems
caring for and implementing Covid-19 health protocols when caring for
schizophrenia patients. A lack of knowledge and behavior changes make it
difficult for the families to care for the schizophrenia patients. This study
aims to explore the familial experiences of caring schizophrenia patients
during the Covid-19 pandemic.

Methods: A phenomenological qualitative design was undertaken as of
November 2020. A total of 10 participants via the purposive sampling
technique were recruited. The study was conducted in Semarang, Indonesia.
We used semi-structured interviews to obtain the data and we used thematic
content analysis to examine it.

Results: From the 10 participants, we got three themes, namely family fears,
financial problems, and health treatment access. The themes were obtained
from the families of the patients who care for them on a daily basis. During
the Covid-19 pandemic, caring for schizophrenia patients has become more
difficult and the cause of a lot of worry.

Conclusion: The families experienced several problems when caring for
schizophrenia patients. The families experienced fear of the schizophrenia
patients being infected by Covid-19, the families worried about whether or
not the schizophrenia patients would experience a relapse and they felt
stressed due to the news circulating. The families also had to spend more
money to cover the cost of the patient’s care and transportation, and the
schizophrenia patients were rarely controlled because of the family’s fears.
This problem can be an issue for nurses who should strive to provide proper
education and plan interventions for schizophrenia patients at the family
level.
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INTRODUCTION (Kementrian Kesehatan Republik Indonesia, 2020).

The latest novel coronavirus disease (Covid-19) has
become a problem around the world (Yang et al,
2020). Tens of thousands of people have died from
this disease so far (Chakraborty & Maity, 2020). The
transmission of Covid-19 from one person to another
can be through droplets in the air, contaminated
surfaces, fecal-oral or through contact with human
waste. The prevention of Covid-19 transmission can
be done by implementing strict health protocols

Not only that, Covid-19 also affects the families caring
for schizophrenia patients. Various fears and worries
arise from both the families and patients themselves.

Schizophrenia patients are vulnerable people who
have increasingly experienced mental and
psychosocial health impacts due to the Covid-19
pandemic  (Kementrian  Kesehatan  Republik
Indonesia, 2020). This vulnerable group needs special
attention. The news of death and illness due to Covid-
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19 could be a stressor for schizophrenia patients that
may cause emotional problems. According to the
WHO, (2020), a pandemic causes stress to various
layers of society. Previous studies related to previous
pandemics such as severe acute respiratory
syndrome (SARS) have shown there to be a negative
impact on the mental health of sufferers. Research
among SARS survivors showed that in the medium
and long-term (41-65%), the survivors experienced
various kinds of psychological disorder (Maunder,
2009). In addition, a study conducted in Hong Kong
showed that the psychological problems of SARS
survivors did not diminish within one year of the
incident and that 64% of survivors had the potential
to experience psychiatric disorders (Lee, 2007).

The Covid-19 pandemic has caused stressors to
arise. Families must improve their ability to adapt to
the Covid-19 pandemic so then they are able to treat
the schizophrenia patients optimally (Brailovskaia &
Margraf, 2020). Due to the Covid-19 pandemic, caring
for patients should reflect their health and security
needs. Their relatedness needs consist mainly of their
interpersonal needs, humanistic concern needs, and
family needs. Furthermore, their growth needs are
mainly reflected as a strong need for knowledge.
Existence needs are the main needs during an
epidemic, with the health and security needs
influencing each other. Humanistic concern needs are
the most important of the relatedness needs (Yin &
Zeng, 2020). The government's efforts to overcome
the mental and psychosocial health impacts due to the
Covid-19 pandemic have been summarized by the
composition of a guidebook for mental and
psychosocial support and how to engage in mental
and psychosocial support for the volunteers
(Kemenkes, 2020).

A previous study showed that the family
description of caring for schizophrenia patients
includes the family knowledge of the disease, any
treatment efforts, the family functions, social support
(Attepe Ozden & Tuncay, 2018), the family
acceptance regarding readiness to care (Diorarta &
Pasaribu, 2018), any emotional and physical burdens
(Reknoningsih et al, 2015), support needs and
changed perspectives (Attepe Ozden & Tuncay, 2018;
Ntsayagae et al., 2019). The experience of the families
when caring for schizophrenia patients feels different
in the Covid-19 pandemic. Families must care for the
patients while adjusting to the health protocols on
Covid-19. It is not easy for the families to do this.
Thus, the researchers conducted this research with
the aim of exploring the family experience of caring
for schizophrenia patients during the Covid-19
pandemic.

MATERIALS AND METHODS

This research used a qualitative study with a
phenomenological approach. In this study, the
sampling technique used was purposive sampling. To
get the participants, the researcher collected data on
the number of schizophrenia patients in the study
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location and found 16 schizophrenic patients in total.
The door-to-door technique to get participants
according to the inclusion criteria was carried out.
One of the family members who was responsible for
the patient was selected as the participant. The
participants were selected on the condition that they
were able to read and write, that they live with the
schizophrenia patients, that they had cared for the
schizophrenia patients for approximately two years,
that they were aged 16 - 70 years old, and that they
were able to communicate in either Indonesian or
Javanese. We got 10 participants in total who matched
the study inclusion criteria. The identity of each
participant was protected using a code known only to
the researcher. In addition, the research data in the
form of recordings, field notes, and other notes were
kept confidential by the researchers and have only
been used for research purposes.

The study was conducted in November 2020 in the
public health center (PHC) in Semarang, Indonesia.
We used semi-structured interviews to obtain the
data. The interview guidelines were developed by the
researchers. The interview guideline component
consisted of the problems that arise while caring for
schizophrenic patients during the Covid-19 pandemic
such as family anxiety, how the family copes with
problems, and the support system that the family
needs. Each question set began with an open-ended
question. The interview process was conducted in the
homes of the participants and was only attended by
the participants and researchers. This was done in
order to get a detailed description of the information.
As this took place during the Covid-19 pandemic, the
researchers adhered to the health protocols by
wearing masks, by not touching participants, and by
maintaining a distance from the participants during
the interviews. The interviews were conducted for 30
until 45 minutes. The interview process was carried
out twice in order to get as complete of a set of
information as possible. Data triangulation was
applied to the interview design. The researchers used
the methodological triangulation approach and
researcher triangulation. The triangulation method
involves using more than one data collection
technique to obtain the same data, such as using audio
recorders and observation techniques tied into the
field notes.

The transcription process was carried out after
completing the interview. When saturation was
reached and no new information was obtained, the
data retrieval process was stopped. The data
transcripts and analyzes were returned to the
participants for cross-checking. The researchers also
engaged in consultations with experts in qualitative
research and mental disorders to obtain the most
accurate data. The researchers kept the raw study
data non-anonymous for two months until the
analysis and research processes were complete. The
researcher submitted an application to the Health
Commission Ethics Services for permission to delete
the raw research data and it was approved.



The analysis process was carried out using a
thematic analysis approach (Braun et al., 2006). The
researchers were assisted by NVIVO software version
12 regarding the coding, data management and
quotations gained from the participants.

The ethical principles, referring to the National
Guidelines for Health Research Ethics in 2004, consist
of three principles, namely respect for persons,
beneficence, and justice. This study received approval
from the Health Research Ethics Committee of the
Health Polytechnic of the Ministry of Health in
Semarang on 4 November 2020, number
276/EA/KEPK/2020.

RESULTS

In reference to the 10 participants in this study, the
majority of the respondents were aged 30 - 45 years
old with the majority of them having an education
level of senior high school completion. The gender
proportion of the participants in this study was equal
between male and female, and the majority were
housewives. The majority of the participants had
treated the schizophrenia patients for 1 - 10 years.

In our study, we determined there to be three
themes, namely family fears, financial problems, and
health treatment access. The details for each theme
have been described as follows.

Theme 1: Family Fears

We found that as many as 7 participants (P1, P3, P4,
P5, P7, P8 and P9) in this study were addressing the
fears of the family as a whole and the schizophrenia
patients in particular being infected by Covid-19. This
theme was identified through 4 sub-themes, namely
death, non-compliance, and infectiousness. The
participants expressed a fear of death caused by
Covid-19. The participants saw a lot of news about
deaths caused by Covid-19, so the participants felt
afraid if their families and patients died from Covid-
19. This is expressed in the following sentence:

“On television, there is a lot of news about the huge

number of deaths due to COVID-19. I'm afraid... I'm

afraid if my family and this patient will also infected

by COVID-19. Can die from the disease. COVID-19 is
not visible, so you don't know, and anyone can get
out of COVID-19...” (P1)

Furthermore, the non-compliance of the patients
concerning using masks and washing their hands
made families afraid of the patients being more easily
infected by Covid-19. This is expressed in the
following sentence:

"You must know that schizophrenia patients have to
be told, sometimes obey, sometimes not... sometimes
they want to wear a mask, sometimes they take it
off because they can't breathe. So it's hard to be told
to use a mask. Wash hands before eating. This
patient is very difficult to be told to comply with
health protocols ..." (P7)

The participants mentioned that the Covid-19
disease is very infectious. ‘So [ have to be careful. [, my
family, and patients do not get infected.” The
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participants also said that in order to reduce their
fear, they listened to less news on Covid-19, limited
the patients from interacting with other people, and
advised the patients to wash their hands regularly.
This is expressed in the following sentence:
“I'm also afraid if I catch COVID-19. Very dangerous.
Lusually tell patients to wash their hands frequently
using running water in the bathroom. I also rarely
watch news about COVID-19, so I'm not too scared.”

(P9)

Theme 2: Financial Problems

In this study, 6 participants (P1, P2, P3, P5, P9 and
P10) revealed that caring for schizophrenia patients
during Covid-19 had resulted in additional costs such
as the cost of purchasing masks, hand sanitizer and
safe transportation. While treating the schizophrenia
patient, the family had to spend extra money while
their income decreased. This is because several family
members were fired from work. This theme was
identified through the sub-themes of health protocol
costs and daily living costs.

The participants complained about the additional
costs of purchasing masks and hand sanitizer on a
regular basis. At the start of the pandemic, masks and
hand sanitizer were very expensive. However, the
participants still bought these items to prevent
themselves from being infected with Covid-19. This is
expressed in the following sentence:

“The price of masks is very expensive. But we still

have to buy that. So that I, my family, and the

patient are not infected with COVID-19. It's okay for
me to pay extra, as long as my family is not infected
with COVID-19. But... if this continues, I can't.

Because income has decreased...” (P1)

In addition, the participants also complained
about the increase in the cost of basic necessities such
as vegetables, rice, and transportation costs used to
bring the patients to the hospital. The participants
choose to save money by reducing any excess
expenditure. Apart from that, the assistance from the
local government was also very helpful. This is
expressed in the following sentence:

“...What can we do? All the prices of basic necessities

also go up. Vegetables, large, and others also went

up. The transportation costs for treating my child to
the hospital also went up. All prices have gone up.

But I have to be frugal, not be wasteful, I have to be

smart in managing expenses. The local government

also provided assistance. Just lighten up ...” (P9)

Theme 3: Health Treatment Access

There were 7 participants (P1, P2, P4, P5, P6, P7 and
P10) who said that while caring for schizophrenia
patients during the Covid-19 period, they felt that the
procedures they had to go through to get health
treatment or control had to go through many
procedures, such as checking their temperature,
screening, and rapid testing. In addition, during a
pandemic, it is rare for the patients to go to the
hospital. The theme was obtained through 3 sub-
themes, namely examination procedures, rarely in
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control, and persuading the patients to control
themselves.

The participants said that in order to be able to
establish control at the hospital, the participants and
patients must go through strict health examination
procedures such as screening, temperature checks
and proving that they are free of Covid-19 through
rapid tests. The participants felt that this made
ensuring control in the hospital take longer and be
more difficult. This is expressed in the following
sentence:

"To be honest, sir ... during the COVID-19 pandemic,
there were more procedures for examination. My
brother (patient) must wear a mask. It is very
difficult for my sister to be asked to wear a mask. My
brother also had to be examined before he was
admitted to the hospital, using a thermometer like
that shot. My brother got scared. Not to mention,
first if you want to check you have to bring a rapid-
test result. Have to spend more money. Yes, I find it
more difficult during this pandemic...” (P2)

We found that during a pandemic, the patients are
rarely under control and were often admitted to the
hospital. This is because the procedure is long, and
the participants were afraid that the patient can
become infected in the hospital. The family
themselves came to the hospital to get the medicine.
This is expressed in the following sentence:

“I'rarely took my son (patient) during this pandemic

for treatment sir... [ am afraid that my son will be

infected by COVID-19. So, 1 myself came to the
hospital to get the medicine. My son stays at home.”

(P5)

During the Covid-19 pandemic, the participants
said that getting the patients to the hospital had
become more difficult. One patient said that he was
afraid that he would catch Covid-19 in the hospital.

“My brother is very difficult to control to the

hospital. Especially during the COVID-19 pandemic.

He (patient) is afraid of being infected with COVID-

19. I'm scared too. Then, I usually chat with the

doctor via WhatsApp for the consul regarding my

brother's condition."” (P7)

DISCUSSION

Covid-19 places an emotional burden on the families
caring for schizophrenia patients. The emotional
problems experienced by the families include an
increased fear of death due to Covid-19, patient non-
compliance with the health protocols, and the risk of
transmission of Covid-19. Previous research has
shown that Covid-19 induces fear in everyone
(Fitzpatrick et al.,, 2020; Mertens et al., 2020). The
previous research is in accordance with this research.
We learned that the participants experienced a fear of
being infected with Covid-19 which could resultin the
death of their family members. Providing appropriate
information can reduce participant fear excessively.
Patients with schizophrenia have the potential to
not comply with the Covid-19 prevention health
protocols because of their impaired cognition and
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consideration. According to (Stuart, 2013)
schizophrenia is characterized by changes in tension,
cognition, sensation, personality, lifestyle, attention,
willpower, emotions, thought processes,
psychomotor, memory, association, and the
consideration of others. Patients with schizophrenia
are less aware of the external environment that is
currently being hit by the Covid-19 pandemic and
they are less able to make choices about wearing
masks, maintaining distance, and washing their hands
frequently to prevent Covid-19 transmission
(London, 2020; Szczesniak et al., 2020). This situation
causes the focus of the family on the patients with
schizophrenia to increase, including accompanying
them and ensuring that the patients do not contract
and transmit Covid-19 by repeatedly advising the
patients to comply with the health protocols.

In this study, we also found that during Covid-19,
the participating families were very vulnerable to
experiencing financial problems. During Covid-19,
families need extra expenses to purchase masks,
transportation, and daily necessities. Previous
research has shown that Covid-19 causes financial
problems that have an impact on meeting their needs
(Adekoya & Oliyide, 2020; Wolfe & Patel, 2021). Not
only that, to protect themselves from Covid-19, the
families must buy masks at a higher price (Garber,
2020). Financial disruption greatly impacts the care
of schizophrenia patients. The treatment required
includes providing their basic necessities such as food
and drink, using personal protective equipment, and
the need for a consultation at the hospital. The Large-
Scale Social Restrictions Regulation ultimately limits
human activities in terms of working hours, the use of
public transportation and the enforcement of trade
restriction regulations. Collectively, these have a
major impact on the business sector. People do not
leave their homes due to the fear of contracting Covid-
19, so the demand for offline products has decreased
dramatically. In contrast, the online demand has
increased sharply. According to Kiril Mankovski, in
times like these, the majority of people tend to choose
cashless transactions to maintain their health
(Mihaela Rus, Mihaela Luminita Sandu, 2020).

During Covid-19, the participants faced difficulty
getting access to and seen by the health services
including more complicated health care procedures.
This has an impact on the patients seeking control and
treatment in the hospital. Previous research has
shown that Covid-19 reduces the number of visits by
schizophrenia patients for control at the hospital
(Gongalves-Pinho et al., 2020; Moreno et al., 2020).
For this reason, persuasion techniques can be used by
the families to make bringing the schizophrenia
patients to the hospital easier (Rus-Calafell et al,
2015). Furthermore, during the Covid-19 pandemic,
the participants came to the hospital to get the
patient's medicine. This is done to keep the patient's
condition stable during the Covid-19 pandemic.

This study provides an overview of the
experiences of the families treating schizophrenia
patients. However, this study is still limited in terms



of the number of participants. In the future, studies
with a larger number of participants can provide a
more detailed picture of the family experiences when
treating schizophrenia patients.

CONCLUSION

The Covid-19 pandemic puts an emotional burden on
the families in caring for schizophrenia patients. Fear
of being infected with Covid-19, which can result in
death, becomes an emotional burden for the
participants. Not only that, the Covid-19 pandemic
can result in financial problems that in turn can have
an impact on patient care. This causes the basic needs
and care of the schizophrenia patients to be
disrupted. Furthermore, due to the limitations in
terms of access to the health services, the patients still
have to receive good care and their medication
regularly. For this reason, families must look for other
alternatives to treat the schizophrenia patients by
making savings, taking drugs on behalf of the family
and online consultation with doctors. Providing the
correct information can reduce the level of
participant fear regarding Covid-19. Furthermore, the
results of this study can be used as basic information
when making policies at the level of the local
government. It can also allow nurses to determine the
appropriate nursing interventions to use through
education. Further research with different
approaches and designs is needed for the
development of the information.
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