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Abstract

Research aim/problem: This research was performed to evaluate the caring experiences of
caregivers’ of individuals diagnosed mental illness.

Method: This qualitative study was performed with 13 caregivers who care for individuals who
had chronic mental illness at inpatient units and community mental health center of a hospital
serving in the Aegean Region of Turkey. The data collection process was performed by
introductory form, semi-structured interview forms were used during interviews as face-to-face in-
depth interviews.

Results: The sample population was comprised of 13 caregivers. The participants’ average age was
45.6 (min: 29—max: 62), of which 5 were single, 8 were women, 2 had a graduate degree, 8 had
children. Participants had an average of 10 years of caring period (min: 3- max:22) and %061.5 had
a supportt during a patient care. According to the results, five themes were determined related to
experiences of caregivers. Themes were “difficulties related to caring, experiences related to social
life, experiences related to emotional issues, positive aspects and experiences related to family
matters”. Subthemes of this study were controlling behaviors, treatment follow up, controlling
disease symptoms, planning future, stigmatization, restrictions on social life, emotional expression,
ambivalant emotion, crisis management, sharing similar experiences, effectiveness of education,
family support, daily routines, family roles.

Conclusion: In this research, difficulties of the caregiving process are management of emotional
and behavioral problems, maintaining treatment, stigma, social limitations, changes in family
dynamics ve concerns about the future. Educational activities and sharing similar experiences with
other caregivers were determined as positive experiences. Supporting caregivers in chronic mental
illnesses can improve care quality by reducing the burden of care. It is important to plan effective
interventions for caregivers, to implement psychoeducational programs and to provide home
psychiatric care services.
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Introduction

Psychiatric diseases are characterized by deterioration in various areas such as self-care,
communication, social relations, and professional roles (Oztiirk & Ulusahin, 2016, p.189). In
addition, due to the disability, that can be seen in mental illnesses, can negatively affect the
functionality of patients, social and family relations, work life and daily activities, causing the
individual to lead a dependent life and high care costs (Tel et al., 2014, Addo et. al, 2018). It is stated
that schizophrenia, bipolar disorder, depressive disorders, alcohol use disorders are among the
diseases that cause disability the most (Binbay et al., 2014, p.276; Vos et al,, 2012, p.2183; Kilig 2017).
In this context, family support is of importance for patients with psychiatric illness in the scope of
rehabilitation and recovery (Stuart, 2008).

In the 20th century, with the development of awareness about the biopsychosocial aspect of
mental illnesses, some deficiencies in the services in the mental health field began to be detected.
With the increasing importance of mental health services that community-based, the first steps of
which were taken worldwide in the 1960s, it was aimed that people who had mental illness receive
care in the community (Abdul-Adil et al., 2010; Ministry of Health, 2011). These developments
enabled families activities for patients and diverted the care burden from hospital to families and
some other institutions (Liberman, 2008, p.278-310; Alatas et al., 2011; Macleod et al., 2011).
Therefore, families may experience some difficulties in the caring process and family functions may
be adversely affected (Arslantas, 2018; Ertem, 2020). A team approach is needed to ensure family
participation and to establish cooperation with the family for treatment and rehabilitation of patients
who have chronic psychiatric illness. Within this team, the nurse has the opportunity to work with
patient families for longer periods in psychiatry clinics, psychiatry outpatient clinics and community
mental health services. In this area, it is important to identify the factors that determine the care
experience of families in the planning of nursing practices.

It is stated that the biggest support sources and caregivers of patients who have psychiatric
illness are their families, and the important part of patients live with their families (Tel et al., 2010;
Kizilirmak & Kiictik, 2016, p.49). With the diagnosis process, the responsibility of care for the
patients is transferred to the family, who is unprepared for this new situation, and family members
generally fulfill their caregiving role without any support (Pickett-Schenk et al., 2008). Therefore,
changes in the patient's functionality impose different responsibilities on families. New
responsibilities added to their current responsibilities in family, work and social lives cause caregivers
to experience difficulties (Gulseren et al., 2010; Atagiin et al., 2011; Bademli & Duman Cetinkaya,
2013; Addo et al., 2018). In the literature, caregivers are defined as hidden patients and it is stated
that their mental health status is impaired as a result of the inability of caregiver families to cope
effectively with the stress they experience (Gutierrez-Maldonado et al. 2005; Giilseren et al., 2010).
It is stated that families experience anxiety, guilt, fear, helplessness, depression, shame, anger, anxiety,
and hopelessness (Giilseren et al., 2010; Atagtn et al., 2011, p. 516; Bademli & Duman Cetinkaya,
2013). Patients’ relatives struggle against difficulties from the multidimensional needs and problems
of their chronic patients. This may result in burnout in family members responsible for care. In the
text of the National Mental Health Policy, it is stated that programs for the families of individuals
with severe mental illness should be implemented and the family should be a part of the treatment
and rehabilitation program (Ministry of Health, 2011). Therefore, it is important to determine the
current situation regarding this issue in order to determine the services to be provided to families. In
this study, it was purposed to reveal the caregivers’ experiences about the caregiving process.

Methods
Aim and Design
The research was planned as a qualitative design by using phenomenological method to
evaluate the caregivers’ experiences about caring process for patients with chronic mental illness. The
main objective of phenomenology is to find out experience. The qualitative method facilitates people
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to explain their feelings, perceptions about a certain phenomenon. In this research design, data
diversity can be provided and common or separate meanings of experiences for individuals can be
discovered (Rose et al., 1995).

Place and Time

The research was catried out in the psychiatry service and community mental health center of
a research hospital serving in Aegean Region between June 2022 - August 2022.

Population and Sampling

Purposive sampling method was used while determining the sample in this research. First
degree relatives of individuals diagnosed with Schizophrenia Spectrum and Other Psychotic
Disorders and Bipolar Disorder according to DSM-V constituted the universe of the study.
Participants aged 18 and over who volunteered to participate in this research, were literate, were not
diagnosed with any mental illness according to the DSM-V diagnostic criteria, were caring for at least
a year were included in this research.

In qualitative studies, the termination of the sample is specified as a criterion in terms of sample
adequacy when no new data is received and the data starts to repeat (saturation point). (Morgan &
Morgan, 2009; Shenton, 2004; Collins & Onwuegbuzie, 2007). When the data was repeated, the
researcher discussed the sample saturation with the other researchers. The sample size was fixed
when the data repetition was first appeared. The sample of this research comprised of 13 caregivers.
Instruments

Data were collected with the “Sociodemographic Information Form” and the “Semi-
Structured Interview Form”. The data forms were prepared by using the experiences of the
researchers.

Sociodemographic Information Form: It consists of questions that include socio-
demographic and descriptive features (gender, age, income level, length of care, information about
psychiatric diseases, etc.).

Semi-Structured Interview Form: Consisted of open-ended questions about how caregivers
evaluate their care experience. The questions in the interview form are as follows;

1- How did you feel when the disease appeared?

2- What methods did you use to cope with the disease?

3- When did you start struggling with the disease? What did you do?

4- How do you usually spend a day?

5- What is the patient's daily activity level/what is his role in daily activities?

6- How do you meet your own needs?

7- How would you describe the role of other family members (brothet/s or father)?

8- Have you been busy with anything other than illness?

9- How would you describe your social support in the management process of chronic mental
illness (family, friends, relatives, neighbors, institutions, associations, etc.)

10- How did you feel as a caregiver?

11- How did you plan the economic balance in this process?

Data Collection Process

The researcher gave information about the purpose of the research and how it would be carried
out, and informed written consent was ensured from the relatives of the patients that agreed for
participating in this research before the interviews. The names of the caregivers were kept confidential
throughout this research.

Data were collected via face to face interview method. In order for the interviews to be
conducted properly, a quiet and suitable room was chosen as the interview environment. All
interviews were conducted by a single researcher. During the interviews, the contents of the
interviews were recorded in writing. Each in-depth individual interview took approximately 25-45
minutes. The analysis and transcription of the interview records were made by all researchers.
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Limitations of the Research

This research’s results are limited to the institution and sample within the scope of the research.
The Generalizability of the Research

The data obtained may contribute to identifying caregivers' experiencing difficulties, to the
formation of support groups according to these characteristics, to the improvement of mental health
services provided in institutions for patients and their caregivers in psychiatric disorders.
Ethical Considerations

In order to conduct the study, IRB approval was obtained from the Non-Interventional
Clinical Research Ethics Committee (Decision No: 01.04.2021/0186). Institutional permissions wete
obtained from the hospital where the study was conducted. The caregivers were informed about the
purpose and methodology of this research. Informed verbal and written consent was obtained from
all participants to ensure volunteering for participation. The study was performed in accordance with
the principles of Declaration of Helsinki.
Data Analysis

Numbers and percentages were used to determine the participants’ sociodemographic data.
COREQ (Consolidated criteria for reporting qualitative research) was used in this research (Tong,
2007). Individual interviews were written word-by-word. The content analysis tecnique was used by
the researchers. The responses that fell into a meaningful category were labeled by a name and code.
For the participants, a separate list of codes was created. Codes obtained from all interviews were
cross-examined to determine similarities and differences. Then, similar codes were grouped to
compose a specific theme. Proximate themes were reworked into a few as they best fit for the
described findings (Elo & Kyngis, 2008).

Results
The results were presented through two parts. First section included the socio-demographic
results of caregivers’ and in the second part, the themes defined from the results were presented.
The sample population was comprised of 13 caregivers. The caregivers’ average age was found as
45.6 (min: 29—max: 62), of which 5 were single, 8 were women, 2 had a graduate degree.
Participants had an average of 10 years of caring period (min: 3- max: 22) and %61.5 had a support
during a patient care (Table 1).

Table 1. Socio-demographic Characteristic of Caregivers

aregivers | Age | Gender | Marital | Having Educational Caring | Support
status | Children Status Period for
(year) | caring

C1 38 | Female | Single No High School 9 Yes
C2 47 Male | Married Yes High School 12 Yes
C3 52 Male | Married Yes Secondary school 19 No
C4 55 | Female | Married Yes Literate 6 Yes
C5 37 Male | Married Yes High School 4 Yes
Co6 44 Male Single No Secondary school 7 No
C7 29 Male Single No High School 3 Yes
C8 43 | Female | Single No Graduate 8 Yes
C9 47 | Female | Married Yes Secondary school 10 No
C10 59 | Female | Married Yes Secondary school 22 No
Cl11 62 | Female | Married Yes Literate 18 No
C12 34 | Female | Single No Graduate 4 Yes
C13 46 | Female | Married Yes Secondary school 9 Yes
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In this research, five themes were determined related to caregivers’ experiences. Themes were
“difficulties of caring, experiences related to social life, experiences related to emotional issues,
positive aspects, experiences related to family matters”. Sub-themes were found under the difficulties
of caregiving related to follow-up of treatment, control of symptoms and planning for the future;
under experiences related to social life, stigmatization and restriction of social life; under experiences
related to emotional problems, negative emotional expression and exposure to ambivalant emotions;
under positive experiences of caregiving, sharing of similar experiences and effectiveness of
education; and under experiences related to family issues, family support, daily routines and changes
in the roles of family members. (Table 2).

Table 2. Results of Content Analysis Described in Interviews with Caregivers

Themes Sub-themes Quotations
Difficulties of Treatment Follow Up e I have trouble managing when she has aggressive
Caring Controlling Disease  bebavior
Symptoms
Planning Future Sometimes be has unrealistic thoughts, I feel like he is

doing it to spite me, and in this case, we do not know
what to do in the family.

Experiences Stigmatization oo This man has a mental illness, it is not clear what he
Related to Restrictions in social life will do, he cannot do the job well so he is not hire.
Social Life .. I haven't been able to meet with friends and relatives for

a long time, and I can't invite them to my howmee.
. there are times when I'm afraid to take the subway or
even the bus with hin.

Experiences Emotional Expression - 1 get very angry with her when she refuses to take the

Related to Ambivalant Emotion Job and then regret it, it's alhways like this.

Emotional

Issues

Positive Aspects Sharing Similar Experiences .. thanks to the training given by the health workers, we
Effectiveness of Education learned what this disease is and what to do when syniptoms

appear. 1t is very difficult to care without considering them.
.. L met the relatives of other patients who have the same or
similar disease, we share with each other about patient care,
I have seen a lot of benefit from this.

Experiences Family Support ..children's school, housework, patient care follow-up are all
Related to Daily Routines under my responsibility
Family Matters  Family Roles
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Discussion

Caregiving process includes activities such as supporting the patient’s physical, psychological,
social and economic needs, self-care and household chores, managing budget (Ak et al., 2012, p.335).
Individuals with chronic mental illnesses face some difficulties while fulfilling their familial and social
roles, as there may be cognitive destruction, disability and some losses in the socioeconomic field.
For these reasons, it is of great importance to be supported by their caregivers (Gultekin, 2010;
Buldukoglu et al., 2011; Ertem, 2020). A caregiver is a member of family who cares the patient more
than one year also closely interested in daily living activities and health care (Walke et al., 2018).

This research was performed to evaluate the experiences of caregivers who care people with
chronic mental illness. In this research, five themes were determined related to the caregivers’
experiences. Themes were “difficulties of caring, experiences related to social life, experiences related
to emotional issues, positive aspects, experiences related to family matters”.

It was determined that the positive aspects of the caregiving process according to the
participants are educational activities and sharing similar experiences with other families. Educational
activities in chronic mental illnesses should be the first step for patients and families. Relatives of
patients suffering from the same problem should be brought together and encouraged to take active
responsibility for their own problems. Ensuring this will contribute positively to the feeling of
solidarity, the development of coping skills in caregivers, and the increase of mental well-being, and
thus to patient outcomes, as stated in the literature (Chien, 2008; Duman Cetinkaya & Bademli 2022).

Within the scope of this research, caregivers have difficulties in; controlling the disease
symptoms of patients-especially controlling their behaviors, continuing the treatment, making a
future plan for the care of the patient, limitation and stigmatization in social life, negative emotion
expression of the patients, changes in family roles, insufficient family support, and inability to
maintain the daily routines in the family in a healthy way. It is stated that caring for a chronic
psychiatric patient is an extremely stressful situation as it puts a burden on families (Sengiin Inan &
Duman Cetinkaya, 2013). Caregivers are faced with many stressors such as the diagnosis of mental
illness, the negative effects of psychiatric drugs, the continuity of the disease and treatment process,
the inability of the sick individual to fulfill their roles, and the loss of economic and social status
(Pompeo et al., 2016, p.5). Due to the chronic illness of their relatives, caregivers may feel grief,
uncertainty, shame, guilt, anger, loneliness and social isolation (Chadda, 2014; Gupta et al., 2015).
This process and negative emotions can negatively affect the well-being of caregiver, their ability for
caring patient, and course of the disease (Arguvanli & Tasc1 2013; Sengiin Inan & Duman Cetinkaya,
2013, p.2006;). Similarly, according to literature, there are studies stating that caregivers have difficulty
to fulfill their roles, that family interaction is impaired and the whole family is affected. (Ozyesil et al.,
2014; Ae-Ngibise et al., 2015; Wang et al., 2017; Fekadu et al., 2019; Gania et al, 2019; Ertem 2020).
Meeting the needs identified by patient relatives has the capacity to address the effects of illness and
caregiving, thereby reducing negative emotions associated with the caregiver role (Cleary et al., 2020).

Conclusion

Despite the positive effects of caregiving experience, caregiving is a complex concept that is
often interpreted negatively. Becoming a caregiver is unselectable or unplanned. Relatives of patients
have to face the multidimensional needs and problems of their chronic patients for long periods of
time. According to the findings of this research, in order to support the caregivers of patients with
psychiatric diagnoses, the implementation of psychoeducational programs on disease and treatment
management and interim evaluations, home psychiatric follow-ups, family communication skills,
counseling and training plans regarding changing roles, and psychosocial counseling for caregivers is
recommended to be given. Also, implementing specific programmes like family to family support
program, mutual support programme is of importance.
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