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Abstract
Aim: Distress and confusion when caring for patients in the First Episode of Psychosis (FEP) will affect family caregiving roles and quality 
of life. The aim of this study was to explore caregivers’ experiences in caring for patients in the FEP.
Design: A qualitative design with a phenomenological approach was conducted to uncover the uniqueness of each individual’s experience.
Methods: Participant selection was conducted through purposive sampling, involving 12 family caregivers. Data collection was carried out 
through in-depth interviews and then analyzed using the Content Analysis method.
Results: Caregivers expressed responses in the form of blaming, Expressed Emotion (EE) responses, and help-seeking responses, with 
most participants combining alternative and medical treatments. Financial issues, psychological issues, perceived stigma, and disruptions 
in daily activities were changes caregivers experienced while providing care. However, caregivers found strength from internal motivation 
through prayer and external support from neighbors, extended family, and local government.
Conclusion: Participants experienced distress and changes in various aspects of their lives when caring for family members in the first 
episode of psychosis. Education and family intervention are essential to address the needs of families, including their psychological needs.
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Introduction

Psychosis is a mental disorder in which a person has difficul-
ty distinguishing between real and not real. This condition 
is characterized by hallucinations and delusions as the main 
symptoms. Meanwhile, the First Episode of Psychosis (FEP) 
is the time when someone experiences their first episode of 
psychosis, marked by a loss of contact with reality (Arcinie-
gas, 2015). According to WHO data from 2022, schizophre-
nia psychosis affects approximately 24 million people, or 1 in 
300 people (0.32%) worldwide, while the prevalence in Indo-
nesia is 6.7 cases of psychosis per 1,000 households. The first 
episode of psychosis is a critical period because effective inter-
vention and management during this phase can lead to better 
outcomes (Kim et al., 2020). Effective management during 
the early phase tends to lead to better responses to long-term 
treatment (Albert et al., 2017).

FEP can be challenging for families as caregivers. During 
this early phase, the family feels confused to understand about 
psychosis. The family describes painful emotions, especially 

guilt and isolation. They blame themselves for not realizing 
earlier that their relative was ill (Wainwright et al., 2015). 
Families experience feelings of desperation and distress which 
then penetrate their everyday caregiving role (Oluwoye et 
al., 2020). Stress on caregivers can increase Expressed Emo-
tion (EE), incredibly Emotional Over-Involvement (EOI) and 
Critical Comments (CC), which are also associated with higher 
Family Burden in caring (Zanetti et al., 2018).

Caregivers report that the main conflicts experienced 
when caring for a family member during the first episode of 
psychosis are a lack of knowledge about the symptoms (56.4%) 
and family members refusing to take medication (43.0%). Ad-
ditionally, caregivers also experience stress, anxiety, decreased 
socialization, and insomnia (Wan and Wong, 2019). Families 
with individuals experiencing psychosis tend to report ex-
treme difficulties such as disengagement, rigidity, and cha-
os. Families also report negative thoughts about the illness, 
and decreased satisfaction with work, family, and social life. 
However, this study also demonstrates that positive coping 
can serve as a protective factor against the negative impact on 
quality of life (Gupta and Bowie, 2018).

  Kontakt  /  Journal of nursing and social sciences related to health and illness

s o cia   l  s ci  e n c e s  i n  h e a l t h

https://orcid.org/0000-0003-2021-5415
https://orcid.org/0000-0003-3299-7645


Buanasari et al. / KONTAKT84

The family experiences psychosocial problems such as 
stress, which can subsequently increase Family Emotional Ex-
pression (EE) and have an impact on the increased burden on 
the family in providing care (Zanetti et al., 2018). Expressed 
emotion (EE) describes the emotional attitude of family mem-
bers toward each other, such as excessive criticism indicating 
hostility towards the sick family member and excessive emo-
tional involvement (Butzlaff and Hooley, 1998). Previous stud-
ies have reported that families experience high levels of stress 
and highly expressed emotion (EE) during the first episode of 
psychosis (Sadath et al., 2017). A family with a high level of 
EE (Expressed Emotion) has an impact on the behavior of the 
patient, such as non-compliance with treatment, non-partici-
pation in family activities, reluctance to seek medical help, and 
a decrease in the patient’s activities (Ng et al., 2020).

Family, as the primary caregiver, plays a crucial role in pa-
tient care and requires special attention. Family intervention 
during the first episode of psychosis, has been proven to have 
a positive impact on improving family relationships and en-
hancing the family’s ability to cope with challenging circum-
stances (Loh et al., 2021). Family intervention also increases 
acceptance and understanding toward patients, enhances the 
family’s ability to recognize early warning signs, and improves 
their problem-solving skills (Nilsen et al., 2016), reducing the 
risk of relapse, lowering the level of Expressed Emotion (EE) in 
caregivers, reducing caregiver burden, and increasing caregiver 
well-being when compared to families who receive only stand-
ard intervention (Claxton et al., 2017). This study aims to ex-
plore and gain a deep understanding about the experiences of 
caregivers who are taking care of family members with mental 
disorders during the first episode of psychosis.

 
Materials and methods

Design
This study was conducted through qualitative design with a 
phenomenological approach.

Participants
The selection of participants in this study was done through 
purposive sampling, where the selection of participants is in-
tentionally based on the research objectives and predefined 
inclusion criteria (Afiyanti and Rachmawati, 2014). The deter-
mination of the number of participants in this study is guided 
by the focus of phenomenological research, which emphasizes 
the depth of data and the process. Therefore, it tends to be con-
ducted with a small number of participants, typically around 
10 or even fewer participants, depending on the achievement 
of data saturation (Polit and Beck, 2020). The study includes 
12 families as participants, and the participant criteria are 
as follows: (1) families who are the primary caregivers of in-
dividuals with mental disorders, (2) families who have been 
caring for individuals with mental disorders for a period rang-
ing from 1 to 5 years, calculated from the first appearance of 
symptoms, (3) capable of speaking Indonesian, (4) willing to 
participate in the study.

Data collection
In-depth interviews were conducted in the data collection 
process. The interview process took place at the hospital, in-
volving families who accompany patients to the outpatient 
department and families in the emergency ward. Both of these 
locations serve as the first access points for patients and fami-
lies at the hospital. To ensure participant privacy, the research-

er utilizes a closed room within the hospital as the interview 
location.

The researcher prepares the interview environment to be 
as comfortable as possible and schedules the interview times 
according to the participants’ availability (Creswell and Poth, 
2016). The interview process begins with an explanation and 
the signing of an informed consent form by the participant if 
they agree to participate in the study. Data collection contin-
ues until the 12th participant, at which point data saturation is 
achieved. Each interview lasts 45–60 minutes per participant 
using the interview guidelines and is recorded using a digital 
voice recorder. Three participants need to be interviewed twice 
to gather comprehensive information. After the interview pro-
cess has been completed, the researcher conducts a member 
check by confirming the accuracy of the data that has been col-
lected with the participants to ensure data validity.

Data analysis
The data analysis technique used in this research was content 
analysis, following the data analysis steps of the phenomeno-
logical research method proposed by Colaizzi (Polit and Beck, 
2020). The data analysis process begins by transcribing the 
interviews conducted with the first participant. Subsequently, 
statements from the transcript are categorized, and significant 
statements are grouped into keywords. These relevant key-
words are then further organized into categories and themes. 
In the next stage, we create a comprehensive, systematic, and 
clear description (thick description) of the analysis results that 
have been generated (Creswell and Poth, 2016).

 
Results

This study involved 12 primary caregivers of People with men-
tal disorder in the first episode of psychosis. Table 1 shows the 
characteristics of participants who care for individuals with 
mental disorders. The majority of caregivers are females aged 
between 41–60 years. Their highest level of education is typi-
cally secondary school, and most of them work as housewives. 
Mothers are the most common primary caregivers in the  
family.

From the results of the data analysis using content anal-
ysis, four themes were identified in this study, namely:  
(1) Caregiver’s response to taking care of patients during the 
first episode of psychosis, (2) My life has completely changed 
since taking care of family with mental illness, and (3) Things 
that strengthen me through this hardship. The identified 
themes and sub-themes can be seen in Table 2.

Caregiver’s response to taking care of patients during 
the first episode of psychosis
This theme is constructed from three subthemes that describe 
the responses that emerge from Family Caregivers when caring 
for patients in the first episode of psychosis, namely Blaming, 
Help-seeking response, and Expressed Emotion (EE). Partici-
pants expressed their responses when they first learned that 
a family member had a mental disorder, including self-blame 
for being too strict, feeling like a failure, and being inattentive. 
Additionally, some participants also blamed God, feeling that 
it was unfair, as evident in the following statement:

“Yes, I am grateful, but sometimes, you know, as humans, we’re 
not always capable of dealing with it. Sometimes, it’s like: ‘Oh, 
why, God, when I’m loyal to my family, do I get handed problems 
like this?’” (Participant 5).
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Table 1. Demographic characteristics of study participants 
(n = 12)

Variables n (%)

Sex
Male
Female

2 (16.67%)
10 (83.33%)

Age
30–40 years old
41–50 years old
51–60 years old

2 (16.67%)
5 (41.67%)
5 (41.67%)

Religion
Christian
Muslim

11 (91.67%)
1 (8.33%)

Education
Primary education
Junior secondary school
Senior secondary school

4 (33.33%)
2 (16.67%)

6 (50%)

Occupation
Cake vendor
Housewife
Farmer
Tailor
Massage therapist
Minibus driver
Craftsman

2 (16.67%)
5 (41.67%)
1 (8.33%)
1 (8.33%)
1 (8.33%)
1 (8.33%)
1 (8.33%)

Monthly income (Rupiah)
<Rp1.000.000
Rp1.000.000–Rp2.500.000
Rp2.501.000–Rp5.000.000

5 (41.67%)
4 (33.33%)

3 (25%)

Marital status
Married
Unmarried

12 (100%)
0%

Relationship with patient
Husband
Wife
Father
Mother
Siblings
Auntie

1 (8.33%)
1 (8.33%)
1 (8.33%)

7 (58.33%)
1 (8.33%)
1 (8.33%)

Length of care
1 year
1.5 years
3 years
4 years
5 years

5 (41.67%)
1 (8.33%)

2 (16.67%)
1 (8.33%)
3 (25%)

Table 2. Identified themes and sub-themes

Theme Sub-theme

Caregiver’s response to taking care 
of patients during the first episode 
of psychosis

Blaming

Help-seeking response

Expressed emotion

My life has completely changed 
since taking care of family with 
mental illness

Financial issues

Disruption daily activities

Psychological issues

Perceived stigma

Things that strengthen me 
through this hardship

Internal coping

External support

“He’s stressed, and his dad often gets angry. I also feel guilty, 
maybe because we were too harsh, and that’s why he ended up like 
this” (P12).

Another response is the Help-seeking response, which is 
the initial treatment chosen by caregivers when symptoms of 
mental illness appear in their family members. In this case, 
most participants have already taken the patient to the hospi-
tal during the early stages of the illness, but have also sought 
out Church prayer teams or alternative treatments. Some par-
ticipants mentioned that the traditional healers were asked 
them to stop taking medication from the doctor while under-
going treatment.

“We initially went to the Church prayer team while also receiv-
ing medical treatment from a doctor. However, in contradiction, 
we were pressured to stop taking the doctor’s medication because 
they believed that prayers won’t work if combined with the doctor’s 
medication” (P7).

Furthermore, caregivers also reported an Expressed Emo-
tion (EE) response when caring for their family members. EE 
describes the caregiver’s attitude towards the patient. Some 
participants reported high levels of Expressed Emotion, which 
manifested as hostility, such as anger, physical aggression, and 
restraining the patient. Critical comments were also expressed 
by family members, including speaking harshly and shouting 
at the patient.

“He makes his dad emotional, so his dad hits him until he is 
bruised. His dad thinks maybe by doing this, he can make him go 
back to being normal” (P3).

In addition to the High Expressed Emotion (EE) shown 
through negative emotions, some participants also reported 
positive EE, which is manifested as warmth, such as giving 
compliments, being more attentive, and showing more affec-
tion.

“Since he has been sick, we have become more attentive and af-
fectionate. I have also noticed that his dad rarely gets angry” (P12).

My life has completely changed since taking care of 
family with mental illness
Participants discussed the changes that have occurred in their 
lives since their family member became ill and they had to be-
come the main caregiver. The changes they experienced ranged 
from financial difficulties, as they couldn’t work effectively due 
to caregiving responsibilities, disruptions in their daily activi-
ties, such as a decreased ability to socialize as they used to, and 
disturbances in their sleep and eating patterns.

“Yeah, I told her: ‘You see, we’re already struggling, so don’t act 
like this, as it hinders our ability to work. We need to be more fru-
gal now because we don’t know where else to get the money from’” 
(P6).

“He can’t be left alone. I’ve had less sleep, it’s difficult to eat, 
and I even worry about leaving him, thinking he might misbehave 
or cause trouble when left alone. It’s happened before; he’s even 
stabbed someone else’s child” (P8).

Another change experienced by caregivers is the emotion-
al aspect. Caregivers admitted to feeling sad, confused about 
what to do, stressed, and experiencing hopelessness. This is 
exacerbated by the perceived stigma from caregivers, such as 
neighbors suggesting that the patient be restrained, and ex-
tended family members ostracizing them.

“At first it was so sad seeing him like this, and I couldn’t accept 
it. I was confused about what to do because I didn’t know anything 
about it at the time” (P3).

“The neighbors distanced themselves from us, as if we had done 
something wrong to them. They constantly make comments like: 
‘You know your child is ill, just keep them locked up at home’” (P7).
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Things that strengthen me through this hardship
This theme describes how participants navigate challenges 
and strengthen themselves in caring for family members with 
mental disorders, especially during the first episode of psycho-
sis – which is a new experience for the participants. Two cat-
egories make up this theme, namely internal motivation and 
external support. 

The internal motivation is largely influenced by religious 
factors. Participants expressed a sense of surrender, entrust-
ing everything to God because they believe that there will be 
something beautiful behind it all. Participants also perceived 
the challenges they face as opportunities for self-reflection 
and personal growth.

“Every struggle surely has a purpose from God, perhaps to 
make us reflect more on ourselves as individuals and as a family. 
Right now, it has brought us closer to God, relying on Him more. We 
simply believe that all of this is God’s plan, and there is something 
good behind it” (P3).

Participants also explained that external support, such as 
financial assistance, moral support from neighbors, aid from 
the village government, and informational support from 
healthcare workers have been very helpful in the process of 
caring for the patients.

“We have no contact at all with other family members, but our 
neighbors are very kind, they always help, and the village officials 
always provide money and transportation assistance. Just a while 
ago, the church youth leader called to inquire about our well-being” 
(P8).

 “I observe and ask the nurses here, so now I know, oh, this is 
what needs to be done when they have an outburst, oh, this is what 
to do when they are quiet or urinate. Because at home, I have to do 
it by myself ” (P12).

 
Discussion

This study illustrates the experiences of caregivers in caring for 
their family members with mental disorders, particularly cap-
turing their experiences during the first episode of psychosis. 
Caring for patients during the first episode of psychosis pre-
sents a significant challenge for families due to a lack of know- 
ledge, leaving them confused about what to do, and where to 
go for help. This leads to profound changes in the family’s daily 
lives (Kumar et al., 2019). In this study, three themes emerged 
from the experiences of families caring for individuals during 
the first episode of psychosis: (1) The caregiver’s response to 
taking care of patients during the first episode of psychosis,  
(2) My life has completely changed since taking care of fam-
ily with mental illness, and (3) Things that strengthen me 
through this hardship.

Being primary caregivers during the first episode of psy-
chosis is a novel experience for the participants. Participants 
conveyed their reactions while caring for the patient, encom-
passing feelings of self-blame and directing blame towards 
God. Participants also expressed the feeling that they might 
be too harsh and have failed in raising their child. This is also 
related to Expressed Emotion (EE) in the family, particularly 
in the dimension of Emotional Over Involvement (EOI), which 
refers to overly self-sacrificing and exaggerated emotional re-
sponses (Amaresha and Venkatasubramanian, 2012). Previous 
systematic review studies have shown that EOI is positive-
ly correlated with feelings of guilt and shame (Cherry et al., 
2017). Other EE responses exhibited by participants include 
hostility and critical comments. The burden of the caregiving 
process can increase family EE, as reported in previous studies 

involving 422 caregivers of individuals with mental disorders, 
with 23.9% reporting high critical comments and 35.1% re-
porting high EOI. Long caregiving periods and 3–4 episodes of 
schizophrenia are associated with increased EE in caregivers 
(Yimam et al., 2022). However, participants not only reported 
negative EE but also expressed positive EE (such as warmth). 
Previous studies have reported that families with high warmth 
tend to show low critical comments, higher maladaptive cop-
ing scores, and lower overall well-being scores compared to 
relatives with higher levels of warmth (Avraam et al., 2022).

Another observed response was help-seeking behavior 
when family members show signs of mental illness. Some 
families immediately seek medical care, while others choose to 
observe and confine the individual at home or try alternative 
treatments first. However, families who seek medical care of-
ten combine it with alternative treatments later, and some are 
even asked to stop medical treatment because it might affect 
the effectiveness of the alternative treatments. Several factors 
influence the help-seeking behavior of caregivers, including 
stigma and a lack of family knowledge (Wong et al., 2020). This 
problem needs to be addressed because appropriate interven-
tion during the first episode can reduce the Duration of Un-
treated Psychosis (DUP) and prolong treatment engagement, 
leading to better outcomes (Weiss et al., 2022).

Another theme that emerged is related to the life changes 
experienced by caregivers when taking care of family members 
with mental disorders. Caregivers experience financial chang-
es as well as changes in their daily life activities. The patient’s 
inability to work during their illness forces the caregiver to 
work while providing care. The patient’s employment status 
can affect stigma, patient dependency, loss, and the need for 
backup from caregivers (Charles et al., 2021). Previous system-
atic review studies revealed that 5 out of 7 studies indicated a 
financial burden in caring for individuals with mental disor-
ders, characterized by financial constraints, productivity loss, 
and lost employment (Addo et al., 2018). 

Another change was in the psychological aspect, where car-
egivers feel stressed, sad, and confused. Caregivers often ex-
perience psychological distress, especially during the first epi-
sode of psychosis, with feelings of shock, fear, and a tendency 
to keep what is happening at home a secret (Onwumere et al., 
2019). This is usually because caregivers are confused about 
what to do due to a lack of information, especially regarding 
symptoms related to psychosis (Juneja, 2023). When com-
pared to caregivers who care for chronic psychosis, the phys-
ical and social burden is higher in caregivers of patients with 
chronic psychosis compared to those caring for the first epi-
sode of psychosis, but not in terms of the emotional burden. 
Caregivers caring for those with first-episode psychosis exhibit 
more intense emotional responses (Sagut and Çetinkaya Du-
man, 2016). This emotional burden is exacerbated by the stig-
ma felt by caregivers. Participants reported being shunned by 
neighbors and even asked to restrain their children because of 
having psychosis. This has also been reported in previous stud-
ies, where stigma and discrimination are experienced by most 
families during the first episode of psychosis, such as being 
shunned and experiencing difficulties in making friends and 
maintaining close relationships with extended family mem-
bers (Kinson et al., 2018).

The last theme that emerged is how participants navigate 
and strengthen themselves to get through difficult times as 
caregivers. Internal motivation includes spiritual reinforce-
ment, such as surrendering and praying to God. Caregivers 
often question the meaning of life and may feel despair when 
they have to care for family members with mental disorders, 
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so they choose spiritual practices as coping mechanisms (Ca-
saleiro et al., 2022). Another study stated that religious coping 
is associated with positive caregiving experiences, but on the 
other hand, those who rely more on religious coping may re-
quire more education and mental health services (Pearce et al., 
2016). Additionally, a previous study also reported that par-
ents who care for their sick children often use internal coping 
strategies, such as efforts to enhance emotional balance, like 
relaxation techniques (Sikorová and Bužgová, 2016).

Participants received external support from neighbors, 
local government, and healthcare workers. Some mentioned 
that other family members provide assistance, while others 
may not be as helpful. Previous studies have also revealed that 
although family support is limited, it can help caregivers get 
through difficult times (Hansen et al., 2020). Caring for a pa-
tient with a mental disorder, especially when it’s a new expe-
rience, can indeed be challenging, and families often require 
a wide range of support and resources such as information, 
assistance in accessing government health facilities, and car-
egiving skills (Kumar et al., 2019). From the perspective of 
service users, they also explain their roles and responsibilities. 
For example, families provide emotional support and care, 
friends and the community facilitate recovery and promote 
good mental health in the community, and stakeholders pro-
vide access to healthcare services, help reduce stigma, assist 
in finding employment and education, and also improve the 
mental healthcare system (Pope et al., 2019).

Most participants demonstrated similar responses and felt 
the same impact from caring for family members with mental 
disorders in the first episode. However, it appears that par-
ticipants 1 and 5 showed more significant blaming respons-
es, financial changes, and psychological impacts compared to 
other participants. This may also be attributed to their lack of 
adequate external support and insufficient information relat-
ed to psychosis. Previous studies have confirmed that family 
caregivers who perceive the availability of social support ex-
perience lower psychological distress (George et al., 2020). 
Another study also showed that caregiver burden is related to 
the occurrence of depression among caregivers. However, ad-
equate social support can reduce caregiver burden, especially 
among female caregivers and those with lower education and 
income levels (Sun et al., 2019).

 
Conclusion

This study provides an overview of the experiences of family 
caregivers when caring for their family in the first episode of 
psychosis. Participants reported drastic changes in their lives 
in terms of financial issues, psychological well-being, disrup-
tions in daily activities, and feeling stigmatized by their sur-
rounding environment. However, internal strength derived 
from religious aspects and external support became factors 
that strengthened caregivers in their caregiving role. The ex-
perience of caregiving during the first episode of psychosis is 
extremely challenging because participants still feel confused 
about what to do, leading to psychological responses that sub-
sequently affect their help-seeking behaviors. These findings 
can serve as the basis for the development of education and 
family intervention programs to meet the learning needs of 
families in caregiving and address their psychological needs. 
This study has potential limitations. Not all the interviewed 
caregivers came from the nuclear family, which may potential-
ly influence caregivers’ experiences differently, especially in 
terms of psychological responses.
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