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ABSTRACT

Although it is well document that caregiving for persons with early schizophrenia
affects all aspects of the parents’ lives, little is known about the caregiving process in caring
for adult children with early schizophrenia. The purpose of this study was to explore basic
social psychological process of being caregivers for adult children with schizophrenia among
Thai parents. A grounded theory study was conducted. Twenty-five parents whose adult
children were first diagnosed with schizophrenia within five years were interviewed, at the
Outpatient (OPD) and Inpatient Departments (IPD) of the biggest psychiatric hospital in
Thailand. The interviewed data were transcribed and analyzed using the constant-comparative
method of the Straussian grounded theory approach.

Struggling to restore normalcy was the basic social psychological process of

being caregivers for adult children with early schizophrenia. It began with causal conditions:
learning the diagnosis and facing shattered dreams. Because of the unstable and unpredictable
nature of psychotic symptoms and the lack of experience and caregiving skills to work with
mental illness, the parents had difficulties achieving their children’s normalcy. However,
perceiving caregiving as an unavoidable role, a contextual condition which included a sense of
responsibility, feelings of love and sympathy, and believing in karma helped the parents in
continually provided caregiving for their children. In order to restore normalcy, the parents
struggled to control psychotic symptoms, which involved monitoring the symptoms,
maintaining medication adherence, managing the symptoms, and preventing the exacerbation
and relapse of the symptoms; as well as struggling to deal with the impacts of the illness,
including dealing with the children’s poor decision making, dealing with the stigma of the
disease, and dealing with loss and difficulties. As time passed, the parents began to realize and
accept a new normal that they were unable to restore their children’s normalcy. Their children
still had to be the patients with schizophrenia who needed long term care. Once realized, most
of the parents had maintained caregiving with new perspectives in being caregivers for their
children, while some of them distanced themselves from caregiving.
These findings indicate that caregiving in the early phase of schizophrenia is a very difficult
situation. In addition, the findings can be used as basis information for developing an early
intervention program and for further study, to alleviate the parents’ struggling, enhance their
adaptive coping response and help them to overcome their difficulties.

KEY WORDS: PARENTS / CAREGIVING EXPERIENCES / EARLY PHASE OF
SCHIZOPHRENIA
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CHAPTER |
INTRODUCTION

Background and Significance of the Study

Schizophrenia is one of the most severe and chronic mental illnesses. In
the context of Thailand, schizophrenia-associated problems are among the major
causes of disability, accounting for 10.5% of the damage caused by the disease
(Chakrabhand, 2005). The incident rate of schizophrenia in the Thai population is
approximately 3 per 10,000 with a peak at the ages of 15-24 in both males and females
(Phanthunane, Vos, Whiteford, Bertram, & Udomratn, 2010). The Department of
Mental Health, Ministry of Public Health (2008) reported that the number of
schizophrenic outpatients that attended public hospitals increased from 78,944 in 2006
to 86,105 in 2008. Since there is the deinstitutionalization policy which aims to
decrease the hospital length of stay and decrease the number of patients in psychiatric
hospitals, the majority of patients with schizophrenia (98%) resided with their families
in the community (Phanthunane et al., 2010) and most of them returned home while
still experiencing psychotic symptoms (Thongkhamrod, 2006). Parents are the
majority group of primary caregivers for patients with schizophrenia at home
(Wongchaiya, 2007).

The psychotic symptoms of schizophrenia are differentiated from other
mental disorders by their severity which is characterized by the prominent structural
deformities of thought and perception. The first episode of schizophrenia typically
emerges in late adolescence or early adulthood (Corcoran et al., 2007; Reed, 2008).
The course of schizophrenia is composed of prodomal, acute, and residual phase. In
the early phase of schizophrenia, the families possibly face prodomal phase, then acute
phase and eventually residual phase (Nevid et al., 2008; Pearson, 2006). The prodomal
phase is the early signs which are vague and hardly noticeable. The main symptom is a
slow change in behaviors and mood, such as social withdrawal and decline in function,

as they enter the teen years (Corcoran et al., 2007). The vague signs make it difficult
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for family members and professionals to differentiate between the normal struggles
associated with adolescence and early warning signs preceding a first break or relapse
(Norman, Malla, Verdi, Hassall, & Fazekas, 2004). At the acute phase of the illness,
the patients can pose a threat to themselves, other people, animals, and properties due
to their aggressive behaviors associated with delusions and/or hallucinations and poor
cognitive functions (Corcoran et al., 2007; Payne, Malla, Norman,Windell, & Brown,
2006). They additionally express troublesome behaviors such as sleeping during the
day and remaining awake at night, speaking aggressively, and acting out violently
(Ferriter & Huband, 2003). After treatment, the patients possibly move to residual
phase which psychotic symptoms are subsided with impairment of cognitive and
social function (Messiass et al., 2005).

Empirical evidence indicates that, during the first five years after
diagnosis, the psychotic symptoms particularly prominent and unstable marked by
exacerbations, remissions, and relapse; and became more stable after that time
(Lieberman, 1999; McGlashan, 1998). Studies have found that the cumulative relapse
rate was 70-82% for up to five years following the first admission or episode
(Robinson et al., 1999; The Scottish schizophrenia research group, 1992). Some
studies indicated that the most common cause of relapse during this phase of illness
was medication non-adherence (Haywood et al., 1995; Lacro, Dunn, Dolder,
Leckband, & Jeste, 2002). Adapting themselves to medication changing (Lambert,
2009; Robinson, Woerner, & Alvir, 2002) and suffering from antipsychotic drug side
effects which are common happening in the early phase of illness (Lambert, Conus,
Lambert, & McGorry, 2003) and having poor insight (Schultz, North, & Shields,
2007) lead patients to medication non-adherence. Lieberman (1999) indicated that
patients had a poorer response to treatment, a longer time to remission, as well as a
deterioration of functions with each subsequent relapse episode considered as the
chronic state of the illness. Therefore, the early phase of schizophrenia is critical and
substantial and continuing care is needed.

Caregiving in this phase of illness is a complex and troublesome process
bringing enormous changes and impacts to parents in many aspects of their lives.
Studies noted that caregiving for patients with schizophrenia required specific skills

for dealing with patients’ cognitive deformity and problematic behaviors (Mo et al.,
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2008; Riebschleger et al., 2008; Sin, Moone, & Wellman, 2005). Unfortunately, the
parents often do not have the knowledge or understanding about the patients’
diagnosis, the available resources, the skills to manage difficult and embarrassing
behaviors of the patients, as well as the way to deal with their own feelings. Mohr and
Regan-Kubinski (2001) described that parents experienced grief from losing hope and
their loved ones to the world of mental illness. They had to change their life plans to
live with and care for the patients (Sin et al., 2005). Parents’ relationship with the
patients and their social relationship were disrupted causing by caregiving (Copeland,
2007; Ip & Mackenzie, 1998; Mavundla, Toth, & Mphelane, 2009; Mohr & Regan-
Kubinski, 2001; Parker, 1993). In addition, they faced difficulties in managing the
stigma (Liu, Lambert, & Lambert, 2007; Veltman, Cameron, & Stewart, 2002), the
patients’ symptoms (Ferriter & Huband, 2003; Parker, 1993), and dilemmas in the
complex caregiving situations (Mavundla et al., 2009; Milliken & Rodney, 2003).
Many studies have indicated that living with high stress and strain with little time to
relax increased the risk of poor health in parents (Chaffey & Fossey, 2004; Dyck,
Short, & Vitaliano, 1999; Greenberg, Greenley, McKee, Brown, & Griffin-Francell,
1993; Milliken, 2001) especially those who were living with the patients (Tennakoon
et al., 2000).

The difficulties of caregiving affect the parental roles and family life.
Milliken (2001) reported that parents had to provide full-time care for the patients,
while maintaining multifaceted parental roles and other obligations in the family.
Some studies described that parents faced difficulties in balancing the patients’
demands with the needs of other children (Mendenhall & Mount, 2011; Nelson, 2002;
Sullivan-Bolyai, Knafl, Sadler, & Gilliss, 2004). They had to have an awareness of
and attention to the emotional reactions of other children and make sure that they did
not feel overshadowed by caregiving role. However, studies indicated that parents
experienced parental incompetence when they could not balance the illness demands
with other children’s needs (Chaffey & Fossey, 2004). They paid less attention to
other children leading to frustration, guilt, and conflicts in the family. They
additionally had to assure the economic stability of the family, as well as, maintain the
household tasks and family activities (Mendenhall & Mount, 2011; Nelson, 2002;

Sullivan-Bolyai et al., 2004). Furthermore, some studies indicated that several parents
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had to change their paid work to part time or had to give up their paid work to provide
care for the patients resulting in their families’ financial hardship (Jungbauer,
Wittmund, Dietrich, & Angermeyer, 2003; Milliken, 2001). It interfered with their
ability to perform the breadwinner role, especially among fathers (Brandth & Kvande,
1998). Moreover, Brody (1995) noted that some of the parents, in their midlife were
also providing care for their aging parents or in-laws. Therefore, they experienced
being pulled in many directions by having to fulfill multiple roles (Milliken, 2001).

Empirical evidence indicates that parents’ caregiving experiences are the
crucial factor influencing patients’ clinical outcomes. Addington, Collins, McCleery,
and Addington (2005) found that if parents perceived sufficient support from health
care providers, they could play a significant role in the patients’ recovery from the first
episode of psychosis. On the other hand, with insufficient support, parents experienced
distress and burden and perceived a low quality of life which could affect the quality
of care (Bull & Jervis, 1997; Seloilwe, 2006). Studies noted that parents were likely to
have an increasing level of distress and behave in hostile, critical, or over-involved
manners toward the patients’ troublesome behaviors in an attempt to reduce the
perceived stress of caregiving situation and loss (Bachmanna et al., 2002; Kuiper et
al., 2006; Patterson, Birchwood, & Cochrane, 2005). Previous studies revealed that
such expression of parents was associated with high levels of patients’ anxiety and
depression (Kuiper et al., 2006) preceding relapse (Bachmanna et al., 2002; Freeman
& Garety, 2003; Gleeson, Linszen, & Wiersma, 2009).

Although caregiving for patients with schizophrenia in the early phase of
illness is difficult and brings enormous impacts to families, parents’ lives, and
patients’ clinical outcomes, the study concerning parents’ experiences in dealing with
changes and impacts in this phase of illness is rare. In the Western context, most
studies reflected the concern about the impacts of caregiving on caregivers in this
phase of illness (e.g., Addington, Coldham, Jones, Ko, & Addington, 2003; Corcoran
et al., 2007; Reed, 2008; Tennakoon et al., 2000). Some phenomenological studies
described caregivers’ perceptions and responses to their relative’s mental illness
(McCann, Lubman, & Clark, 2011; Sin et al., 2005). There were grounded theory
studies shedding the light on the process of providing care for psychotic patients
(Rose, Mallinson, & Walton-Moss, 2002; Wynaden, 2007). The findings of these
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studies revealed that before the diagnosis, caregivers were in a stormy period. They
experienced psychological distress as they struggled to understand what had happened
to their loved ones. They experienced a sense of crisis and had to seek ways to solve
the unpredictable and uncontrollable problems, restore normalization, and adjust their
coping to take each day as it comes. After the diagnosis, it was an unacceptable
situation for them to have mentally ill children. They encountered the sense of
uncertainty, the possibility of making major changes in their usual routines to
accommodate illness demands, and the possibility of radically altered future. They
tried to find for the possible ways through using trial and error to overcome their
difficulties before moving to a state of balance and gaining a sense of mastery (Rose et
al., 2002; Wynaden, 2007). However, these studies have focused on the caregiving
experience with a wide range of duration from 1 to more than 20 years in which the
experience in the early phase of illness was a part (Rose et al., 2002; Wynaden, 2007).
The prominent information is the caregivers’ dealing with the illness. Additionally,
caregivers in these studies had various relationships with patients, including parents,
children and siblings, and the patients had various psychotic disorders, including
schizophrenia, bipolar, and depression. Thus, these studies lack homogeneity of
parents’ experience in caring for patients with schizophrenia and little is known about
the parents’ responses in adjusting their personal and family lives amidst the chaos of
being caregivers.

In Thai context, there were two phenomenological studies concerning
lived experience of caregivers who cared for relatives with schizophrenia who had
been diagnosed from 3 to 13 years (mean = 6.5, SD = 4.27) (Rungreangkulkij &
Chesla, 2001) and had lifetime hospitalizations ranged from 1 to 12 times
(Sethabouppha & Kane, 2005). These studies provided knowledge about Thai
caregivers’ perceptions and responses in particular to their relatives’ mental illness
which was captured from the wide range of caregiving duration. Some grounded
theory studies explored the process of dealing with schizophrenia, such as managing
caregiving tasks and developing skills and caregiving role (Dangdomyouth, Stern,
Oumtanee, & Yunibhand, 2008; Tunkpunkom, 2000) and coping process of caregivers
(Sukmak, Chockratnhirun, & Srijunlah, 2001). The findings of these studies provided

understanding that caregivers’ coping responses were changed over time (Sukmak et
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al., 2001). Caregivers had to adjust their lives in dealing with each phase of illness and
the repetitive problems. They had to provide the close and thoughtful caregiving in
managing the unpredictability of the patients’ psychotic symptoms, as well as manage
their own feelings (Dangdomyouth et al., 2008). In dealing with the difficulties of
caregiving tasks, they gradually developed caregiving skills and strategies for various
circumstances by experiential learning (Dangdomyouth et al., 2008; Tunkpunkom,
2000).

However, these studies provided information about caregiving experiences
with a wide range of duration, from seven months to over 10 years, but the experience
at the early phase of illness was only slightly touched upon (Dangdomyouth et al.,
2008; Rungreangkulkij & Chesla, 2001; Sukmak et al., 2001; Tunkpunkom, 2000. In
addition, these studies included mothers, spouses, and siblings as participants
(Dangdomyouth et al., 2008; Sukmak et al., 2001; Tunkpunkom, 2000). Little is
known about the parents’ experiences in becoming caregivers of their adult children
with schizophrenia in the early phase of the illness.

The issues needed to be extended for better understanding are Thai
parents’ meanings attached to the experiences in having children with schizophrenia
and being caregivers, the changes and impacts happened in their lives, and their
actions/interactional responses to those changes and the conditions influencing such
responses, from the first episode of the illness to within five years after the first
diagnosis. Understanding the parents’ problems and their responses in being
caregivers for their children with schizophrenia in this early period is crucial for
psychiatric nurses in learning from them in what responses are effective or ineffective.
It is important in identifying the nursing therapeutics based on knowledge derived
from parents’ perspectives to help them learn about ways to deal with changes and
impacts and gain a sense of readiness to be caregivers, to prevent the adverse
consequences of both parents and the patients’ clinical outcomes, and to facilitate a
sense of mastery in being caregivers of their children with schizophrenia at the early

phase of illness.
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Purpose of the Study

The purpose of this study was to explore the experiences of Thai parents in
being caregivers of their children with schizophrenia within five years after the first
diagnosis. A substantive theory was developed to describe the conditions influencing
the process of being caregivers from the perspectives of Thai parents.

Research Questions of the Study

A major research question of this study was:

What were Thai parents’ experiences in being caregivers for their children
with schizophrenia within five years after the first diagnosis?

More specific research questions were:

1. How did Thai parents perceive the illness of their children and their
caregiving role?

2. How did Thai parents deal with the changes and impacts happened in
their lives?

3. What were the conditions influencing the parents’ experiences?

Definitions of Terms

The keywords for this study are:

Parents refer to fathers or mothers, or both of them who are the primary
caregivers of their children with schizophrenia.

Schizophrenia refers to a mental illness which changes in behavior due
to the deviation of thought and perception diagnosed by a psychiatrist. The diagnosis
is based on criteria of the Diagnostic and Statistic Manual of Mental Disorders, 4"
edition-Text Revision (DSM-IV-TR) (APA, 2002) or the Tenth Revision of the
International Classification of Disease (ICD-10) (WHO, 1992).

The early phase of schizophrenia refers to the duration from the first

episode of schizophrenia that parents become aware that the changes are taking place
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in their children to five years after the first diagnosis with schizophrenia is confirmed
by a doctor. This information is obtained from the parents.

Summary

Schizophrenia is one of the most severe and chronic mental illnesses. Most
of the patients dwell in the community. The schizophrenic symptoms during the first
five years after the diagnosis are unstable or unpredictable alternating between
exacerbations and remissions and gradually impair functions that precede the state of
chronic illness. As a consequence, the patients with schizophrenia need substantial and
continuing care and most of the care responsibilities fall on their parents. Having
children with schizophrenia and giving care for them in this phase of illness is a
complex and troublesome situation bringing about enormous changes and impacts to
many aspects of parents’ lives and families. Parents experience the difficulties in
learning to adapt and incorporate their new caregiving circumstances into their lives
and families. They, at the beginning of the illness, struggle to understand what has
happened, and suffer with the changes of their children’s behavior. In taking care of
their children, they encounter the difficulties in dealing with loss, stigma, and their
children’s psychotic symptoms, and in balancing their caregiving roles with parental
roles. However, little is known about Thai parents’ experiences in being caregivers for
their children with schizophrenia in the early phase of the illness. This study aimed to
describe how Thai parents perceived their children’s illness and their caregiving role
and dealt with the changes and impacts in being caregivers of their patients with
schizophrenia from the first episode of the illness to five years after the first diagnosis,

as well as the conditions influencing their experiences.
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CHAPTER I
LITERATURE REVIEW

This chapter provides information to understand the broad context of
parents’ experiences in being caregivers for patients with schizophrenia from the first
onset of the illness through five years after the first diagnosis. The selected literature
that is relevant to this study is reviewed and organized into eight sections:
schizophrenia, transition into becoming caregivers, impacts of schizophrenia on a
family unit, impacts of caregiving on parents’ lives, caregivers’ experiences in the
context of other countries, caregivers’ experiences in the Thai context, grounded
theory, and trustworthiness of qualitative study. A review of schizophrenia is aimed to
describe the nature of the disease which involves the caregiver’s experience.
Transition into being caregivers is proposed to enhance an understanding about its
meaning and its nature and present knowledge relating to transition in the area of
caregiving for schizophrenic patients. A review of family types is aimed to describe
the characteristics of family functioning under difficult situations. The literature about
the impacts of schizophrenia on the family and parents’ lives are reviewed for
understanding of how schizophrenia affects the family unit and parents’ lives. In
addition, the literature on caregivers’ experience is intended to show empirical
evidence related to caregivers’ experience in being caregivers of patients with
psychotic disorders, including schizophrenia in other countries and Thailand and how
caregivers perceive and deal with the impacts and changes happened in their lives. The
grounded theory and trustworthiness is intended to provide an understanding of the
methodology adopted in this study and trustworthiness of qualitative research, in terms

of its principle.
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Schizophrenia

Schizophrenia is a severe and chronic mental illness. Although it affects
1% of people, its prevalence rate is high by its chronicity (Mueser & McGurk, 2004)
The first expression of psychotic signs and symptoms begins earlier in men than
women with a peak at age of 15-25 years and 25-35 years, respectively (Aleman,
Kahn, & Selten, 2003; Varcarolis, Carson, & Shoemaker, 2010) and most persists the
whole time of the patient’s life (Mueser & McGurk, 2004).

Causes of schizophrenia

Although extensive studies on the etiology of schizophrenia have been
done, the cause of schizophrenia is unknown. However, previous studies consistently
noted that a combination of biological and environmental factors increases
susceptibility to schizophrenia (Mueser & McGurk, 2004; Owen, Craddock, &
O'Donovan, 2005; Tandon, Keshavan, & Nasrallah, 2008). Biological perspective
focuses on genetic as it is an important factor of schizophrenia (Hall et al., 2007;
Sullivan, Kendler, & Neale, 2003). The biological relatives of Patients with
schizophrenia have a more elevated risk of developing schizophrenia (Gottesman,
2001). Abnormality of brain structure and chemicals are also considered as biological
contributors of schizophrenia (Sadock & Sadock, 2009). The result of schizophrenic
patients’ brain scan via magnetic resonance imaging (MRI) showing enlargement of
the cerebral ventricles and decreasing gray matter indicated the nerve damage and
disconnections in the pathways that carry brain chemicals especially dopaminergic
pathway (Freedman, 2003). The evidence supports that schizophrenia involves
hyperactivity of dopamine (Mueser & McGurk, 2004). The disconnection in brain
circuits could additionally impair information processing and coordination of mental
functions involving psychotic symptoms (Mueser & McGurk, 2004; Sadock &
Sadock, 2009).

According to a view of the stress - vulnerability model, a person with
schizophrenia has an underlying psychological vulnerability, determined by genes and
environment in the early of an individual’s life. Studies indicated that the risk of
developing schizophrenia was increased by prenatal and perinatal event, including

maternal viral infection, malnutrition, diabetes mellitus, smoking during pregnancy,
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and an obstetric complication such as hypoxia (Thomas et al., 2001). The other factors
involving increase risk of schizophrenia include socioeconomic factors such as
poverty and lower social class (Mueser & McGurk, 2004). The disturbed family
interaction is as environmental factors of schizophrenia. Mother’s characteristic
precipitating schizophrenic child has been focused for a long time. Sadock and Sadock
(2009) indicated that mothers of Patients with schizophrenia behaved in ways that they
speculated caused the schizophrenic breakdown (e.g., over protecting or rejecting,
over hostile or subtly hostile, unduly restricting or insufficiently restricting).
Furthermore, family double-bind family communication, a problematic style of
communication created conflicting messages of verbal and nonverbal content, is one
of the factors involving the development of schizophrenia (Mueser & McGurk, 2004;
Sadock & Sadock, 2009). The onset and the course of the illness is determined by
biological and psychological factors which interplays dynamically with each other.
Stress and substance abuse can be viewed as a trigger of symptoms recurrence and
relapse. Nonetheless, coping skills and social support can diminish the adverse effects
of stress (Mueser & McGurk, 2004). The mechanisms of biological vulnerability and
environmental factor may interplay in developing schizophrenia through a person’s

life span.

Symptom of schizophrenia

Clinical characteristics of person with schizophrenia are marked by
fundamental disturbances in thought, speech, and perceptual process, as well as
disturbances of behavior, mood, and interpersonal relationships. These disturbances
cause a variety of symptoms and disrupt a person’s functioning in all areas that are
essential to human adaptation. The pattern and severity of schizophrenic symptoms
vary with each person. In general, The earlier schizophrenia is more severe,
particularly in men. The symptoms of schizophrenia are divided into two forms:
positive and negative symptoms.

Positive symptoms are characterized by the more bizarre symptoms
involving the loss of contact with reality, including delusions, hallucinations, and
disorganized speech (Mueser & McGurk, 2004). Delusions are common symptoms of

the person with schizophrenia involving the deviation of thought contents. A person
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has false beliefs that have no basis in and are not influenced by reality (Nevid, Rathus,
& Green, 2008). Delusions often appear complicated and difficult to understand which
tend to center around themes of persecution, grandiosity, sex, and religion (Barry,
2002). Hallucinations are perceptual disturbance involving both the accuracy of
perceptions and cognitive operations in making sense of them. Hallucinations are
characteristics of sensory stimulation when no such stimulation is present. The
schizophrenic persons may report hearing voices that talk to or about them, that tell
them what to do or that analyze and criticize their actions (Jones & Fernyhough,
2007). They may see persons or objects perceived to be present. They sometimes
report feeling or seeing tiny bugs crawling all over the skin or bodily fluids oozing
from their pores. Some patients with schizophrenia report their feeling that their
insides are rotting away or they are empty inside (Nevid et al., 2008). Disorganized
speech is caused by thought and association. Loose association of speech is the
symptom that the persons speak without any apparent connection between topics.
Though the words may be real words, grammar may seem normal, but the associations
fail to hold together in an understandable train of thought. Schizophrenic speech may
also include clang association, the use of words that are associated merely because of
the way of sounding rather than by their meaning. In addition, the person with
schizophrenia can make-up words called neologisms which are difficult to understand
and may have poverty of speech that is adequate in form, but conveys little
information (Nevid et al., 2008).

On the other hand, negative symptoms are deficit states. The basic
emotional and behavioral processes are diminished or absent, including symptoms of
affective disturbances and behavioral and psychomotor dysfunction (Mueser &
McGurk, 2004). Symptoms of affective disturbances can exhibit as flat affect which
persons show no facial expression and speak in a monotone voice. The affect
disturbances may take the form of difficulty in controlling emotions or inappropriate
emotions (e.g., laugh in responding to a sad situation or cry in responding to a funny
story). They can be irritable, sensitive, and moody which are inexplicable. Their
emotional expression may alter rapidly for no apparent reason (Nevid et al., 2008). For
symptoms of behavioral and psychomotor dysfunction, they often exhibit particular

mannerisms, gestures, and facial grimaces. Patients may show little spontaneity of
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movement or responsiveness to environment changes. They may sit for hours staring
at the wall or repeat a complex series of hand signals (Nevid et al., 2008). In addition,
persons with schizophrenia may express social withdrawal behavior due to retreating
into a private fantasy world called autism and may interact with other people
inappropriately or intrusively, such as make unreasonable demands on others, and fail
to accurately interpret other people’s feelings and rights. The patients may also lack
enjoyment of social relations and of pleasure in any activity called anhedonia led them
to a lack of motivation, interest, or energy to pursue meaningful tasks (APA, 2000;
Mohr, 2006). Negative symptoms are more pervasive and fluctuate less over time than
positive symptoms (Fenton & McGlashan, 1991) and are strongly associated with poor
psychosocial functioning (Sayers, Curran, & Mueser, 1996) which make relatives

perceive them as lazy (Weisman, Nuechterlein, Goldstein, & Snyder, 1998).

Diagnosis of schizophrenia

Unlike other mental illnesses, the psychotic symptoms of persons with
schizophrenia are characterized by prominent deformities of thought and perception,
and by unapt feelings. The two major diagnostic systems for schizophrenia in common
use are the Tenth Revision of the International Classification of Disease (ICD-10)
(WHO, 1992) and the Diagnostic and Statistical Manual of Mental Disorders, 4™
edition-Text Revision (DSM-IV-TR) (APA, 2000). According to DSM-IV-TR,
schizophrenia is a disturbance that lasts at least six months and includes at least one
month of two or more active symptoms such as bizarre delusions, hallucinations,
disorganized speech, grossly disorganized or catatonic behavior, and negative
behavior. These symptoms interfere markedly with patients’ social and occupational
functioning (APA, 2000). The ICD-10 defines symptoms and impairment features of
schizophrenia in the same way as DSM-IV-TR does. However, there are two major
differences between the systems. While the DSM-IV-TR requires of social or
occupational dysfunction, it is not included in the ICD-10. In addition, the DSM-IV-
TR requires duration of illness of 6 months, whereas the ICD-10 requires just only 1
month (Mueser & McGurk, 2004).



Pichamon Poonnotok Literature Review / 14

There are many mental disorders differentiated from schizophrenia.
Some signs and symptoms of schizophrenia are similar to substance abuse. Therefore,
a history of drug use should be taken as a part of a drug screening in the patients who
show psychotic features. Additionally, some psychotic symptoms can be displayed in
the patient with severe depression or bipolar disorder, but the mood disorders are
prominent and occurred before the psychotic feature. Some characteristics of delirium
are similar to the active symptoms of schizophrenia, such as hallucinations, delusions.
Nonetheless, its etiology is wide and usually caused by many medical illnesses. In
addition, signs and symptoms of delirium usually have a much rapid onset, whereas
schizophrenia generally develops over weeks to months (Schultz et al., 2007).
Moreover, delirium shows severe alteration of cognitive function and consciousness
which are not the main symptoms of schizophrenia (Stuart, 2009). Therefore,
assessment of clinical and personal history of people from significant family members
is a crucial part of diagnosis. The biography that is essential for diagnosis as well as
predicting psychosis and acute psychosocial problems includes development and past
psychiatric history, and the family history (Maki et al., 2005; Mueser & McGurk,
2004). Additionally, Harrow, Sands, Silverstein, and Golberg (1997) found that
schizophrenia was different from the other psychotic disorders by not only its nature
of symptoms, but also its outcomes. Patients with schizophrenia present poorer
functional outcomes and slower recoveries from episodes than other psychotic

disorders.

Treatments for schizophrenia

Typical treatment of schizophrenia is antipsychotic medications. There are
two generations: neuroleptics and atypical antipsychotics. Neuroleptic is the first
generation antipsychotics such as phenothiazines, thioxanthenes, and haloperidol.
These medications have been found to have antipsychotic properties particularly
helpful in sedating and reducing the intensity and frequency of positive symptoms and
preventing relapse. However, the negative symptoms seem to be remained. In
addition, the patients typically need to remain on medication to avoid relapses and
they are at risk of extrapyramidal side effects such as acute dystonia, the tightening of

muscle, especially the neck and jaw and parkinsonism, Parkinson’s like syndrome
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(e.q., rigidity, bradykinesia, shuffling gait, tremor), and akathisia, the state of inability
to sit still, motor restlessness, and tapping of feet (Schultz et al., 2007). The most
severe and even fatal side effect is called neuroleptic malignant syndrome in which the
patients develop fever and muscle rigidity and rapid pulse and must be treated
immediately. Additional common side effects are sedation, dry mouth, blurry vision,
constipation, weight gain, sexual dysfunction, hypothyroidism, hepatic toxicity, and
impaired memory (Newcomer, 2006). The potentially disabling side effect of long-
term treatment is tardive dyskinesia (TD), involuntary facial movements such as
grimacing, tongue thrusting, lip smacking, and eye blinking (Nevid et al., 2008).

The antipsychotic medication known as atypical antipsychotics such as
perphenazine, fluphenazine, haloperidol decanoate, loxapine, risperidone, and
clozapine have been used later to decrease negative symptoms. The atypical
antipsychotics have low rates of extrapyramidal side effects which helps medication
adherence (Schultz et al., 2007). However, they are more expensive than traditional
medications so that their availabilities are limited. Some of them such as clozapine can
cause a potentially fatal blood disease called agranulocytosis; thus, patients need to
have their white blood cell counts monitored weekly which increases cost (Friedman,
2005). It additionally carries risk of substantial weight gain and potentially serious
metabolic problems that can double or even triple the likelihood of death from
cardiovascular disease (Remington, 2006). According to side effects, a meta-analysis
study found that drop-out rates and relapse prevention were not better with atypical
antipsychotics than with neuroleptics (Leucht, et al., 2003).

There are arguments that medications alone are not enough especially for
residual or negative symptoms of schizophrenia. Behaviorally based programs in
hospital to teach patients to improve their self-care and interpersonal behavior and to
acquire work skills are conducted and lead patients to better and longer functioning
outside the hospital (Mohr, 2006; Penades et al., 2006). Furthermore, treatment
involves psychoeducation and family therapy for families has been developed to help
them more understand about illness, cope with their high stress resulted from their
relatives’ illness, learn realistic expectations about schizophrenia, and facilitate
patients’ improvement and offer options for reducing hostile, critical, and emotional

over-involved behaviors toward the patients to prevent relapse (Askey, Gamble, &
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Gray, 2007; Falloon, 2003; Jeppesen et al., 2005; McFarlane, Dixon, Lukens, &
Lucksted, 2003).

Onset and course of illness

The first onset and acute phase of schizophrenia typically emerges in the
late adolescence or early adulthood (Corcoran et al., 2007; Reed, 2008) and
infrequently occurs after the age of 45 years (Almeida, Howard, Levy, & David,
1995). It begins with the prodomal phase, the period when the process of disease
begins but without any prominent psychotic symptoms (Corcoran et al., 2007) for
which the early signs may be vague and hardly noticeable. Typical symptoms include
behavior changes such as deterioration in role function and withdrawal from social
interaction into a private world of fantasy and personal preoccupation (Corcoran et al.,
2007; Nevid et al., 2008). Cognitive symptoms, including poor problem-solving, poor
decision-making and illogical thinking are general and relatively severe at the early
phase of the illness. The active phase of schizophrenia or the onset of the illness is the
period that positive symptoms are prominent (Kaplan & Sadock, 2005) and its severity
is an important reason for the first or subsequent contact to psychiatric service (Hann,
Welborn, Krikke, & Linszen, 2004). The patients then enter the residual phase, in
which their behavior returns to the level of the prodomal phase. Obvious psychotic
symptoms are not present, but their cognitive and social functions are still impaired
(Messiass et al., 2005) which affect their effectively social living (Barch, 2003).

Although the course of schizophrenia varies greatly from person to person,
it is generally chronic with acute psychotic relapses requiring frequent
hospitalizations. Approximately 20% to 30% of patients with schizophrenia can lead
somewhat normal lives. Another 20% to 30% continue to have moderate symptoms,
whereas the illness significant impairs 40% to 60% (Mohr, 2006). Over time,
psychotic symptoms are unstable characterized with recurrence and relapse oftenly
involved with a potential risk to self or others (Mueser & McGurk, 2004). However,
several empirical studies suggest that the course of illness is most stormy at the early
phase of illness and usually present some impairment throughout their lives though
many of them experience remissions of symptoms later in life (Eaton, Thara,
Federman, & Melton, 1995; Harrow, Grossman, Jobe, & Herberner, 2005). The long-
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term poor outcome of illness course is also predicted by male gender, early age of
onset, prolong the period of untreated illness, severity of cognitive and negative
symptoms, and the outcome of treatments of the early phase of illness (Mohr, 2006;
Tandon et al., 2008).

The early phase of illness

According to the definition of the early phase of schizophrenia,
Birchwood, Todd, and Jackson (1998) pointed out that the early phase of
schizophrenia was the period when most deterioration occurs and may represent a
critical period for determining long-term outcome. In a study reviewing the treatment
of early psychosis, Ehmann, Yager, and Hanson (2004) determined a five-year period
following the first episode as the early phase of psychosis, including schizophrenia.
However, Browne, Larkin, and O’Callaghan (1999) suggested that it is difficult to
determine the period from the first onset to the time of the first diagnosis because it
depended upon the families’ awareness in the irregularities of their ill family member.
Previous studies (e.g., Addington & Burnett, 2004; Addington et al., 2003; Addington
et al., 2005; Addington, McCleery, & Addington, 2005; Barrowclough, Tarrier, &
Johnston, 1996; Butzlaff, & Hooley, 1998; Eaton et al., 1992; The Scottish
schizophrenia research group, 1992; Shiers & Lester, 2004) concerning the outcome of
early stage of treatment and the early intervention for patients with schizophrenia and
their families usually used the diagnosis made at the first contact as the starting point
in the research methodology. The ranges of the patients’ illness duration in these
studies were varied within five years. Thus, it is reasonable to define the early phase of
schizophrenia as the period from the first episode of schizophrenia that parents
become aware that the changes are taking place in their children to within five years
after the first diagnosis.

Unlike the other psychotic disorders, the outcome of the early phase of
illness is a predictor of long-term outcomes. At the early phase of schizophrenia,
psychotic symptoms are often relapsed. Studies indicated that the first relapse and the
first readmission always occurred within five years of the onset but subside somewhat
after five to 10 years (McGlashan, 1998; Robinson et al., 1999). Furthermore, a recent

study indicated that brain volume was decreased of approximately 3% and lateral
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ventricle was enlarged of approximately 7% during the first year of illness and
significantly associated with functional outcome two years after the initial treatment
(Cahn et al., 2006). Shiers and Lester (2004) suggested that the treatment outcomes at
2 years after symptom onset could predict illness severity 15 years later. Some studies
found that after the first diagnosis, patients with schizophrenia showed an increase in
relapse rate from 24% to 40% from two-year and three-year follow-up (Linszen, de
Hann, Dingemans, & Wouters, 2006) despite the best treatments and attempts to
intervene early (Leucht et al., 2003). Studies indicated that the patients had poorer
response to treatment and longer remission in each subsequent episode (Lieberman,
1999; Lieberman et al., 1993). Studies supported that at five years after diagnosis, only
9-14% of the patients were in full remission (Robinson, Woerner, Delman, & Kane,
2005; Svedberg, Mesterton, & Cullberg, 2001), while 39% of the others were no
longer to get further treatment (Svedberg et al., 2001). The remaining patients with
schizophrenia continued to have moderate symptoms and significant social function
impairments (Robinson, et al., 2005).

Empirical evidence indicates that there are multiple factors influencing
relapse in the early phase of schizophrenia. Lacro et al. (2002) indicated that
medication discontinuation was the prominent factor associated with relapse of
patients with early phase of schizophrenia. A prominent reasons of patients’ poor
adherence indicated in some studies (e.g., Kazadi, Moosa, & Jeenah, 2008; Lacro et
al., 2002) included factor of the patients and medication regimen.

It is evident that the patient’s poor insight into illness, lack of motivation,
poor memory, low education, and lower parental social class are the cause of
medication nonadherence. Other predictors of medication noncompliance involved the
patients’ negative attitude toward taking medication, previous poor adherence, and
substance abuse. The patient’s factors sometimes associate with medication regimens.
The complexity of the medication regimen, excessive cost or lack of access to
medication, lack of social support, and perceived inadequate efficacy can also
contribute substantially to medication noncompliance. In addition, Lambert et al.
(2003) point out that, in the early phase of schizophrenia, patients are also more
responsive to antipsychotic drug side effects than patients who have experienced

multiple episodes. Suffering from these side effects of antipsychotic drugs led to
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medications nonadherence among patients (Schultz et al., 2007). Besides, taking
antipsychotic drug involve with perceiving stigma (Lambert et al., 2003). Furthermore,
the psychiatric and mental health services such as inadequate discharge planning and
poor therapeutic alliance are the factor related nonadherence.

The other significant factor involving relapse is environmental factor,
including family and/or social supports. Though it is considered as the protective
factor for the patients’ course of illness, it can be a factor influencing patients’ relapse.
Studies indicated that at the early phase of mental illness, caregivers often had high
express emotion (e.g., critical, hostile, and over-involved expression) (Bachmanna et
al., 2002; Patterson et al., 2005). Nuechterlein, Snyder, and Mintz (1992) suggested
that such high emotional expression, attitude of significant others which had
developed mostly if patients had more severity of illness and lived in the same
household, also plays an important role in influencing the psychotic relapse. Kazadi et
al. (2008) supported that patients with relapse had more frequent interpersonal stress
and life-stress events than patients who had no relapse. Therefore, relapses in the early
phase of schizophrenia can occur from a variety of causes.

In summary, schizophrenia is a chronic mental illness characterized by
thought and perception disorder which typically occurs in adolescence and early
adulthood with complex causes. The diagnosis is made through the continuous
presence of two or more active psychotic symptoms such as bizarre delusions,
hallucinations, disorganized behaviors, and negative symptom for at least six months
and impairment of social functions. The treatments of schizophrenia are medication
and psychosocial treatments. Schizophrenia is different from the other psychotic
disorders by its psychotic symptoms, poorer functional outcomes, and slower
recoveries from the episode. In the early phase of illness, patients’ symptoms are often
recurrent or relapse caused by multiple factors. The outcomes of treatments in the
early phase of illness are also important for determining on the illness prognosis.
These are the reasons why a course of schizophrenia is generally chronic presenting
some impairment throughout patients’ lives, though varied from person to person and

why the early phase of illness is a critical period requiring substantial care.
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Transition into Becoming Caregivers

Meleis, Sawyer, Im, Messias, and Schumacher (2000) defined transition as
the passage or movement from one state, condition, or place to another triggered by
critical event and changes in individual or environments. It connotes both of time and
movement and can be thought of as linking change with experienced time (Melies,
2010). It can also be both the process and the outcome of changes (Kralik, Visentin, &
van Loon, 2006). Types of transitions which nurses encounter in working with patients
and families include developmental transition, situational transition, health/illness
transition, and organizational transition (Meleis et al., 2000). In a variety of
transitions, people may undergo more than one transition at any given time. Moving
from a parent of a normal child to a caregiver of a child with schizophrenia is a
situational and health/illness transition. The diagnosis of schizophrenia makes
unplanned changes in parents’ lives and unexpected transition for them in being
caregivers. Additionally, it is an unavoidable situation for parents to respond to their
children’s illness.

The pattern of transition in being caregivers can also be considered as a
simultaneous and related transition (Meleis, 2010). Schumacher (1995) noted that
transition into caregiving role simultaneously happen with the health and illness
transition. While children are experiencing the transition in becoming mentally ill
persons, parents are experiencing the transition in being caregivers. Additionally,
while parents are experiencing the transition in becoming caregivers, they may be in
midlife transition or becoming the elderly which is a developmental transition (Meleis
et al., 2000). Although such transitions are not directly related at first, they may
interrupt each other over time. During such transitions, their life structure usually
comes into question and become a time of crisis in meaning, direction, and value
(Meleis, 2010). Turner, Killian, and Cain (2004) described that in midlife transition,
women usually faced the change in marital status, the change to a parental caregiving
role, and the change in health status and those changes significantly increased
depressive symptoms of them. Besides, Brody (1995) noted that it was common for
midlife adults to make the transition to provide care for their aging parents. Therefore,
being caregivers means parents have to deal with multiple changes such as the change

of their children’s health, the change of their role, and the change of their lives and
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families. It also signifies making the choices that must be made, which may lead to
forming a new life pattern, a commitment to new tasks, or interruption of their
developmental tasks.

Studies concerning transition in becoming caregiver have mostly focused
on the experience of caregivers who care for physically ill persons. Some studies
examined the effects of transitioning into caregiving role (Mark, Lambert, &Choi,
2002; Skaff, Pearlin, & Mullan, 1996). The findings showed that parents in becoming
new caregivers for children with a disability reported a significantly greater increase in
depressive symptoms and fathers also reported a lower level of personal mastery. In
addition, Skaff, Pearlin, and Mullan (1996) found that caregivers who continued to
care for Alzheimer’s patients at home over the 3-year period experienced the feeling
of being trapped and having lost a sense of their own identity. These experiences were
related to a decrease in a sense of mastery which involved with limited income and
insufficient of emotional support. A grounded theory study explored the process of
preparing for and beginning a new caregiving role following a family member’s stroke
(Silva-Smith, 2007). The investigator reported the dynamic process of restructuring
life for caregiving. At the beginning of the new caregiving role, caregivers
experienced waiting for information and a new better sings of stroke. Close to
discharge, caregivers rearranged home environment, usual daily routine, employment
situation, and other roles responsibilities to hold a new caregiving role. The
rearranging phase of the experience continued through the first weeks to 4-week of
caregiving after discharge. After that, caregivers, especially who cared for the patients
with mild cognitive impairment marked a shift to feeling a sense that routines and care
needs were stabilizing. On the other hand, caregivers who cared for the patients with
severe cognitive impairment did not report reaching a point of increased stability.
However, during the state of stability, a complication or new medical problem
requiring medical care triggered a return to a reduce state of stability and thus,
increased rearranging and additional waiting (Silva-Smith, 2007).

In addition, Herr (2010) explored the patterns of adaptation to caregiving
role among caregivers who were spouses, mothers, and daughters of persons with
physical disability. The major findings of this study revealed three collective patterns

of movement. The beginning is characterized by both emotional and reactive
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responses of caregivers. Emotional responses included denial, doubt, anger, and
ambiguity. Then, caregivers began sacrificing his/her own needs to provide care for
the care recipients through identifying resources for caregiving. In the middle journey,
they moved to role accepting by working with previously identified support resources.
They found that it became easier to identify and act upon care recipient needs.
However, because of the main priority was caregiving, they experienced loss of
dreams. It was a critical foundation for transitioning to the future, which was the end
point. In the long term journey, the awakening of new self began to emerge. It was
characterized by new perspectives, the process of grief, and the open sharing of the
experience of others. These characteristics involved the loss of care recipient or in case
that care recipient had experienced remission.

Correspondingly, the other qualitative study (Sherwood et al., 2011)
exploring change in caregivers’ perception in providing care for a primary malignant
brain tumor over 4-month follow-up reported that after the patient’s functional and
behavioral changes, they experienced shock and fear. They felt emotionally closer to
the patients shortly after the diagnosis. Relationships within family improved
involving shifting priority to value personal time. Then, they had to reestablish family
routines to accommodate the patient’s changes. It took a long period of time for
establishing the new normal of family routine. They also continued to additional
responsibilities in balancing the family normalization. Four months later, they reported
that they needed to be supported from family members, friends, or others who have
been in similar situations.

The study actually focused on parents’ experience of being caregivers of
psychotic patients is rare. In a grounded theory study, Milliken (2001) explored the
changes of parental role in caring for children with schizophrenia. The findings of this
study revealed that parental identity was redefined over time. It involved an adaptation
of their parental care involving four parental identities and three transitional states. At
the initial stage of illness, they perceived their children’s early deviant behaviors as
normal, without any indication of impending mental illness. Therefore, they perceived
themselves as parent of a teen or young adult (p. 152). When their children had
excessively bizarre behaviors and then were diagnosed with schizophrenia, the parents

faced the transition in becoming marginalized (p.152) involved becoming alarmed and
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assuming responsibility for their children. This stage, parents perceived that no one
appears to listen to them, to understand their experience and viewpoint, or to provide
them with any useful information. Therefore, they defined themselves as
disenfranchised parent (P. 152). Next, parents encountered embracing the collective
(p. 153) involved connecting with others to overcome facing mental illness alone. This
period, they entered to re-enfranchised parent (p.153) involved regaining their rights
and responsibilities by taking on the mental health care system. After many years and
the achievement of some benefits for their children, parents moved to the stage of
evaluating my life (p. 153) They began to reassess how they wished to spend their
remaining years and focused more on themselves or long ignored interests and moved
towards mutual independence between themselves and their ill children. At this point,
their parental identity was emancipated parent (p. 154). The other study explored the
process of finding meaning in response to the diagnosis of a family member with
mental illness among caregivers (Burrelsman, 2010). The major findings were
categorized into stages of experience that became the journey of searching meaning.
The findings revealed that caregivers moved to acceptance or found meaning in the
midst of familial mental illness through a process that incorporates the succinct
concepts of emotion, resources, knowledge, strategies, process, and coming to terms.
In Thailand, the study about parents’ responses during the transition from
being parents of normal children to caregivers of patients with schizophrenia in the
early phase of illness has not been found. There was a grounded theory study
exploring experience among 10 mothers in taking care for asthmatic children who
were diagnosed in 1 to 6 years (Santati, Ratinthorn, & Christian, 2003). The findings
revealed the process of struggling to take control the patient’s symptoms. The mothers
experienced six phases of passage from novices to experts, including searching out,
seeking help, trying out and making changes, dealing with changes, never giving up,
and finding ways to take control. When mothers experienced early symptoms of
asthma, they tried to find meaning for their children’s symptoms. As the process of
asthmatic attack continued, mothers experienced more anxious and frustrated and tried
to seek help. After their children’s symptoms were diagnosed as asthma, mothers had
to learn to provide the complicated care with less confidence due to insufficient or

unpractical information. In providing care for their ill children, they had to change
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their lifestyle to fit with caregiving demands. They not only had to manage the asthma,
but also maintain household activities and their paid work. The mothers developed the
strategies to control the symptoms as well as their own normal lives. However, they
did not give up and tried to do the best from day to day. As time passed, mothers
discovered their own ways and gain mastery in controlling all of their children’s
asthmatic symptoms.

These studies provided important information that transition in being
caregivers has certain hallmarks. It is a slow process of recovery, with specific stages
and reflected changes throughout the years. At the beginning, most of caregivers
experience emotional distress. Then they try to seek help to reorganize their normal
before moving to the state of balance that they experience a sense of mastery. Each
stage of transition is dynamic. It can move back and forth triggered by the change of

the patients’ illness conditions.

The Impacts of Schizophrenia on Family Unit

The family is a critical resource for delivering health care to both
individuals and families. Family members’ health/illness status and the family
mutually influence each other. Having a family member with schizophrenia impacts
many areas of family, such as family financial security, psychological well-being of
other family members, and all family relationships. Many studies noted that taking
responsibility for the patients with schizophrenia at home affected parents’ abilities for
full-time employment (Chaffey & Fossey, 2004; Ip & Mackenzie, 1998; Mavundla et
al., 2009; Wynaden, 2007). Although parents usually are the breadwinners in families,
some of them had to give up paid work or reduce the length of their work hours to
have more time to provide care for the patients and it affected family incomes
(Chaffey & Fossey, 2004; Jungbauer et al., 2003). The previous studies also pointed
out that at the early stage of illness, parents usually expected a cure; thus, they sought
several treatments for the patients (Chen, Dunn, & Miao, 2005; Sanbrook & harris,
2003). Another source of financial burden is associated with patients’ behavior.
Mavundla et al. (2009) described that the patients sometimes destroy or sell household
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properties. Parents reported that they had to spend much money on repairing or
replacing such properties. In addition, Muhlbauer (2002) described that families
experienced difficulties in gaining financial support because the existing governmental
entitlement programs were complex and difficult to access. As a consequence, families
experienced the financial burden of having and caring for the patients with
schizophrenia at home.

Another area that schizophrenia evidently affects is family relationships.
Previous studies supported that after parents made major changes in their lifestyles for
full time care for their adult children, they provided less attention and isolated from
other family members (Rose et al., 2002; Wynaden, 2007). In addition, they did fewer
activities together as a family, and sometime mentioned disagreeing opinions with
their spouses or within families about how best to care for the patients (Johansson,
Anderzen-Carlsson, Ahlin, & Andershed, 2010; Saunders & Byrne, 2002), inducing
the disruption in family routine and family conflicts (Provencher, 1996; Shyu, 2000).
Chaffey and Fossey (2004) described that parents’ routines be changed to meet the
needs of the patients leading to some dissatisfaction of other family members.
Mendenhall and Mount (2011) stated that parents faced difficulties to meet the needs
of their entire family by balancing the need of the patients and other family members,
and themselves. They also experienced difficulty to negotiate or communicate with
other children when they did not accept the patients’ problematic behaviors and
sometime parents experienced loss of their mentally well children and grandchildren
as a consequence of unresolved conflicts (Saunders & Byrne, 2002).

In addition, other family members were also affected by having family
relatives with schizophrenia. Friedrich, Lively, and Buckwalter (1999) reported that
living with patients with schizophrenia influenced on siblings’ psychological well-
being. They experienced anxious, chaos, and psychological distress from psychotic
symptoms of the patients and fear regarding the potential for abuse when patients
posed violent behaviors. In a phenomenological study, many siblings of individuals
with first-episode psychosis described resentment against their ill brothers or sisters
for taking so much of their parents’ time (Sin, Moone, & Harris, 2008). They also
experienced feelings of being overwhelmed by their brothers’ or sisters’ onset of

psychosis. They talked about shame and embarrassment of having siblings with the
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mental illness at home and concealed the illness of their siblings. Johansson et al.
(2010, p.696) described that some siblings ignored their own need to support the
patients on the attitude that if the whole family applied for care, they would be
considered as a “madhouse.” On the other hand, Sin et al., (2008) noted that some
siblings worried about the stress and strain faced by their parents and their own future
lives; thus, they tried to support their parents, such as sharing the caregiving with their
parents and had to be more supportive of the family as a whole. They also had to be as
their ill siblings’ social companion through concerning its importance and therapeutic
for them. Rungreangkulkij, Chafetz, Chesla, and Gilliss (2002) found that the
psychological status of the family members was affected by stress of family life
resulting from caregiving, rather than from the mental illness itself.

In summary, adjusting parents’ work life to take responsibility as primary
caregivers for children with schizophrenia affects family financial security. The
changes of parents’ lifestyle and family chaos resulting from having and caring for
children with schizophrenia affects family relationships, as well as family members’

psychological well-being.

The Impacts of Caregiving on Parents’ Lives
Empirical evidence supports that caring for persons with mental illness

brings about impacts to parents’ lives in multiple aspects. After their children were
labeled by a mental illness diagnosis, parents experience a feeling of loss. Karp and
Tanarungsachock (2000) described the reaction of parents to mental illness diagnosis
that though they relieved after having an explanation for previous inexplicable
behaviors, they also concerned over the long-term consequences of the illness and
perceived loss and grief. In terms of loss, many studies described that it was as losing
the person they once knew (Champlin, 2009; Parker, 1993; Wynaden, 2007). The grief
for losing the children to the mental illness was unlike the general grief. Parents did
not receive the comforts that society provided for death. There was no funeral, no
flowers, no note of condolence, no gathering of friends and family (Muhlbauer, 2002;
Parker, 1993). Additionally, feeling of loss, grief, and worry were constantly recurring

and rarely resolved because the patients were always there (Muhlbauer, 2002; Pejlert,
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2001; Rose, Mallison, & Gerson, 2006). Muhlbauer (2002) described that loss
additionally associated with patients’ symptoms. Loss and grief were intense if the
patients’ symptoms were not responded to medication or parents realized that relapses
or exacerbations were the norm of their loved ones’ illness. Jungbauer et al., (2003)
described that the parents always experienced feelings of sorrow and bitterness when
they compared the patients with former classmates or with their siblings.

Empirical evidence suggests that parents have to adjust their lives to care
for their adult children. In a phenomenological study, McCann et al. (2011) described
parents’ experience in living with children with first episode schizophrenia that they
worried that the patients might never manage to live independently; hence, they had to
live together with them and delay their leaving home, change their retirement plans,
and prolong gainful employment to sustain the running of the family home and the
prolong active parenting role. Studies indicated that parents perceived their caregiving
role as an extended parenting role and a burdensome and endless responsibility
(McCann et al., 2011; Sin et al., 2005). They also perceived as it was emotional
distress and as if they were on a steep learning curve in taking on the role of caregivers
in addition to their parental role. It is very difficult for them in accepting their
caregiving role considered as the dealing with a complex and multifaceted problem.
They also had to take other responsibilities in the family. Milliken (2001) reported in
responding to meet the completion of other obligations, such as jobs, elderly parents,
and family members led parents experienced being pulled in many directions, leading
to frustration, guilt, and conflicts. However, they sustained their caregiving role
through a sense of love and obligation to their children (McCann et al., 2011; Sin et
al., 2005).

In addition, several parents perceive burden from adjusting their work life.
In difficulties of caregiving, some parents had to stop their paid work (Chaffey &
Fossey, 2004; Jungbauer et al., 2003). Many caregivers who were seeking to remain
gainfully employed experienced difficulty in balancing their paid work and caregiving
needs. These caregivers felt drawn in conflicting directions: being good employees,
good parents, and good caregivers. They had repeatedly demonstrated that they may
need flexible working hours, a paid leave of absence, resource information, and other

assistance to effectively perform their responsibilities both at home and work (Keene
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& Prokos, 2007). Pruchno and Patrick (1999) found that levels of burden and
difficulties were high among parents who dealt with the difficulties of caregiving
alone.

Furthermore, empirical evidence suggests that parents encounter the
change in relationship with the patients. Studies indicated that after hospitalization,
parents perceived loss of trust from the patients because of taking them to receive
treatment (Ip & Mackenzie, 1998; Miliken, 2001; Parker, 1993). Additionally, parents
were often afraid that the patients might harm them or other family members; hence,
they distanced from them. Unlike spouses’ responses, Jungbauer, Wittmund, Dietrich,
& Angermeyer (2004) described that spouses often conflicted with their ill partners
and perceived the emotional burdens in everyday life caused by declining in sexual
activities and reducing the physical attraction of the ill partners. These causes were the
consequences of the negative side effects of their medication, such as sexual
dysfunction and weight gain. Such burdens were the sources of their potential conflict
resulting in relationship changes. Several studies indicated that parents experienced
disruption of social relationships caused by spending most of their time for caregiving
and could not attend social activities (Mavundla et al., 2009; Rose et al., 2002; Velman
et al., 2002; Wynaden, 2007). Mavundla et al. (2009) described that change in
relationship with others was associated with parents’ involvement in caring for the
patients. They could not attend church services, funerals, and other important tradition
functions. It was also associated with the stigma of disease (Champlin, 2009; Phelan,
Bromet, & Link, 1998).

It is evident that parents conceal their adult children’s mental illness in
dealing with stigma. Studies pointed out that parents perceived they were
unappreciated, blamed, misunderstood by the general public and sometimes by mental
health professionals (Velman, et al., 2002), and shunned away by society (Wade,
2006) and revealed feelings of guilt as they seem to be viewed as the cause of illness
confirmed by some forms of psycho-education (Karp & Tanarungsachock, 2000;
Pejlert, 2001). Johansson et al. (2010) indicated that single parents, especially mothers
experienced a feeling of being exposed as mothers of patients with schizophrenia
leading to mistrusting other people. They feared and worried that their friends and

neighbors would avoid them and treat them differently (Thara & Srinivasan, 2000),
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and gossip about them (Ip & Mackenzie, 1998). As a consequence, they responded to
their perceptions by concealing and avoiding talking about the patients” mental illness.
Lui et al. (2007) supported that some parents stated reluctance to invite friends into
their home since their loved ones had become the patients with schizophrenia.
Similarly, Chang and Horrocks (2006) also described that parents tried to confine the
information about their adult children’s mental illness to protect their family name and
to avoid losing face to relatives or friends. Phelan et al. (1998) found that half of
parents reported concealing the hospitalization at least to some degrees. They were
more likely to conceal the mental illness if they did not live with the patients, if the
patients were female, and had less severe positive symptoms. They, sometimes,
deliberated to keep the patients away from other people because of stigma. The
investigators of this study noted that the sense of being stigmatized of parents may
have constricted them in using effective coping patterns or seeking social support
inducing greater distress and burden.

Some studies reported that parents, in living with chronic stress and strain
of taking care for the mentally ill adult children, were more likely to have health
problems (Dyck et al., 1999; Greenberg et al., 1993; Turner et al., 2004). Schene, van
Wijngarrden, and Koeter (1998) found that most parents who cared for children during
the early phase of schizophrenia spent more times per week for direct contact with
their ill children than those who cared for children with chronic schizophrenia.
Chaffey and Fossey (2004) also reported that parents had little time for themselves to
chores, to relax or concentrate on things they would like to do and also perceived loss
quality of time with other family members or friends resulting in a sense of being
trapped. They also experienced less satisfaction with their lives (Foldemo, Gullberg,
Ek, & Bogren, 2005) and perceived the caregiving role as a burdensome responsibility
(McCann et al., 2011). Milliken (2001) described that most parents reported some
difficulty with sleeping because of worrying through the night. Some parents
developed some physical problems such as periodic tightness in the chest, severe and
early osteoporosis, hypertension, heart attack, and weight gain. Similarly, Upasen
(1998) found many physical problems among parents providing care for children with
schizophrenia, such as tiredness, headaches, high blood pressure, and sore throat.

Correspondingly, Turner et al. (2004) found the increasing of depressive symptoms
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among parents who cared for children with schizophrenia. In addition, Tennakoon et
al. (2000) found that parents who were living with patients had more frequent visits to
their general practitioner than those who were not living with the patients.

In summary, being caregivers of children with schizophrenia, parents are
affected in several aspects of their lives. Most of parents experience loss and grief for
children they once knew. They have to adjust their lives and face with difficulties in
balancing their work life and meeting the needs of the children with schizophrenia and
the other family members. They additionally experience a change of relationships with
their ill children caused by loss of trust from them and their troublesome behaviors.
They also experience a change of relationships with communities because almost of
their time is spent in providing care. Stigma of disease makes them additionally loss of
relationships with communities. Parents are likely to conceal and avoid giving
information of their adult children’s mental illness to others. Living with a chronic
strain of caregiving and having little time for taking care of themselves consequently
affects their health status.

Caregivers’ Experiences in Context of Other Countries

This section is an organization of several qualitative studies relating
caregivers’ experience which mostly focusing on a wide range of caregiving duration
and the experiences at the early phase of illness is a bit part. The caregivers’
experiences are grouped into five parts running from the period before the patients’
diagnosis to turning points, including the perceptions and reactions before the
diagnosis, the difficulties of caregiving tasks, transcending the difficulties, support

from the mental health care system, and turning points.

Perceptions and reactions before the diagnosis

Empirical evidence suggests that before the diagnosis, parents experience
psychological distress as they struggle to understand and deal with things happened to
their adult children. Corcoran et al. (2007) noted that the early signs of schizophrenia
were hardly noticeable. The main symptom was a slow change in behaviors and mood

as they entered the teen years; hence, it was not easy for parents to detect the psychotic
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symptoms. Muhlbauer (2002) defined the initial phase of illness as “the storm
warning” (p.1082) which parents had an awareness of something wrong with their
adult children, but they were unable to define that wrongness. The previous studies
indicated that parents felt utterly bewildered by their adult children’s behaviors and
did not know how to react behaviorally and emotionally (Karp & Tanarugsachock,
2000), and felt as if they were floundering in the dark until the confirmed diagnosis
was made (Jeon & Madjar, 1998)

Studies in caregivers with other relationships with patients reported the
caregivers’ responses in similar ways. In a grounded theory study exploring 52
spouses’ experience in living with partners with schizophrenia, Jungbauer et al.,
(2004) also described that spouses could not interpret their partners’ psychotic
symptoms as an expression of mental illness. Seloiwe (2006) described that when
relatives first became ill and caregivers noticed changes in their relatives’ behaviors,
they were shocked, wondered in disbelief what may have happened to their loved
ones, why them, and what may be the causes of the changes. They searched for help
based on their beliefs in attempting to know what an actually going on was. Some
studies reported that families often thought that drugs or stress was the cause of their
relatives’ changes (Haan et al., 2004). The other studies described that they initially
tried to compensate and dreaded making decisions because of fear for mistaken actions
(Mohr & Regan-Kubinski, 2001). They had to adjust their coping to take each day as it
comes (Jeon & Madjar, 1998). In addition, Muhlbauer (2002) and Haan et al. (2004)
described that families tried to manage the difficulties and delayed seeking help from
psychiatric services until their relatives’ troublesome behaviors became evident in the
form of bizarre behaviors which were uncontrollable. This reason led them to take
their ill relatives to the mental health care system to receive the diagnosis and

treatments.

The difficulties of caregiving tasks

It is evident in the literature that caregivers experience difficulties in
dealing with a wide range of caregiving tasks. Studies noted that because
deinstitutionalization attempted to decrease the hospital length of stay, most of

mentally ill patients returned home while still experiencing psychotic symptoms; thus,
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dealing with difficulties of patients’ behaviors in a new circumstance was a vital task
of caregivers (Guarnaccia & Parra, 1996; Thongkhamrod, 2006; Valfre, 2001). Ferriter
and Huband (2003) described that caregivers had to deal with patients’ troublesome
behaviors, such as sleeping during the day and remaining awake at night, speaking
aggressively, and acting out violently. Parker (1993) described that caregivers had
difficulties in interacting with their ill relatives when they demonstrated the psychotic
symptoms. They wondered what reactions could be effective for controlling their ill
relatives’ symptoms. Some studies suggested that caregivers, especially parents and
those who were living with the patients, always behaved in hostile, critical, or over-
involved manner toward patients’ troublesome behaviors in an attempt to reduce the
perceived stress of caregiving and loss (Bachmanna et al., 2002; Bentsen et al., 1998;
Patterson et al., 2005). Such expressions of caregivers have been considered as a
disturbed family environment influencing patients’ relapse (Freeman & Garety, 2003;
Gleeson et al., 2009; Kuiper et al., 2006). Some studies supported that the patients
from high EE families stand a higher risk of relapsing than those with low EE families
(Kopelowicz, Liberman, & Zarate, 2006; Van Humbeeck, Van Audehove, de Hert,
Pieters, & Storms, 2002).

Empirical evidence reveals that caregivers face not only the difficulties of
patients’ behaviors, but also their unpredictable symptoms. In a phenomenological
study exploring the experiences of caregivers of the patients with first episode
schizophrenia, McCann et al. (2011) described that caregivers perceived caregiving as
a roller coaster because of an unstable of psychotic symptoms. Copeland and
Heilemann (2011) reported that parents of children with mental illness and a history of
violence perceived their lives as going around the circles resulting in harassing and
frustrating. In dealing with unstable situations, Rose et al. (2002) described that
caregivers were uncertain to let them take care of themselves. They had to keep
watching patients’ behaviors and try to understand their symptoms. They felt being
consumed by the illness and the feeling of anger at the health care system for poor
treatment and lack of clear information. They described a sense of crisis and needed
helps, especially during many repeated hospitalizations.

In addition, the other important task is stabilizing the patients’ illness.

Studies reported that the hardest task was having the patients to take medication
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regularly at home (Huang, Hung, Sun, Lin, & Chen, 2009; Mavundla et al., 2009).
Mavundla and colleagues (2009) described that caregivers needed to supervise their
daily administration of their medication because the patients had poor insight and their
comprehension of treatment regimens was inadequate. Patients often stopped or
refused to take their medication, especially when they developed side-effects or
became discouraged when they did not feel better. The other study described that
caregivers also faced the difficulties in taking the patients to the hospital to regular
follow-up of their treatment (Champlin, 2009). It is very hard when their symptoms
were uncontrollable. They had to call authorities such as the police to assist them,
which was complex and never easy because the psychotic symptoms were
unpredictable. Muhlbauer (2002) reported that in doing this task, caregivers struggled
with ethical dilemmas related to control, autonomy, independence, privacy, and
freedom of their loved ones.

Empirical evidence shows that caregivers have to additionally provide
endless basic supports for their loved ones. Studies suggested that caregivers’ major
concern of their relatives was about their social function impairment; thus, they had
responsibilities for providing basic supports for their ill relatives (Mavundla et al.,
2009; Muhlbauer, 2008). Chaffey and Fossey (2004) described caregivers’
responsibilities, including household shores, getting prescriptions, monitoring
medication, doing banking and shopping, providing transport, and running general
duties. Similarly, Jungbauer et al. (2004) described that many spouses had to take on
additional duties in the partnership and family, involved unfamiliar or gender specific
tasks which had been the duty of the patients before the illness. Mavundla et al. (2009)
reported that caregivers also had to provide psychological support by engaging their ill
relatives in many social activities to increase their self-esteem and self-worth. When
the patients’ symptoms were worsened, caregivers additionally provided complete care
for their relatives’ personal hygiene, diet, and medication. Even though their mentally
ill relatives were able to function quite independently, Chang and Horrocks (2006)
reported that caregivers needed to regularly provide them with food and shelter and
occasionally check or supervise their mentally ill relatives’ medications and behaviors.
These tasks were difficult and challenge when the mentally ill relatives refused to

cooperate. In dealing with such caregiving tasks, Veltman et al. (2002) described that
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caregivers perceived that they were everything in 24- hour caregiving, such as a nurse,
a social worker, a psychiatrist, a cook, but nobody recognized their efforts.

Transcending the difficulties

Research evidence shows that caregivers seek for the suitable different
ways to overcome their difficulties of caregiving. Many studies noted that caregivers
went through a period in which they actively learnt to save or cure their loved ones
(Harden, 2005; Karp & Tanarugsachock, 2000; Seloiwe, 2006). They became more
aware of any information about the illness and sought in several ways to know more.
They learnt how to survive amid all problems. They found some strategies that worked
for them in coping with day-to-day situations, including being compassionate, playing
tricks, being dishonest, being manipulative, and accepting and negotiating the situation
(Karp & Tanarugsachock, 2000; Seloiwe, 2006). Correspondingly, Chang and
Horrock (2006) described that caregiving skills and tacit knowledge that caregivers
had acquired through experience and learning to accept the disabilities of the ill
relatives and their caregiving situation were invaluable for them to cope with the day-
to-day caregiving.

In grounded theory study, Rose et al. (2002) described that the normalcy
process including confronting the ambiguity of mental illness, seeking for control
impact of illness, and seeing possibilities for the future was used as a central concept
for caregivers of the person with severe mental illness. Muhlbauer (2002) described
the caregivers’ experience as phases in a journey, using the metaphor of navigating
(p.1802) through a storm in perilous sea with few experienced guides. They mastered
the navigational skills which were necessary for enduring this storm by seeking
knowledge from self-help groups, learning methods to get desperately needed
information from health professionals, developing expertise in managing the illness
and supporting their loved ones, as well as discovering personal strengths in the
process by using religious supports and adjusting their perceptions on the illness.
Another study noted similarly that caregivers employed positive thinking, acquisitive
knowledge, and the direction received from their religious support to rearrange their
life and re-start a new better way in dealing with difficult circumstances (Huang et al.,
2009).
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Empirical evidence notes that parents have to adjust themselves to accept
their caregiving role. McCann et al. (2011) described that parents had to accept firstly
the changes in their ill children that were not a temporary phenomenon, but required
long-term role change. They additionally necessitated accepting their circumstances,
maintaining hope, and coming to terms with the change in their role of normal
parenting to parental caregiving. Similarly, Pejlert (2001) reported that concentrating
on positive aspects of life and being involved in one’s own interests, accepting the
illness, and maintaining hope for a better lifestyle for the children were revealed as
being helpful in coping with difficulties of parents. In addition, Milliken (2001)
described that parents fought for their suffrage (p.153) to take care of their ill children
by engaging in volunteer works, advocating for mentally ill adult children, and

improving public education and knowledge about schizophrenia.

Supports from mental health care system

Research evidence supports that in dealing with difficulties, caregivers
need information and help from health care providers on how to take care of the
patients and need to be accepted as a part of caring for their ill relatives; however,
their needs were unmet. Many studies reported that, in the first few years of contact
with psychiatric care, families perceived that they were excluded and their suffering
was not in health care providers’ awareness (Copeland & Heilemann, 2011;
Doornboss, 2002; Harden, 2005; Pejlert, 2001; Rose, Millinson, & Walton-Moss,
2004). Milliken (2001) described that, in dealing with the mental health care system,
they had to redefine their parental identity over time. Perceiving the loss of their
rights to care for their ill adult children, parents redefined their identity from parents of
teens or young adults through disenfranchised parents (p.152).

In addition, studies asserted that caregivers experienced greater
psychological distress because the post-hospital care and the supports for families
were limited (Noh & Turner, 1987; Veltman et al., 2002). Studies that included
parents of children with bipolar or schizophrenia showed consistent findings of
inadequate patterns of supports in the health care system (Moore & Beckwitt, 2003;
Pejlert, 2001; Veltman et al., 2002). Veltman et al. (2002) described that the legal and

medical system cared for patients only, not for caregivers. They were very eager to
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talk about their struggle for system, including hospitalization needs, treatment
concerns, financial oversights, and changes they would like to see in the system. Ip
and Mackenzie (1998) asserted that caregivers needed emotional support in handling
the ill relatives’ affairs; however, they perceived they were alone in their situation,
nothing could be done to change things, and nobody could help them out of their
caregiving situation. Some studies described that caregivers desired respite care,
assistance, and affirmation and validation from the mental health community for their
sacrifices and caregiving efforts. Nonetheless, caregivers felt voiceless when they
attempted to communicate their concerns with mental health providers (Copeland &
Heilemann, 2011; Veltman et al., 2002).

The other studies suggested that caregivers faced the difficulties in dealing
with mental health providers and they could not utilize social support of the mental
health care system as a consequence (Doornboss, 2002; Muhlbauer, 2002). Harden
(2005) and Mavundla et al. (2009) described parents of young people with mental
health problems that they experienced discriminating by the medical profession. They
were given unclear information about the initial diagnosis and the development of
treatment regimens, making them frustrated. Wade (2006) noted that parents perceived
health care practitioners as unknowledgeable, uncaring, and inattentive, which was
incomprehensible for them. Psychiatrists were unable to spend more than a few
minutes with them every few months, and consequently little education was provided
to them. Some of parents relayed stories of feeling mistrust in psychiatrists’
knowledge of their adult children’s illness and its medications and feeling abandoned.
These experiences left them the feeling of helplessness and unable to fulfill their

caregiving role.

Turning points

It is evident that caregivers, in long-term care, find themselves being at
the turning points to rearrange their new lives from caregiving role. Many studies
described that caregivers felt as if they were cheated out of the life they had expected
for themselves; thus, they had more inclination to allow themselves to do what they
had wanted to do even though those made them felt guilty (Copeland & Heilemann,
2011; Huang, Sun, Yen, & Fu, 2008). Milliken and Rodney (2003) described that
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parents emancipated themselves from caregiver role when they realized that they grew
older, they may have some health problems, and their ill children may function better.
On the other hand, in a phenomenological study which included caregivers with
different relationship with patients, such as spouses, adult children, and siblings, Karp
and Tanarugsachock (2000) described that when caregivers realized that their
relatives’ illness was chronic and was well beyond their control, it was their turning
point to allow themselves to withdraw from the caregiving role without guilt.
Similarly, Jungbauer et al. (2004) described that for spouses of the mentally ill
persons, although at immediately after onset of the illness they showed great solidarity
with the ill partners and strongly rejected the thought of separation, they decided to
choose their new better lives when they felt that taking care of the patients
permanently demands large personal sacrifices but limited chances of restoring a
satisfactory coexistence.

In summary, being caregivers is a process that involves devastation. It is
accompanied by uncertainty, emotional distress, interpersonal disturbance, and
turmoil. It involves burdensome responsibility as a result of trying to regain control
following the disruptive event. Before the adult children’s diagnosis, it is difficult for
parents to recognize what has happened to their loved ones; hence, parents experience
psychological distress by the dazed behaviors of their ill children and wonder how to
react appropriately. They initially try to manage the difficulties by themselves until the
psychotic symptoms are prominently occurring and uncontrollable then they seek help
from the mental health care system.

In being caregivers for mentally ill persons, caregivers face with the
difficulties of patients’ symptoms. Most of them experienced the strain of managing
the patients’ troublesome behaviors in a new circumstance. Because of stress, they are
likely to behave toward the patients with hostile, critical, or over-involvement manners
which have been considered as a disturbed family environment preceding patient’s
symptom relapses. Under unstable symptoms of the patients, caregivers have to
closely live with the patients to monitor their symptoms, provide basic supports for
them which are burdensome and endless responsibilities. They additionally have to
manage the patients” medication for stabilizing the illness and preventing relapse,

which is difficult to handle because the patients usually refused to cooperate. Amid
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their chaotic lives, they seek the appropriate strategies to cope with the day- by- day,
including accepting the illness and their caregiving role, seeking knowledge and
developing needed skills for managing the illness, and maintaining possible hope and
the normalization of their families’ life. They perceive a lack of supports and
abandonment of the mental health care system in mastering their difficulties of
Caregiving role. Finally, when they realize that their lives are swindled, they are too
old to do caregiving role, in particular parents, the patients can function better, or their
hope that the patients should be cured is impossible, caregivers are likely to let
themselves to live free from the difficulties of caregiving.

Though the previous studies provide information which enhances
understanding about a sequential progression of caregiving experience running from
the period before the diagnosis through a turning point in a long-term care, these
studies have a primary concern in caregivers’ responses in dealing with their relatives’
illness. In addition, the caregiving experiences were captured from the wide range of
caregiving duration for over ten years (e.g., Muhlbauer, 2002; Seloiwe, 2006; Rose et
al., 2002; Rose et al., 2006; Wynaden, 2007). The relationships with patients were
various including parents and others (e.g., Jungbauer at al., 2003; Karb &
Tanarugsachok, 2000; Muhlbauer, 2002; Pejlert, 2001; Rose et al., 2002; Rose et al.,
2006; Seloiwe, 2006). In addition, care recipients in each study were variably
diagnosed, such as schizophrenia, schizophrenia related disorders, and mood disorders
(e.g., Copleland & Heilemann, 2011; Muhlbauer, 2002; Karb & Tanarugsachok, 2000;
Rose et al., 2002; Rose et al., 2006; Wynaden, 2007). Some studies did not indicate
the duration of caregiving (e.g., Copleland & Heilemann, 2011; Karb &
Tanarugsachok, 2000; Milliken, 2001) and the actual diagnosis of the patients (e.g.,
Mohr & Regan-Kubinski, 2001; Pejlert, 2001). It reflects the rare attention on the
homogeneous caregiving experience of parents who are the majority group of primary
caregivers and have a very close kinship tie with patients, in being caregivers for the
patients with schizophrenia, particularly in the early phase of illness which is the
critical period for both patients and parents. There is no clear cut about the experience
in the first five years after the diagnosis—how parents deal with the difficulties over
time and what conditions influencing the dealing process in this period are. In

addition, parents’ responses in adjusting their personal and family lives amidst the
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chaos of being caregivers for patients with schizophrenia in the early phase of illness

are also little known.

Caregivers’ Experiences in Thai Context

To understand the experience of caregivers in Thai context, Buddhism and
Thai context is essential to present in the first section. The following sections are
conceptualization of Thai previous researches composed of perspective on mental
illness and caregiving, responses of caregivers on mental illness and caregiving role,

and utilizing mental health care service.

Buddhism and Thai context

Available evidence indicates that Thailand is a predominantly Buddhist
country. Buddhist teaching has influenced Thai people’s perspective on life and has
been an integral part of Thai culture (Sanseeha, Chontawan, Sethabouppha,
Disayavanish, & Turale, 2009). The important feature of Buddhism is the notion of
karma. It is an absolute theory about cause and effect indicating that individuals may
come into the world with consequences of karma, intentional actions. The present life
is a consequence of the cumulative deeds of the past life and the present deeds
determine the future (Payutto, 1993, 1994). Therefore, Thai people emphasize making
merit or kusala for accumulating good karma in their present lives (Chunuan,
Vanaleesin, Morkruengsai, & Thitimapong, 2007). Kusala can be a calmness or pure
body and mind including sati, mindfulness or recollection; metta, goodwill or a desire
to make others happy; non-greed, absence of desire and attachment (including
altruistic thoughts); karuna, a compassion or sympathy toward those who need help;
mudita, a zeal or contentment with the good, a desire to know and act in accordance
with the truth, and a gladness at the good fortune of others; ubekkha, an impartiality or
equanimity toward others; and wisdom, a clear understanding of the way things are
(Bhikkhu, 2007; Mererk, 1994).

Making merit is also involved with the concept of bunkhun and katanyu
katavedi of Thai culture. Bunkhun is defined as good things, favors, or meritorious
help (Subgranon & Lund, 2000). Once individuals receive good things, favors, or
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meritorious help from others, it is their long-term obligation to pay back (Podhisita,
1998). The repaid actions are related to katanyu katavedi or a gratitude that one has
toward bunkhun of the others and an obligation actions for paying back in
interpersonal relationship which is a social expectation in Thai society
(Kespichayavatana, 1999; Subgranon & Lund, 2000).

In addition, Buddhism teaches about the causes of suffering and solution
existed in the Four Noble Truths and the Noble Eightfold Path. The Noble Truths
composes of suffering/uneasiness (dukkha), cause of suffering (craving), the cessation
of suffering or a liberated state of enlightenment (bodhi); and the path leading to the
cessation of suffering (Bhikkhu, 2007; Mererk, 1994; Payutto, 1993). Dukkha is as in
the condition of being disturbed. It can be a sorrow, an affliction, an anxiety, a
dissatisfaction, a discomfort, an anguish, a stress, a misery, and a frustration induced
by several causes including birth, old age, illness, death, lamentation, resentment,
being associated with the non-beloved situations or even with the loved things, not to
get what is wanted, and even get too much of what is wanted. To reach this liberated
state, Buddha provided direction for happy living, the Noble Eightfold Path: right
understanding, right thought, right speech, right action, right livelihood, right effort,
right mindfulness, and right concentration (Bhikkhu, 2007; Payutto, 1993).

Buddhist also influences in shaping certain Thai characteristic traits and
perspective of the harmony and smoothness of interpersonal relationship. Cultural
hierarchy identifies respective positions of Thai people and influences the types and
forms of appropriate and harmonious behaviors (Knutson, 2004). Thai society requires
people to behave in ways of politeness, avoid bothering or imposing on others, and
avoid confronting and conflict. Children are taught to be obedient, docile, and
submissive towards their parents. They have to express loyalty and compliance to
elders and authority figures, such as teachers, Buddha, and other religious symbols
(Chunuan et al., 2007).

Thai characteristic traits involve the use of word heart or Jai which is the
most frequent metaphor in the Thai language (Knutson, 2004, p. 151). Thai people use
the word Jai for the meaning of both heart and mind (Moore, 1992). Jai yen is
characteristic of remaining calm required in behavioral pattern in the difficult situation

of everyday life (Komin, 1991). Jai dii is the other Thai heart expression referred to a
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state of goodness and performing tasks for others before a request is made. In
relationships, Thai people usually use the word Kreng Jai, the desire to avoid
embarrassing others or creating discomfort or annoyance for other people. In addition,
Thum-Jai is the word often used when Thai people face with an unchangeable
situation to make a calm mind. It represents a combination of accepting,
understanding, reasoning, and having patience and a sense of obligation
(Rungreangkulkij & Chesla, 2001). Such characteristics have often been explained by
Buddhist teaching of Middle Path, Detachment, and Equanimity (Komin, 1991). Itis a
path of moderation away from the extremes of self-indulgence and self-mortification
(Payutto, 1993). Buddhist teaching influences Thai’s worldviews and their ways of

lives.

Perspective on mental illness and caregiving

Empirical evidence suggests that Thai people view mental illness,
including schizophrenia based on superstition and Buddhist belief. Super natural
beliefs which are the principles of Hinduism and inherited through Indian influence
are constantly present in Thai society (Ratanatikanon, Assanangkornchai, &
Tanchaiswad, 1997). Ghosts were viewed to be a cause of mental illness for a long
time (Suwanlert, 1976). Even in a previous study, Burnard, Naiyapatana, and Lloyd
(2006) reported that even though Thai people had gained scientific knowledge, they
had still believed in ghost as a cause of mental illness. Correspondingly, Sanseeha et
al. (2009) described that even though most of Thai caregivers believed in other causes
of mental illness such as stress and gene, the black magic was viewed as a cause of
mental illness of their loved ones. In addition, Burnard et al., (2006) reported that
Kwan, a concept usually mentioned as life spirit or life force, was a cause of mental
iliness especially when it leaves the individuals’ body.

Based on Buddhist teaching, most of Thai people perceive mental illness
and caregiving for mental illness patients as karma, the effect of bad deeds in a past
life (Burnard et al., 2006; Sanseeha et al., 2009; Subgranon & Lund, 2000). If one
makes merit, one can take a pleasant consequence in the future (Payutto, 1993). As
such belief, Thai people also perceived caregiving as a good karma or making merit

returning a good result in their present or next life (Wongchaiya, 2007). Caregiving is



Pichamon Poonnotok Literature Review / 42

a social expectation that it is obligation of family to take care of the ill relative
(Wongchaiya, 2007). Caregiving also represents another aspect of Buddhism, the
gratitude to parents, siblings, teachers and those who provided support and care known
as katanyu katavedi (Subgranon & Lund, 2000). In addition, because of Thai cultural
value, though caregivers have a great deal of suffering, they should not express their
frustration at the responsibility of being caregivers (Wongchaiya, 2007).

Responses of caregivers on mental illness and caregiving role

Data from Thai studies which capture a wide range duration of caregiving
experience of caregivers who had a variety of relationships with mentally ill patients
suggests that Thai caregivers’ responses to mental illness are based on their belief.
Because of the belief of a ghost as a cause of sickness, they firstly took the ill person
to see the monk or spiritual healer to release the ghost out of the body (Burnard et al.,
2006). In addition, empirical evidence indicates that Thai people use Buddhist
teaching to overcome their difficulties of caregiving. A phenomenological study in
parents, grandparents, siblings, spouses, and a daughter caring for schizophrenic
relatives who were hospitalized for 1 to 12 times revealed that caregivers responded to
their relatives’ illness by practicing their Buddhist beliefs such as matta (caring) and
karuna (support) to generate compassion in giving care. They also practiced The
Noble Eightfold Path in managing their caregiving tasks (e.g., stress management,
symptom management, and treatment management). Additionally, they practiced
ubekkha (equanimity) to promote acceptance for caregiving (Sethabouppha & Kane,
2005).

The other phenomenological study in 12 Thai mothers of adult children
who had been diagnosed with schizophrenia for 3 to 13 years revealed that Thai
mothers used practicing Thum-Jai in dealing with the patients’ symptoms and
responding to social values that parents must care for their adult children. Parents also
created a calm family environment by being highly patient with patients’ behaviors
and responding to them in gentle, supportive, and non-confrontational manners to
avoid an escalation of their psychotic symptoms (Rungreangkulkij & Chesla, 2001).

Additionally, it is evident that in caregiving process, Thai caregivers

develop their repertoire of management skills for caregiving tasks through direct



Fac. of Grad. Studies, Mahidol Univ. Ph.D (Nursing) / 43

experiential learning and their caregiving experiences are changed over time. In
grounded theory study, Sukmak et al. (2001) explored coping response process among
14 caregivers, including mothers, siblings, and wives who cared for patients with
schizophrenia for 5 to 40 years and found that coping responses were changed over
time. There were four stages of coping responses. At the early phase of illness,
caregivers experienced confusion. Expecting cure led them to later seek help in several
ways. During the treatment course, caregivers had to adjust their lives by living
together with the patients to monitor their symptoms and check medications, being the
informant for health care providers, seeking helps from other sources, and planning for
the patients’ future. In the long term of illness, they faced with the repetitive problems
and moved to stage of exhaustion. As a consequence, they tried to leave their
responsibilities because of hopelessness.

In other grounded theory study, Dangdomyouth et al. (2008) discovered
the process of giving care for patients with schizophrenia among 17 family members
who had caregiving duration of 1 to 15 years. The findings showed the nature of
caregiving for the patients with schizophrenia. The researcher identified caregiving
strategy called tactful monitoring (p. 42) representing awareness in treating patients
respectfully. Their strategies included unobtrusive observation and strategies for
calming to avoid psychotic episodes. They managed the patients’ symptoms by
keeping eyes on and questioning and asking them about their symptoms, and
sometimes they had to restrain the patients to control their severe disturbing behaviors.
They also had to manage medication by checking, monitoring, and reminding the
patients for taking their medication.

Similarly, Tunkpunkom (2000) explored the role and skill development
process among 30 mothers who lived with and cared for the patients with
schizophrenia or related disorders for 7 months to 10 years. The findings revealed that
mothers had to both manage their tasks and adapt themselves in doing their caregiving
role to maintain a balance of their lives. The three major care tasks were identified,
including normal parenting, psychiatric symptom management, and medication
management. Mothers tried to develop their repertoire skills for managing caregiving
tasks for various circumstances through direct experiential learning. Although mothers

can sustain their caregiving by using Buddhist belief and Thai culture awareness, they
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experienced exhaustion, tiredness, and suffering from providing care with inadequate

supports from the health care system.

Utilizing mental health services

Health care services in Thailand comprise the modern and the traditional
treatment. Burnard et al. (2006) pointed out that Thai people use a mixture of the
modern and the traditional treatment for mental illness. The treatment in the urban area
tended to be more modern, while those in rural area often use traditional treatment
(Burnard et al., 2006; Rungreangkulkij & Chesla, 2001). Burnard et al. (2006)
reported that the reasons why Thai people chose monk or spiritual healer instead of
modern medicine because they had time to talk with, advise, and bless for them more
than modern medicine does. The findings from some studies showed that Thai
caregivers lacked support from health care providers, especially information about
how to care for the mentally ill relatives (Ratanatikanon et al., 1997; Tunkpunkom,
2000). Though there are family support groups, they are usually provided in hospital
located in urban areas. Thus, it is difficult for caregivers who reside in rural areas to
access to such activities (Tunkpunkom, 2000).

In addition, although the community mental health services such as home
care have also been integrated into health services in order to serve the
deinstitutionalization policy, the capacity of such services was questionable and the
integration of services was criticized as superficial and inefficient (Tunkpunkom,
2000). Dangdomyouth and colleagues (2008) also noted that, in home care services,
there was no provision for family support, no visiting nurse service, no respite care,
and minimal caregiver education. Besides, Chunuan et al. (2007) noted about the
interaction between the health care providers and clients that the relationship between
them, in particular urban areas, was normally formal and they did not share common
interests with clients. However, Thai people have respected health professionals as
they assist clients to improve their health and be healthy (Chunuan et al., 2007;
Ekintumas, 1999).

In summary, Thai studies provide understanding about Thai caregivers’
perspective on mental illness that the superstition and Buddhist teaching has a huge

influence on their perspective and their responses to mental illness and caregiving.
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They seek help from both spiritual healers and mental health system. In providing care
for their loved ones, Thai caregivers face with difficulties in managing caregiving
tasks and their lives with inadequate supports from the mental health system. Their
caregiving experiences change over time. They have to manage both their relatives’
illness and their own feeling of staying in balance. In dealing with difficulties, they
gradually develop caregiving skills and strategies for various circumstances by
experiential learning. They learn to provide the close and thoughtful care in managing
their adult relatives’ psychotic symptoms. Although practicing Buddhist teaching and
maintaining social value can help them to overcome their difficulties, most of them
experience exhaustion and suffering in their caregiving process.

However, all of these studies provided the information about caregiving
experience specifically about caregivers’ responses in dealing with schizophrenia,
such as managing caregiving tasks and developing skills and caregiving role captured
from a wide range of caregiving duration, from one to over 10 years in which the
experience at the early phase of illness was slightly touched upon. Their findings did
not focus on homogeneity of parents’ experience because they included caregivers
with different relationships with patients, such as mothers, spouses, and siblings
(Dangdomyouth et al., 2008; Sukmak et al., 2001; Tunkpunkom, 2000). The little
known is about Thai parents’ dealing with the changes, either in their children or in
their lives and with impacts happened in their lives amidst chaos of being caregivers,
their integration of caregiving role in their normal lives, as well as the change of
parents’ perceptions and responses from the period before the diagnosis when they
recognized that the changes had taken place in their children to the first five years after

the diagnosis, which is the critical period.

Grounded Theory

Grounded theory (GT) is an approach for collecting and analyzing data in
qualitative research. It is appropriate for a study in complex areas of human behavior
and social life processes where little research has been done or few adequate theories
concerning a phenomenon of interest exists (Cheniz & Swanson, 1986). The GT

method has been developed initially by the two sociologists Barney G. Glaser and
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Anselm L. Strauss in the 1960s as a result of their research program on dying. The
explicit goal of theory development that moves qualitative inquiry beyond descriptive
studies into the realm of explanatory theoretical frameworks makes GT unique among
qualitative methods (Glaser & Strauss, 1967; Charmaz, 2006).

Philosophical underpinning

Grounded theory is derived from the insights of symbolic interactionism
which spotlights on the process of interaction of people in exploring human behaviors
and social roles (Blumer, 1969). Symbolic interactionism is a perspective in social
psychology in studying the human group life and human conducts (Blumer, 1969).
Symbolic interactionists view the reality as a physical object existing independently
out there. It is defined by individuals influenced by their social life in relation to the
situation as it exists (Charon, 1998). In addition, they assume that society, reality, and
self are constructed through interaction and, thus, rely on language and
communication (Blumer, 1969).

Historical background of symbolic interactionism is usually traced back to
the work of George Herbert Mead, a philosopher and psychologist of the University of
Chicago. The other pioneered symbolic interactionists include John Dewey, William
James, Charles Price, William Thomas, and Charles Cooley Herbert. Blumer, Mead’s
student, integrated the work of Mead and the pioneered symbolic interactionists and
wrote primarily about symbolic interaction in the 1950s and 1960s.

Symbolic interaction rests on three basic premises. First, human beings act
toward things on the basis of meanings that the things have for them. These things
may be objects, other human beings, institutions, guiding ideas, activities of others and
situations, or a combination of these. Second, the meaning of such things is derived
from or arisen out of social interaction that one has with other people. Communication
is symbolic, and language is an essential mechanism for meaning to be shared. Third,
these meanings are handled and modified by each person through an interpretative
process in dealing with situations (Blumer, 1969).

The methodological position of symbolic interactionism is that a social
action must be studied in terms of how it is formed. Therefore, interactionism requires

that the inquirers actively enter the worlds of people being studied, not to a contrived
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laboratory setting, to see the situation as it is seen by the actors, not by the outside
scholars, to observe what the actors take into account, and to observe how they
interpret what is taken into account. The process of actors’ interpretation is an
intelligible rendering not merely through the description of words and deeds, but by
taking rich description as a point of departure for formulating an interpretation of what
the actors are up to (Blumer, 1969; Denzin & Lincoln, 2011). In addition, in order for
the knowledge to be understood and accepted by the researcher’s discipline, the
researcher, as an observer, must translate the meaning derived from the researcher as a
participant into the language of the research discipline (Blumer, 1969).

Because symbolic interactionism focuses on the meaning of events to
people in natural or every day settings (Chenitz & Swanson, 1986), it is concerned
with the study of inner or experiential aspects of human behaviors; that is how people
define events or reality and how they act in relation to their belief. In addition, the
reality or meaning created by people guides behaviors and consequences of actions
(Chenitz & Swanson, 1986). In other words, symbolic interactionism holds that people
are in a continual process of interpretation and definition as they move from one
situation to another. Blumer contributed symbolic interaction to GT since 1969
through the idea that human beings are active participants in their situation rather than

passive respondents (Blumer, 1969).

Evolution of grounded theory

The two co-originators of GT, Glaser and Strauss came from different
backgrounds. Glaser’s background was associated with quantitative methodology. He
was trained in quantitative methodology and qualitative mathematics at Columbia
University by the innovator of quantitative methods, Paul F. Lazarsfeld (Glaser, 1998;
Strauss & Corbin, 1998). On the other hand, Strauss was trained in symbolic
interaction by Herbert Blumer, Evert Hughes, and Robert Park at the University of
Chicago, where he was also influenced by pragmatic philosophical tradition. During
the early 1960, they worked together and combined their distinct backgrounds to
produce the constant comparative method later known as grounded theory (Glaser &
Strauss, 1967). It is considered as the first generation of GT methods (Creswell, 2013).

The basic research process includes gathering data, coding, comparing, categorizing,
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developing a core category, and generating a theory. In addition, the fundamental
procedures are coding, constant comparative, and theoretical sampling (Glaser &
Strauss, 1967).

Because of the different backgrounds, they then continued to develop the
method over years independently of each other. Strauss and coauthor, Juliet Corbin,
have contributed to GT separately from Glaser since 1990. It turns into the second
generation of Glaser’s and Strauss’ former doctoral or postdoctoral students. At
present, there are several versions of GT; however, the three popular versions
considered as the closest to this study are Glaserian, Straussian, and Charmaz
(Creswell, 2013). Although the three versions of GT have the same purpose to
generate theory, their worldviews—assumptions regarding the nature of reality are
different. The positivist tradition is the stance of Glaserian. Glaserian believes that
reality already exists in the world; as a result, Glasserian assumes that the data
represent the objective facts about a knowable world waiting for discovery. The
central issue of Glaserian version is “to know what informants’ main concern is and
how they seek to resolve it” (Glaser, 2001, p. 177) and the continual resolving is
“designated by a category called core category” (Glaser, 2001, p. 199).

Straussian’s position moves into postpositivism which believes that the
world is complex, and reality can be reached imperfectly. Because Strauss was trained
in symbolic interaction and was influenced by pragmatism which focuses on action,
the problem situation, and conceptualization of a method within the context of
problem solving, he views human beings as active agents in their lives and in their
world rather than as passive recipients of larger social forces. He assumes that process,
not structure, is fundamental to human existence. Human beings create structures
through engaging in social interaction and social processes. Indeed, people are also in
a continual process of interpretation and definition as they move from one situation to
another. Their responses create conditions influencing restructuring the variety of
action and interaction. Because of such belief, he values the great varieties of human
action, interaction, and emotional responses that people have to events and problems
they encounter (Charmaz, 2000; Corbin & Strauss, 2008; Strauss & Corbin, 1990;
Strauss & Corbin, 1998; Walker & Myrick, 2006).
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For Charmaz, she believes in the relativism of multiple social realities. She
recognizes the mutual creation of knowledge by the viewer and the viewed, and aims
toward an interpretive understanding of subjects’ meanings (Charmaz, 2006). Her
belief lies between postmodernist and postpositivist approaches to qualitative research
and relies on interpretive tradition. The focus of constructivist GT is about learning the
experience within embedded, hidden networks, situations, and relationships in terms
of how, when, and to what. It also focuses on making visible hierarchies of power,
communication, and opportunity that maintain and perpetuate the differences and
distinctions between people (Charmaz, 2006).

Because of the disparities of their worldviews, the ways they do grounded
theory are slightly different. One obvious difference is the relationship between the
researchers and the world they study. Glaserian researchers treat data as something
separated from them and imply that data are untouched by their competency of
interpretations (Glaser, 2003). The role of researchers becomes more of a conduit for
the research process rather than the creator of it or forcer of the data. They enter the
field with only a broad topic area of interest in mind, without specific preconceived
research questions and the detailed reading and understanding of the extant literature
in the area (Jones & Noble, 2007).

On the contrary, Straussian allows a much more provocative,
interventionist, and interrogationist researchers to influence over the data (Corbin &
Strauss, 2008; Jones & Noble, 2007; Straus & Corbin, 1998). They suggest that the
researchers should develop theory through intimate relationship with data while being
aware of themselves as instruments of theory development. Moreover, the temporal
features of the inquiry process and of the phenomenon being studied should be used as
a part of the analysis (Strauss, 1987). Straussian’s techniques encourage researchers to
use their own personal and professional experience and acquired knowledge as a
positive advantage to enhance theoretical sensitivity rather than obscuring vision.
Strauss noted, “If you know an area, have some experience...you don’t tear it out of
your head, you can use it” (Strauss, 1987, p. 84).

While Glaser and Strauss talk about discovering the theory as emerging
from data separated from scientific observers, Charmaz (2006) assumes that neither

data nor theories are discovered. She deems in that we are a part of the world we study
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and the data we collect. Thus, researchers construct their grounded theories through
their past and present involvements and interactions with people, perspectives, and
research practices. In addition, she assumes that any theoretical rendering offers an
interpretive portrayal of the studied world, not an exact picture of it (Charmaz, 2006).
The research is the process of reality construction which both data and analysis are
created from sharing meanings, experiences, and relationships among researchers,
research participants, and other sources of data.

The other area of differences among the three versions of GT is about the
different terms and some techniques used in the data analysis process. Glaserian uses
simple and quite focused coding procedure (Heath & Cowley, 2004; Walker &
Myrick, 2006; Urquhart, 1014). Coding comprises two procedures: substantive coding
and theoretical coding. Substantive coding composes of two sub-coding, open coding
and selective coding. However, Straussian uses three phases of coding: open coding,
axial coding, and selective coding. The key difference between Glaserian and
Straussian is the dimensionalizing which is the core task for Straussian researchers to
develop the category in terms of its properties and the dimensions of the properties
(Corbin & Strauss, 2008; Strauss & Corbin, 1990).

In addition, Strauss and Corbin emphasize sorting memos in weaving
theory and create specific tools such as questioning, using flip-flop technique, making
close-in and far-out, and waving the red flag for enhancing researchers’ theory
sensitization (Strauss, 1987; Strauss & Corbin, 1990; Strauss & Corbin 1998; Walker
& Myrick, 2006). Moreover, because Strauss emphasizes conceptual development and
the density of theory that comprises many concepts and many linkages among them,
the Straussian uses a condition matrix as an extension of coding paradigm and as an
analytic aid that sensitizes the researchers to a variety of conditions and consequences
that surround the actions/interactions.

For Charmaz, she places more emphasis on the views, values, beliefs,
feelings, assumptions, and ideologies of individuals than on the methods of research.
The data analysis process comprises four phases of coding: initial coding, focus
coding, axial coding, and theoretical coding (Charmaz, 2006). She advocates using
active codes, such as gerund-based phrases, and subsequent categories to preserve

images of the experience. Although the Glaserian, Straussian, and Charmaz GT
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versions have the same purpose to generate theory, they have the disparity of their
worldviews. As a result, they use basic GT strategies in their own way for reality
inquiring.

Using symbolic interactionism perspective, GT provides a way to study
human behaviors and interactions in complex situations, to understand unresolved or
emerging social problems, and to understand the impact of new ideologies. A research
question that fits with GT is a statement that identifies the phenomenon to be studied
oriented toward action and process. It can be an interactional question focused on
human interaction in somewhat conditions, an organizational question focused on the
broader organizational responses to situations, and biographical question focused on
both present and past of person’s responses to situations (Strauss & Corbin, 1990).
Hence, in nursing, GT research is applicable for study human behaviors related to
health issues, transitions, and situational challenges (Williams & Vogt, 2014; Wuest,
2007).

Procedures of grounded theory

Because Straussian GT version is chosen as a methodology for this study,
procedures of GT described below are based on Straussian version. The fundamental
procedures compose of coding, making comparison, theoretical sampling, and memo
and diagram writing (Corbin & Strauss, 2008; Strauss & Corbin, 1990; Strauss &
Corbin, 1998).

1. Coding procedure. It is an organizing of the raw data into
meaningful categories. It is used to uncover constituents of experience that emerge
from the data, and eventually is clustered into common categories. Data collection and
analysis are tightly interwoven processes, and must occur alternately because the
analysis directs the sampling data (Strauss & Corbin, 1990). Coding procedure of
Straussian GT comprises open coding, axial coding, and selective coding (Strauss &
Corbin, 1990).

Open coding aims for generating categories and their
properties and then seeks to determine how categories vary dimensionally. The
researchers will break the interviewed data down into discrete incidents, ideas, events,

and acts and give a name which may be taken from the words or phrase of informant
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called in vivo codes to keep it close to data or from researcher’s conceptualization
suggested by the context in which the event is embedded. While reading
transcriptions, the researchers can ask the explanatory questions through thinking
about the data, for example, “What does... mean?” “What if...?” “Then...?”
“How...?” Thinking about the range of the possible answers can also help the
researchers to think about what ideas needed to be looked for in the data in order to
probe deeper into the data. When the concepts emerge, they are grouped around
particular phenomena called category. The emerged categories are then be named
which might stand out as broader and more abstract terms than the concepts grouped
under it or its sub-categories. To indicate the actions in the process, coding with
gerunds, words in noun-form ending with“-ing” are used (Hutchinson, 1993). The
researchers then go back to data and do a more detail analysis to determine how
categories vary dimensionally. The researchers generate properties which are the
characteristics of a category. The locations of a property along a continuum called
dimensions are also generated (Strauss & Corbin, 1998).

Axial coding aims to relate more specific categories and
subcategories emerged during open coding and to define evidence of variation and
process referring to them. Strauss and Corbin call linking subcategories to its category
in a set of relations the “paradigm model” (Strauss & Corbin, 1990, p.90). Its main
components include causal conditions, phenomenon, context, intervening conditions,
actions/interactional strategies, and consequences. Phenomenon is the central idea,
event, or happening to which a set of actions/ interactions is related. Causal conditions
refer to the events or incidents that lead to the occurrence or development of a
phenomenon. Context refers to a specific set of properties or conditions within which
the action/interaction strategies are taken to manage in responds to a specific
phenomenon. Intervening conditions are broad and general conditions that facilitate or
constrain action/interaction. Actions/interactional strategies are the responding of
individuals or groups directed at managing, handling, carrying out a phenomenon as it
exists in context, and consequences are the outcomes of those actions/interactions.
Using the paradigm model enables the researchers to think systematically about data,
relate them in highly complex ways, and enhance density and precision of theory
(Strauss & Corbin, 1990).
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In doing this, the sensitizing questions such as who, what,
when, where, how, and with what consequences are used to tune the researchers into
what the data might be indicated and lead the researchers to new discoveries by using
theoretical sampling. The category is compared against another to see how they are
clustered or connected. The theoretical connections of each comparison that integrate
different categories and their properties are made. To verify the statement of
relationship, the researchers return to data and look for evidence, incidents, and events
that support or refuse such statement. This strategy also helps the researchers to add
density and variation to theory. Then the researchers have to give the more abstract
terms or phrases of the category that seems more logically related to its properties and
dimensions and take them into memos (Strauss & Corbin, 1990).

Selective coding is the process of integrating and refining the
theory of fitness, completeness, congruence and harmony in the phenomenon. The
researchers have to select the core category, systematically relate it to other categories,
validate those relationships, and fill in categories that need further refinement and
development (Strauss & Corbin, 1990). Core category is the central concept identified
by its centrality, a frequent occurrence, good connections to other categories, and
implications for more general theory (Flick, 2014; Strauss & Corbin, 1998). When the
core category is identified, the researchers do focus on selectively coding around the
core category by means of the paradigm (Strauss & Corbin, 1990; Walker & Myrick,
2006). The main categories are compared with the data to determine under what
conditions they are likely or unlikely to occur, and if they are central to the emerging
theory. The theoretical sampling is still used to fill in poorly developed categories.
Memos constantly noted through the analytic process are sorted into piles and
examined to discover how the categories come together around the core category.
Diagrams that illustrate categories and their relationships are drawn through the
sorting process. The final process is integration through telling or writing a storyline
by using a diagram and sorting and reviewing memos (Strauss & Corbin, 1990).

2. Making comparisons. Making comparative analysis is an
adjunctive procedure in the data analysis process. It is performed through open coding,
axial coding, and selective coding and involves constant comparison and theoretical

comparison (Strauss & Corbin, 1998; Corbin & Strauss, 2008). For constant
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comparison, incidents are compared to previous incidents and categorized according
to whether they fit with existing incidents or warrant new codes, properties or
categories. Then emergent concepts derived from the analysis are compared to more
incidents to generate new theoretical properties of the concepts and more hypotheses
in order to bring out different aspects of the same phenomena. They are also compared
with the properties of the category in order to reach theoretical elaboration, saturation,
and densification of concepts.

When the researchers come across an incident because they are
unable to further define the incident in terms of its properties and dimensions, it is
time to make the theoretical comparison. It is a tool designed to assist the researchers
arriving at a definition or understanding of some incidents by looking at the property
and dimensional level to discover what is similar and different about each incident.
The incidents, objects, and actions that the researchers use to make theoretical
comparisons can be derived from the literature and experience to give the researchers
the ideas of what to look for in the data. The theoretical comparison leads the
researchers to reach thick descriptions, conceptual levels, and integration into

hypotheses to become a theory (Corbin & Strauss, 2008).

3. Theoretical sampling. It is described as “a method of
data collection based on concepts derived from data” (Corbin & Strauss, 2008, p.
114). Theoretical sampling in GT is not planned before starting the study, but it
continues throughout the study, which makes it unlike the other sampling. It aims
to maximize opportunities to discover the variation among concepts and to make
the density categories in terms of their properties and dimensions. During analysis,
concepts emerge, and these concepts generate the questions which become the
directions leading to places, persons, and situations that will provide more
information under different condition of those concepts. Therefore, data collection
and analysis go hand in hand until reaching the point of saturation that the same
ideas arise over and over again (Corbin & Strauss, 2008; Strauss & Corbin, 1990).

4. Memo and diagram writing. Throughout the data analysis
process, the researchers have to write memos and diagrams to help with the
development and formulation of theory. Memos represent the written forms of abstract

thinking about data, such as thoughts, interpretations, questions, and directions for
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further data collection. Writing memo requires several stages and becomes gradually
complex in the process. Diagrams are the graphic representations or visual images of
the relationships between concepts. They are important elements of analysis, as if
working and living documents that grow and accumulate theoretically in complexity,
density, clarity, and accuracy as the research and analysis are progressing, while
maintaining its grounding in empirical data. Memoing and diagram writing force the
researchers to work with concepts rather than raw data. They function as the reflection
and analytic thoughts that help the researchers to quickly see the logic and coherence
of thoughts (Corbin & Strauss, 2008; Strauss & Corbin, 1990).

Strauss and Corbin (1990) mention three kinds of memos: code
notes, theoretical notes, and operational notes. Code notes represent the memos about
concepts being discovered. Theoretical notes theoretically sensitize and summarize
researchers’ ideas about what is going on in the text. Operational notes are the memos
containing directions for the researchers regarding sampling, questions, possible
comparisons to further data collection.

In summary, grounded theory (GT) is an approach for data collection and
analysis in the qualitative research based on the philosophy of symbolic
interactionism. Symbolic interactionism emphasizes the interactional process of
people in exploring human behaviors as well as social life processes which is little
known. Straussian GT is developed by Strauss and Corbin, and postpositivist is its
stance. Its fundamental procedures are composed of coding, making comparison,
theoretical sampling, and memo and diagram writing. Coding procedure of Straussian
GT comprises open coding, axial coding, and selective coding. During analysis
process, when concepts emerge, the constant comparison and theoretical comparison is
made to generate the categories, properties and their dimensions until core category is
formulated. The emerged concepts generate the questions which direct further data
collection. Because data collection and analysis are tightly interwoven process and
must occur alternately, comparison making and theoretical sampling are used
throughout the process until the saturation of data is reached. The memos and
diagrams are written throughout the data analysis process to help in the development

and formulation of theory.
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Trustworthiness of Qualitative Study

In qualitative research, trustworthiness is an effort of researchers to
address the traditional quantitative issues of validity and reliability. Lincoln and Guba
(1985) offers aspects of trustworthiness which consists of credibility, dependability,
confirmability, and transferability. There is a set of procedures to establish each aspect

of trustworthiness, as follows.

Credibility

The credibility is defined as the way to prove whether the findings are
accurate and credible from the standpoint of the researchers, the participants, and the
readers (Bloomberg & Volpe, 2008). There are many ways to demonstrate the
credibility as follows.

1. Ensuring an accuracy of collected data. It is a basic
element of finding accuracy. All of the interview documents must be guaranteed for
accuracy. Digital recorder or other mechanical device that is used to record the
interviews are essential. All interviews have to be checked for gaps to identify the
information that has been omitted. The researchers have to check all transcriptions
while listening to the tapes to ensure that the typing has been corrected, included
notations for all pauses and exclamations, and otherwise has indicated as many of the
participants’ expressions as possible (Morse & Field, 1996). In addition, the field
notes should be written immediately after the interviews or observations to increase an
accuracy of recalling (Beck, 1993).

2. Prolonged engagement. It is the investment of sufficient
time to achieve certain purposes by spending enough time on the site to understand the
context of phenomenon. It helps the researchers to be accepted as a member of the
group of studies and to build adequate trust. It also helps the researchers to detect both
personal and participant distortion that might otherwise creep into the data. This
technique can enhance credibility of the findings and the interpretations (Creswell,
2013; Denzin &Lincoln, 2011).

3. Persistent observation. It aims to identify characteristics
and elements of the situation that are most relevant to the problem or issue being

followed and focus on them in detail. It goes along with prolonged engagement. While



Fac. of Grad. Studies, Mahidol Univ. Ph.D (Nursing) / 57

prolonged engagement provides scope, persistent observation provides depth of the
situation. The researchers have to explore the dimension of salience and crucial
atypical happening to what might to be erroneous at the initial assessment.
Additionally, the researchers must be able to describe in detail just how this process of
tentative identification and detailed exploration are carried out (Denzin &Lincoln,
2011).

4. Triangulation technique. It is the technique to improve
credibility of the findings and the interpretations. There are basically four kinds of
triangulation strategies: methods triangulation, data sources triangulation, investigator
triangulation, and theory triangulation (Creswell, 2013; Holloway & Wheeler, 2002;
Denzin &Lincoln, 2011). Methods triangulation is used when the researchers aim to
check out the consistency of findings by using two or more methods, such as
observations, interviews, document analysis, and questionnaire using, simultaneously
or sequentially in one study to answer a similar question. It helps the researchers to
verify particular details captured from participants. Data sources triangulation is done
for comparing or checking out the consistency of different data sources by using the
same methods. Though it cannot be expected that everything will turn out the same or
totally consistent, it enhances the researchers’ opportunity to study and understand
when and why there are differences. Investigator triangulation involves using two or
more researchers in analyzing the same qualitative data set. They analyze data
independently and then compare their findings to reduce the potential bias that come
from a single researcher. The last strategy is theory triangulation involving using
different perspectives or theories to interpret the same data. The point of theory
triangulation is to understand how findings are affected by different assumptions and
fundamental premises. All different types of triangulation are strategies for reducing
systematic bias in the data which enhance the credibility of the findings.

5. Peer review or debriefing. This technique involves a process
of exposing oneself to a disinterested peer in a manner paralleling an analytic session
and for the purpose of exploring aspects of the inquiry that might otherwise continue
to be only understood within the researcher’s mind. A peer may be someone who is
competent in qualitative research procedures and in that area of study, and is willing to

re-analyze the raw data, listen to the researchers’ concerns and discuss them. They
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might share alternative explanations to the researchers which enable them to recognize
their bias or inappropriate interpretations and to modify their interpretations and
explanations which best describe the experience of the participants (Creswell, 2013;
Denzin & Lincoln, 2011).

6. Negative case analysis. In theory building, the researchers
may find negative cases, deviant cases, which fall at either extreme dimensional range
of a concept or that seem quite contrary to what is going on. The outliers and all
exceptions or the events that do not fit into the emergent theory will be revised by
constantly reworking the hypothesis at issue until the fitness is perfect. In doing this,
the researchers have to think about the reasons why deviant cases do not fit within the
dominant patterns and provide alternative explanations via exploring whether
conclusions from them are appropriate. In the final report, the inclusion of the
discrepant data and negative or alternative cases shows the complexity of the research
and intellectual honesty (Creswell, 2013; Denzin & Lincoln, 2011). Discovering the
negative cases and building explanations into the theory increase theory
generalizability and explanatory power (Strauss & Corbin, 1998).

7. Member checking. It is the process whereby data, analyzed
categories, interpretations, and conclusions are checked by members who were
studied. The main reasons for member checking are to gain the feedback of
participants and to check their reaction to the data and findings. The specific purposes
of member checking are: 1) to find out whether the reality of the participants is
presented, 2) to provide opportunities for them to correct mistakes which they feel
they might have made and give additional information, 3) to evaluate the researchers’
understanding and interpretation of the data, and 4) to give the participants opportunity
to challenge the ideas of the researchers (Flick, 2014; Holloway & Wheeler, 2002).
This procedure helps the researchers avoid misinterpretation or misunderstanding of
participants’ words or actions. It represents the participants’ perspective that makes
sure the trustworthiness of the research findings. To carry out the member checking,
the researchers can present participants with interview summarizing, interpretation of
participants’ words, phrases, and field notes. They then ask whether or not the
participants find the interpretation is a true and fair representation of their perspective.
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However, member checking is seen as problematic and
complex (Sandelowski, 1993). The researchers and participants come up with different
agenda. The researchers are looking for the multiple realities, while the participants
are concentrating on their own experience. In addition, the participants’ perception can
change over time. Hence, they may view the researchers’ interpretations as an
inaccurate work, or they might hesitate to disagree with researchers’ interpretations
because of social norm concerning politeness. As these reasons, when the discrepancy
occurs in member checking, this does not mean that it is not a valid theoretical
interpretation. May and Pope (2000) noted that member checking may be better suited
as being identified as a tool for error reduction, rather than a verification protocol.
Therefore, when the discrepancy occurs, the researchers should go back to the data for
checking ponderingly on the issues given by the participants. Although it is not
essential to rip the whole down, it allows the researchers to re-evaluate within the
study, implement changes, and conduct further interviews in areas where the study is

weak.

Dependability

Dependability is the degree to which the findings of study would
repeatedly transpire if the study is replicated with the same or similar participants in
the same or similar context (Denzin & Lincoln, 2011). To establish dependability, the
researchers have to document the procedure and demonstrate that coding schemes and
categories have been used consistently (Bloomberg & Volpe, 2008). In addition, the
audit trail must prompt to be examined. It is the detailed record of the entire
researchers’ thought and rationale for all choices and decisions made during the
research process which can be laid open to external scrutiny (Creswell, 2013; Denzin
& Lincoln, 2011). The original transcripts and memos are available for audit trail and
clarification. Since the uniqueness of the human situation and variation in the
participants’ experience are emphasized in qualitative research, the detailed
description of participants’ characteristics, contexts related to the study, and methods
used in the study are provided in the final report of the study, so that readers and other
researchers are able to clearly follow the progression of events in the study and

understand their logic.
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Confirmability

Confirmability is the proof that the findings are the results of the research,
rather than an outcome of the biases and subjectivity of the researchers (Bloomberg &
Volpe, 2008). According to Denzin & Lincoln (2011), confirmability is established
when dependability is demonstrated. To put it simply, it needs an audit or decision
trail where readers can trace the data to their sources to follow the path of the
researchers arrived at the constructs or interpretation. For this, the contextual
documents containing the description of setting, people, and location are needed. The
process notes, the notes about procedures, designs, strategies, and rationales,
trustworthiness notes, and audit trail notes, should be prompt to be accessed. Because
the researchers act as the human instrument, they may be tainted with biases,
assumptions, and impressions. Thus, the reflexive journal of self-awareness should be
kept and recorded for external scrutiny. In addition, the technique of checking or
confirming data with the informants or member checking as mentioned above is a
critical way to establish confirmability. Moreover, excerpts of the participant’s
statements should be quoted appropriately and adequately to assert that the findings
are grounded in the event rather than in the researchers’ personal constructions
(Chiovitti & Piran, 2003).

Transferability

Transferability is the way in which the readers determine whether and to
what extent this particular phenomenon in this particular context can be transferred to
another particular context. The researchers have to give enough information to the
readers to judge the applicability of the findings to other contexts (Denzin & Lincoln,
2011). Thus, the thick description about the setting, participants’ characteristics,
methods and techniques used in the study will be provided in the final report
(Creswell, 2013; Denzin & Lincoln, 2011).

In summary, to enhance the trustworthiness of qualitative study, the
credibility, dependability, confirmability, and transferability are deserved attention.
The credibility of the study is demonstrated by enhancement of data accuracy,
prolonged engagement in the study field, persistent observation in situation of study,

using triangulation technique, peer review or debriefing, negative case analysis, and
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member checking. To establish dependability, the documentation of the procedure, the
report demonstrating the consistency of coding schemes and categories and the audit
trail must prompt to be examined. The confirmability is established when
dependability is demonstrated. Thus, the audit trail, including the contextual
documents, the research process notes, and reflexive journal of self-awareness of
researcher, as well as member checking is needed to confirm that the findings are the
results of the research, rather than an outcome of the biases and subjectivity of the
researchers. The thick description about the setting, participants’ characteristics,
methods and techniques used in the study should be provided in the final report to help

the reader to judge the transferability.
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CHAPTER I
RESEARCH METHODOLOGY

The chapter described research design, setting, and participants. The
procedure of data collection and data analysis, rigor of the study, and protection of

human subjects were also presented.

Research Design

This was a qualitative study that employed grounded theory methodology.
The purpose of this study was to understand Thai parents’ experiences in becoming
caregivers for schizophrenic patients. The ultimate goal was to generate theory that
explains how parents define events or reality and how they act in relation to their
belief in dealing with the changes and impacts of being caregivers for schizophrenic
patients and what conditions influencing their experiences within five years after the
first diagnosis. Caregiving for schizophrenia in the early phase of illness is complex
and dynamic. It depends on the meaning they construct through social interaction
which guides their appraisal and response. This phenomenon is little known in the
stage of present knowledge in caregiving area. The research question of this study is a
biographical question focusing on human responses to situation from past to present in
which the changes of response pattern can be revealed. Thus, grounded theory
methodology was chosen as most appropriate for this study because it emphasizes
action and the process of human behaviors in context to generate a theory (Strauss &
Corbin, 1990).

The Straussian GT approach was employed in the current study to explore
the great varieties of human action and interaction that people respond to events and
problems (Strauss & Corbin, 1990; Strauss & Corbin 1998; Corbin & Strauss, 2008).
It can be used to answer the research questions of this study. In addition, its technique
as well as procedure gives direction for data collection and analysis process step by
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step which is clear for a novice researcher to pursue. It additionally enables the
researcher to think systematically. Moreover, the researcher believes that the reality is
imperfectly reached because human beings continuously undergo the process of
interpretation based on their prior knowledge or experiences; hence, it is impossible
for researchers to perfectly treat data as something separated. This belief is compatible
with the Straussian GT approach that allows researchers to influence over the data and
be intimate with data in the process of theory development by concerning that the prior
knowledge and experiences can be used to enhance their theoretical sensitivity
(Strauss & Corbin, 1990; Strauss & Corbin, 1998; Corbin & Strauss, 2008).

Setting

The settings for this study were Outpatient Department (OPD) and
Inpatient Department (IPD) of the biggest psychiatric hospital located in Nonthaburi
province, Thailand. The settings have provided mental health and psychiatric services
for, but are not limited to, the population in eight provinces in the central region of
Thailand: Nonthaburi, Ang-Thong, Ayuthaya, Chainart, Saraburi, Singburi, Lopburi,
and Pathumthani. For the OPD, the service hours are from Monday to Friday, 8:00
a.m. to 4:00 p.m. Staff of the OPD consists of psychiatrists, psychologists, social
workers, psychiatric nurses, and nurse aides. There were more than 500 patients
visiting the OPD each day. The patients coming to the OPD had been diagnosed with
various disorders, such as schizophrenia, depressive disorder, bipolar disorder, anxiety
disorder, drug induced psychosis, and organic psychosis. They came to obtain
medication refills and received regular follow-up treatment every one to three months.
When they arrived at the OPD, they had to get the queue number to meet with the
psychiatrist.

The medication treatment is the major services provided for the patients.
After meeting with the psychiatrist, the patients or their caregivers would take a
prescription to a pharmacist and waiting for receiving medication. Individual or group
psychoeducation was provided to caregivers by a nurse while caregivers were waiting

for the prescription. Psychoeducation focused on providing information about the
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importance of medication adherence, their side effects and management, as well as
psychotic signs and symptoms and management. However, because of time limitation
and a huge number of the clients, it was not a routine service and training caregiving
skills were not included.

For the IPD, psychotic patients, including patients in the early phase of
schizophrenia with severe or uncontrollable psychotic symptoms threatening the
security of the others or themselves had been admitted into several wards. The
researcher contacted for some wards of male and female patients. More than half of all
patients in these wards were diagnosed with schizophrenia. In the early phase of
admission, the medication was a major treatment in order to stabilize psychotic
symptoms. Because of de-institutionalization policy, patients were discharged from
hospital when their psychotic symptoms were able to be controlled. They were
provided the psychosocial treatments in addition to medication treatment to enhance
their social skills and prepare them for discharge from the hospital. However, most of
them were re-hospitalized because of medication nonadherence. In each ward,
patients’ relatives or parents could visit the patients in the visiting area every day from
10:00 a.m. to 4:00 p.m.

In both of the OPD and IPD settings, parents constituted the majority of
primary caregivers for the patients. After their children received treatment or before
their discharge from the hospital, the psychiatrist or nurses provided them with
important information that their children’s psychotic symptoms could be controlled by
constantly taking the antipsychotic drugs and by coming to follow up regularly. An
additional service was one follow up telephone call one week after discharge. The
nurse asked the caregivers about the patients’ symptoms, gave them information to
solve their problems, and remind them of their follow-up appointment at the hospital.
If the patients and caregivers had complex problems, the nurses would refer to the
community psychiatric setting of the hospital to plan for community-based care.
However, there were some barriers to maintaining contact with caregivers and the
patients, such as change of address or telephone number or unavailability to receive a

call. Because of these barriers, most patients is lost from the continuing care system.
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Participants

The participants of this study were Thai parents, either mothers or fathers,
or both, of schizophrenic outpatients and inpatients who were diagnosed within five
years. These parents took main responsibility for their children’s illness, provided
direct care such as maintaining medication adherence and managing psychotic
symptoms and other impacts. The parents were initially recruited by the purposive
sampling with following criteria: 1) were primary caregivers and live in the same
household with the patients since the first epidose of their illness, 2) had been
informed by a psychiatrist that the patients are suffering from schizophrenia for no
more than five years, 3) speak and understand Thai language. Exclusion criteria for
this study were the parents who provided care for additional family members with

chronic diseases in the household and had been diagnosed with any psychiatric illness.

Procedures

Recruiting participants

The participants were recruited while they came to accompany with their
schizophrenic patients at OPD and while they visited their children at psychiatric
wards. After the study was approved by the Institutional Review Board (IRB) of the
Faculty of Nursing, Mahidol University and the selected hospital, the researcher
contacted head nurses of both the OPD and IPD to gain access to the participants. The
nurses who had been working at both the OPD and wards were asked to initially
approach the participants who came with or visited patients with schizophrenia and
invite them to meet with the researcher in a private room. The researcher introduced
herself to potential participants as a doctoral student and asked them to ensure that
they qualified as the study’s participants by using the screening interview guide. The
detail of the study was explained to the parents w