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Synopsis
Families caring for an adolescent with a mental illness are often unprepared and
unsupported for this demanding role. Although there have been calls to investigate the
experiences and needs of family caregivers of adolescents with a mental illness, to
date there is little research in this area. This is particularly the case for family
caregivers of an adolescent with mental illness in a Chinese society. The present study
explored the experiences and needs of family caregivers living in Taiwan when caring
for an adolescent diagnosed with schizophrenia or a mood disorder.
This study adopted a sequential mixed method design with a qualitative phase
followed by a quantitative phase. Phase one explored the experiences and needs of
Taiwanese family caregivers using focus group interviews. Six focus group interviews
with 2-3 family caregivers (n = 14 in total) were conducted. A thematic content
analysis revealed three themes: being in the dark, being isolated, and being uncertain.
The findings from this phase were used to identify key issues and inform the selection
of instruments to examine family caregivers’ needs with a larger sample.
The second phase of the study used a cross-sectional design to collect data from
caregivers using a set of standardised questionnaires that included: the Educational
Needs Questionnaire (ENQ), Caregiver Burden Inventory (CBI), and Depression,
Anxiety, and Stress Scale (DASS). Data were gathered from 261 caregivers recruited
from eight different sites including six hospitals, two mental rehabilitation
associations, and an internet website. There were 170 caregivers of an adolescent
diagnosed with schizophrenia; and 91 caregivers providing care to an adolescent with
a mood disorder.
Family caregivers reported significant information needs which were unmet. Family
caregivers with a higher family income or higher educational level were more likely
to report unmet educational needs. Moreover, family caregivers who were members
of mental rehabilitation associations or who used information resources on a website
consistently had high unmet educational needs scores.
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The results also revealed the importance of assessing the specific educational needs of
families in regards to the type of mental illness. The educational needs of caregivers
differed according to diagnostic group especially in regards to aetiology, symptoms,
and coping strategies.
Family caregivers reported serious emotional challenges when providing care and
support to their adolescent relative. Around a third (38.7%) of family caregivers were
experiencing mild to severe depression, one half (49.8%) of caregivers reported mild
to severe anxiety, and 28.7 percent reported mild to severe stress. Emotional wellbeing was higher when the adolescent’s condition was more stable. Moreover, family
caregivers’ emotional well-being was correlated with their household income and may
reflect the benefits of socio-economic status when coping with adverse life
circumstances. Family caregivers of an adolescent with schizophrenia reported higher
caregiver burden than participants who provided care to an adolescent with a mood
disorder. This was indicated on subscales related to time-dependence burden, social
burden, and emotional burden.
The outcomes of this study provide mental health professionals with an understanding
of family caregivers’ experiences and needs. A greater awareness of caregivers’ needs
may also enable and encourage mental health professionals to develop more
cooperative and ongoing relationships with family caregivers. These findings indicate
the need to improve (1) the availability, quality and content of information on
different mental illnesses; (2) access to resources; and, (3) social and emotional
support given to family caregivers who care for an adolescent relative with a mental
illness.
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Chapter 1
Introduction

All aspects of our lives are affected by our mental health. Caring for and protecting
adolescent children are important aspects of parenting especially during this phase of their
physical and psychosocial development. Adolescence is a time of transition - a stage when
a person is not yet an adult but is no longer a child. This transitional stage can make caring
for an adolescent challenging. Adolescents experience certain pressures including a desire
to perform well in their studies; be popular with peers; gain parental approval (Johnson,
1995; WHO, 2003); “make the team”; and, to “be cool” (Johnson, 1995; WHO, 2003;
WHO). In addition, many adolescents have other specific difficulties related to role
identity, selecting and preparing for an occupation; as well as engaging in meaningful
relationships. While the majority of adolescents successfully traverse this life phase, some
develop serious emotional problems or mental illnesses.

The life experiences of adolescents are central to their life-long personal development. All
adolescents need support and care during this transition to adulthood, and some require
special help. The majority of adolescents with mental illness need family support and
often live with their family for a longer period of time. Parents are not usually prepared for
the role of caregiver, and may feel forced to undertake this as there are no other options
(Bradley, 2003; Chien & Norman, 2003; Doornbos, 2001, 2002; Fagin, 2001; Green,
Vuckovic, & Firemark, 2002; Macdonald et al., 2004; ROC Government, 2005; Slade,
Holloway, & Kuipers, 2003).

1

Adolescents can have mental health disorders that interfere with the way they think, feel,
and behave. Furthermore, mental disorders in adolescents can lead to school failure,
family conflicts, drug abuse, violence, and even suicide (Johnson, 1995; Muriel, Bostic, &
Dolan, 2003; Raphel & Bennett, 2005). Mental health disorders can be very costly to
families, communities, and the health care system. According to a report by the Bureau of
National Health Insurance, Taiwan, Republic of China (ROC), the ROC Government spent
19.1 billion New Taiwanese Dollars (NTD; 1AUD = 29.5 NTD) on mental health care in
2006 (ROC Government, 2007), and around 1.73 billion NTD on children and adolescents
aged between 10 and 24 years old with mental illnesses. Yet there has been relatively little
attention given to the provision of mental health promotion programs, early intervention
services, and community-based support for adolescents and their families. There is
relatively little understanding of family caregivers’ needs.

This research aims to explore the needs of family caregivers who provide care and support
for their adolescent relative with a mental illness diagnosed within the DSM-IV categories
of (1) schizophrenia and (2) mood disorders in Taiwan. This chapter presents an overview
of the research reported in this thesis.

Background
Raising children, helping senior citizens, and providing services for the handicapped are
major targets of Taiwanese social welfare programs. In recent years, the ROC government
has adopted a community development plan as a way to improve social welfare programs.
Taiwan’s current child welfare programs include adolescents and are principally based on
the Child Welfare Law. These efforts are focused on day care services, early care and
education, and child protection (ROC Governement, 2004).
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To help adolescents, the ROC Government is coordinating efforts among families and
schools to eliminate smoking, drinking and betel nut chewing. To accomplish this
objective, publicity campaigns are currently promoting physical and psychological
development for adolescents. The ROC Government aims to construct 37 welfare service
centres for adolescents. The purpose of this effort is to provide better and more effective
protection and care for adolescents (ROC Government, 2008).

Mental health is of considerable importance to the community. Most people believe that
mental disorders are rare and ‘happen to someone else’. In fact, mental disorders are
common and widespread; they can strike anyone at any time. In 2006, Taiwan had a
population of 22.87 million, with 2.88 million aged 12 to 20 (Ministry of the Interior
Republic of China Government, 2007b). It is estimated that about 171,000 adolescents and
young adults aged 10 to 24 years old are affected by a mental illness and receive treatment
from a hospital in Taiwan (ROC Government, 2007). Furthermore, there are 13,500
adolescents aged between 10 and 19 with diagnoses of schizophrenia or a mood disorder
in Taiwan (ROC Government, 2007). These figures indicate that there may be many
adolescents and their families struggling with difficult situations related to mental health
issues. As such it is important that mental health professionals know how to provide
optimal care and support to meet their needs.

Mental health care in Taiwan
Taiwan is situated in the Pacific Ocean, about midway between Korea and Japan to the
north and Hong Kong and the Philippines to the south. Taiwan is a developing country
with a total area nearly 36,000 square kilometres and shaped like a leaf (Government
Information Office Republic of China Government, 2004). Taiwan's total population was
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22.88 million in February 2007 (Ministry of the Interior Republic of China Government,
2007a). Taipei is the capital city of Taiwan and there are sixteen counties and seven
municipalities. Mandarin Chinese is the official language. Other dialects, such as Min Nan
(Taiwanese) and Hakka are also spoken in Taiwan. Buddhism and Taoism are the
predominant religions in Taiwan (Government Information Office Republic of China
Government, 2004). The geographic location of Taiwan is shown in Figure 1.1.

Figure 1. 1: Geographic location of Taiwan

[Source: Government Information Office, Republic of China (2004)]

In recent years, the focus of mental health care in Taiwan has moved away from extended
care in predominantly inpatient settings towards shortened inpatient stays and some choice
among the continuum of care options. The mental health care system in Taiwan provides
various services for those people with a mental health problem and their families. There
4

are hospital-based and community-based care services. The following sections will
describe the services provided by both systems.

Hospital-based mental health care
Hospital-based mental health care provides inpatient and crisis services, and partial
hospital programs/day-care programs. The major mental health diagnoses of patients
admitted to inpatient and partial hospital programs are schizophrenia, affective disorder,
substance use disorder, and personality disorder (Stuart, 2005). There are 274 hospitals
with a mental health outpatient clinical service, 122 hospitals provide a mental health
hospitalisation service with a total of 7314 acute beds, 16054 chronic beds, and 6176 daycare beds in Taiwan (Department of Health Executive Yuan Republic of China
Government, 2007).

Community-based mental health care
In the USA, the policy of deinstitutionalization in the early 1960s, of moving patients out
of institutions and into the community, resulted in the families of those patients becoming
carers (Parker, 1993). Around the world it is common for the deinstitutionalized mentally
ill to live with their families (Bradley, 2003; Chien & Norman, 2003; Doornbos, 2002;
Fagin, 2001; Macdonald et al., 2004; ROC Government, 2005; Slade et al., 2003; Stuart,
2005). Taiwan’s mental health care system was also influenced by this policy and the
promotion of deinstitutionalization began to occur in the early 1980s (ROC Government,
2005). Community-based mental health care became more important with this trend
towards deinstitutionalization. Case management is used in community-based mental
health services in Taiwanese society. Case management involves linking the service
system to the consumer and coordinating the service components so that clients can
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achieve successful community living (Stuart, 2005). It focuses on problem solving to
provide continuity of services and optimize the use of resources. There are two major
means by which community-based mental health services are provided in Taiwan, one is
through hospitals, and the other is provided by community health centres. Community
health centres only offer services to those clients who have been referred by a hospital
psychiatrist. Taiwan has 56 community rehabilitation facilities, 85 mental health half-way
houses with 3529 beds, and 7 mental health nursing homes that provide mental health
rehabilitation care with 291 beds (Department of Health Executive Yuan Republic of
China Government, 2007).

Although deinstitutionalization aimed to help the client in the community, the family was
seen as a significant source of support. According to a survey by the Taiwanese
Government conducted in 1995, around 75 percent of all people with a mental illness live
with their families and 50.7 percent live with their parents. Indeed, current policy in
Taiwan appears to be based on the often un-stated belief that the preferred place for
persons with a mental illness is with their families (ROC Government, 1995). Under these
circumstances, community resource support is very important for family caregivers and it
is thus critical for the ROC Government to link caregivers with available community
resources.

Significance
As the role of the family has taken on more importance in the care of people with mental
illness, family adaptation to the caregiving role is an issue that has to be addressed. The
onset of mental illness in one family member will have great impact on the entire family.
Studies have provided evidence that caregivers of people with mental illness suffer from
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many significant stressors, experience major difficulties, and receive inadequate assistance
from mental health services (Song, Biegel, & Milligan, 1997). Studies also indicate that
the challenges of caring for and supporting a person with a mental illness seriously
influence caregivers’ sense of well-being and mental health (Cuijpers & Stam, 2000).
However, very few studies in Taiwan have examined the mental health of caregivers
(Chou, Liu, & Chu, 2002; Song, Biegel, & Johnsen, 1998; Song, Biegel et al., 1997).

Caregiving is a demanding responsibility. According to one study in the USA, the mean
number of caregiving hours provided by caregivers is 73 hours per week or about 10.5
hours per day (Family Caregiver Alliance, 1999b). A survey conducted by the National
Family Caregivers Association (1997) reported that 61 percent of caregivers experience
depression. In another study of family caregivers in California, 58 percent of caregivers
reported clinically significant depressive symptoms, and 34 percent of caregivers said they
received no help at all from their families or friends (Family Caregiver Alliance, 1999a).
Although these findings do not reflect a causal relationship between caregiver depression
and caregiving, they do highlight that families of people with mental illnesses are a
vulnerable population with increasing needs.

Caregivers of people with mental illness struggle with their role. According to Hwu (1996)
77.8 percent of caregivers in Taiwan reported significant emotional distress, 64.4 percent
of caregivers were unwilling to admit that there was a person with a mental illness in their
family, and 45.6 percent isolated themselves from friends because of the family member
with a mental illness. Caregivers of people with a mental illness face the same stress as
other caregivers, but in addition, they must cope with social stigma. Families of persons
diagnosed with chronic schizophrenia usually go through a difficult period of grieving and
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loss. Guilt, stigma, social isolation, economic concerns, frustration, and chronic sorrow
can threaten a caregiver's mental health (Song, Chang, Shih, Lin, & Yang, 2005; Song &
Singer, 2006). Most caregivers of people with a mental illness reported feeling that
deinstitutionalization had resulted in the "dumping" of hospitalized patients with mental
illnesses back into the community (Hsieh, 2000).

Cueller and Butts (1999) found that caregivers of people with a mental illness reported
feelings of burnout, depression, isolation, sadness, fear, anxiety, grief, and loneliness.
Although studies have shown that involving families in the treatment process can
significantly improve patient outcomes (Gasque-Carter & Curlee, 1999), caregivers of
people with a mental illness face considerable emotional challenges.

Studies have shown that involving families in the treatment and care processes can
significantly improve patient outcomes (Gasque-Carter & Curlee, 1999). Castaneda and
Sommer (1989) conducted a study to explore the attitudes of mental health professionals
toward the family's role in the care of the person with mental illness. The five major roles
for family members identified in this study were: (1) becoming educated about the
person's illness, treatment, and behaviour management strategies; (2) overseeing
medication; (3) encouraging the person to participate in treatment programs; (4) helping
the person to obtain social services; and (5) participating in family therapy. These results
identify the particular expectations that mental health professionals have of family
members; moreover, they indicate that the family's responsibility for taking care of
patients is substantial.
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Current trends in mental health services for children and adolescents focus on increasing
the involvement of parents and other caregivers in the provision of care and treatment
(Taub, Tighe, & Burchard, 2001). The emotional distress that family members experience
is predictable, and nurses should be aware of this when providing care to this group of
clients and their families. Nurses working in outpatient departments, community health
centres and schools have a responsibility to support and advise caregivers in the initial
phases of diagnosis and crisis. Nurses are also required to establish ongoing cooperative
and empathetic relations with the caregivers. In order to do this, nurses need to know the
specific needs and experiences of these caregivers. Families cannot adequately care for
their ill adolescent without assistance, and the anguish experienced by family caregivers,
reported in studies outlined above, warrants serious professional attention. As such, this
study will serve as a preliminary investigation of the experiences and needs of family
caregivers of an adolescent with mental illness in Taiwan.

Research aim and questions
The purpose of this study is to explore the experiences and needs of family caregivers in
Taiwan when caring for an adolescent relative diagnosed with (1) schizophrenia or (2)
mood disorder, according to DSM-IV-TR criteria. The primary research questions for this
study are as follows:
•

What are the educational needs of family caregivers of an adolescent with
schizophrenia or mood disorder in Taiwan?

•

What is the nature of caregiver burden for family caregivers of an
adolescent with schizophrenia or mood disorder in Taiwan?

•

What is the emotional well-being status of these family caregivers?
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For the purpose of this study, the researcher will utilise the following definitions and terms:

Adolescent with a mental illness: defined as a person aged between 12 and 21 years who
has been diagnosed with (1) schizophrenia or (2) mood disorder in accordance with the
Diagnostic and Statistical Manual of Mental Disorders, DSM-IV-TR (APA, 2000), and is
receiving treatment from the Department of Child and Adolescent Psychiatry in Taiwan.
Although the DSM-IV-TR (APA, 2000) diagnostic label is “Schizophrenia and other
psychotic disorder”, for ease of expression, schizophrenia only is used throughout this
thesis.

Family caregiver: identified as the primary family caregiver for an adolescent relative
with a mental illness, living in the same household, and not financially reimbursed for the
care they provide.

Structure of the thesis
The thesis consists of seven chapters. Chapter 1 introduces the purpose of the study and
provides an overview. The background and significance of the research leading to the
identification of the research aim and questions are also presented.

Chapter 2 outlines the literature concerning the challenges for caregivers of adolescents
with mental illness. This includes a review of studies on educational and support needs,
emotional well-being of family caregivers, and caregiver burden, and this provides a
framework for the issues considered in the research design. This chapter concludes by
outlining the research questions of the study.

10

Chapter 3 outlines the method used in this study. It firstly describes the research design
that incorporates a qualitative phase followed by a quantitative phase. This chapter then
describes the data collection sites, study sample, procedures used in undertaking each
phase of the study, and the research instruments. The approach to data analysis is
explained and ethical considerations are also outlined in this chapter.

Chapter 4 presents the findings of the qualitative phase involving focus group interviews.
The family caregivers’ and care-receivers’ characteristics are firstly reported, followed by
an outline of the three major themes identified from the interview data. Finally, a
discussion of the findings from the focus group interviews is presented.

Chapter 5 presents the findings of the quantitative phase by outlining the survey results.
An outline of the characteristics of both of the participants (family caregivers) and their
care recipients (adolescents diagnosed with a mental illness) in Taiwan is firstly outlined.
The levels of educational needs, unmet educational needs, caregiver burden, and
emotional well-being of participants are also reported. The relationship between
demographic data, educational needs, unmet educational needs, emotional well-being, and
caregiver burden are explored. The comparison between the two diagnosis groups in
relation to these issues is also presented.

Chapter 6 discusses the research findings in relation to the literature. Comparisons are
made with other research studies in relation to the educational needs, emotional well-being,
and caregiver burden of family caregivers of people with mental illness so conclusions can
be drawn. The limitations of the study and implications for education, practice, further
research, and social policy are outlined in this chapter.
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Finally, Chapter 7 presents the conclusions drawn from this study. Recommendations for
education, practice, research, and social policy are presented in this chapter.
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Chapter 2
Literature Review

Introduction
As set out in the previous chapter, the role of the family caregiver for an adolescent with a
mental health concern is significant and complex, particularly in the Taiwanese context.
This chapter provides a review of the literature that intersects adolescent mental illness
with issues for family caregivers including their needs, challenges, and emotional wellbeing.

A variety of sources were accessed for this literature review including databases such as
Medline, CINAHL, ERIC, and Cochrane as well as internet sources. Computer database
searches for the years 1985 to 2008 included combinations of the following key words:
carer/caregiver/family caregiver, needs, mental health, and adolescent/adolescence.
Relevant literature was critiqued in order to situate this study within the current
understandings of family caregivers of adolescents with a mental illness.

Adolescence
Adolescence is a time during which complex change in biological, social, and emotional
development occurs. It is a time of transition and as such the age range of this stage of life
is difficult to define. The World Health Organization (WHO) defines adolescence as the
period of life between 10 and 19 years of age. The theories of Sullivan (1953), Erikson
(1963), Piaget (1963), among others, that have contributed to the understandings of human
development also define an adolescent as a person aged between 12 and 21 years, which
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aligns with Sullivan’s (1953) interpersonal developmental schema (Muriel et al., 2003).
Sullivan argues that adolescence is broken into early adolescence (12 to 14 years), and late
adolescence (14 to 21 years). Accordingly, this study defines an adolescent as a person
aged between 12 and 21 years.

Mental disorders in adolescence
Like adults, children and adolescents can experience emotions, thoughts, and behaviours
that are distressing, disruptive, and disabling (Johnson, 1995; WHO, 2003, 2005). Often
these represent normal phases of development; however, when these signs and symptoms
are of an unexpected frequency, duration, or timing, they may indicate a mental disorder.

In 1980 a section on mental disorders usually first diagnosed in infancy, childhood, and
adolescence was included in the third revision of the Diagnostic and Statistical Manual of
Mental Disorders (DSM-III) of the American Psychiatric Association (1980).

Some

common types of mental illness reported in children and adolescents are attention
deficit/hyperactivity disorder (ADHD), depression, panic/anxiety disorder, anorexia
nervosa and bulimia nervosa, bipolar disorder, and schizophrenia (Johnson, 1995; Muriel
et al., 2003).

In 2004, The International Statistical Classification of Disease and Related Health
Problems 10th Revision 2nd edition (ICD-10) identified two broad categories specific to
childhood and adolescence: disorders of psychological development, and behavioural and
emotional disorders. The former are characterized by impairment or delay in the
development of specific functions such as speech and language or overall pervasive
development (for example, autism). The second category, behavioural and emotional
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disorders, includes hyperkinetic disorders (in ICD-10), attention deficit/hyperactivity
disorder (in DSM-IV-TR, APA 2000), conduct disorders and emotional disorders of
childhood.

Many of the emotional disorders more commonly found among adults are increasingly
being identified among children, such as depression, mood (affective) disorder and
schizophrenia (Muriel et al., 2003; Raphel & Bennett, 2005). Currently, the Diagnostic
and Statistical Manual of Mental Disorders, Fourth Edition, Text Revision (DSM-IV-TR)
identifies two categories for the emotional disorder of depression, mood, and psychotic
disorders as (1) mood disorder, and (2) schizophrenia and other psychotic disorder (see
Table 2.1).
Table 2. 1: Two groups of mental illness in this study

Mood Disorder
296.0x
Bipolar I Disorder, Single Manic Episode
296.2x
Major Depressive Disorder, Single Episode
296.3x
Major Depressive Disorder
296.4x
Bipolar I Disorder, Most Recent Episode Manic
296.5x
Bipolar I Disorder, Most Recent Episode Depressed
296.6x
Bipolar I Disorder, Most Recent Episode Mixed
296.7
Bipolar I Disorder, Most Recent Episode Unspecified
296.80
Bipolar Disorder NOS
296.89
Bipolar II Disorder
296.90
Mood Disorder NOS
Schizophrenia and other psychotic disorder
295.10
Schizophrenia, Disorganized Type
295.20
Schizophrenia, Catatonic Type
295.30
Schizophrenia, Paranoid Type
295.40
Schizophreniform Disorder
295.60
Schizophrenia, Residual Type
295.70
Schizoaffective Disorder
295.90
Schizophrenia, Undifferentiated Type
298.8
Brief Psychotic Disorder
298.9
Psychotic Disorder Not Otherwise Specified
Source: Diagnostic and Statistical Manual of Mental Disorders, Fourth Edition, Text Revision (DSM-IV-TR, 2000)
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In this study, family caregivers of adolescents diagnosed with mood disorder or
psychotic/schizophrenia as identified by the DSM-IV-TR are the target population. The
next sections therefore will address these two categories of disorders. As previously
indicated, for ease of expression the diagnostic category ‘schizophrenia and other
psychotic disorder’ will be referred to as schizophrenia only throughout this thesis.

Mood disorder
The DSM-IV-TR provides diagnostic criteria to identify mood disorders. However, these
criteria were developed for adults, and are often difficult to apply to children and
adolescents. The American Academy of Child and Adolescent Psychiatry and the
American Academy of Paediatrics developed the DSM-Primary Care-Child and
Adolescent version in 1996 and identified primary mood disorders to include (1) major
depressive disorder, (2) dysthymia, and (3) bipolar disorder.

Depressive disorders increase throughout childhood and adolescence. Major depressive
disorders occur in approximately 2 percent of children and up to 5 percent of adolescents,
and dysthymia in 2 percent of children and 4 percent of adolescents (Muriel et al., 2003).
Girls and boys are equally likely to suffer depression in childhood, but by adolescence,
girls are twice as likely to be diagnosed with a depressive disorder. Bipolar disorder occurs
in approximately 1 percent of both female and male adolescents (Muriel et al., 2003).
Depressive signs and symptoms include irritability and weeping, low self-esteem, selfdeprecation, hopelessness, recent poor academic performance, disturbed concentration,
diminished psychomotor behaviour, withdrawal, sleep problems, weight loss or gain, and
somatic complaints (Burgess, 1997; Francis, First, & Pincus, 1995; Johnson, 1995).
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All types of mood disorder can occur at any age, the most common age of adult onset is
between the ages of 25 and 44. However, the highest risk age range for onset of this
disorder is between 18 and 24 years (Johnson, 1995). Furthermore, studies of depression
also reveal an earlier age of onset of depression among younger cohorts, suggesting that
the rate of depressive disorders may be rising in younger age groups (Bourdon, Rae,
Locke, Narrow, & Regier, 1992).

Findings from a study conducted by Lewinsohn, Klein and Seeley (1995) , suggest that
bipolar disorder may be at least as common among youth as among adults. In this study,
one percent of adolescents aged 14 to 18 were found to have met the criteria for bipolar
disorder or cyclothymia, a similar but milder illness, in their lifetime. In addition, 5.7
percent of adolescents in the study had experienced a distinct period of abnormally and
persistently elevated, expansive, or irritable mood even though they never met all of the
criteria for bipolar disorder or cyclothymia. A comparison of adolescents with a history of
major depressive disorder to those in a “never-mentally-ill” group, found that the teens
with bipolar disorder and those with subclinical symptoms had greater functional
impairment and higher rates of co-morbid illnesses (especially anxiety and disruptive
behaviour disorders), suicide attempts, and mental health services utilization. The study
highlighted the need for improved recognition, treatment, and prevention of even the
milder and subclinical cases of bipolar disorder in adolescence (Lewinsohn et al., 1995).

Schizophrenia
Psychotic disorder consists of several distinct disorders: schizophrenia, brief psychotic
disorder, schizophreniform disorder, schizoaffective disorder, delusional disorder, and
psychotic disorder are in this category (APA, 2000). Schizophrenia is considered one of
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the most debilitating disorders in the category of schizophrenia and other psychotic
disorders. Moreover, it also is one of the most misunderstood disorders in the spectrum of
mental illness (Bardwell & Taylor, 2005). Schizophrenia is not spread evenly throughout
the population. Its onset tends to occur among those between the late teenage years and
early adulthood (approximately 17 to 24 years of age), and strikes one in 100 people
(Bardwell & Taylor, 2005). The mean age of onset for schizophrenia is 19 years (APA,
2000; Johnson, 1995).

Schizophrenia is a disorder characterized by a major disturbance in thought, perception,
cognition and psychosocial functioning and is one of the most severe mental disorders. It
is characterized by various psychotic symptoms of delusions, hallucinations, incoherence,
loose associations, catatonic behaviour, or grossly inappropriate affect (Bardwell & Taylor,
2005; Burgess, 1997).

Schizophrenia is classified into various types: catatonic;

disorganized; paranoid; undifferentiated and residual (APA, 2000). The symptoms quickly
lead to dysfunction in relationships, work, and self-care (Bardwell & Taylor, 2005).
Behaviours that family members or caregivers may notice before or after the actual phase
of the illness include: social withdrawal; poor hygiene or grooming; talking to self;
hoarding food; odd beliefs such as telepathy and unusual superstitiousness; overelaboration, circumstantial speech; and a marked lack of initiative, interests, and energy
(Bardwell & Taylor, 2005).

A person with schizophrenia is vulnerable to a return to symptomatology after a period of
stability, however, brief or extended, partial or complete. This is referred to as a relapse,
and the illness itself has a pattern of relapse and recovery. As a chronic disorder,
schizophrenia is characterized by relapse alternating with periods of full or partial

18

remission.

Twenty-five percent of individuals with schizophrenia will never recover, and 50 percent
will have disabling symptoms throughout much of their lives. The fear of relapse is
disruptive to the lives of the person and the family. One out of four people with
schizophrenia will attempt suicide, and 10 percent complete suicide in the first 10 years of
the illness.

The impact of mental illness on families
Mental illness has a significant impact on individuals, families and communities. When a
family member has been diagnosed with a mental illness, the illness may undermine the
accomplishment of the family’s tasks in the present, and change their hopes, plans, and
expectations for their future (Chien & Norman, 2003; Doornbos, 1997; Dyck, Short, &
Vitaliano, 1999; Jewell & Stein, 2002; McDonell, Short, Berry, & Dyck, 2003; Parker,
1993; Winefield & Harvey, 1994). When an adolescent is diagnosed with a mental
disorder it has far-reaching consequences not only for the quality of life of the adolescent
but also for those caring for and living with them, such as parents, siblings or other
informal caregivers (Johnson, 1995).

Recent research on caregivers of a person with mental illness has tried to further elaborate
the meaning of caring by examining not only the negative consequences of caregiving but
also those seen as positive by caregivers. Several positive aspects of caregiving have been
explored and elaborated on including reciprocity in the relationship between caregiver and
those receiving support and care and the meaningful attributes ascribed to caring. A few
studies have focused on the rewards for family caregivers of children with a mental illness
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(Greenberg, Greenley, & Benedict, 1994; Schwartz & Gidron, 2002; Treasure et al., 2001;
Winefield & Harvey, 1994). Some parents were reported as describing a feeling of
intimacy with their ill child, a sense of mutual respect, a willingness to accept different
opinions and criticism, and an ability to enjoy each other’s company (Greenberg et al.,
1994). Caregiving can provide parents with a sense of pride and satisfaction at being able
to cope with behavioural crises and difficulties and at effectively performing their parental
duty to the utmost (Winefield & Harvey, 1994). Parental caregivers also reported that they
had become stronger, more tolerant, less judgmental, more sensitive, and empathetic
toward others and were more assertive in their demands on welfare services (Greenberg et
al., 1994).

The challenges for people when caring for a family member, either adolescent or adult,
with mental illness however are considerable (Chang & Horrocks, 2006; Doornbos, 2001;
Han, Yang, & Chang, 2006; Magana, Garcia, Hernandez, & Cortez, 2007; McDonell et al.,
2003; Murray-Swank et al., 2006; Perlick et al., 2006; Sethabouppha, 2002; Sethabouppha
& Kane, 2005; Stengard, 2002; Yip, 2004). Families must sometimes cope with the stress
of the family member’s disruptive symptoms, change in household routines, strained
social relations within the family, loss of social support, diminishing opportunities for
leisure and deteriorating finances (Jewell & Stein, 2002; Song et al., 2006; Stengard, 2002;
Tzeng, Lung, & Chang, 2004). Furthermore, family members often have mixed feelings
such as sorrow, worry, anger, guilt, and shame (Grunfeld et al., 2004; Jewell & Stein,
2002). These mixed feelings often manifest in family caregivers feeling stressed with the
challenges they face and the literature has on the whole referred to this as caregiver burden
(Dyck et al., 1999; Han et al., 2006; Mackenzie, 2006; McDonell et al., 2003; Ostman,
2004; Rogerson, 2006; Rose, Mallinson, & Gerson, 2006; Seloilwe, 2006; Stengard, 2002;
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Tsang, Tam, Chan, & Chang, 2003; D. F. K. Wong, Tsui, Pearson, Chen, & Chiu, 2004;
Wynaden et al., 2006). The next section outlines the challenges of providing care for
family caregivers and their needs in relation to this, in order to better understand the issues.
It will start with what the research literature says about the challenges for family
caregivers in relation to burden and needs.

The challenges for family caregivers
The family provides adolescents with their first significant experience of relationships.
From this foundation, adolescents are able to move into the world beyond the family and
establish relationships outside the family (Slee, 1993). Erikson (1963) outlines that the
developmental tasks facing adolescents involve separating from the family and
establishing an identity for themselves (Slee 1993). Nevertheless, the quality of parental
care and home life remains a significant facet of adolescent development.

The research literature provides a wealth of evidence of the challenges and hardships that
families endure when caring for a relative with a mental illness. Stengard (2002)
conducted a quantitative study (n = 284) to describe how different types of caregivers in
Finland, cope with the demands imposed by a family member’s mental illness. A set of
questionnaires included: social disability, psychosocial well-being, coping, caregiving
dimensions, the meaning of caregiving, need for support, and need for information. Five
distinct caregiving types of caregivers were identified according to the caregiving
dimensions: supervising, anxious, coping, resigned, and activating. The results of this
study showed that mental health professionals should be aware of caregiving
consequences, personal meaning about caregiving, and coping strategies used in order to
be able to offer appropriate interventions that optimally meet caregivers’ needs.
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Hileman and Lackey (1990), used the Objects Content Test (Garretson, 1962) to gather
information from 15 cancer patients at home and 15 caregivers to assess their needs. Five
hundred and five (505) need statements were reported by participants. The results
indicated that the caregivers’ greatest needs were psychological, physical, and
informational, and those related to household duties. In this study, Hileman and Lackey
(1990) defined the term “need” as a condition important to an individual, and which is not
being satisfied in the individual’s present environment. Both Hileman and Lackey (1990)
and Stengard (2002) indicated the importance of identifying caregiver’s needs, as well as
providing resources to meet their needs to lessen the burden in undertaking the role of
caregiver (Stengard, 2002).

Family caregiver burden is commonly defined as the negative impact associated with
living with an ill relative (Webb et al., 1998). Burden has been conceived as having both
subjective and objective aspects. According to Schene (1990), objective burden refers to
the observable consequences for family life resulting from the symptoms and behaviour of
patients within their social environment. On the other hand, subjective burden relates to
the psychological reactions or attitude toward the caregiving experience and includes the
family’s mental health and subjective distress.

The majority of the family research literature reviewed did acknowledge family caregivers
feeling burdened by serious and persistent mental illness of an adult or an adolescent
member (Carpentier, Lesage, Goulet, Lalonde, & Renaud, 1992; McDonell et al., 2003;
Mueser, Webb, Pfeiffer, Gladis, & Levinson, 1996; Stengard, 2002; Webb et al., 1998;
WHO, 2001, 2005; Wijngaarden et al., 2003). Several of the studies elaborated on the
nature of the burden experienced by these families. Family members reported tension
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(Chien & Norman, 2004; McDonell et al., 2003; Stengard, 2002; Wijngaarden et al., 2003),
stress (Carpentier et al., 1992; McDonell et al., 2003), anxiety (Grunfeld et al., 2004;
McDonell et al., 2003; Stengard, 2002), resentment, depression with accompanying
feelings of hopelessness and powerlessness (Grunfeld et al., 2004; McDonell et al., 2003;
Parker, 1993; Stengard, 2002), a sense of entrapment, a disruption in their family life and
relationships (Carpentier et al., 1992; Chien & Norman, 2004), financial difficulties
(Chien & Norman, 2004; Fagin, 2001), physical ill-health (Chien & Norman, 2004;
McDonell et al., 2003; Stengard, 2002), restrictions in social and leisure activities (Chien
& Norman, 2004), and an overall decrease in quality of life (Grunfeld et al., 2004;
McDonell et al., 2003; WHO, 2001; Wijngaarden et al., 2003) as a result of living with
and supporting a mentally ill person. These issues are encapsulated within the overarching
areas of educational and support needs, emotional well-being of family caregivers and
family caregiver burden. These issues are addressed in the following sections.

Educational and support needs
Information is a basic need for both persons with mental illness and their families (Chien
& Norman, 2003). Parker (1993) points out that family members who are caregivers, or
even support persons, have a need to know, at a minimum, the ill person’s diagnosis, the
nature of his/her illness, the names of medications that are prescribed and their effects.
Many studies also indicated that knowledge about mental illness can also help family
members cope (Chien, Kam, & Lee, 2001; Chien & Norman, 2003; Costello, Copeland,
Cowell, & Keeler, 2007; Howerton et al., 2007; Jewell & Stein, 2002; O'Connell, 2006).

Landeen et al. (1992) focused on the need for information, support, and practical skills in
a survey completed by 88 well siblings of mentally ill adult clients and 19 of their spouses
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in the USA. The first step was the development of a needs assessment questionnaire for
measuring the needs of well siblings of persons with schizophrenia. The results indicated a
desire for more specific information about schizophrenia, particularly prognosis, and
difficulties in communicating and problem solving with siblings with schizophrenia. The
majority of respondents (87%) identified the desire for more information about the
prognosis of schizophrenia, 83 percent expressed a desire for knowledge about treatment
for schizophrenia, and 68 percent wanted information about aetiology or causation. Asked
in an open-ended question to identify all their sources of information about schizophrenia,
the largest percentage of respondents (79%) indicated that family members were the
greatest source of information, followed by printed material (64%), television or radio
(39%), health professionals (37%), support organizations (32%), and educational courses
(15%). Although this study provides a picture of caregivers’ desires in relation to the
information needed it lacks a holistic picture of caregivers’ needs.

In a qualitative study, where content analysis of interview data was used, sixty family
caregivers of child, adult, and elderly psychiatric patients were interviewed to determine
their unique and common support needs (Norbeck, Chaftez, Skodol-Wilson, & Weiss,
1991). Support needs expressed by caregivers paralleled the general types of support
described in the social support literature (emotional, feedback, informational, and
instrumental). However, for many categories under each general type the specific meaning
of the support was directly linked to the caregiving role for people with a mental illness.
For all three groups, the single category that had the highest frequency was the need for
information about the illness. Eight of the responses referred to the need for informational
support ranging from the media (books, TV, newsletter, or audiotapes) to informal or
formal networks for family caregivers. The study highlighted the need for information
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related to the illness and the management of behaviour, the need for help accessing
resources, the need for respite, and direct help with caregiving activities. The results of
this study also showed that most of the differences in support needs among caregivers
from the three age groups reflected the caregivers' stage of life and the length of time they
had been providing care.

Winefield and Harvey (1994) interviewed 121 Australian family caregivers whose
relatives had been diagnosed with schizophrenia on an average of 14.2 years. The patients
had an average age of 37.6 years (SD = 10.1), ranging from 16 and 66 years old. The
family caregivers had an average age of 56.6 years. During structured interviews, which
lasted an average of 1.5 hours, information was gathered about the patient’s illness history
and current lifestyle as well as about the relative’s experiences and perceived needs. Many
response categories were pre-coded on the basis of information from the research literature.
Family caregivers also completed self-report questionnaires. The findings showed that
51.2 percent of caregivers were very confident in expressing their needs to the patient’s
doctors, 22.1 percent said it was very easy to contact staff, and 41.9 percent said staff were
always helpful. Sources of professional help varied: 25 percent of family caregivers said
they had most contact with social workers, 23 percent with nurses, and 23 percent with
psychiatrists or psychologists. When caregivers were asked what they needed most, 26.8
percent of suggestions involved patient access to treatment, 65.1 percent indicated a need
for more information about the causes and treatment of schizophrenia, and 63.5 percent
indicated a need for more information about how families can cope with disturbed
behaviour. This study again highlighted the importance of information resources related to
mental illness, and that family caregivers would like to gain help in order to cope with
disturbed behaviours of care-receivers. However, the study did not specifically target
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family caregivers of adolescents or consider caregivers of those diagnosed with a mood
disorder.

Research conducted by Musser et al. (1992) in the USA, aimed to determine specific
educational needs and compare the needs of different consumers. The Educational Needs
Questionnaire (ENQ) survey (Mueser, Bellack, Wade, Sayers, & Rosenthal, 1992) was
distributed to a sample of clients with schizophrenia or mood disorder, as well as their
relatives. Sixty out-patients, 46 with schizophrenia or schizoaffective disorder and 14 with
mood disorder, and 108 relatives and 27 close friends of these patients participated. Most
of the relatives were parents (74%) or siblings (14%), only 3 percent were spouses. Three
educational topics were among the most interesting to all four groups of participants:
medication, side-effects of medication, and getting what you need from the mental health
system.

A cross-sectional survey was conducted in Hong Kong by Chien (2003), with a random
sample of 204 family members caring for a relative with schizophrenia. In this study, the
researcher did not report the average age of clients with schizophrenia. A Chinese version
of the Modified Educational Needs Questionnaire (Mueser et al., 1992) was used to
identify educational needs that family caregivers considered important in caring for
mentally ill relatives. The 10 most important educational needs identified by caregivers
included gaining information about early warning signs of illness and relapse, side-effects
of medications, strategies for solving problems, what the illness is like for the person with
it, ways of coping with anger, violence and assaulting behaviours, ways of coping with
stress more effectively, managing persistent hallucinations, improving communication
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with patient and relatives, stress and the illness, and getting what you need from the
mental health system.

Both Mueser et al. (1992) and Chien (2003) examined educational needs using the ENQ
instrument, however, they did not capture a holistic picture of the caregivers’ needs as
they did not consider emotional well-being and they were not specifically focused on
family caregivers of an adolescent with mental illness.

According to a survey to explore the help seeking behaviours/situations of family
caregivers of relatives with mental illness (n = 1000) by the Republic of China (ROC)
Government in 1995, 39.2 percent of caregivers asked for help from doctors in the outpatient department, 3.7 percent from social workers, and nearly half (46%) from their
relatives. Most family caregivers did not feel confident to ask for help from a doctor or
mental health professional. In addition, the survey also showed 72.1 percent of family
caregivers never asked for help from community health centres. However, this survey only
explored family caregivers’ behaviours regarding seeking help, it did not ask about their
needs in looking after their relative with a mental illness.

There appears to be two possible reasons for the difference in where caregivers seek help
in Western countries and Taiwan and these are not mutually exclusive and could both
apply to the same families. First, it may be that Taiwanese relatives are more available to
family caregivers lessening the need for help from mental health professionals. Although
the family is universally considered the basic unit for life, personal growth and
socialisation, most scholars agree that the Chinese place great emphasis and value on the
family (Tseng, Cheng, Chen, & Hwang, 1993; Tseng & Hsu, 1991), not only as the basic
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unit of social organisation, but also as the basic resource for support in resolving problems.
However, this explanation seems implausible, as the survey also found that 41.4 percent of
family caregivers have difficulty caring for their relative with a mental illness. The second
explanation is that Taiwanese family caregivers have difficulty making contact with
mental health professionals. This may be because of cultural differences in that Taiwanese
family caregivers have a tendency to feel stigmatized and thus limit their social contact
outside the family circle (Tseng, Lin, & Yeh, 1995). This is a major issue in Taiwan and
highlights an area for further research.

Emotional well-being of family caregivers
Nurses who work with adolescents and their families need to understand the emotional
well-being of family caregivers in order to determine appropriate support and
interventions. As public awareness has grown about the prevalence and social significance
of informal caregiving during the last few decades, research on this topic has mushroomed;
particularly research on caregiving for aging parents, children and spouses. A major focus
of this research has been to document psychological distress and burden associated with
the caregiver role (Abelenda & Helfrich, 2003; Adams & Sanders, 2004; Chien & Norman,
2004; Chou, Lin, & Chu, 2002; Chou, Liu et al., 2002; Czuchta & McCay, 2001; Gaugler,
Anderson, Zarit, & Pearlin, 2004; Gravitz, 2000; Hatfield & Lefley, 2000; Magana et al.,
2007; Rogerson, 2006; Sethabouppha & Kane, 2005; Stengard, 2002; Stengard, Honkonen,
Koivisto, & Salokangas, 2000; Stengler-Wenzke, Trosbach, Dietrich, & Angermeyer,
2004). Many family caregivers report experiencing moderate to high levels of burden and
some caregivers experience moderate to high levels of depression as well (Biegel,
Milligan, Putnam, & Song, 1994; Biegel, Tracy, & Song, 1995; Magana et al., 2007;
Murray-Swank et al., 2006; Song, Biegel et al., 1997).
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Depression experienced by caregivers has been explored in many studies, however, only a
few have considered family caregivers’ overall emotional well-being. One such study by
Barrett, Shortt, & Healy (2002) compared the observed behaviours of parents and children
in families (a) where there was a child diagnosed with Obsessive Compulsive Disorder
(OCD) (n = 18, children’s average age 11.39, SD = 1.94), (b) where there was a child
diagnosed with another anxiety disorder (n = 22, children’s average age 8.55, SD = 2.28),
(c) where there was a child diagnosed with an externalising disorder (n = 21, children’s
average age 8.86, SD = 1.56) and (d) where there was a child with no clinical problem (n
= 22, children’s average age 9.73, SD = 2.16). During family discussions, parent and child
behaviours and affect were coded using a Likert-scale system. Family members were rated
on the behavioural dimensions of control, warmth, doubt, avoidance, confidence, positive
problem solving, and rewarding independence. The Depression Anxiety Stress Scale
(DASS) developed by Lovibond and Lovibond, in 1993, was used to measure levels of
depression, anxiety, and stress of the mothers and found that those in the OCD group were
highest on depression scores. Scores for mothers in the anxious and externalizing group
fell in the middle range and did not differ from each other. Mothers in the OCD group also
reported significantly higher anxiety than mothers in the other groups, who did not differ
from each other. Mothers in the non-clinical problem group reported the least stress, while
mothers of children with externalising disorders reported the most. Results also indicated
that parents and children in the OCD group could be clearly differentiated from families in
the other groups based on parent and child behaviour. Mothers and fathers of OCD
children were less confident in their child’s ability, less rewarding of independence, and
less likely to use positive problem solving. Children in the OCD group showed less
positive problem solving, less confidence in their ability to solve the problem, and
displayed less warmth during their interactions with their parents.
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The DASS has been used in many studies to examine non-caregiver participants’
emotional well-being, such as school children’s emotional status (Al-Gelban, 2007;
Stanford & McCabe, 2005), and the effects of interventions on participants’ emotional
well-being (Armstrong & Edwards, 2003; Atlantis, Chow, Kirby, & Singh, 2004; Cann,
Rogers, & Matthews, 2003; Della-Posta & Drummond, 2006; Edelman, Lemon, &
Kirkness, 2007; Gamble et al., 2005). Several studies have considered the emotional wellbeing of parents of a child with cancer (Drew, Goodenough, Maurice, Foreman, & Willis,
2005; Goodenough, Drew, Higgins, & Trethewie, 2004; Willis & Goodenough, 2004).
Only a few studies however have used the DASS with family caregivers of those with a
diagnosed mental illness (Pakenham, Samios, & Sofronoff, 2005; Stengler-Wenzke et al.,
2004). Although the DASS has not been used widely with caregivers, it will be used in
this study to ensure that the overall emotional well-being of family caregivers is examined.

Caregiver burden
Caregiver burden remains of significant interest to researchers and continues to be the
term used commonly in the literature. Although some research on the impact of caregiving
identified positive aspects (Greenberg et al., 1994; Schwartz & Gidron, 2002; Treasure et
al., 2001; Winefield & Harvey, 1994), caregiver burden is commonly defined as a strain or
load borne by a person who cares for an elderly, chronically ill, or disabled family
member or other person (Stuckey, Neundorfer, & Smyth, 1996). It is a multidimensional
response to physical, psychological, emotional, social, and financial stressors associated
with the caregiving experience. Lubkin (1986) makes clear the wide range of
responsibilities of family caregivers, which include: cook, maid, janitor, launderer, nursing
assistant, transportation provider, mobility supervisor, administrator of medications,
supervisor of special medical equipment, provider of personal hygiene and food. Family
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caregivers of adolescents with mental illness have dual roles to fulfil in that they are a
caregiver and a family member (for example, parent, sibling, or other relative) (Kazak &
Christakis, 1994). Adolescents with a mental illness often require parental support and
direct care for a longer period of their lives than healthy adolescents typically do.

In Australia, Winefield and Harvey (1994) interviewed 121 Australian family caregivers
whose relatives had been diagnosed with schizophrenia for an average of 14.2 years. The
caregivers had an average age of 56.6 years. An aspect of the structured interviews sought
information about caregivers’ perceptions on the interference in family and social
relationships associated with their role. The findings showed that 51 percent of caregiver’s
total stress was attributed to having a family member with schizophrenia. Burden in the
sense of interference in caregivers’ daily lives was most marked for family caregivers in
high contact with the patient. Furthermore, spouse caregivers and adult children of
patients reported more burden than caregivers with other relationships to the patient.

A large study by Greenberg, Kim, & Greenley (1997), in the USA, used 90-minute
telephone interviews with 164 adult siblings of individuals with mental illness (68% with
schizophrenia). Family respondents were asked about their relative's current psychiatric
symptoms and behaviour, their own involvement in the relative's care, their appraisal of
the amount of control their relatives had over their psychiatric symptoms, and their
experience of various types of subjective burdens, including feelings of stigma, fears, and
worries about their relative's future care. Of the 164 participating well siblings who
formed the sample, 70 percent were female and their mean age was 45 years; 84 percent
had at least a high school education but only 15 percent had graduated from college.
Findings in this study indicated that the well sibling’s experience of burden was
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consistently related to the symptomatology of the ill sibling. In addition, those who
viewed the ill sibling’s behaviour as outside his or her control exhibited lower levels of
subjective burden than did those who viewed the behaviour as within the sibling’s control.

A triangulated study to understand parent caregivers’ experience of help-seeking in
response to their child’s first episode of schizophrenia in Canada, was conducted by
Czuchta and McCay (2001). Twenty participants completed questionnaires related to
stigma, parental caregiver burden, uncertainty of illness and help-seeking. The majority of
the sample was female with a mean age of 49.7 years. This was a well-educated group of
parents with a mean of 14.5 years of education. The majority of the parents lived with
their child experiencing a first episode of schizophrenia. Demographic characteristics were
also collected from the parents about their children that indicated that they were
representative of a first episode schizophrenia population with a mean age of 23.9 years.
Findings indicated that stigma and stress were reported to increase the burden of
caregiving. This study also showed that increased parental education decreased
uncertainty about schizophrenia.

Research conducted by Chou, Liu, and Chu (2002) in Taiwan, aimed to assess the effect of
support groups on caregivers of persons with schizophrenia. The outcomes of support
were measured using changes in the caregivers’ perceived levels of burden, depression
status and satisfaction with their participation in the program. Caregivers were allocated
into the support group (n = 35) or control group (n = 35). As the length of the carereceivers’ illness was reported in this study to be on average 10.1 years (SD = 9.6), they
were most likely not adolescents. Burden was measured by the Caregiver Burden
Inventory (CBI), a 24 item, 5 point Likert Scale (Novak & Guest, 1989), and depression
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using the Beck Depression Inventory. Participants’ satisfaction and perceived benefits of
participating in the group were also measured. Findings of this study related to the need
for more support for caregivers so they could continue caring for their family member
with a mental illness without sacrificing their own physical, emotional, social, and
financial well-being.

Very few studies have specifically focussed on the needs of family caregivers of an
adolescent diagnosed with a mental health condition. Available studies were limited in
their focus and few examined the emotional well-being of caregivers. Studies concerning
family caregivers of adolescents with mental illness in Taiwan are also limited. No
Taiwanese study of the needs and emotional well-being of caregivers of adolescent with
mental illness were found.

Conceptual framework
Many international studies focusing on the needs and burden of caregivers have been
undertaken. Similar results have been found by research undertaken in USA, Australia and
Chinese Society, Hong Kong and Taiwan. The needs perceived as most important by
carers include receiving more information about mental illness, side–effects of
medications, ways of coping with patients’ illness behaviours and various strategies for
patient management at home. The review of the literature suggests that certain issues such
as educational and support needs, emotional burden, social support burden, and caregiver's
emotional well-being, may be common in families with a family member who suffers
from a mental illness. Figure 2.1 outlines a proposed conceptual framework of issues
identified in the literature in relation to the family caregiver.
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Figure 2. 1: Issues for family caregivers

However, there are limitations highlighted in the literature. These are:
•

A lack of understanding of caregivers’ needs when caring for an adolescent with a
mood disorder or schizophrenia;

•

Small sample sizes and limited focus;

•

Lack of comprehensive measures to examine caregivers’ needs;

•

No Taiwanese study of adolescent caregiver needs was found.

In addition, while a few studies (Pakenham et al., 2005; Stengler-Wenzke et al., 2004)
identified that family caregivers of a person with mental illness have emotional well-being
issues in terms of depression, stress and anxiety, no study of the emotional well-being of
Taiwanese caregivers was found in the review of the literature.

Health professionals can provide care in order to meet family caregivers’ needs if they are
aware of the needs of caregivers of adolescents with mental disorders. As many families in
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Taiwan currently face the task of caring for adolescents with mental disorders with little or
no preparation and assistance, this research has the potential to be significant in helping to
provide a useful contribution to the mental health literature, identification of family
caregivers’ needs and the possibility of strategies to assist with these needs.

This research is designed to take account of the limitations of previous studies. It clearly
identifies the target population by defining adolescence. A small qualitative study based
on the review of the literature is also conducted to provide a more in-depth understanding
of the role of the family caregiver of an adolescent with a mental illness in Taiwan to
ensure that the challenges for family caregivers identified from the studies conducted in
other countries (mostly Western) are appropriate and relevant. The understandings gained
from the literature and the qualitative study provides the basis for a large survey of family
caregivers to answer the following research aim and questions.

Study Aims
The aim of this study is to explore family caregivers’ experiences when looking after their
adolescent family member with (1) schizophrenia or (2) a mood disorder in Taiwan, and
the research questions are:
(a) What are the educational needs of family caregivers of an adolescent with
schizophrenia or mood disorder in Taiwan?
(b) What is the nature of caregiver burden for family caregivers of an adolescent
with schizophrenia or mood disorder in Taiwan?
(c) What is the emotional well-being status of these family caregivers?
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The following chapter describes the design and strategy used to undertake this study.
Procedures for data collection, data analysis and ethical considerations are also presented.
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Chapter 3
Method

The review of the literature highlighted a range of issues requiring consideration in
relation to family caregivers’ needs when caring for an adolescent with schizophrenia or a
mood disorder in Taiwan. Firstly, most adolescents with mental illnesses are cared for by
their family. Although it is recognised that the carer role places a great deal of stress on
family members, their needs have been somewhat neglected in the literature. Secondly, the
literature examines caregiver burden and needs interchangeably. It could be that the
notions of “burden” and “needs” are perceived differently according to the carer’s
circumstances. Research suggests that caregivers identify that their needs are educational,
emotional, and social. However, this literature is limited in considering the needs of family
caregivers of adolescent family members with schizophrenia or a mood disorder,
particularly in the Taiwanese context.

This chapter provides a description of the methods used in this study. It describes the two
phases of study including the data collection methods, sampling issues, research
instruments, and pilot study. The approach to data analysis and the ethical approval
processes are also described.

Study aims
The study aimed to investigate the educational needs, caregiver burden, and emotional
well-being of Taiwanese family caregivers aged 18 years or over, who care for an
adolescent with schizophrenia or a mood disorder.
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Research design
This study adopted a sequential mixed method design in which a qualitative phase was
followed by a quantitative phase. Greene, Caracelli and Graham (1989) identified five
purposes of mixed methods: (a) seeking convergence of results, (b) investigating
overlapping and different facets of a phenomenon, (c) discovering paradoxes and
contradictions, (d) development of later phases of study, and (e) expanding on the breadth
and scope of a study. The present study used methods sequentially in such a way that the
results from the qualitative phase informed the subsequent quantitative phase. Although
the literature provided some issues for consideration, limitations in relation to how these
related to Taiwanese family caregivers of adolescents with a diagnosed mental illness led
to this mixed method design to be chosen. In this way, Phase 1 aimed to explore the
experience of caregivers to enable these findings to be examined in more detail with a
larger sample. These two phases are illustrated in Figure 3.1.

Figure 3. 1: Study design

Phase one of the study involved a qualitative approach to explore the experiences and
needs of Taiwanese family caregivers when caring for their adolescent family member
with schizophrenia or a mood disorder. Focus group interviews were used to explore these
experiences. Four focus groups were conducted by the researcher in one hospital in Taipei
City, Taiwan, and two focus group interviews were conducted in rehabilitation
associations, one interview in each association. The findings from this phase were used to
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identify the issues and inform the selection of instruments to examine in detail family
caregivers’ needs when caring for an adolescent with schizophrenia and or a mood
disorder. The second phase of the study, used a cross sectional design to collect data from
caregivers using a standardised questionnaire. The sequence of both qualitative and
quantitative methods used in this study is summarised in Table 3.1 The following section
will provide details of data collection for each phase.

Table 3. 1: Phases and methods of the study

Phase
I

Methods
Qualitative method used to identify
issues and to select instruments for
phase II study

Setting
One Outpatient Department of a
Psychiatric Hospital
Two mental health rehabilitation
associations

II

Cross-sectional survey aimed at
describing the family caregiver
needs, burden, emotional well-being
from a larger sample

Two Psychiatric Hospitals
Three General Hospitals
Two mental health rehabilitation
associations
One Internet Website

Phase 1
The first phase of the study involved a qualitative approach to explore the experiences and
needs of family caregivers when caring for their adolescent family member with
schizophrenia or a mood disorder in Taiwan. Focus group interviews were used to gather
descriptive data from participants about their caregiving experience and needs. Six focus
group interviews were conducted by the researcher in Taipei City Psychiatric Centre and
through the Taipei Mental Health Rehabilitation Association and Hsin-Chu Mental
Rehabilitation Association. Taipei City Psychiatric Centre (TCPC) is located in Taipei,
was established in 1969, and it extended its capacity in 1976, 1988, and 1998. Taipei City
Psychiatric Centre is a comprehensive mental health centre, with 419 acute psychiatric
beds, 91 chronic beds, and 8 emergency beds. The service programs for clients include
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outpatient, inpatient, emergency, day care, and home care (home visiting). The number of
outpatients is approximately 400-500 people per day. The Department of Child and
Adolescent Psychiatric at TCPC also provides 8 outpatient clinic sessions in a week for
around 200 children and adolescents.

Both the Taipei Mental Rehabilitation Association and the Hsin-Chu Mental Rehabilitation
Association are non government, self-help organizations for consumers, families, and
friends of people with mental illnesses. The service programs include providing mental
health information, support groups for people with mental illness and their families, a
residential long stay program (half-way house) in the community, and independent skills
training. The Taipei Mental Rehabilitation Association was established in 1984, and has
around 800-850 members. Hsin-Chu Mental Rehabilitation Association was established in
1996, and had 120 members in 2006.

Participant recruitment
The goal of sampling in this phase was to enable the diverse experience of caregivers to be
accessed and described as richly and as accurately as possible. Participants in this phase
were defined as family caregivers currently engaged in caregiving for their adolescent
family member diagnosed with either schizophrenia or a mood disorder and receiving
treatment from the Department of Child and Adolescent Psychiatry in Taiwan. Initially, the
researcher used convenience sampling, drawing family caregivers from the Taipei City
Psychiatric Centre. Recruiting from this population for the focus groups however proved
challenging as caregivers had little extra time available when attending their clinic
appointment. To extend the population who could participate in the focus groups, the
researcher contacted the Taipei Mental Rehabilitation Association, and Hsin-Chu Mental
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Rehabilitation Association seeking their assistance to inform family caregivers about the
research. Both Associations voluntarily assisted with this study and helped the researcher
to mail an information flyer to family caregivers, and arranged a focus group meeting.

The inclusion criteria for participants in this phase of the study were defined as a family
caregiver (1) living in the same household; (2) currently engaged in caregiving for an
adolescent family member diagnosed with schizophrenia or a mood disorder; (3) aged 18
or over; and (4) willing to participate in a focus group interview.

Six focus group interviews were conducted by the researcher. Each focus group contained
2-3 family caregivers, with 14 participants involved in total.

Data collection
Focus groups provide opportunities for discussion and collaborative sharing of
experiences among participants (Krueger & Casey, 2000; Sim, 1998). The group format
was found to provide a supportive environment in which family caregivers discussed the
emotional experience and other issues of looking after an adolescent with a mental illness.
The researcher, who is an experienced mental health nurse with expertise in group
interviews, conducted the focus groups.

Focus groups traditionally contain six to eight participants (Krueger & Casey, 2000; Sim,
1998). Small focus groups however, or mini-focus groups, with four to six participants are
becoming increasingly popular because smaller groups are easier to recruit and host, and
they are more comfortable for participants (Krueger & Casey, 2000; Sim, 1998). In this
phase of the study, the researcher’s intent was to have four to six participants in each focus
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group interview. However, despite participants being organised to attend focus groups they
frequently failed to attend due to difficulties finding someone to look after their adolescent
family member. In addition, the weather during this phase of the study was cold and wet,
so travelling to interview venues was problematic for potential participants. This resulted
in each focus group containing 2-3 family caregivers.

The focus group interviews were conducted in a meeting room either in the hospital or
mental health rehabilitation association facilities between December 2004 and February
2005 and took between 110-140 minutes to complete. The meeting rooms were an
appropriate environment to conduct group sessions, as they were private, comfortable, and
free from interruption. Participants gave the researcher positive feedback after each of the
focus group interviews. Participants expressed that they felt free to talk, share experiences
and learn from each other.

Permission to conduct the study was obtained from Griffith University Human Research
Ethics Committee (HREC) (see Appendix 1) and the Institutional Review Board of Taipei
City Psychiatric Centre (see Appendix 2). Following ethics clearance, the researcher
placed promotional posters advertising the research in the Adolescent Psychiatric Day
Care Centre, and the Child and Adolescent Outpatient Department of Taipei City
Psychiatric Centre. The researcher also attended the waiting room of the Child and
Adolescent Outpatient Department and provided family caregivers of mentally ill
adolescents, who were waiting for an appointment, with an information flyer (see
Appendix 3) about this study. The information sheet and posters were written in Chinese
(see Appendix 4). The flyer that was also mailed to family caregivers from the two mental
health rehabilitation associations asked potential participants to make contact with the
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researcher if they were interested in participating in focus group interviews to explore the
needs of family caregivers. The researcher addressed all questions, which were raised by
the carers. Carers were also asked to leave their telephone number so that the researcher
could make contact to arrange a suitable time for their attendance at one of the focus
groups.

Before each focus group interview started, the researcher read the information sheet that
explained the purpose of the study, assured family caregivers that their personal
information would remain confidential in the final report, and sought permission to audio
record the process of the focus group. Participants were informed of their right to refuse to
participate both before and during the focus group. Participants were then asked to sign
the participation consent form (see Appendix 5, and Appendix 6).

Interviews and interview schedule
A number of questions were used to frame the focus group interviews and these were
extended as required. The questions related to the focus of this phase of the study and
explored participants’ experiences of caregiving. Questions that participants were asked
included:
--Tell me about your experience of caring for your adolescent child?
--Tell me about your child’s diagnosis?
--Tell me what is the most difficult part of caring for your child?
--What do you think might help you to care for your child?
--What support do you currently receive that helps with your caregiving?
--Tell me from whom you seek emotional support?
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The interviews were conducted in Mandarin Chinese or Taiwanese language, according to
the participants’ preferred language. The focus group discussions were audio recorded to
assist with data analysis and ensure accurate reporting of the discussion. The researcher
also kept her own notes of the focus group discussions.

Data analysis
Upon completion of each group interview, the audio tape-recorded interviews were
transcribed and typed in Chinese as soon as possible. Following transcription the
audiotapes were played to ensure that transcription of each interview was complete and
accurate. A code number was assigned to each participant in each group (such as G1:1,
which refers to the first focus group interview, participant 1 so as to protect the anonymity
of participants).

Thematic identification was used to analyse the group interview data in this study. This
was a systematic procedure whereby verbatim or unstructured data were systematically
categorised by content area (Ezzy, 2002; Krueger, 1998; Krueger & Casey, 2000). Data
analysis using the technique of labelling of explicit content and expressions was done
immediately after transcribing each group interview. The purpose of this process was to
formulate categories, linkages between categories and to finally develop and identify
emergent themes.

This process of analysis consisted of three concurrent flows of activity, including (a) data
reduction (the process of selecting, simplifying, abstracting and transforming the data), (b)
data display (the process of organizing, compressing, and assembling information to
permit conclusion drawing and action), and (c) conclusion drawing and verification (Ezzy,
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2002). The process of data analysis was a spiral continuum involving many cycles of
categorising and re-categorising the data in order to gain insights into the caregivers’
experiences. Although the researcher was an outsider, through the process of data analysis
attempts were made to adopt the caregivers’ perspective as far as possible in order to
increase the depth of understanding of the caregivers’ experiences.

Phase II
A quantitative research design was used for Phase II as the focus of interest in terms of the
research questions was the level of caregiver need, burden and well-being which are best
tested in a survey format. A cross-sectional survey was used in this phase in order to
extend and explore the needs of family caregivers when looking after their adolescent
family member with schizophrenia or a mood disorder. A self-report questionnaire
encompassing three instruments was used in this phase of the study. Demographic data of
caregivers and adolescents were also collected.

Settings
Recruitment for this phase of the study took place at three psychiatric hospital outpatient
departments (Chia-Yi Christian Hospital, National Taiwan University Hospital, Wei Gong
Hospital), two mental health hospitals (Jianan Mental Hospital, and Tao-Yuan Psychiatric
Hospital), two mental rehabilitation associations (Keelung Mental Rehabilitation
Association and Taipei Life of Heart Association), and an internet website—PsychPark
(http://www.psychpark.org).

Chia-Yi Christian Hospital (CYCH) is located in Chia-Yi city, which was established by a
foreign doctor, Dr. Marcy Ditmanson in 1958. CYCH began with 30 beds and has grown

45

to be a modern hospital with various medical specialities and nearly 1000 beds. The
psychiatric ward of this hospital has 25 acute beds, and the Department of Psychiatry also
provides 20 out-patient clinic sessions in a week for around 750 patients per week.

The National Taiwan University Hospital (NTUH), is located in the heart of Taipei City.
NTUH is a national university medical hospital with 2564 beds and is a tertiary-care and
comprehensive-care hospital. The Department of Psychiatry includes a 68-bed psychiatric
ward, a 57-bed rehabilitation facility, and provides 47 psychiatric out-patient clinic
sessions and 17 child and adolescent psychiatric out-patient clinic sessions each week.

Wei Gong Hospital has a comprehensive mental health department and the health service
includes an outpatient, emergency, inpatient, rehabilitation, and home visiting. It provides
126 mental health acute beds, 219 chronic beds, and 60 day care beds. The psychiatric
outpatient unit provides for 12 clinic sessions each week.

The two mental health hospitals were the Jianan Mental Hospital and Tao-Yuan
Psychiatric Hospital (TYPH), and both hospitals are operated by the Department of Health,
Executive Yuan, Republic of China. These two hospitals are comprehensive mental health
centres, with 182 acute beds, 318 chronic beds, and 2 emergency beds in Jianan Mental
Hospital, and 312 acute beds, 424 chronic beds, and 6 emergency beds in Tao-Yuan
Psychiatric Hospital. The service programs include outpatient, inpatient, emergency, day
care, and community services (home visiting) for patient care.

Both Keelung Mental Rehabilitation Association and Taipei Life of Heart Association are
non-government agencies, with an innovative approach to the delivery of services for
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people with a mental illness and their families. The service programs include providing
mental health information, residential long stay program (half-way house) in the
community, independent skills training program, and support groups.

The internet site, PsychPark, is aimed at integrating mental health resources on-line to
facilitate communication, research and development in the mental health area for both
health professionals and the public. The PsychPark site provides information suitable for a
lay audience as well as providing professional information about mental health and offers
free on-line resources and services.

Sampling
The participants of this phase were family caregivers of adolescents aged between 12 and
21 years old, diagnosed with schizophrenia or a mood disorder, and receiving treatment
from the Department of Psychiatry (Chia-Yi Christian Hospital, National Taiwan
University Hospital, Wei Gong Hospital) or two mental health hospitals (Jianan Mental
Hospital, and Tao-Yuan Psychiatric Hospital), or accessing two mental rehabilitation
associations (Keelung Mental Rehabilitation Association and Taipei Life of Heart
Association), or an internet website—PsychPark (http://www.psychpark.org). The
researcher used convenience sampling in this phase of the study, drawing family
caregivers from the settings outlined above.

The inclusion criteria for recruiting participants in this phase of the study were defined as
a family caregiver (1) living in the same household; (2) currently engaged in caregiving
for an adolescent diagnosed with schizophrenia or a mood disorder; (3) aged 18 or over;
and (4) can understand and read Chinese language.
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There are approximately 70000 adolescents diagnosed with schizophrenia or a mood
disorder in Taiwan (ROC Government, 2004). In an ideal situation, the sample size of 365
family members would allow for a ±0.05 sampling error with 95 percent confidence level
(Knapp, 1998), and response distribution of 50 percent. However, time and financial
limitations, led to the researcher adjusting the sampling error from ± 0.05 to ±0.06, to
provide a sample size of around 260 caregivers. A total of 385 who met the criteria were
approached and invited to participate. The final sample for this phase was 261.

Instruments
Three instruments were identified to address the issues arising from Phase 1 of the study
(Chapter 4, p. 77 outlines the findings of Phase 1 and elements of the survey instrument).
These were:
--Chinese version of the Modified Educational Needs Questionnaire (CM-ENQ)
--Chinese version of Caregiver Burden Inventory (CBI) (Chinese version)
--Depression Anxiety Stress Scale (DASS) (Chinese version)

Questions to elicit demographic data were also included in the questionnaire. This data
included the participant’s age, gender, ethnicity, educational level, monthly household
income, relationship to adolescent, length of time caring for the adolescent, diagnosis of
adolescent, disease treatment history, any difficulty with medication supervision, and use
of resources (See Appendix 7). Each of the instruments will now be detailed.

Chinese version of the Modified Educational Needs Questionnaire (CM-ENQ)
The Educational Needs Questionnaire (ENQ) (see Appendix 8) is a self-report scale
developed by Mueser et al. (1992) to assess the relative importance of educational needs
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of mental health clients and their families. It comprises 45 items relevant to different areas
of educational needs, which were generated by professionals, family members, patients,
and data from mental health patients’ and families’ needs surveys. The Chinese Modified
version used in this study, CM-ENQ (See Appendix 14), had been translated into Chinese,
modified and validated by Chien et al. (2001). Items address six domains: basic facts
about mental illness (13 items); coping with patient symptoms (11 items); enhancing
social functioning (6 items); community resources (6 items); coping with stress and family
problems (6 items); and miscellaneous (3 items, e.g. dealing with weight gain).

The CM-ENQ has been assessed in a pilot study for homogeneity through administration
to 35 family members of patients with schizophrenia selected randomly from one
outpatient clinic in the same geographical region. Cronbach’s alpha coefficient ranged
from 0.72 to 0.89 for the six domains and was 0.89 for the total score, indicating high
internal consistency (Christensen & Stoup, 1991). The overall equivalence of this CMENQ with the original English version had high levels of item and domain equivalence (i.e.
intra-class coefficients ranged from 0.77 to 0.85 for the domains and 0.88 for the total
score). Test-retest reliability coefficient for the CM-ENQ was 0.77 with a 2-week interval,
indicating satisfactory response stability (Portney & Watkins, 2000).

The CM-ENQ asks participants to rate the perceived importance of learning about each
topic or item on a 5-point Likert scale, ranging from 1 (not important) to 5 (very
important). It also asks them to rate the extent to which their learning needs in relation to
each item had been met on a 4-point Likert scale, ranging from 1 (not met) to 4 (always
met). This instrument measures all of the educational needs identified by caregivers in the
focus group interviews conducted in Phase 1.
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Caregiver Burden Inventory (CBI) (Chinese version)
The Caregiver Burden Inventory (CBI) (see Appendix 9) is a self-report scale developed
by Novak and Guest (1989) to assess the impact of burden on caregivers. It is a 24 item
survey tool, with eight items selected from a review of the burden literature (Morycz,
1985; Poulshock & Deimling, 1984; Zarit, Reever, & Bach-Peterson, 1980) and sixteen
items chosen from Novak’s and Guest’s research (1989). Each item is rated from 0 (not at
all descriptive) to 4 (very descriptive). A participant’s total burden score can range from
between 0 to 96. A higher score indicates higher burden. The CBI consists of five different
factors which are time-dependence burden (5 items); developmental burden (5 items);
physical burden (4 items); social burden (4 items); and emotional burden (6 items). The
internal consistency reliability of each factor was evaluated. The obtained Cronbach’s
alpha value for each factor was 0.85, 0.85, 0.86, 0.73, and 0.77 respectively (Novak &
Guest, 1989).

The Chinese version of CBI was used in this study (see Appendix 14). It has been
translated into Chinese and validated by Chou, Jiann-Chyun, and Chu (2002). It was
assessed in a study of 150 primary caregivers with a family member or loved one with
dementia for at least 4 hours per day for at least 12 months prior to participating.
Cronbach’s alpha coefficients ranged from 0.79 to 0.93 for the five factors, indicating high
internal consistency (Nunnally, 1994). To evaluate the stability of the Chinese version of
CBI, it was administered at an interval of 2 weeks to 150 subjects. Twenty subjects were
lost to follow-up due to personal reasons. Pearson r ratings were: (a) instrument in its
entirety (.90); (b) time-dependence burden factor (.92); (c) developmental burden factor
(.87); (d) physical burden factor (.93); (e) social burden factor (.88); and (f) emotional
burden factor (.89) (Chou, Lin et al., 2002). The content validity index was 95.8 percent
(23/24), indicating that the Chinese version of the CBI in its translated form addressed the
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original dimensions. The researcher used the Chinese version of CBI in this study as this
measures the caregiving burden concerns raised by the participants in the focus groups
conducted in Phase 1.

Depression Anxiety Stress Scale (DASS) (Chinese version)
The DASS is a set of three self-report scales (see Appendix 10) designed to measure the
negative emotional states of depression, anxiety and stress. The DASS was constructed not
merely as another set of scales to measure conventionally defined emotional states, but to
further the process of defining, understanding, and measuring significant emotional states
usually described as depression, anxiety and stress (Lovibond & Lovibond, 1995). The
DASS was designed for use by both researchers and clinicians.

Each of the three DASS scales contains 14 items, divided into subscales of 2-5 items with
similar content. The Depression scale assesses dysphoria, hopelessness, devaluation of life,
self-deprecation, lack of interest/involvement, anhedonia, and inertia (Lovibond &
Lovibond, 1995). The Anxiety scale assesses autonomic arousal, skeletal muscle effects,
situational anxiety, and subjective experience of anxious affect (Lovibond & Lovibond,
1995). The Stress scale is sensitive to levels of chronic non-specific arousal (Lovibond &
Lovibond, 1995). It assesses difficulty relaxing, nervous arousal, and being easily
upset/agitated, scales to rate the extent to which individuals have experienced each state
over the past week. Scores for Depression, Anxiety and Stress are calculated by summing
the scores for the relevant items. In addition to the basic 42-item questionnaire, a short
version, the DASS21, is available with 7 items per scale.
A Chinese version of the 21-item Depression Anxiety Stress Scales (DASS21) (see
Appendix 14) has been developed. Its psychometric properties were evaluated in an
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Australian immigrant sample (n = 356) and compared to the data reported by Lovibond
and Lovibond (1995) using the English version of the DASS (n = 720). Confirmatory
factor analysis showed that the Chinese DASS21 discriminates between depression,
anxiety, and stress, but the extent of differentiation between these negative emotional
syndromes was less in comparison to the English DASS. Moreover, the Chinese DASS21
showed less discrimination between the three scales in an Australian Chinese-speaking
sample in comparison to a normal Chinese-speaking sample in Hong Kong (n = 729), as
measured by a similar version of the questionnaire. In general, the factor loadings for all
21 DASS items in the Australian Chinese-speaking sample were comparable to those in
both the English-speaking and the Hong Kong Chinese-speaking samples, and indicated
that the items had been adequately and appropriately translated and adapted. The
researcher used the Chinese short version, DASS 21, in this study as it measures the
identified emotional concerns and issues raised by the caregivers in the focus groups
conducted in Phase 1.

Pilot study
The purposes of the pilot study were to assess the suitability of the instruments, proposed
method and sampling frame. The instruments were piloted with a small group of five
participants. The caregivers in the pilot study were chosen from the same population as
that used in the actual study. Data obtained in the pilot study were not included in the
overall data analysis of this research. Some refinement, in terms of wording, was required
on the instruments after the pilot study, including improving the clarity of the instructions
and format of the survey.
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Data collection
Permission for this phase of the research was gained from Griffith University Human
Research Ethics Committee (HREC) (see Appendix 11), five hospital authorities, two
mental rehabilitation associations, and internet website—PsychPark (see Appendix 12).
The researcher used convenience sampling in this phase of the study. Three processes
were used to recruit caregivers. Firstly, potential participants were invited to participate in
the study when they accompanied their relative to an outpatient department follow-up
consultation. The researcher recruited potential participants from five psychiatric hospitals
in Taiwan in this way. Potential participants were approached directly by the researcher
and given an information package describing the purpose of the study. The researcher gave
potential participants an information flyer (see Appendix 13) and explained the purpose of
study and answered any questions related to this study. The information flyer also
provided the researcher’s contact details if potential participants had any further questions
before they participated in the study. Written consent was obtained. Each family caregiver
completed a self-report questionnaire (see Appendix 14), which was collected by the
researcher.

The second process was a mailed-out questionnaire to caregivers of adolescents with
schizophrenia or mood disorder using the Taipei Life of Heart Association and the
Keelung Mental Rehabilitation Association membership details. These Associations
identified relevant caregivers from their membership. The Associations posted the
information flyer, and questionnaire to the identified member with replied paid envelopes
for potential participants to return the questionnaire.
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Finally, the researcher posted the information flyer on an internet website, PsychPark,
where those caregivers who were interested in participating in this research, could leave
their contact details for the manager of the website. The manager of the website mailed out
the information flyer, questionnaire, and prepaid envelopes to potential participants. Once
the caregiver returned the questionnaire, the website manager mailed the questionnaire to
the researcher in the original sealed envelope. The questionnaire required about 40-45
minutes to complete.

Data analysis
Data entry and analysis were undertaken using the Statistical Package for the Social
Sciences (SPSS) personal computer version 13.0 for Windows. The distribution of each
variable was reviewed by the researcher and was found not to be meaningfully skewed or
kurtotic. A variety of statistical methods were employed to review the data set. The
Chinese Modified Educational Needs Questionnaire, Caregiver Burden Inventory, and
Depression, Anxiety, and Stress Scale were assessed using Cronbach’s alpha for reliability.
Frequencies, means and standard deviations were calculated as appropriate on the
demographic variables. Descriptive statistics were employed for the data in the CM-ENQ,
DASS 21, CBI and the demographic data.

Spearman’s rank correlation was used to examine the relationships between demographic
data, educational need, unmet educational needs, caregiving burden, and emotional wellbeing. A Two-Independent-Sample Kolmogorov-Smirnov Test was undertaken to analyse
the difference in the importance of educational needs, caregiver burden, and emotional
well-being of caregivers between two diagnostic groups (schizophrenia and mood
disorder). Furthermore, a Linear Regression was used to demonstrate the significant
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factors associated with caregiver burden in this study.

An alpha level of .05 was used for all statistical tests.

Ethical considerations
Permission to access the study sites and ethics approval was obtained from Griffith
University Human Research Ethics Committee (HREC) and the ethics committee of the
psychiatric hospital governing the major psychiatric hospitals in Taiwan for both phases of
the study. Since the study included human participants and the researcher is a student at an
Australian University, National Health and Medical Research Council (NHMRC) research
guidelines were adhered to for the entirety of the study. All participants were asked to
volunteer to participate. No individual was coerced to participate in the study. The purpose
of this study and the right to withdraw at any time without explanation was explained in
an information flyer and further verbal explanation was also provided if needed.

The right to privacy and confidentiality of the participants’ personal details was protected.
No participant’s name was required on questionnaires and other forms of identity will not
appear anywhere in the report or in subsequent publications. Participants were asked to
sign a participation consent form. Data were securely locked and stored in the researcher’s
office during data collection and then at Griffith University, School of Nursing and
Midwifery for 5 years. Data will be destroyed after 5 years.

Conclusion
This chapter outlined the exploratory descriptive design used to investigate family
caregiver’s experience, educational needs, unmet educational needs, caregiving burden,
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and emotional well-being. This study consisted of two phases. Both phases of the study
design were discussed. Data for Phase 1 were collected through focus group interviews,
and measures used in Phase 2 to assess caregivers’ characteristics, educational needs,
unmet educational needs, caregiver burden, and emotional well-being were discussed.
Ethical considerations for the present study were addressed. Data analysis including the
descriptive and inferential statistics used was outlined. The following chapters will present
the findings from this study, firstly the findings from the qualitative phase are outlined,
and then Chapter 5 will present the phase II findings.
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Chapter 4
Focus Group Findings

This chapter presents the qualitative findings of this study. A qualitative exploratory
framework was chosen to investigate caregivers’ experiences. The findings from focus
group interviews were used to assist the researcher to identify some of the issues and to
select instruments in order to examine in detail family caregiver’s needs when caring for
an adolescent with schizophrenia or a mood disorder in Taiwan. Six focus group
interviews were conducted. Focus groups provide opportunities for discussion and
collaborative sharing of experiences among participants. The group format provided a
supportive environment in which the caregivers could discuss and uncover emotional
experiences (Krueger & Casey, 2000; Sim, 1998). The chapter firstly provides some
information about participants involved in the focus group interviews and the adolescents
in their care. It will then discuss the three themes identified from the data, these were:
being in the dark, being isolated, and being uncertain.

Participants
In Phase I of the study, 14 family caregivers were interviewed during one of six focus
groups conducted by the researcher. Four focus group interviews were conducted in one
hospital in Taipei City, and two focus group interviews were conducted in rehabilitation
associations, one interview in each association. All participants who agreed to participate
were identified as the family member who primarily took care of an adolescent with either
schizophrenia or a mood disorder. Participants were eighteen years of age or older and met
the inclusion criteria (See Chapter 2).
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Each of the six focus groups contained 2-3 family caregivers, and took between 110-140
minutes to complete. The focus group interviews were conducted in a meeting room either
in the hospital or community between December 2004 and February 2005 and the next
section provides information about the participants and the adolescents in their care.

Caregivers’ characteristics
The demographic characteristics of focus group interview participants (n = 14) are shown
in Table 4.1. There was a higher proportion of females (78.6%, n = 11), and over eighty
percent of participants were married (85.7%, n = 12). The age of participants ranged from
32 to 56 years of age with the mean age being 47.57 years (SD = 6.15 years).

The education qualifications of participants were requested. Only five participants (35.7%)
had college or above education, however no participant had less than junior high school
education. Half the participants (50%, n = 7) were employed in a full time job, only one
father (8.4%) was unemployed, and six mother participants (41.6%) undertook fulltime
home duties.
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Table 4. 1: Demographic characteristics of participants (n = 14)

Characteristic

Category

Age (Years)
Gender
Relationship to
adolescent
Marital status
Education

Employment status

Sample
n (%)

Male
Female
Mother
Father
Sister
Married
Divorced
Junior High School
Senior High School
College
Undergraduate Degree
Unemployed
Full time
House-duties

Mean

SD

Range

47.57

6.15

32-56

3 (21.4)
11 (78.6)
10 (71.4)
3 (21.4)
1 ( 7.2)
12 (85.7)
2 (14.3)
5 (35.7)
4 (28.6)
2 (14.3)
3 (21.4)
1 ( 7.2)
7 (50.0)
6 (42.8)

Adolescents’ characteristics
Information about the adolescents being cared for was sought from participants. There
were 8 adolescents diagnosed with schizophrenia (schizophrenia was the only diagnosis
given by family caregivers) and 6 adolescents with a mood disorder (diagnoses given by
family caregivers shown in Table 4.2). The mean age of adolescents was 17.71 years
(range of 15 to 20 years, SD = 1.27 years). The onset age of diagnosed illness for the
adolescents ranged from 12 to 18 years, with the mean age of onset 15.57 years (SD =
1.70 years) (see Table 4.2).

Table 4. 2: Demographic data of adolescents

Characteristic

Category

Sample
n (%)

Age (years)
Onset Age (years)
Diagnosis
Schizophrenia
Mood disorder
- Bipolar (n = 2)
- Major Depression (n = 1)
- Bipolar 1 ‘manic’ (n = 1)
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8 (66.7)
4 (33.3)

Mean

SD

Range

17.71
15.57

1.27
1.70

15-20
12-18

Themes
This section presents the three main themes that emerged from the data about family
members’ experiences of caring for an adolescent diagnosed with either schizophrenia or a
mood disorder in Taiwan. These were, being in the dark, being isolated, and being
uncertain, and these will now be explored further.

Being in the dark
This theme encompasses patterns of categorised data about lack of awareness,
understanding, and knowledge of mental health concerns generally and specifically in
relation to the adolescent for whom they were providing care. The theme illustrates the
participants’ experiences of trying to care for an adolescent family member with a
diagnosed mental illness and make sense of challenging situations with little knowledge
and understanding of the issues involved.

Don’t know what happened to my child
Adolescence is a transitional stage, and adolescent behaviour can be challenging for many
parents (Johnson, 1995; Sanders, 2006). It is often difficult for parents to know how to
react to their adolescent child’s mood and behaviour. Many participants expressed that
they did not know about symptoms of mental illness and therefore did not initially
recognise these in the adolescent in their care; most thought that the behaviour was part of
adolescent transition. When the first episode of illness occurred most participants did not
acknowledge that the unusual behaviours could be the beginning of a challenging time for
them, their family and the adolescent.

I didn’t know what was going on at that time. She wasn’t sleeping well,
crying sometimes, and had some behaviours that were a little bit different.
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For example, she covered all the mirrors with newspapers in my house, as
she thought someone would know her thoughts through the mirrors. I was
so scared when she told me she could see a girl walking outside the window.
That's impossible, because my house is on the 9th floor. How could she see
something, which I couldn't? Did she want to scare me? I was so confused!
(G2:1)

Similarly, another mother described her experience of confusion when her son first
showed symptoms at the onset of what was later diagnosed as a mental illness.

….My son was a happy little boy, a bit shy, a bit sensitive, and he didn’t
make friends as easily as his brother. But I couldn’t actually pinpoint what
his problems were. Every child has their own character… When he became
an adolescent, he became more quiet and even talked about strange
things… Most adolescent children behave like this, right? How could I
know it was the beginning of the disease? (G1:2)

Don’t know what “schizophrenia” is
Many participants in this phase of the study expressed that they had not heard of an illness
called “Schizophrenia”, before their adolescent child had been diagnosed with this mental
illness. One participant said she had never perceived schizophrenia as a “real” disease in
the world and had only thought that it happened in movies or dramas as she had no
experience of anyone else around her having this diagnosis.
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At that time, I never knew of any disease that would make someone behave
like my daughter. I had never met anyone who had “SCHIZOPHRENIA”….
I didn’t even know there is a disease called by this name…(G3:2)

Similarly, another mother talked about not understanding what was going on with her
daughter particularly in terms of her mental health:

When she was in first semester of the second year in vocational school, her
school achievement was getting worse. At that time she became talkative,
with inflated self-esteem, and decreased need for sleep, and spent much
more money than usual. I didn't know what happened with her, I only knew
my daughter became different, because the way of her speech was totally
different. (G5:1)

One of the participants said that when she had been told her son was diagnosed with
schizophrenia, a huge question mark came into her mind, “What is schizophrenia?” She
expressed that she could not accept the diagnosis:

As a mother, I cannot accept my son has got this disease. I have never
thought this (schizophrenia) is a disease. I have no idea about mental illness.
The first time I heard about this disease, I couldn't believe my child was
suffering from it... (G1:1)

As these remarks indicate, parents were in a state of shock and disbelief when the
adolescent’s condition was first diagnosed and some light was shed on what was
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happening to their son or daughter. Their initial feelings of concern and confusion about
the behaviours and actions of their children became feelings of denial, apprehension,
worry, and panic when the adolescent was given a diagnosis which was unknown.

Difficulties getting and understanding information about the illness
There are a variety of ways to access mental health information. Most participants in the
group interviews received information about mental illness from professionals (doctor and
nurses) when their adolescent child attended appointments in an outpatient department;
few participants found information in books, some searched for mental health information
on-line from the internet. Only two participants contacted Rehabilitation Associations in
order to get more information. However, most participants indicated that they were
unaware that information about mental illness could be found in community health centres.
One participant said that:

Community health centre? I have never thought to get information from
there... (G1:2)

One mother complained:

I went through a very hard time, because I had no one to ask for help, even
for information. I didn't know where I could get information about this
disease. It is hard to find information about this disease… (G2:3)

Although some participants gathered information from many different sources, they also
complained that the information was not easy to understand. A sibling participant said:
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…I surfed the internet to get some information about this disease
(schizophrenia). When I read the articles, I couldn't imagine what that
(disease) is like. It was hard for me to understand. After I discussed with
nurses then I could understand it a bit…(G4:1)

Participants indicated that some books they found in libraries or bookshops were not for
family caregivers but for health professionals, therefore not easily understood. They had to
ask professionals to clarify some information.

There are few books to be found in bookshops. Some books are for
professionals, we cannot fully understand... for example, I cannot
understand how my son always can “SEE” something which I can’t. I
discussed this issue with his doctor when I accompanied him for clinic
appointment. Then, I knew it is one of his symptoms--visual
hallucination…(G1:1)

Most hospitals provide information sheets about different mental illnesses in the waiting
room of the out-patient department. Participants described that when they read the
information sheets about the disease, they only knew what a few “terms” meant and found
it hard to relate these to the adolescent in their care.

How to deal with the adolescent’s symptoms was one of biggest worries for participants.
This issue was raised in all group interviews. Participants caring for adolescents with
schizophrenia found that it was hard for them to deal with symptoms such as
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hallucinations, delusions, and bizarre behaviours. Similarly, participants caring for
adolescents with a mood disorder indicated that they had difficulties dealing with mood
changes, depressive moods, and even suicidal ideas. Many participants indicated during
the interviews that they were willing to learn the skills to deal with mental illness
symptoms, particularly when they heard about others’ experiences when participating in
support groups:

…I am so lucky to have participated in a support group run by the Mental
Health Rehabilitation Association. I learnt how to deal with my son’s
symptoms such as visual hallucinations from one of the sessions. I found
those skills were helpful… In the support group, I not only learnt skills
from professionals but also from other caregivers…(G5:1)

Lack of understanding of medications
Medication compliance was a major issue for adolescents and their family caregivers,
regardless of their condition. The reasons for non-compliance with mental health
medication were abundant. Some participants in this phase of the study indicated they did
not understand the reasons for ensuring that medications were taken including the
frequency with which they needed to be taken. This was particularly the case in the
Chinese context where some medication is perceived to treat disease, but also harm health.
Most participants had stopped medication treatment at some time as this example shows:

…he seemed better by that time, and I didn’t feel that he needed the
medication…On the other hand, I was also worried that the medication
might harm his health, medication is a kind of poison…So, he stopped the
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medication treatment…(G4:2)

Psychotic disorders, such as schizophrenia, are debilitating and adversely affect
occupational, social and cognitive functioning (Kneisl, Wilson, & Trigoboff, 2004;
Sanders, 2006). The anti-psychotic medication largely used to treat schizophrenia may
cause many side-effects, which add another layer of disability to be managed by the
adolescent patient and their carer. Participants acknowledged that non-compliance was
often a result of both the adolescents and their family caregiver’s choice. One participant
had difficulty convincing her daughter to continue to take antipsychotic medication due to
the side effect of weight gain. Similarly, one participant indicated:

I know the medication helps, however, I cannot accept my son is my son;
he becomes “slow” in some ways… I used to discuss this issue with the
doctor, however, the only thing the doctor can do is add one more medicine
in order to reduce this side effect. (G6:1)

On the other hand, some participants could not accept their child struggling with the sideeffects of medication. Therefore, they stopped their adolescent taking medication.

My son refused to take medication, because he was struggling with the side
effects… he gained 3 kg in a month… (G1:1)

Furthermore, some participants complained about the regular blood tests required because
their adolescent child was taking a certain medication treatment.
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I know it (blood test) is necessary, especially when taking this medicine,
however, my son refused to have the blood test, I can not do anything.
(G3:2)

Similarly, a mother expressed her concerns:

It is hard for me to take my son to the hospital for a blood test, is there
other medication that also helps without a regular blood test? I cannot
handle this issue (taking her son to hospital for a blood test)… (G4:1)

Many young people do not want to be different from their peer group. This also includes
not wanting to be seen as different by needing medication. Many participants in the focus
group interviews mentioned it was hard and also hurtful for them once they understood the
importance of medication compliance to keep explaining the reasons why treatment was
needed. Participants felt under pressure to convince adolescents to continue taking
medication and often this led to arguments and participants being over attentive.
Participants felt some degree of conflict knowing that adolescence is about becoming
more independent and yet their caregiver role meant that they were having to be very
protective and watchful.

This theme uncovers the initial and on-going difficulties experienced by family caregivers’
when caring for an adolescent with either schizophrenia or a mood disorder at home with
little understanding of the issues involved. In short, the difficulties and challenges
participants faced were from not having an understanding of adolescent behaviours,
mental illness generally and the specific diagnosis as well as associated medication
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treatment. Not being able to readily access meaningful information to help them
understand what was happening was also highlighted as problematic.

Being Isolated
This theme presents family caregivers’ feelings of shame and stigma, and of having no one
else to share the role. The theme illustrates participants’ experiences of isolation when
they became a carer of an adolescent family member with a diagnosed mental illness. It
also illuminates the issues associated with being a family caregiver with limited emotional
support.

Shame and stigma
Caregivers expressed a sense of shame about their family member’s condition and this
contributed to their isolation. Feelings of shame inhibited their ability to acknowledge that
the illness was of a mental health origin even when talking with relatives. One participant
who is the mother of an adolescent patient reported that she was more able to seek
practical help rather than emotional support as the following indicates:

Although I get help from them (relatives), it still feels difficult to talk about
this with them. The mental illness is not like any other disease… I cry
sometimes, but I haven't cried in front of my relatives. Crying is the only
way to release my pressure. (G5:2)

One participant, an adolescent’s sister, had the same feeling. She felt unable to talk with
her friends, and she was worried that her friends would not accept her because she has a
mentally ill sister:
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I really don't know how to deal with my pressure, I am so worried if
anyone knew this, and they would look down on me. I have no one to talk
to, even my best friend, I didn't tell her, because I am so worried that once
she knows my sister is suffering from this disease (Schizophrenia), I might
lose her as a friend. (G4:1)

She felt alone, and for a long time she has had no one to talk to about the emotional
pressure and her feelings:

I have never contacted any of my friends since she went to hospital. I have
no time to contact them, and they didn't know how to contact me. I am
isolated now... (G4:1)

Participants’ feelings of shame about mental illness also meant that when they did talk
with someone they were reluctant to discuss issues in detail, because they did not want to
concern others. One participant pointed this out in the interview:

Some of my colleagues who knew my situation, when they asked about my
child, I felt hurt. I couldn't talk about this at all. I am so worried about
others’ concern. I don’t know how to talk about this. I have no one to talk
to now. Also, I don’t know how to deal with my feelings. I feel ashamed
about this disease (schizophrenia). (G3:2)

69

Participants tended not to seek help outside of the nuclear family and thus experienced
isolation from the broader community. This also limited their chances and opportunities to
gain support and assistance. One participant quit her job to look after her son full time:

I quit my job, because I had to look after him...I feel isolated now, have no
friends at all. I have no one to talk to about this… You have time to talk
with us, I feel much better now, because I have you to talk to...but when
will be the next time, I don't know... (she began to cry). (G1:2)

Support groups were identified as very helpful by some participants. One participant, a
father, talked about how he got meaningful help from a mental health rehabilitation
association. He also pointed out that the Association not only offers information about
mental illness, but also runs some support groups for caregivers. However, many
participants expressed that they were ashamed to seek help from outside the family.

No one else
Nuclear family members (especially mothers) often felt that they were primarily
responsible for the care of the person with the mental illness. Undertaking the role of carer
occupied a great deal of time in their life. Feelings of frustration and disappointment were
commonly expressed by caregivers. The enormous impact on the family caregiver was
expressed by one participant, who had separated from her husband, quit her job and took
on the role of caregiver as a full time job. She said:

I quit my job in Oct. 2004, because I had to look after him, I couldn't leave
him at home alone. I don't know what would happen if he stayed at home
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alone… Next month he is going to stay with his father in Mainland China...
then I can get some fresh air.” (G1:2)

This was the only way that she could take some control and cope with the situation. This,
however, further isolates her from support and assistance.

Similarly, a mother participant, hoped for someone to share the role with her:

I wish there was somebody to share this job with me. Although I get help
from my relatives, that's different… They help me with other duties, not
looking after my daughter. My husband does, too. He helps a bit but not
much... (G3:2)

Furthermore, the same situation is not only apparent for parent caregivers, but also sibling
caregivers. One participant who looked after her younger sister for at least eight hours a
day said:
It has been a long time since I talked with normal people. I am very happy
to talk with you. Especially I can feel free to talk about everything. (G4:1)

I don't know when I can take a breath. On the other hand, if I didn't
undertake this job [looking after her sister], I would feel uncomfortable, I
am too selfish... I think I have to look after her for my lifetime. My parents
are getting old, and their health is not good now, they cannot take care of
her…. Also, they will die one day, if I didn't undertake this job, no one else
could look after her? I don’t think I have got any other choice…” (G4:1)
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Most participants expressed their sense of isolation in the focus group interviews. This
theme illustrates participants being isolated not only because of they had no access to
resources, but because they did not feel that they could ask for help from family, relatives,
friends, even mental health resources due to the shame and stigma associated with mental
illness.

Being Uncertain
This theme presents family caregivers’ experiences of uncertainty when providing care for
their adolescent family member with either schizophrenia or a mood disorder in Taiwan.
These feelings of uncertainty arise from the unpredictable nature and outcomes of the
mental illness. The theme also demonstrates family caregivers’ belief in the possibility of
positive change in their adolescent family member’s condition in light of medical
advances and their concerns for the adolescent’s future when they are no longer around.

Unpredictability
Many participants expressed concern about the uncertainty of the future in terms of the
prognosis of the illness and how they could make plans for both themselves and the
adolescent in their care. The primary caregivers for adolescents with a mental illness are
their family, usually parents. The participants worried about getting older in terms of who
could look after their child in the future? One mother said:

I am so worried about that. I cannot look after him forever. If I die one day,
will anyone take over this job to look after him? (G1:1)
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The unpredictability of progress generated a great deal of distress for family caregivers.

My wish is that he will be fine, and he didn’t need others’ help in the future,
however, he may never be able to take care of himself… (G2:2)

Another participant indicated that her knowledge of the illness related to her concern:

I am worried about her future. I read some articles, as I know this disease
(schizophrenia) can not be cured and I am so worried her situation will get
worse and worse. She is so young, she should have her beautiful life, but
everything has been changed now. (G6:2)

Ambivalence
The uncertainty about the progress of the illness, however, provided a measure of hope for
the future and a belief in the possibility of positive change. Caregivers seemed to juggle
fears about ongoing disability with hopes for an unanticipated upturn, perhaps a medical
breakthrough. One participant said:

…I just hope he will get better some day… There will be a new medication
in the near future that can cure this disease (Schizophrenia)… (G5:1)

However, most participants were concerned and worried about their adolescents’ future
and fate after their own deaths. Many questions were asked in every group interview that
highlighted these concerns. Such questions as: “Is there any place they can go?”, “Where
can they get a job?”, “Have they got a future?”, and “Is there anyone to take over this job
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and look after him/her after I die?”

Most participants’ concern was for their loved one’s future. The biggest worry participants
discussed was the uncertainty about the adolescent’s future life. This theme shows that
participants found it difficult to cope with the unpredictability of the illness and associated
symptoms. For some however this meant that they also had some hope that new advances
that cure mental illness are possible so the future may indeed be better.

Discussion
This chapter presented family caregivers’ experiences when providing care for an
adolescent relative diagnosed with either schizophrenia or a mood disorder in Taiwan.
Three main themes were found: being in the dark, being isolated, and being uncertain.
The following section will discuss the main findings of the focus group interviews with
reference to the relevant literature.

Adolescent schizophrenia often presents with an insidious rather than acute onset (Sanders,
2006). For this reason, early recognition of the disorder can be problematic. The early
stage of a psychotic illness is often a frightening and bewildering time for family
caregivers, especially parents (Mueser et al., 1992; Sanders, 2006). During the mental
illness onset stage, family caregiver participants indicated that they were challenged due to
their lack of awareness, understanding, and knowledge of mental illness, especially
schizophrenia. These findings are consistent with the literature and indicate the importance
of family caregiver’s knowledge of mental illness, not just for them to be able to care for
the adolescent but to assist them in being less confused and distressed (Chang & Horrocks,
2006; Chien & Norman, 2003; Cuijpers & Stam, 2000; McDonell et al., 2003) .
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Medication compliance was an important issue raised by participants. The concerns of
family caregiver participants were often based on their or the adolescents’ fear of being
sedated, and the potential or actual development of side-effects from prescribed
medications. Adverse side-effects of some antipsychotic medications may result in weight
gain (Green et al., 2002; Sanders, 2006; Tzeng et al., 2004) which was mentioned by a
number of participants. Some medications require regular blood tests, and this can be an
uncomfortable and frightening experience (Sanders, 2006). Because of these
considerations, compliance with medication for participants in the present study was
found to be a difficult and confusing issue.

Most participants in this phase of the study expressed that their life had been changed
since their adolescent child/ sister was diagnosed with a mental illness. Having “no one
else” to provide support, advice and respite was a common feeling among participants. It
has also been proposed that delaying access to appropriate services, support and resources
may be a direct consequence of the shame and stigma associated with mental illness
(Sayce, 2000). The findings of the present study are consistent with this, as many
participants acknowledged feelings of shame and stigma that prevented them from seeking
help.

Participants’ reported experiences as a family caregiver, are consistent with other research
and identified that families generally need the following: (1) an adequate system of
community-based care for families (Green et al., 2002; Sanders, 2006; Tzeng et al., 2004);
(2) information about mental illness and available resources (Chien & Norman, 2003,
2004; Winefield & Harvey, 1994); (3) skills to cope with the mental illness and its sequela/
consequences for the family (Gaebel, Baumann, Witte, & Zaeske, 2002; Parker, 1993;
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Winefield & Harvey, 1994) ; (4) support (informal support networks, and formal support
networks) (Anonymous, 2002; Chou, Liu et al., 2002; Gaebel et al., 2002; Healey, Tan, &
Chong, 2006; Hsu & Chiou, 2003; Jewell & Stein, 2002; Norbeck et al., 1991; Scharlach
et al., 2006; Stengard, 2002; Webb et al., 1998; Winefield & Harvey, 1994), and (5)
contact with other families (Chou, Liu et al., 2002; Hsu & Chiou, 2003; Norbeck et al.,
1991; Webb et al., 1998). While these five needs have general applicability to families
who have an adolescent with a mental illness, there is much variability among families
regarding their relative importance. According to the literature, some families may have
pressing needs in all categories; other families may be relatively well-informed and
resourceful, with greater needs for involvement. There is also variability within particular
families needs over time. There may be a greater need for information and support at the
time of the initial diagnosis (Chien & Norman, 2003; Green et al., 2002; Mueser et al.,
1992; Norbeck et al., 1991; Soong, 1992; Stengard, 2002; Sung, Hixson, & Yorker, 2004;
Winefield & Harvey, 1994); and as these are met, families may reallocate their energy to
meet other individual, familial, or social needs (Jewell & Stein, 2002; Norbeck et al., 1991;
Soong, 1992; Stengard, 2002; Weber & Bailey, 2005).

The findings from these focus group interviews also confirm the importance of issues
related to family burden and caregiving in relation to those with diagnosed mental illness
(Carpentier et al., 1992; Dyck et al., 1999; Hsu & Chiou, 2003; McDonell et al., 2003;
Mueser et al., 1996; Stengard, 2002; Webb et al., 1998; Wijngaarden et al., 2003).
Disturbed behaviour, uncertainty, and unpredictability not only act as stressors for
caregivers, but also a factor that may promote caregivers’ isolation (Chou, Liu et al., 2002;
Hsu & Chiou, 2003; McDonell et al., 2003; Mueser et al., 1996; Stengard, 2002; Webb et
al., 1998; Wijngaarden et al., 2003). The findings from this phase of the study identify that
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this may also be the case in Taiwan.

Although information about mental illness is now relatively easy to get in Taiwan, many
participants complained that the information is not easy to understand. In addition,
Taiwan’s media are full of negative images and stereotypes of mental illness (for example,
sufferers may be represented as mad, violent and uncontrollable), which makes the role of
family caregivers even harder and increases social stigma about mental illness. There is a
need to attempt to eradicate some of the myths surrounding mental illness and improve
general awareness of the value of seeking help. Comprehensive education packages aimed
at improving the mental health literacy of communities have proven to produce a
significant reduction in treatment delay (Sanders, 2006).

The findings of this phase highlighted the main issues for caregivers (see Table 4.3) and
were used to identify the specific outcome measures needed for phase 2 of the study. This
was to enable greater insight into the needs, caregiver burden and emotional well-being of
caregivers of adolescents with either schizophrenia or a mood disorder in Taiwan to be
established.
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Table 4. 3: Themes and categories of focus group findings

Theme

Categories

Examples of Quotations

Being in
the dark

Don’t know what
happens to my child

I didn’t know what was going
on at that time. She ONLY
wasn’t sleeping well, crying
sometimes, and had some
behaviours A LITTLE BIT
different.

Don’t know what
“schizophrenia” is

I had never met anyone who
had “SCHIZOPHRENIA”,I
didn’t even know there is a
disease called by this name…

Difficulties getting
and understanding
information about the
illness

I went through a very hard
time, because I had no one to
ask for help, even for
information. I didn't know
where I could get information
about this disease. It is hard to
find information about this
disease…

Lack of
understanding of
medication
Being
isolated

Shame and stigma

No one else

Being
uncertain

Unpredictability

Ambivalence

I know the medication helps,
however, I cannot accept my
son is my son, he becomes
“slow” in some ways…
Although I get help from them
(relatives), it still feels difficult
to talk about this with them.
The mental illness is not like
any other disease…
I wish there was somebody to
share this job with me.
Although I get help from my
relatives, that's different…
I am worried about her future. I
read some articles, as I know
this disease (schizophrenia) can
not be cured and I am so
worried her situation will get
worse and worse.

Phase II
Measures
CM-ENQ*

Demographic
data
CBI**
DASS***

Demographic
data
CM-ENQ*
CBI**
DASS***

…I just hope he will get better
some day… There will be a
new medication in the near
future that can cure this disease
(Schizophrenia)…

* CM-ENQ: Chinese version of Modified Educational Needs Questionnaire (Chien et al., 2001)
**CBI: Caregiver Burden Inventory (Chou, Lin et al., 2002)
***DASS: Depress Anxiety Stress Scale (Lovibond & Lovibond, 1995)
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Conclusion
The findings of this small qualitative study indicated that Taiwanese family caregivers
of adolescents with mental illness were particularly challenged in the early stages of the
adolescent’s mental illness. Their sense of fear, confusion, and frustration were
compounded by a lack of information about the illness, including concerns with
medication. This lack of information lessened the family caregivers’ sense of control
over their situation and limited their choices, options and opportunities for support.
Skills training was not identified specifically in the interviews but many family
caregivers indicated that they felt unable to manage many of the tasks of caring and it is
likely that they would benefit from skills training.

Participants indicated that the impact on their lives as a caregiver was enormous and
that they experienced feelings of isolation. Many expressed concern that they had no
one with whom they could share their concerns and caring responsibilities. Many
identified that the role had become their whole life and with no anticipated respite now
or in the future. Many spoke about the emotional burden that came from feeling isolated
and solely responsible for the adolescent’s well-being. This burden of care was overlaid
with feelings of shame and stigma. Social support was considered to be of great value in
families who experienced the burden associated with caring for an adolescent with a
mental illness. The following chapter will present survey findings from phase 2 of the
study.
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Chapter 5
Survey Findings

The previous chapter outlined the qualitative findings in relation to the research
question “what is the experience of the family caregivers of an adolescent with
schizophrenia or a mood disorder in Taiwan?” This chapter presents the findings of a
survey to examine the educational needs, caregiver burden, and emotional well-being of
family caregivers of adolescents with mental illness. The following research questions
were asked:
(d) What are the educational needs of family caregivers of an adolescent with
schizophrenia or mood disorder in Taiwan?
(e) What is the nature of caregiver burden for family caregivers of an adolescent
with schizophrenia or mood disorder in Taiwan?
(f) What is the emotional well-being status of these family caregivers?

This chapter presents the findings using descriptive and inferential statistics. Firstly, the
response rate achieved in this study is reported, followed by demographic characteristics
of the family caregiver participants and adolescents with mental illness. The reliability
of the instruments for this study are examined and reported. Descriptive statistics are
used to describe the educational needs, caregiver burden, and emotional well-being of
participants. A comparison of the demographic data, educational needs, caregiver
burden, and emotional well-being between the two groups of participants (according to
the adolescent’s diagnostic category) is described. Participants who cared for an
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adolescent with schizophrenia were clustered into Group 1 and participants who cared
for an adolescent with a mood disorder were clustered into Group 2.

Response rate
This study used a cross sectional design, conducted in eight different sites which
included five hospitals (Chia-Yi Christian Hospital, Jianan Mental Hospital, National
Taiwan University Hospital, Tao-Yuan Psychiatric Hospital, Wei Gong Hospital), two
mental rehabilitation associations (Keelung Mental Rehabilitation Association and
Taipei Life of Heart Association), and an internet website—PsychPark, run by a group
of mental health professionals. The response rate ranged from 50 to 72.8 percent, and
the average response rate was 67.8 percent (see Table 5.1). The main reason for
caregivers’ refusal to complete questionnaires was that they were busy and had no time
to respond.

Table 5.1: Response rates and sites

Data Collection Sites
Chia-Yi Christian Hospital
Internet --PsychPark
Jianan Mental Hospital
Keelung Mental Rehabilitation Association
National Taiwan University Hospital
Taipei Life of Heart Association
Tao-Yuan Psychiatric Hospital
Wei Gong Hospital
Total Number of Participants

Number of Number of Response
Potential
Surveyed
Rate (%)
Participants Participants
48
34
70.8
88
64
72.7
65
43
66.2
16
8
50.0
86
58
67.4
6
4
66.7
53
35
66.0
23
15
65.2
385
261
67.8

Demographic characteristics of participants
Demographic characteristics are shown in Table 5.2. The representativeness of this
sample is not possible to predict due to a lack of national statistical data in Taiwan.
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Characteristics of the sample were examined through the use of descriptive statistics.
This provides a profile of family caregivers of an adolescent with a mental illness in
Taiwan.

A large number of caregivers (n = 261) participated in this study. There was a higher
proportion of female (77%, n = 201) participants compared to male participants (23%, n
= 60). Of the total number of caregivers, 170 were looking after an adolescent with
schizophrenia at home (Group 1) and 91 participants were taking care of an adolescent
with a diagnosed mood disorder (Group 2). As with the family caregivers in Phase 1, the
participants in this phase identified only the diagnosis schizophrenia for Group 1.
Family caregivers in Group 2 reported three diagnoses for adolescents: bipolar disorder
(n = 35); depression (n = 54) and, bipolar 1 ‘manic’ (n = 2). Table 5.2 shows there is
little difference between each group.

The age of participants ranged from 20 to 76 years of age with the mean age being
48.88 years (SD = 7.46 years). Around sixty percent of participants (60.5%, n = 158)
were aged between 40 and 49 years old. Over eighty percent of participants were
married (81.2%, n = 212), 7.3 percent were divorced (n = 19), and 3.8 percent were
single (n = 12).

The educational level of participants was grouped according to the highest level of
education completed. Around fifteen percent of participants (14.6%, n = 38) had
completed primary school, 11.9 percent (n = 31) achieved their junior high school
education; the largest number of participants (41.8%, n = 109) achieved their senior
high school education, 12.6 percent of participants (n = 33) had a Bachelor degree and
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3.8 percent (n = 10) had completed postgraduate studies.
More than one-third of participants (35.2%, n = 92) ascribed to the religious belief of
Taiwanese Folk Religion, and close to one-third of participants (31.4%, n = 82) were
Buddhist. A small number of participants (21.1%, n = 55) in this study reported they had
no religious affiliation.

More than half of the participants (54.4%, n = 142) were employed in full time jobs,
twenty-two participants (8.4%) were in part-time work, only eight participants (3.1%)
had casual employment, and almost one-third of participants (30.7%) were unemployed.

Characteristics of participants in Group 1
A high proportion of participants caring for an adolescent with a diagnosis of
schizophrenia were female (75.9%, n = 129) compared to only 24.1 percent (n = 41) of
male participants. The age of participants ranged from 25 to 76 years of age with the
mean age being 48.32 (SD = 7.21 years). Close to sixty percent of participants (58.2%,
n = 99) were aged between 40 and 49 years old. Over eighty percent of participants
were married (82.9%, n = 141).

In relation to educational level, the largest number of participants (40.6%, n = 69) had
achieved their senior high school education. Three participants in this group had no
formal education (1.8%). Around one-third of participants in this group (33%, n = 56)
identified as Buddhist, and another third of participants (30.6%, n = 52) identified
Taiwanese Folk religion. Forty participants (23.5%) in this group reported no religious
affiliation.
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Half of this group of participants (47.6%, n = 81) were employed full time, around onethird (34.7%, n = 59) were unemployed, and undertook the caregiving role as a full time
job.

Characteristics of participants in Group 2
For the group of participants looking after an adolescent with a mood disorder, the mean
age was 44.18 years (SD = 7.05 years, range = 20 - 58). The majority of participants
(64.8%, n = 59) in this group were aged between 40 - 49 years old. Almost eighty
percent were female (79.12%, n = 72) compared with 20.88 percent male participants (n
= 19). Almost eighty percent of participants were married (78%, n = 71), and there were
seven single participants (7.7%) in this group. The largest proportion of participants
(44%, n = 40) reported having an education level of senior high school. Almost twenty
percent of participants (19.8%, n = 18) had an education level of a Bachelor degree or
above.

A high proportion of participants (44%, n = 40) in this group ascribed to the Taiwanese
Folk religion; almost thirty percent of participants (28.6%, n = 26) were Buddhist. More
than two-thirds of participants (67%, n = 61) in this group were employed in full-time
work, while also undertaking the caregiving role. There were 23.1 percent participants
(n = 21) who were unemployed.
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Table 5.2: Demographic characteristics of participants (n = 261)

Characteristic

Age (Years)

Gender
Marriage status

Education

Religion

Employment
status

Mean
SD
Range
20-29
30-39
40-49
50-59
60-69
70-79
Male
Female
Single
Married
Cohabit
Separated
Divorced
Widow/Widower
No education
Elementary School
Junior High School
Senior High School
College
Undergraduate
degree
Master degree and
above
None
Buddhism
Taoism
Taiwanese Folk
Religion
Catholicism
Christian
Missing
Unemployed
Full time
Part-time
Casual
Volunteer
Missing

Frequency (Percent)
Total
Group 1
Participants
(n = 170)
(n = 261)
n (%)
n (%)
48.88
48.32
7.41
7.21
20 - 76
25 - 76
8 ( 3.1)
3 ( 1.8)
19 ( 7.3)
8 ( 4.7)
158 (60.5)
99 (58.2)
67 (25.7)
51 (30.0)
5 ( 1.9)
5 ( 2.9)
4 ( 1.5)
4 ( 2.4)
60 (23.0)
41 (24.1)
201 (77.0)
129 (75.9)
12 ( 4.6)
5 ( 2.9)
212 (81.2)
141 (82.9)
3 ( 1.1)
1 ( 0.6)
5 ( 1.9)
4 ( 2.3)
19 ( 7.3)
13 ( 7.7)
10 ( 3.8)
6 ( 3.6)
3 ( 1.1)
3 ( 1.8)
38 (14.6)
30 (17.6)
31 (11.9)
18 (10.6)
109 (41.8)
69 (40.6)
37 (14.2)
25 (14.7)
33 (12.6)
21 (12.4)

Group 2
(n = 91)
n (%)
44.18
7.05
20 - 58
5 ( 5.5)
11 (12.1)
59 (64.8)
16 (17.6)
--19 (20.9)
72 (79.1)
7 ( 7.7)
71 (78.0)
2 ( 2.2)
1 ( 1.1)
6 ( 6.6)
4 ( 4.4)
0 ( 0.0)
8 ( 8.8)
13 (14.3)
40 (44.0)
12 (13.2)
12 (13.2)

10 ( 3.8)

4 ( 2.3)

6 ( 6.6)

55 (21.1)
82 (31.4)
7 ( 2.7)
92 (35.2)

40 (23.5)
56 (33.0)
4 ( 2.3)
52 (30.6)

15 (16.5)
26 (28.6)
3 ( 3.3)
40 (44.0)

4 ( 1.5)
20 ( 7.7)
1 ( 0.4)
80 (30.7)
142 (54.4)
22 ( 8.4)
8 ( 3.1)
6 ( 2.3)
3 ( 1.1)

3 ( 1.8)
15 ( 8.8)
-59 (34.7)
81 (47.6)
15 ( 8.8)
6 ( 3.6)
6 ( 3.6)
3 ( 1.8)

1 ( 1.1)
5 ( 5.5)
1 ( 1.1)
21 (23.1)
61 (67.0)
7 ( 7.7)
2 ( 2.2)
---

Group 1: Schizophrenia
Group 2: Mood disorder
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Relationship of participants to their adolescent
Most participants (91.6%, n = 239) were a parent of the adolescent diagnosed with
either schizophrenia or a mood disorder. Of these, three-quarters (71.2%, n = 186) were
mothers. The other relationships were father (20.3%, n = 53), sibling (1.1%, n = 10),
grandparent (1.6%, n = 4) and adopted parent (1.6%, n = 4). No grandparents or other
relatives (such as uncle or aunty) were caring for an adolescent with a mood disorder.
The relationship of participants to the adolescent in this study is shown in Table 5.3.

Table 5. 3: Relationship of participant to adolescent with a mental illness (2 groups)

Participants’ relationship to
adolescent

Parent
Grandparent
Sibling
Other relative
Adoptive parent

Father
Mother
Grandfather
Grandmother
Brother
Sister
Uncle
Aunty
Father
Mother

Frequency (Percentage)
Total
Group 1
Group s
participants
(n = 170)
(n = 91)
(n = 261)
n (%)
n (%)
n (%)
53 (20.3)
37 (21.7)
16 (17.6)
186 (71.2)
120 (70.6)
66 (72.5)
2 ( 0.8)
2 ( 1.2)
-2 ( 0.8)
2 ( 1.2)
-2 ( 0.8)
0 ( 0.0)
2 ( 2.2)
8 ( 3.0)
4 ( 2.3)
4 ( 4.4)
2 ( 0.8)
2 ( 1.2)
-2 ( 0.8)
2 ( 1.2)
-1 ( 0.4)
-1 ( 1.1)
3 ( 1.1)
1 ( 0.6)
2 ( 2.2)

Group 1: Schizophrenia
Group 2: Mood disorder

Living arrangements
As data was collected at eight different sites in Taiwan, information about place of
residence was gathered. Around half of the participants (47.1%, n = 123) were living in
North Taiwan, ninety-three participants (35.6%) were from South Taiwan, forty-two
(16.1%) from Middle Taiwan, only one participant (0.4%) resided in Eastern Taiwan,
and two participants (0.8%) were living on outer islands (refer to Figure 5.1).
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Figure 5. 1: Map of Taiwan, Republic of China

（http://www.youthguesthouse.org.tw/Eng/search/search.aspx, retrieved 26 Dec.
2006）
North Taiwan includes Keelung City, Taipei City, Taipei County, Taoyuan County, Hsinchu City, and
Hsinchu County.
Middle Taiwan includes: Miaoli County, Taichung County, Taichung City, Changhua County, Nantou
County, Yunlin County, Chiayi city, and Chiayi County.
South Taiwan includes Tainan County, Tainan City, Kaohsung County, Kaohsung City, and Pingtung
County.
East Taiwan includes Yilan County, Hualien County, and Taitung County.
Outer islands includes Lienchiang County, Kinmen County, and Penghu County.

Participants’ household income was investigated. More than one-third of participants’
household income was less than 35 000 (New Taiwanese Dollar (NTD) per month.
(One Australian dollar equals 25.5 NTD). A high proportion (40.6%) of participants
reported their household income between 35 001 to 75 000 NTD per month. Very few
participants (5.4%, n = 14) reported that there were only two people in the same
household. Around half of the participants (45.2%, n = 118) had four people in their
household.
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Almost half of the participants (46%, n = 120) indicated that the adolescent for whom
they cared had two siblings living in the same household. Thirty-four adolescents (13%)
diagnosed with a mental illness were the only child in their family. The household
characteristics of participants are listed in Table 5.4.

Table 5. 4: Participants’ household characteristics (n = 261)

Characteristic

Category

Living Area

North Taiwan
Middle Taiwan
South Taiwan
East Taiwan
Outer Islands

Household Income
(NTD per month)

< 20000
20001-35000
35001-50000
50001-75000
75001-100000
100001-125000
125001-150000
>150001
Missing

Number of people
in each household

Number of
Siblings

Frequency (Percentage)
Total
Group 1
Group 2
participants
(n = 170)
(n = 91)
(n = 261)
n (%)
n (%)
n (%)
123 (47.1)
102 (60.0)
21 (23.1)
42 (16.1)
20 (11.8)
22 (24.2)
93 (35.6)
46 (27.1)
47 (51.6)
1 ( 0.4)
1 ( 0.6)
-2 ( 0.8)
1 ( 0.6)
1 ( 1.1)
41 (15.7)
52 (19.9)
53 (20.3)
53 (20.3)
26 (10.0)
17 ( 6.5)
5 ( 1.9)
12 ( 4.6)
2 ( 0.8)

26 (15.3)
36 (21.2)
34 (20.0)
38 (22.4)
13 ( 7.6)
9 ( 5.3)
4 ( 2.4)
8 ( 4.7)
2 ( 1.2)

15 (16.5)
16 (17.6)
19 (20.9)
15 (16.5)
13 (14.3)
8 ( 8.8)
1 ( 1.1)
4 ( 4.4)
--

Mean
SD
Range
2
3
4
5
6
7
missing

4.25
1.16
2-7
14 ( 5.4)
44 (16.9)
118 (45.2)
45 (17.2)
26 (10.0)
13 ( 5.0)
1 ( 0.4)

4.26
1.20
2-7
12 ( 7.1)
25 (14.7)
76 (44.7)
30 (17.6)
18 (10.6)
9 ( 5.3)
--

4.22
1.09
2-7
2 ( 2.2)
19 (20.9)
42 (46.2)
15 (16.5)
8 ( 8.8)
4 ( 4.4)
1 ( 1.1)

1
2
3
≥4

34 (13.0)
120 (46.0)
76 (29.1)
31 (11.9)

21 (12.4)
72 (42.4)
53 (31.2)
24 (14.1)

13 (14.3)
48 (52.7)
23 (25.3)
7 ( 7.7)

Group 1: Schizophrenia
Group 2: Mood disorder
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Caregiving tasks
Information about caregiving tasks is presented in Table 5.5. One hundred participants
(38.3%) identified themselves as the only caregiver of the adolescent in their household.
Close to half of the participants (48.3%, n = 126) shared their caregiving role with
another family member; and only 10 participants (3.9%) had more than 3 other family
members undertaking the caregiving role. Some participants looked after one person in
their family; however, seventy-one participants (27.2%) in this study were also looking
after more than one family member with a diagnosed illness in their family.

Caregiving tasks included accompanying the adolescent to attend doctor’s appointments.
A proportion (61.7%, n = 161) of participants accompanied the adolescent to doctor’s
appointments once a month. A smaller number of participants (14.9%, n = 39)
accompanied the adolescent to their doctor’s appointment irregularly.

Supervision of medication administration is another important task in a caregiving role.
More than fifty percent of participants (52.5%, n = 137) reported that they were
required to supervise the taking of medication. Furthermore, some participants (21.86%,
n = 51) indicated that they had difficulty with medication supervision.
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Table 5. 5: Participants’ caregiving tasks (n = 261)

Caregiving Tasks

Frequency (Percentage)
Total
Group 1
Group 2
participants (n = 170)
(n = 91)
(n = 261)
n (%)
n (%)
n (%)

Number of caregivers in the
household
Only caregiver
Two carers
Three carers
Four carers
Five or more carers
Care for more than one patient in the
household
No
Yes
Missing
Frequency of accompanying
adolescent to doctor’s appointment
> twice a month
Every two weeks
Once a month
Once every two months
Once every three
months
Irregularly
Supervision of medication taking
required
No
Yes
Difficulty with supervision of
medication
No
Yes
Adolescent also undertaking other
treatments
No
Yes
Group 1: Schizophrenia
Group 2: Mood disorder
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100 (38.3)
126 (48.3)
25 ( 9.6)
8 ( 3.1)
2 ( 0.8)

69 (40.6)
78 (45.9)
16 ( 9.4)
5 ( 2.9)
2 ( 1.2)

31 (34.1)
48 (52.7)
9 ( 9.9)
3 ( 3.3)
--

189 (72.4)
71 (27.2)
1 ( 0.4)

121 (71.2)
49 (28.8)
--

68 (74.7)
22 (24.2)
1 ( 1.1)

16 ( 6.1)
29 (11.1)
161 (61.7)
10 ( 3.8)

13 ( 7.6)
19 (11.2)
103 (60.6)
7 ( 4.1)

3 ( 3.3)
10 (11.0)
58 (63.7)
3 ( 3.3)

6 ( 2.3)

5 ( 2.9)

1 ( 1.1)

39 (14.9)

23 (13.5)

16 (17.6)

124 (47.5)
137 (52.5)

79 (46.5)
91 (53.5)

45 (49.5)
46 (50.5)

204 (78.2)
57 (21.8)

134 (78.8)
36 (21.2)

70 (76.9)
21 (23.1)

87 (33.3)
174 (66.7)

58 (34.1)
112 (65.9)

29 (31.9)
62 (68.1)

Mental health resource usage
Participants were asked about their use of mental health resources, including their
knowledge of available resources, and how many resources they used. In this study,
close to two-thirds of participants (63.6%, n = 166) reported they did not know of any
mental health resources. There were only 65 participants (24.9%) who utilised available
resources. Mental health resource usage by participants in this study is listed in Table
5.6. In terms of usage of mental health resources, more participants in Group 2 (30.8%,
n = 28) used mental health resources than participants in Group 1 (22.4%, n = 37).

Table 5. 6: Participants resource usage (n = 261)

Frequency (Percentage)
Total
Group 1
Group 2
participants
(n = 170)
(n = 91)
(n = 261)
n (%)
n (%)
n (%)
Knowledge of mental health
resources?
No
Yes
Usage of mental health resources?
No
Yes

166 (63.6)
95 (36.4)

104 (61.2)
66 (38.8)

62 (68.1)
29 (31.9)

196 (75.1)
65 (24.9)

133 (77.6)
37 (22.4)

63 (69.2)
28 (30.8)

Group 1: Schizophrenia
Group 2: Mood disorder

Table 5.7 presents the number and type of mental health resources used by participants.
Around sixty-five percent (64.6%, n = 42) of participants identified they used only one
mental health resource. Seventeen reported using two mental health resources. Very few
(9.2%, n = 6) had used more than 3 different resources. More than half of the
participants (56.9%, n = 37) who had used a resource reported that the internet was
accessed to find information to help with their role. Other resources used were a Mental
Health Centre (12.3%, n = 8), Hospital Hotlines (16.9%, n = 11), Mental Health
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Rehabilitation Association (30.8%, n = 20), and Community Health Centres (24.6%, n =
16).

Table 5. 7: Mental health resource usage (n = 65)

Frequency (Percentage)
Total
Group 1
Group 2
participants
(n = 37)
(n = 28)
(n = 65)
n (%)
n (%)
n (%)
Number of mental health resources
used by participants
One resource
Two resources
Three resources
Four resources
Five resources

42 (64.6)
17 (26.2)
4 ( 6.2)
1 ( 1.5)
1 ( 1.5)

19 (51.5)
13 (35.0)
4 (10.8)
1 ( 2.7)
--

23 (82.1)
4 (14.3)
--1 ( 3.6)

8
11

6
5

2
6

20

16

4

16
37

11
20

5
17

Type and Frequency of use
Mental Health Centre
Hospital hotlines
Mental Health Rehabilitation
Association
Community Health Centre
Internet
Group 1: Schizophrenia
Group 2: Mood disorder

Demographic characteristics of adolescents with a mental illness
The demographic characteristics of adolescents were collected from participant carers in
this study. There were 137 male and 124 female adolescents being cared for in this study.
The average age of the adolescent diagnosed with a mental illness was 18.54 years (SD
= 1.71). The age range was from 13 to 20 years.

Almost sixty percent of adolescents (58.6%, n = 153) had a senior high school level
education. Only three adolescents (1.1%) had an elementary school education level.
Forty-seven (18%) had an education level to junior high school. Furthermore, fortyeight adolescents (18.4%) were undertaking their education at a university. More than
92

forty percent of adolescents (41.4%, n = 108) were undergoing continuing study in the
education system. A very low percentage of adolescents were undertaking full-time
(3.1%, n = 8), part time (3.8%, n = 10) or casual employment (1.9%, n = 5). The
demographic characteristics of the adolescents with a diagnosed mental illness being
cared for by participants are shown in Table 5.8.

The largest number of adolescents (n = 170) in this study had a diagnosis of
schizophrenia (Group 1). The average age of adolescents in this group was 18.73 years
(SD = 1.48), with a range of 13 to 20 years. The mean age of onset of illness was 14.95
years (SD = 2.46, range = 6 - 19.2 years). The average duration of the illness at the point
of data collection was 3.78 years (SD = 2.1, range = 6 months - eleven years), the
average length of treatment received was 3.04 years (SD = 1.99, range = 0.2 - 8.7 years).
In Group 2, there were 91 adolescents being cared for with a diagnosis of a mood
disorder, 48 were male (52.7%), and 43 female (47.3%). The mean age of this group
was 18.19 years (SD = 2.03, range = 13 - 20 years). The average age of onset of illness
was 15.38 years (SD = 2.23, range = 10 - 19.5 years). The average duration of illness at
the point of data collection was 2.8 years (SD = 1.97, range = 0.3 - 8.5 years), the length
of treatment received was 2.02 years (SD = 1.99, range = 0.2 - 8.7 years). This
information is outlined in Table 5.8, which illustrates that the two groups of adolescents
were reasonably similar on age, onset age, and age when treatment sought. The only
significant differences between the two groups were that the duration of both the illness
and the treatment received were longer for the adolescents in Group 1.
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Table 5. 8: Adolescent characteristics (2 groups), and independent t-test between two groups.

Characteristic

Age (Years)

Gender
Onset Age

Age when treatment
sought
Duration of diagnosis
with mental illness
Duration of receiving
treatment

Mean
SD
Range
Male
Female
Mean
SD
Range
Mean
SD
Range
Mean
SD
Range
Mean
SD
Range

Frequency (Percent)
Total
Group 1
Group 2
Participants (n = 170)
(n = 91)
(n = 261)
n (%)
n (%)
n (%)
18.54
18.73
18.19
1.71
1.48
2.03
13- 20
13 - 20
13 - 20
137 (52.5)
89 (52.4) 48 (52.7)
124 (47.5)
81 (47.6) 43 (47.3)
15.10
14.95
15.38
2.39
2.46
2.23
6 - 19.5
6 - 19.2
10 - 19.5
15.85
15.68
16.17
2.25
2.34
2.06
9 - 20
9 - 19.5
11.2 - 20
3.44
3.78
2.8
2.11
2.11
1.97
0.3 - 11
0.5 - 11
0.3 - 8.5
2.69
3.04
2.02
1.94
1.99
1.65
0 - 8.7
0.2 - 8.7
0 – 6.5

p
0.027

0.164
0.98
<0.001
<0.001

Group 1: Schizophrenia
Group 2: Mood disorder

In terms of educational level shown in Table 5.9, more than sixty percent of adolescents
(60.8%, n = 103) in Group 1 had senior high school education level. Only three
adolescents (1.1%) had an elementary school educational level, twenty-six adolescents
(15.3%) had a university education. On the other hand, more than half of the
adolescents (54.9%, n = 50) in Group 2 were studying at senior high school, and close
to twenty-five percent of adolescents (24.2%, n = 22) had a university educational level.

Close to one-third of adolescents in Group 1 (32.9%, n = 56) were undertaking
continuing study in the educational system which is proportionally fewer than
adolescents in Group 2 (57.1%, n = 52). Almost one-third of adolescents (31.2%, n = 53)
in Group 1 and a similar percentage of adolescents in Group 2 (24.2%, n = 22) had
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suspended their study. Furthermore, almost a quarter of adolescents (24.1%, n = 41) in
Group 1 and fourteen adolescents (15.4%) in Group 2 stayed at home and had difficulty
with daily functioning at the time of data collection. There was no statistical difference
in relation to adolescents’ education level between the two groups of caregiver
participants but there was a statistical difference between the two groups in relation to
employment status as shown in Table 5.9.

Table 5. 9: Education level and employment status of adolescents (2 groups)

Characteristic

Frequency (Percent)
Total Participants Group 1
Group 2
(n = 261)
(n = 170)
(n = 91)
n (%)
n (%)
n (%)

Education level
Elementary School
Junior High School
Senior High School
College
University
Missing
Employment status
Student –attending school
Student – suspended study
Full time job
Part-time job
Casual job
Stay home and do
nothing

3 ( 1.1)
47 (18.0)
153 (58.6)
8 ( 3.1)

3 ( 1.8)
31 (18.2)
103 (60.6)
5 ( 2.9)

-16 (17.6)
50 (54.9)
3 ( 3.3)

48 (18.4)
2 ( 0.8)

26 (15.3)
2 ( 1.2)

22 (24.2)
--

p
0.836

0.002
108 (41.4)
75 (28.7)
8 ( 3.1)
10 ( 3.8)
5 ( 1.9)
55 (21.1)

56 (32.9)
53 (31.2)
6 ( 3.5)
9 ( 5.3)
5 ( 2.9)
41 (24.1)

52 (57.1)
22(24.2)
2 (2.2)
1 (1.1)
-14 (15.4)

Group 1: Schizophrenia
Group 2: Mood disorder

Approaches to treatment
A comparison of illness treatment approaches including hospitalization and medication
is shown in Table 5.10. In terms of illness treatment and mediation, a high proportion of
adolescents (80%, n = 136) in Group 1 took their medication regularly. More than half
of the adolescents (53.5%, n = 91) needed family carer supervision and thirty-six
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participants (family caregivers) (21.2%) for this group of adolescents’ reported they had
difficulty supervising the taking of medication.

In Group 2 (mood disorders), around one-third of adolescents (30.8%, n = 28) took
medication irregularly, with four adolescents having never taken any medication. More
than half of the adolescents (50.5%. n = 46) in this group required medication
supervision and twenty-one carers (21.3%) for this group reported difficulty with this
aspect of their role.

Close to sixty percent of adolescents (58.2%, n = 90) in Group 1 had experience of
hospitalization in a mental health ward; fifteen of them had been hospitalized more than
five times. The proportion in Group 2 who had experienced hospitalization was less
than Group 1. Only seven adolescents in Group 2 had experienced hospitalization more
than five times.

Around two-thirds of adolescents (65.9%, n = 112) in Group 1, had received other
treatments and neuroleptic medication at the same time. The treatments included
psychotherapy (15.9%, n = 27), folk remedies (23.5%, n = 40), family therapy (9.4%, n
= 16), prescribed Chinese medicine (11.8%, n = 20), day care (18.8%, n = 32), Chinese
herbs (3.5%, n = 6), and acupuncture (1.5%, n = 3). For the adolescents in Group 2, a
similar proportion (68.1%, n = 62) to Group 1 (65.9%, n = 112) received other
treatments as well as medication. The treatments included psychotherapy (31.9%, n =
29), folk remedies (38.5%, n = 35), prescribed Chinese medicine (11%, n = 10), day
care (9.9%, n = 9), and acupuncture (1.1%, n = 1), with only one receiving family
therapy, and Chinese herbs in this group.
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Table 5. 10: Characteristics of adolescent’s disease and treatment (2 groups)

Characteristic

Category

Frequency (Percent)
Total
Group 1
Group 2
Participants
(n = 170)
(n = 91)
n
(%)
n (%)
(n = 261)
n (%)

Frequency of doctor’s appointments
> twice a month
16 ( 6.1)
Every two weeks
29 (11.1)
Once a month
161 (61.7)
Once for two month
10 ( 3.8)
Once for three month
6 ( 2.3)
Irregularly
39 (14.9)
Compliance with scheduled doctor’s
appointments
Every time
170 (65.1)
Once a month
5 ( 1.9)
Every two month
2 ( 0.8)
Irregular
78 (29.9)
Never goes to doctor
6 ( 2.3)
Taking of prescribed medication
Regular
195 (74.7)
Irregular
62 (23.8)
Does not take
4 ( 1.5)
medication
Needs supervision taking medication
No
124 (47.5)
Yes
137 (52.5)
Carer reported difficulty with supervision of medication
No
204 (78.2)
Yes
57 (21.8)
Hospitalisation
Never
128 (49.0)
Once
57 (21.8)
Twice
34 (13.0)
Three times
13 ( 5.0)
Four times
7 ( 2.7)
Five times and above
22 ( 8.4)
Received other treatments
No
87 (33.3)
Yes
174 (66.7)
Psychotherapy
56 (21.5)
Folk remedies
75 (28.7)
Family therapy
16 ( 6.1)
Chinese Medicine (prescribed)
30 (11.5)
Day Care
41 (15.7)
Chinese Herbs (non-prescribed)
6 ( 2.3)
Acupuncture
4 ( 1.5)
Group 1: Schizophrenia
Group 2: Mood disorder
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13 ( 7.6)
19 (11.2)
103 (60.6)
7 ( 4.1)
5 ( 2.9)
23 (13.5)

3 ( 3.3)
10 (11.0)
58 (63.7)
3 ( 3.3)
1 ( 1.1)
16 (17.6)

116 (68.2)
5 ( 2.9)
1 ( 0.6)
44 (25.9)
4 ( 2.4)

54 (59.3)
-1 ( 1.1)
34 (37.4)
2 ( 2.2)

136 (80.0)
34 (20.0)
--

59 (64.8)
28 (30.8)
4 ( 4.4)

79 (46.5)
91 (53.5)

45 (49.5)
46 (50.5)

134 (78.8)
36 (21.2)

70 (76.9)
21 (23.1)

71 (41.8)
42 (24.7)
28 (16.5)
10 ( 5.9)
4 ( 2.4)
15 ( 8.8)

57 (62.6)
15 (16.5)
6 ( 6.6)
3 ( 3.3)
3 ( 3.3)
7 ( 7.7)

58 (34.1)
112 (65.9)
27 (15.9)
40 (23.5)
16 ( 9.4)
20 (11.8)
32 (18.8)
6 ( 3.5)
3 ( 1.8)

29 (31.9)
62 (68.1)
29 (31.9)
35 (38.5)
-10 (11.0)
9 ( 9.9)
-1 ( 1.1)

Reliability of instruments
Standardized instruments used in this study included the: Chinese Modified Educational
Needs Questionnaire (CM-ENQ), Caregiver Burden Inventory (CBI), and Depression
Anxiety and Stress Scale (DASS). The reliability of each instrument is explored below
and Table 5.11 outlines the reliability coefficients of all scales and subscales.

Chinese Modified Educational Needs Questionnaire (CM-ENQ)
The CM-ENQ was used to measure the importance and unmet educational needs of
caregivers. The reliability of CM-ENQ has previously been reported (Chien et al., 2003).
Cronbach’s alpha coefficient for this study were high, ranging from 0.83 to 0.94 for the
six domains and was 0.98 for the total score, indicating good reliability.

Caregiver Burden Inventory (CBI)
The CBI consists of five different factors measuring caregiver burden: time-dependence
burden, developmental burden, physical burden, social burden, and emotional burden.
The internal consistency reliability of each factor was calculated and these were good
for all factors. The factors obtained a Cronbach’s alpha value of 0.75, 0.78, 0.81, 0.74,
and 0.71 respectively. The Cronbach’s alpha value was 0.90 for the total score,
indicating good reliability.

Depression Anxiety Stress Scale (DASS)
The DASS is a set of three self-report scales designed to measure the negative
emotional states of depression, anxiety and stress. The reliability coefficient was
calculated for each subscale of the DASS and was found to be good overall and for all
subscales as reported in Table 5.11. The Cronbach’s Alpha coefficient ranged from 0.8
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to 0.89 and was 0.94 for the total score.

Table 5. 11: Reliability of scales and subscales

Scales / Subscales
CM-ENQ
Basic facts about mental illness
Coping with patient symptoms
Enhancing social functioning
Community resources
Coping with stress and family problems
Miscellaneous
Overall
CBI
Time-Dependence Burden
Developmental Burden
Physical Burden
Social Burden
Emotional Burden
Overall
DASS
Depression
Anxiety
Stress
Overall

Cronbach’s Alpha
.94
.94
.92
.89
.90
.83
.98
.75
.78
.81
.74
.71
.90
.89
.80
.84
.94

Educational needs of caregivers
Participants in this study were asked about their educational needs in terms of providing
care for an adolescent with a mental illness. Table 5.12 outlines the mean and standard
deviation scores of each educational need item with a high mean indicating greater
importance. The item means of the 45 educational needs statements ranged from 3.33 to
4.19 (SD range = 0.83 - 1.30). The 10 most important and least important needs together
with their means, standard deviations, numerical ranking of needs according to unmet
need scores are illustrated in Table 5.12.
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Table 5. 12: The 10 most and least important educational needs of participants (n = 261)

Educational Needs
(in descending order of importance)

Mean

SD

Unmet
need score
rank

The 10 most important educational needs
Ways of managing stress more effectively
Psychiatric medications
Loss of pleasure
Problems with concentration
Sleeping problems
Getting what you need from the mental health
system
Early warning signs of the illness and relapse
Improving social relationships
Side-effects of medications
Lack of interest and motivation

4.19
4.18
4.17
4.11
4.11

0.89
0.91
0.83
0.89
0.93

13
1
14
25
8

4.11
4.08
4.07
4.06
4.05

0.94
0.92
0.94
0.94
0.90

30
4
11
10
23

10 least important educational needs
Patient self-help organizations
How psychiatric diagnoses are made
Planning/ coping with holidays
Day treatment
Dealing with weight gain
Improving grooming and hygiene
What happens when parent dies
Drug/ alcohol abuse
Admission to psychiatric hospital
Involuntary commitment to hospital

3.76
3.72
3.70
3.67
3.67
3.66
3.61
3.55
3.52
3.33

1.09
1.04
1.12
1.08
1.28
1.18
1.30
1.16
1.17
1.18

45
32
18
35
38
12
44
34
33
37

Participants also reported the extent to which each educational need had been met, from
1 (not met) to 4 (always met). The total unmet educational needs score ranged from 9.05
to 12.50 (possible range = 1 – 20; SD range = 4.16 - 5.17). The total list of means and
standard deviations of unmet needs is described in Appendix 15. The top 10 unmet
educational needs are listed in Table 5.13. The item means of these 10 unmet needs
ranged from 11.67 to 12.50, and rank order of the needs importance of those items is
provided. There are five unmet need items which participants ranked in their 10 most
important educational needs. These were: psychiatric medications, early warning signs
of the illness and relapse, side-effects of medications, sleeping problems, and improving
communication with relatives.
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Table 5. 13: The top 10 unmet educational needs of participants (n = 261)

Educational Needs
(in descending order of importance)
Psychiatric medications
Symptoms of the illness
What the illness is like for the person with it
Early warning signs of the illness and relapse
Improving communication with relatives
Stress and the illness
Improving independent living skills
Sleeping problems
Enhancing leisure and recreational activities
Side-effects of medications

Mean
12.50
12.28
12.12
12.08
11.95
11.85
11.82
11.77
11.71
11.67

SD
4.86
4.51
4.66
4.70
4.85
4.75
4.75
4.80
4.97
4.61

Need importance
rank
2
26
23
7
8
17
16
5
35
9

Relationship between demographic data and educational needs
Demographic factors associated with ranked importance of educational needs and unmet
educational needs were analysed by exploring the relationship between educational
level, the number of resources used (rs = 0.244, p < 0.01), and importance of
educational needs (rs = 0.231, p < 0.01) and were found to be significant. The
relationship between educational level and number of resources used (rs = 0.281, p <
0.01) and unmet needs (rs = 0.243, p < 0.01) were statistically significant (see Table
5.14). This indicated that participants with a higher education level and who used more
resources had consistent and higher ratings in regards to the most important educational
needs and unmet needs scores. There were no statistically significant correlations found
between importance of educational needs score, unmet educational needs score and
other demographic variables. The relationship between the frequency of attending
doctors’ appointments and unmet educational needs was statistically significant (rs = 0.264, p < 0.01) (see Table 5.15). This indicated that when the adolescent with a mental
illness was not regularly assessed and medically reviewed, participant carers reported
higher unmet educational needs.
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Table 5. 14: Relationship between importance of educational needs and carer characteristics (n = 261)

rs
-0.07
0.244**
0.231**
0.016
-0.014

Age
Educational level
Number of resources contacted
Duration of illness to data collection point
Duration of received treatment

p value
0.907
<0.01
<0.01
0.797
0.821

** Correlation is significant at the 0.01 level (2-tailed)
* Correlation is significant at the 0.05 level (2-tailed)

Table 5. 15: Relationship between unmet educational needs and carer characteristics (n = 261)

rs
0.08
0.281**
0.243**
0.013
0.004
0.264**

Age
Educational level
Number of resources contacted
Duration of illness to data collection point
Duration of receiving treatment
Frequencies of doctor appointment

p value
0.904
<0.01
<0.01
0.833
0.951
<0.01

** Correlation is significant at the 0.01 level (2-tailed)
* Correlation is significant at the 0.05 level (2-tailed)

Caregiver burden of family caregivers
The Caregiver Burden Inventory (CBI) is a self-report scale to assess the impact of
burden on participants with total scores ranging from 0 to 96 with a higher score
indicating a higher level of burden. In this study, the mean total score for the CBI was
48.34 (SD = 7.05), the obtained means on the respective subscales were timedependence burden

(M = 10.95, SD = 4.54), development burden (M = 11.63, SD =

4.6), physical burden (M = 9.82, SD = 4.0), social burden (M = 7.17, SD = 3.98) and
emotional burden (M = 8.89, SD = 4.96). Table 5.16 lists the means and standard
deviations of the total score and subscales of the CBI.
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Table 5. 16: The mean and standard deviation of total score and subscales of CBI

Total Score
Subscale
Time-Dependence Burden (5 items)
Developmental Burden (5 items)
Physical Burden (4 items)
Social Burden (4 items)
Emotional Burden (6 items)

Mean
48.34

SD
17.05

10.95
11.63
9.82
7.17
8.89

4.54
4.60
4.00
3.98
4.96

Relationship between demographic characteristics and caregiver burden
Relationships among the selected illness and treatment history were significant between
the duration of the adolescent’s illness (rs = 0.154, p = 0.013), hospitalization (rs =
0.329, p < 0.01) and caregiver burden. The results also show that when there are more
caregivers in the same household, the participant had less caregiver burden (rs = -0.197,
p < 0.01). There were no other statistically significant correlations between
demographic characteristics and caregiver burden variables.

Table 5. 17: Relationship between caregiver burden and carer characteristics

rs
0.67
-0.110
0.112
0.154*
0.084
-0.197**
0.329**

Age
Educational level
Number of resources contacted
Duration of the illness
Duration of receiving treatment
Number of caregivers
Hospitalization

p value
0.287
0.079
0.073
0.013
0.179
0.002
0.000

** Correlation is significant at the 0.01 level (2-tailed)
* Correlation is significant at the 0.05 level (2-tailed)

Emotional well-being of caregivers
The DASS is a set of three self-report scales designed to measure the negative
emotional states of depression, anxiety and stress. Symptom severity scores for
depression, anxiety, and stress are provided at Table 5.18 (Lovibond & Lovibond, 1995).
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Table 5. 18: DASS Severity ratings

Normal
Mild
Moderate
Severe
Extremely severe

Z score

Percentile

<0.5
0.5-1.0
1.0-2.0
2.0-3.0
3.0-4.0

0-78
78-87
87-95
95-98
98-100

Depression
score
0-9
10-13
14-20
21-27
28+

Anxiety
score
0-7
8-9
10-14
15-19
20+

Stress
score
0-14
15-18
19-25
26-33
34+

The comparisons of mean score and standard deviation of each subscale for the
participants in this study and population norms are listed in Table 5.19. Scores for this
study were compared to population norms established by Lovibond and Lovibond
(1995). The depression subscale had a mean score of 9.55 (SD = 9.27) for participants
in this study, which is higher than the population norm of 6.34 (SD = 6.97). Thirty-two
participants in this study (12.3%) scored greater than 21 on DASS-depression (severe
depression).

The DASS-anxiety mean score in this study was 8.69 (SD = 8.09), which is higher than
the population norms (mean = 4.70, SD = 5.03). Forty-five participants (17.2%) in this
study had an anxiety score greater than 15 indicating severe anxiety.

The DASS-stress scores for this study (mean = 12.32, SD = 8.79) are also higher than
the population norms (mean = 10.12, SD = 7.91). Ten precent of participants (n = 26)
reported severe stress at the time they answered this questionnaire.
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Table 5. 19: Comparison of DASS subscale scores and population norms

Sub score of DASS
Depression
Anxiety
Stress

Caregivers
Mean
SD

Population Norm
Mean
SD

9.55
8.69
12.32

6.34
4.70
10.11

9.27
8.09
8.79

6.97
4.91
7.91

Relationship between demographic data and DASS
There were no statistically significant correlations between demographic characteristics
and DASS scores. However, the relationship was significant between number of times
of hospitalization and DASS-stress (rs = 0.127, p = 0.041). A Spearman’s rank
correlation showed a relationship between adolescent’s job status and depression (rs =
0.129, p = 0.024), anxiety (rs = 0.140, p = 0.037), and stress (rs = 0.165, p = 0.008).
Furthermore, there was a significant relationship between the frequency of doctor’s
appointments and depression (rs = -0.139, p = 0.025), anxiety (rs = -0.152, p = 0.014),
and stress (rs = -0.123, p = 0.048).

Table 5. 20: Relationship between DASS subscale scores and demographic data

Age
Educational level
Number of resources contacted
Length of disease
Length of treatment
Frequencies to doctor appointment
Times of hospitalization
Adolescent’s job status

DASS
Depression
rs
0.026
-0.048
-0.017
0.043
0.039
-0.139*
0.084
0.129*

** Correlation is significant at the 0.01 level (2-tailed)
* Correlation is significant at the 0.05 level (2-tailed)
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DASSAnxiety
rs
-0.116
-0.121
0.047
0.074
0.007
-0.152*
0.053
0.140*

DASSStress
rs
-0.046
-0.022
0.100
0.093
0.039
-0.123*
0.127*
0.165**

Influence of diagnosis on caregiver outcomes
Of the 261 participants in this study, 170 were providing care for an adolescent with a
diagnosis of schizophrenia (Group 1), and 91 were providing care for an adolescent with
a mood disorder (Group 2). The following section describes differences between the two
groups in regards to educational needs, caregiver burden and emotional well-being.

Difference in educational needs between two disorder groups
Table 5.21 shows items ranked as the top 10 most important educational needs and 10
least important needs by both groups of participants.

A Two-Independent-Sample Kolmogorov-Smirnov Test was undertaken to analyse
differences in the importance of educational needs between the two groups. There were
seven items for participants in Group 2 which had a significantly higher level of
importance than participants in Group 1 (see Table 5.22). These were: what the illness is
like for the sufferer (M = 3.86, SD = 0.98 vs. M = 4.10, SD = 0.96, p = 0.046); how
common the illness is and what tends to happen when a person suffers from this illness
(M = 3.92, SD = 0.90 vs. M = 4.25, SD = 0.96, p = 0.001); loss of pleasure (M = 4.10,
SD = 0.85 vs. M = 4.31, SD = 0.78, p = 0.043); coping with depression and suicidal
thoughts (M = 3.93, SD = 1.04 vs. M = 4.28, SD = 0.81, p = 0.013); alternative
treatment approaches (M = 3.91, SD = 1.00 vs. M = 4.12, SD = 1.09, p = 0.025); stress
and the illness (M = 3.89, SD = 1.01 vs. M = 4.19, SD = 0.89, p = 0.019); and, ways of
managing stress more effectively (M = 4.06, SD = 0.90 vs. M = 4.43, SD = 0.82, p =
0.001).
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Table 5. 21: Top 10 most important and least important educational needs

Group 1
n = 170

Group 2
n = 91

10 most important educational needs
Psychiatric medications
Loss of pleasure
Getting what you need from the mental health system
Ways of managing stress more effectively

1
4
6
10

6
2
10
1

10 least important educational needs
Involuntary commitment to hospital
Admission to psychiatric hospital
Drug/ alcohol abuse
What happens when parent dies
Planning/ coping with holidays
Day treatment
Improving grooming and hygiene

45
44
43
41
40
39
37

45
40
43
44
37
39
41

Group 1: Schizophrenia
Group 2: Mood disorder

As seen in Table 5.23 there were six items for participants in Group 1 that were
significantly more important than for those in Group 2, and include managing persistent
hallucinations (M = 4.10, SD = 0.94 v.s. M = 3.52, SD = 1.26, p = 0.001), managing
persistent delusions (M = 4.13, SD = 0.89 v.s. M = 3.62, SD = 1.31, p = 0.007),
improving grooming and hygiene (M = 3.81, SD = 1.06 v.s. M = 3.37, SD = 1.32, p =
0.015), day treatment (M = 3.78, SD = 1.01 vs. M = 3.46, SD = 1.18, p = 0.042),
dealing with weight gain (M = 3.84, SD = 1.17 v.s. M = 3.37, SD = 1.41, p = 0.014),
and what happens when parent (carer) dies (M = 3.76, SD = 1.20 v.s. M = 3.32, SD =
1.43, p = 0.022). These items had a greater focus on how to deal with the symptoms of
schizophrenia (persistent delusions, persistent hallucinations, improving grooming and
hygiene), and side-effects of medication such as dealing with weight gain.
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Table 5. 22: Two-Independent-sample Kolmogorov-Smirnov test of educational needs between two
groups

Group 1
Mean
SD
What the illness is like for the
person with it
How common the illness is and what
tends to happen when a person has it
Loss of pleasure
Coping with depression and suicidal
thoughts
Alternative treatment approaches
Stress and the illness
Ways of managing stress more
effectively

Group 2
Mean
SD

p

3.86

0.98

4.10

0.96

0.046

3.92

0.90

4.25

0.96

0.001

4.10

0.85

4.31

0.78

0.043

3.93

1.04

4.28

0.81

0.013

3.91
3.89

1.00
1.01

4.12
4.19

1.09
0.89

0.025
0.019

4.06

0.90

4.43

0.82

0.000

Group 2
Mean
SD
3.52
1.26
3.62
1.31
3.37
1.32
3.46
1.18
3.37
1.41
3.32
1.43

p
0.000
0.007
0.015
0.042
0.014
0.022

Group 1: Schizophrenia
Group 2: Mood disorder

Table 5. 23: Comparison of educational needs

Persistent hallucinations
Persistent delusions
Improving grooming and hygiene
Day treatment
Dealing with weight gain
What happens when parent dies

Group 1
Mean
SD
4.10
0.94
4.13
0.89
3.81
1.06
3.78
1.01
3.84
1.17
3.76
1.20

Group 1: Schizophrenia
Group 2: Mood disorder

Difference in unmet educational needs between two groups of caregivers
Table 5.24 outlines the 10 most and least unmet educational needs rankings for both
groups of participants. There were several items that participants in both groups agreed
to rank within the top 10 unmet educational needs and these were: what the illness is
like for the sufferer, psychiatric medications, symptoms of the illness, and improving
communication with relatives. On the other hand, there were seven items that
participants agreed were ranked in the 10 least unmet educational needs and these
included: recent research on mental illness, involuntary commitment to hospital,
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biological theories, patients' self-help organizations, dealing with weight gain, coping
with stigma of mental illness, and what happens when parent (carer) dies.

Table 5. 24: Comparison of unmet educational needs ranking between two groups

Group 1

Group 2

n = 170

n = 91

10 most unmet educational needs
Symptoms of the illness
Psychiatric medications
Improving communication with relatives
What the illness is like for the person with it

1
2
5
8

5
2
9
3

10 least unmet educational needs
Patients' self-help organizations
Recent research on mental illness
Coping with stigma of mental illness
What happens when parent dies
Biological theories
Dealing with weight gain
Involuntary commitment to hospital

45
44
42
40
39
37
36

44
37
41
45
33
39
43

Group 1: Schizophrenia
Group 2: Mood disorder

An independent t-test was conducted to examine any difference of unmet educational
needs between the two groups. As seen in Table 5.25, there were four unmet needs that
were more significant for participants in Group 1 than Group 2. These were: persistent
hallucinations (M = 11.84, SD = 4.98 vs. M = 10.01, SD = 5.04, p = 0.006), persistent
delusions (M = 11.90, SD = 9.79 vs. M = 9.79, SD = 4.86, p = 0.001), improving
grooming and hygiene (M = 12.23, SD = 4.97 vs. M = 10.30, SD = 4.56, p = 0.003), and
planning/ coping with holidays (M = 11.79, SD = 4.97 vs. M = 10.34, SD = 3.96, p =
0.015).

These items focus on how to deal with the symptoms of schizophrenia

(persistent delusions, persistent hallucinations, improving grooming and hygiene), and
items which participants in Group 1 indicated as important educational needs.
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Table 5. 25: Independent t-test of unmet educational needs between two groups

Persistent hallucinations
Persistent delusions
Improving grooming and hygiene
Planning/ coping with holidays

Group 1
Mean
SD
11.84
4.98
11.90
4.93
12.23
4.97
11.79
4.83

Group 2
Mean
SD
10.01
5.04
9.79
4.86
10.30
4.56
10.34
3.96

p
0.006
0.001
0.003
0.015

Group 1: Schizophrenia
Group 2: Mood disorder

Difference in caregiver burden between two groups of caregivers
Table 5.26 and Table 5.27 provide the means and standard deviations of caregiver
burden subscales. An independent t-test was conducted to examine differences of each
burden subscales between the two groups. The scores for time-dependant burden (M =
11.41, SD = 4.38 vs. M = 10.08, SD = 4.74, t = 2.28, p = 0.023), social burden (M =
7.65, SD = 3.97 vs. M = 6.26, SD = 3.85, t = 2.728, p = 0.007), and emotional burden
(M = 9.63, SD = 4.96 vs. M = 7.54, SD = 4.69, t = 3.294, p = 0.001), show that these
were significantly higher for participants in Group 1 than for those in Group 2.

Table 5. 26: Group differences on caregiver burden subscales

Sub score of CBI
Time-Dependence
Burden
Developmental Burden
Physical Burden
Social Burden
Emotional Burden

Group 1 (n = 170)
Mean (SD)
11.41 (4.38)

Group 2 (n = 91)
Mean (SD)
10.08 (4.74)

p
0.023

11.8 (4.38)
9.61 (3.9)
7.65 (3.97)
9.63 (4.96)

11.32 (5.0)
10.20 (4.18)
6.26 (3.85)
7.54 (4.69)

0.422
0.260
0.007
0.001

Group 1: Schizophrenia
Group 2: Mood disorder
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Table 5. 27: Group differences on caregiver burden subscales with observed power

Variables

Time-Dependence
Burden
Group 1
Group 2
Social Burden
Group 1
Group 2
Emotional burden
Group 1
Group 2

n

mean

SD

t

Partial Observed
Eta
Power
Squared

170
91

11.41
10.08

4.38
4.74

2.28

0.020

0.623

168
90

7.65
6.26

3.97
3.85

2.728

0.028

0.776

168
91

9.63
7.54

4.96
4.69

3.294

0.041

0.907

Group 1: Schizophrenia
Group 2: Mood disorder

Two-Independent-sample Kolmogorov-Smirnov test was used to analyse the caregiver
burden between the two groups of caregivers. Physical burden and developmental
burden were significantly higher for participants in Group 2 than participants in Group 1
(see Table 5.29), and these were: my health has suffered (M = 2.36, SD = 1.22 vs. M =
2.75, SD = 1.30, p = 0.004); and, I expected that things would be different at this point
in my life (M = 2.98, SD = 0.95 vs. M = 3.18, SD = 1.10, p = 0.014). On the other hand,
as Table 5.28 shows, participants in Group 1 had significantly higher levels of caregiver
burden than participants in Group 2 on eight items: I have to help my care-receiver with
many basic functions (M = 1.94, SD = 1.32 vs. M = 1.25, SD = 1.34, p = 0.000); I feel
that I am missing out on life (M = 2.20, SD = 1.22 vs. M = 1.75, SD = 1.39, p = 0.007);
my caregiving efforts aren’t appreciated by others in my family (M = 1.68, SD = 1.24 vs.
M = 1.21, SD = 1.31, p = 0.003); I feel resentful of other relatives who could but do not
help (M = 1.84, SD = 1.33 vs. M = 1.13, SD = 1.45, p = 0.000); I feel embarrassed over
my care-receiver’s behaviour (M = 1.88, SD = 1.31 vs. M = 1.26, SD = 1.47, p = 0.001);
I feel ashamed of my care-receiver (M = 1.29, SD = 1.23 vs. M = 0.62, SD = 1.02, p =
0.000); I resent my care-receiver (M = 1.02, SD = 1.17 vs. M = 0.75, SD = 1.06, p =
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0.049); and, I feel uncomfortable when I have friends over (M = 1.56, SD = 1.23 vs. M
= 1.10, SD = 1.34, p = 0.003). These items are more focused on emotional burden
(which had an observed power of 0.907) and could explain why participants in Group 1
had significantly higher burden than participants in Group 2.

Table 5. 28: Caregiver burden items ranked more highly by Group 1 than Group 2

Group 1
Mean
SD
Time-Dependence Burden
I have to help my care-receiver with
many basic functions.
Developmental Burden
I feel that I am missing out on life.
Social Burden
My caregiving efforts aren’t
appreciated by others in my family.
I feel resentful of other relatives who
could but not help.
Emotional Burden
I feel embarrassed over my carereceiver’s behaviour.
I feel ashamed of my care-receiver.
I resent my care-receiver.
I feel uncomfortable when I have
friends over.

Group2
Mean
SD

p

1.94

1.32

1.25

1.34

0.000

2.20

1.22

1.75

1.39

0.007

1.68

1.24

1.21

1.31

0.003

1.84

1.33

1.13

1.45

0.000

1.88

1.31

1.26

1.47

0.001

1.29
1.02

1.23
1.17

0.62
0.75

1.02
1.06

0.000
0.049

1.56

1.23

1.10

1.34

0.003

Group 1: Schizophrenia
Group 2: Mood disorder

Table 5. 29: Caregiver burden items ranked more highly by Group 2 than Group 1

Group 1
Mean
SD
Developmental Burden
I expected that things would be
different at this point in my life.
Physical Burden
My health has suffered.
Group 1: Schizophrenia
Group 2: Mood disorder

112

Group2
Mean
SD

p

2.98

0.95

3.18

1.10

0.014

2.36

1.22

2.75

1.30

0.004

Differences in emotional well-being between two groups of caregivers
Table 5.30 provides the means and standard deviations of DASS subscales. TwoIndependent-sample Kolmogorov-Smirnov test was used to analyse the emotional wellbeing of participants in the two groups. As shown in Table 5.31, there were two items
within the subscale of depression and one item in the anxiety subscale that were
significantly higher for participants in Group 1 than for Group 2. These were: I found it
difficult to work up the initiative to do things (M = 0.79, SD = 0.94 vs. M = 0.58, SD =
0.90, p = 0.040); I was unable to become enthusiastic about anything (M = 0.67, SD =
0.80 vs. M = 0.48, SD = 0.85, p = 0.012); and, I was worried about situations in which I
might panic and make a fool of myself (M = 0.66, SD = 0.89 vs. M = 0.45, SD = 0.79,
p = 0.034).

Table 5. 30: Group differences on DASS subscale mean scores

Sub score of DASS
Depression
Anxiety
Stress

Group 1 (n = 170)
Mean (SD)
10.01 (8.88)
8.79 (7.63)
12.56 (8.43)

Group 2 (n = 91)
Mean (SD)
8.7 (9.94)
8.51 (8.91)
11.87 (9.44)

p
0.785
0.278
0.548

Group 1: Schizophrenia
Group 2: Mood disorder

Table 5. 31: Group differences on DASS items

Group 1
n = 170
Mean
SD
Depression
I found it difficult to work up the
initiative to do things
I was unable to become enthusiastic
about anything
Anxiety
I was worried about situations in which I
might panic and make a fool of myself

Group 2
n = 91
Mean
SD

p

0.79

0.94

0.58

0.90

0.040

0.67

0.80

0.48

0.85

0.012

0.66

0.89

0.45

0.79

0.034

Group 1: Schizophrenia
Group 2: Mood disorder
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Relationship between burden, educational needs and emotional well-being
The relationship between caregiver burden, educational needs, and emotional wellbeing was investigated using Pearson’s correlation. Caregiver burden was evaluated
using the Caregiver Burden Inventory, educational needs were assessed using the
Chinese Modified Educational Needs Questionnaire, and emotional well-being using
the Depression, Anxiety, and Stress Scale.

A weak positive correlation was noted between caregiver burden and educational needs
(r = 0.162, p = 0.011). There was no correlation between unmet needs and caregiver
burden. When expectations were examined further, three out of five caregiver burden
subscales were found to be statistically significant and positively related to educational
needs. These included ‘time-dependant burden’, developmental burden’, and ‘emotional
burden’. Social burden was found to be statistically significant and negatively related to
unmet need. Data on the correlational analysis appear in Table 5.32.

Table 5. 32: Relationship between educational needs and caregiver burden

Caregiver Burden
Time-dependence Burden
Developmental Burden
Physical Burden
Social Burden
Emotional Burden

Educational Needs
.162*
.145*
.199**
.123
-.025
.148

Unmet Educational Needs
.015
.087
.095
.012
-.181*
.016

* Correlation is significant at the 0.05 level (2-tailed).
** Correlation is significant at the 0.001 level (2-tailed).

Table 5.33 shows that caregiver burden and emotional status were highly correlated.
Each subscale of the caregiver burden was statistically significant and positively related
to each subscale on DASS.
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Table 5. 33: Relationship between DASS and caregiver burden

Caregiver Burden
Time-dependant Burden
Developmental Burden
Physical Burden
Social Burden
Emotional Burden

Depression
.297**
.279**
.217**
.181**
.237**
.245**

Anxiety
.304**
.227**
.227**
.230**
.288**
.221**

Stress
.353**
.303**
.266**
.266**
.318**
.257**

* Correlation is significant at the 0.05 level (2-tailed).
** Correlation is significant at the 0.001 level (2-tailed).

Regression analysis of factors related to caregiver burden
A Linear Regression was used to identity significant variables associated with caregiver
burden in this study. The variables of DASS, importance of educational needs,
caregiving tasks, and duration of the illness were chosen to be independent variables,
and caregiver burden was the dependent variable. These four factors accounted for
approximately 18.6% (R2 = .186) of variance in the development of caregiver burden of
participants in this study. Furthermore, these four factors accounted for more variance
(R2 = 0.319) in Group 2 that included participants who were providing care for an
adolescent with a mood disorder.
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Table 5. 34: Association between variables and caregiver burden

Group
Variable
DASS
Total
participants Importance of
ENQ
Caregiving tasks
Duration of illness

Group 1

Group 2

DASS
Importance of
ENQ
Caregiving tasks
Duration of illness
DASS
Importance of
ENQ
Caregiving tasks
Duration of illness

B
0.239
0.069

Beta
0.336
0.135

t
5.710
2.266

significance
<0.001
0.024

0.182
0.096

2.982
1.595

0.003
0.112

0.381
0.131

5.202
1.766

<0.001
0.079

0.574
-0.078
R = 0.411
R2 = 0.169
0.210
0.055

0.081
-0.010

1.080
-0.134

0.282
0.894

0.323
0.101

3.361
1.036

0.001
0.304

2.731
2.360
R = 0.565
R2 = 0.319

0.343
0.248

3.425
2.515

0.001
0.014

1.340
0.785
R = 0.431
R2 = 0.186
0.285
0.064

Dependent Variable: caregiver burden
Group 1: Schizophrenia
Group 2: Mood disorder

Other differences
A range of differences between family caregivers of adolescents with schizophrenia
(Group1) and those caring for an adolescent with a mood disorder (Group 2) have been
examined to this point. To explore differences between the demographic characteristics
in relation to education needs, unmet educational needs, caregiver burden and emotional
well-being, further non-parametric and t-test statistical analyses were undertaken. This
was to identify which characteristics of all participants were important in relation to
educational needs, unmet educational needs, caregiver burden and emotional well-being.
The following sections examine the educational level and income of participants.
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Difference between education level of participants and educational needs
The educational level of participants was grouped according to the highest level of
education completed. In Taiwan, the basic educational level is junior high school. In this
study therefore, junior high school was used as the cut off point for examining the
difference between educational needs, unmet educational needs, caregiver burden, and
emotional well-being of participants. Of the 261 participants in this study, 69 had
completed primary school or junior high school education (lower educational level
group), and 182 achieved their senior high school education or above (higher
educational level group). No significant differences were found in relation to caregiver
burden and emotional well-being and the differences in relation to educational needs
and unmet educational needs are reported below.

Difference in educational needs between lower educational level group and higher
educational level groups
Appendix 16 outlines the educational needs ranked by both groups of participants. Table
5.35 shows the items ranked in the top 10 most important educational needs and 10 least
important needs by both educational level groups of participants.
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Table 5. 35: Top 10 most important and least important of educational needs ranked according to
educational level

Lower
educational level
group
n = 72

Higher
educational level
group
n = 189

10 most important educational needs
Ways of managing stress more effectively
Psychiatric medications
Loss of pleasure
Problems with concentration

6
10
4
7

1
2
3
6

10 least important educational needs
Dealing with weight gain
Planning/ coping with holidays
Drug/ alcohol abuse
Improving grooming and hygiene
Admission to psychiatric hospital
What happens when parent dies
Involuntary commitment to hospital

40
38
45
39
44
34
43

37
38
40
41
43
44
45

A Two-Independent-Sample Kolmogorov-Smirnov Test was undertaken to analyse the
difference in the importance of educational needs between the two groups. There were
six items of difference according to the educational level (see Table 5.36). Individuals
with a higher educational level perceived the following issues as more important:
psychiatric medications (M = 3.87, SD = 1.02 vs. M = 4.29, SD = 0.84, p = 0.038);
genetics and vulnerability to illness (M = 3.34, SD = 1.11 vs. M = 4.01, SD = 0.93, p =
0.000); biological theories (M = 3.53, SD = 0.93 vs. M = 3.93, SD = 0.91, p = 0.044);
how psychiatric diagnoses are made (M = 3.36, SD = 1.12 vs. M = 3.86, SD = 0.98, p =
0.030); drug/ alcohol abuse (M = 3.10, SD = 1.13 vs. M = 3.72, SD = 1.13, p = 0.001);
and, anxiety and panic attacks (M = 3.50, SD = 1.19 vs. M = 4.13, SD = 0.85, p =
0.009). This indicates that family caregivers with higher educational levels had greater
educational needs in relation to their understanding of the aetiology of mental illness
and management of secondary issues such as alcohol use and anxiety as part of their
caregiving role.
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Table 5. 36: Two-Independent-sample Kolmogorov-Smirnov test of educational needs according to
education level

Psychiatric medications
Genetics and vulnerability to illness
Biological theories
How psychiatric diagnoses are made
Drug/ alcohol abuse
Anxiety and panic attacks

Lower
educational
level group
Mean
SD
3.87
1.02
3.34
1.11
3.53
0.93
3.36
1.12
3.10
1.13
3.50
1.19

Higher
educational
level group
Mean
SD
0.84
4.29
0.93
4.01
0.91
3.93
0.98
3.86
1.13
3.72
0.85
4.13

p
0.038
0.000
0.044
0.030
0.001
0.009

Difference in unmet educational needs between higher educational level group and lower
educational level group
Table 5.37 outlines the 10 most and least unmet educational needs rankings for both
groups. The items which participants in both groups agreed to rank within the top 10
unmet educational needs are: psychiatric medications, early warning signs of the illness
and relapse, symptoms of the illness, stress and the illness, what the illness is like for
the person with it, and side-effects of medications. On the other hand, there are seven
items where participants agreed were ranked in the 10 least unmet educational needs
and these include: coping with stigma of mental illness, what happens when parent
(carer) dies, biological theories of mental illness, dealing with weight gain, recent
research on mental illness, patients' self-help organizations, and alternative treatment
approaches.
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Table 5. 37: Comparison of unmet educational needs ranking by educational level

Lower
educational
level group
n = 72
10 most unmet educational needs
Psychiatric medications
Early warning signs of the illness and relapse
Symptoms of the illness
Stress and the illness
What the illness is like for the person with it
Side-effects of medications
10 least unmet educational needs
Coping with stigma of mental illness
What happens when parent dies
Biological theories
Dealing with weight gain
Recent research on mental illness
Patients' self-help organizations
Alternative treatment approaches

Higher
educational
level group
n = 189

1
3
6
7
8
9

2
5
1
8
3
9

39
38
40
41
42
43
44

42
44
36
35
43
45
38

An independent t-test was conducted to examine any difference of unmet educational
needs between the lower educational level group and the higher educational level group.
As seen in Table 5.38, there were twenty-four unmet educational needs that were more
significant for participants in the higher educational level group than those in the lower
educational level group. This indicates that family caregivers with higher educational
levels are more likely to be dissatisfied with the mental health information they receive.
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Table 5. 38: Effect of education level on perceived unmet educational needs

What the illness is like for the person
with it
How common the illness is and what
tends to happen when a person has it
Genetics and vulnerability to illness
Biological theories
How psychiatric diagnoses are made
Symptoms of the illness
Drug/ alcohol abuse
Anxiety and panic attacks
Problems with concentration
Loss of pleasure
Sleeping problems
Social isolation, avoidance/ withdrawal
Persistent delusions
Improving grooming and hygiene
Enhancing leisure and recreational
activities
Improving social relationships
Setting limits on the patient's behaviour
Planning/ coping with holidays
Alternative living situations
Alternative treatment approaches
Ways of managing stress more
effectively
Strategies for solving problems
Managing 'burn-out'
Dealing with weight gain

Lower
educational
level group
Mean
SD

Higher
educational
level group
Mean
SD

10.91

4.75

12.57

4.56

0.011

9.84

4.65

11.84

4.46

0.002

9.99
9.04
9.59
11.00
8.59
9.49
9.22
10.17
10.39
9.78
10.04
10.46

5.30
4.02
4.16
4.70
4.72
4.97
4.66
4.91
4.49
4.27
4.37
3.98

11.70
10.42
10.87
12.75
10.95
11.50
11.55
11.91
12.28
11.59
11.57
11.95

4.70
4.52
4.76
4.35
4.97
4.67
5.15
4.82
4.82
5.12
5.16
5.16

0.013
0.027
0.050
0.006
0.001
0.003
0.001
0.012
0.005
0.005
0.020
0.016

9.99

4.31

12.35

5.05

0.000

10.36
9.83
10.17
9.46
8.67

4.45
3.90
4.08
4.11
4.08

12.00
11.03
11.68
11.35
10.27

4.95
5.12
4.70
4.41
4.55

0.017
0.047
0.019
0.002
0.011

10.23

3.95

11.97

4.59

0.006

9.57
9.71
9.03

4.52
3.96
4.52

11.41
11.00
10.47

4.49
4.54
4.62

0.004
0.038
0.027

p

Difference between household income groups
The participants’ household income was investigated. A household income of 50000
NTD per month was used as the cut point to examine differences in educational needs,
unmet educational needs, caregiver burden, and emotional well-being between
participants. The cut-off of 50000 NTD was used as the Taiwanese Government defines
low income families as those where the income is 13797 NTD per person per month
(Hsueh, 2005). The average size of families in the present study was 4. Of the 261
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participants in this study, 142 had a monthly household income less than 50000 NTD
(lower income group), and 109 participants in this study were identified in the higher
income group with a monthly household income above 50001 NTD per month.

Difference in educational needs between lower income group and higher income group
Appendix 17 lists the comparison of educational needs ranked by both groups of
participants. Table 5.39 shows the items ranked in the top 10 most important educational
needs and the 10 least important needs by both educational level groups of participants.

Table 5. 39: Top 10 most important and least important of educational needs ranked according to income

Lower income
group
n = 142
10 most important educational needs
Ways of managing stress more effectively
Psychiatric medications
Loss of pleasure
Problems with concentration
Improving social relationships
10 least important educational needs
Day treatment
Dealing with weight gain
Planning/ coping with holidays
How psychiatric diagnoses are made
Improving grooming and hygiene
Admission to psychiatric hospital
Drug/ alcohol abuse
What happens when parent dies
Involuntary commitment to hospital

Higher income
group
N = 109
1
4
5
8
9

3
2
1
5
7

36
37
38
39
41
42
43
44
45

41
40
36
35
38
44
43
37
45

A Two-Independent-Sample Kolmogorov-Smirnov Test was undertaken to analyse the
difference in the importance of educational needs between the lower household income
group and the higher household income group. There were only two items of
importance for participants in higher household income group which also had a
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significantly higher level of importance than for those in the lower household income
group (see Table 5.40). Educational needs in regards to psychiatric medications (M =
4.05, SD = 0.93 vs. M = 4.35, SD = 0.85, p = 0.024), and loss of pleasure (M = 4.03,
SD = 0.89 vs. M = 4.35, SD = 0.71, p = 0.044) had higher levels of importance for the
participants in higher income group.

Table 5. 40: Two-Independent-sample Kolmogorov-Smirnov test of educational needs according to
income

Psychiatric medications
Loss of pleasure

Lower income
group
Mean
SD
4.05
0.93
4.03
0.89

Higher income
group
Mean
SD
0.85
4.35
0.71
4.35

p
0.024
0.044

Difference in unmet educational needs between lower income and higher income groups
Table 5.41 outlines the 10 most and least unmet educational needs rankings for the
lower and higher household income groups. There were few items which participants in
both groups agreed to rank within the top 10 unmet educational needs and these are:
psychiatric medications, symptoms of the illness, stress and the illness, early warning
signs of the illness and relapse, what the illness is like for the person with it, improving
communication with relatives, and side-effects of medications. On the other hand, there
were six items which participants agreed were ranked in the 10 least unmet educational
needs and these included: vocational rehabilitation, coping with stigma of mental illness,
what happens when parent dies, alternative treatment approaches, recent research on
mental illness, and self-help organizations for people with a mental illness.

123

Table 5. 41: Comparison of unmet educational needs ranking according to income

Lower
income
group
n = 142

Higher
income
group
n = 109

10 most unmet educational needs
Psychiatric medications
Symptoms of the illness
Early warning signs of the illness and relapse
What the illness is like for the person with it
Improving communication with relatives
Side-effects of medications

1
2
4
7
8
10

1
3
7
2
5
8

10 least unmet educational needs
Vocational rehabilitation
Coping with stigma of mental illness
What happens when parent dies
Alternative treatment approaches
Recent research on mental illness
Patients' self-help organizations

38
41
42
43
44
45

37
39
43
35
38
45

An independent t-test was conducted to examine any differences in unmet educational
needs according to income level. As seen in Table 5.42, there were twenty-two unmet
educational needs that were more significant for participants in the higher household
income group than participants in the lower household income group.
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Table 5. 42: Independent t-test of unmet educational needs according to income

Early warning signs of the illness and
relapse
How common the illness is and what
tends to happen when a person has it
Recent research on mental illness
Psychiatric medications
Genetics and vulnerability to illness
Biological theories
How psychiatric diagnoses are made
Symptoms of the illness
Drug/ alcohol abuse
Anxiety and panic attacks
Problems with concentration
Anger, violence, assaultive behaviour
Lack of interest and motivation
Social isolation, avoidance/ withdrawal
Persistent hallucinations
Improving grooming and hygiene
Improving social relationships
Planning/ coping with holidays
Alternative living situations
Relatives' support and advocacy
organizations
Alternative treatment approaches
Ways of managing stress more
effectively
Involuntary commitment to hospital

Lower income
group
Mean
SD

Higher income
group
Mean
SD

11.41

4.55

12.94

4.77

0.009

10.58

4.55

12.21

4.50

0.001

9.13
11.56
10.23
9.40
10.27
11.47
9.79
10.47
10.39
10.80
10.20
10.28
10.64
10.86
10.75
10.54
9.92

4.25
4.87
4.83
4.15
4.61
4.70
4.98
4.65
4.91
4.80
4.15
4.58
4.93
4.27
4.71
4.20
4.28

10.20
13.70
12.50
10.88
10.86
13.30
10.97
11.58
11.58
11.89
12.21
12.12
11.89
12.42
12.58
12.21
12.03

5.06
4.60
4.74
4.64
4.66
4.04
4.97
5.00
5.33
5.26
5.13
5.25
5.18
5.50
4.89
4.89
4.30

0.039
0.004
0.050
0.014
0.000
0.003
0.000
0.001
0.003
0.000
0.005
0.000
0.000
0.009
0.001
0.004
0.000

9.55

3.92

10.95

4.34

0.007

9.13

4.31

10.73

4.54

0.004

11.01

4.54

12.12

4.35

0.048

10.17

4.82

9.96

5.47

0.011

p

Influence of income on perceived caregiver burden
Table 5.43 provides the mean and standard deviation of caregiver burden subscales.
Scores for developmental burden (M = 12.18, SD = 4.57 vs. M = 10.93, SD = 4.56, p =
0.029), physical burden (M = 10.68, SD = 3.40 vs. M = 8.71, SD = 4.43, p = 0.001),
and social burden (M = 7.98, SD = 3.75 vs. M = 6.14, SD = 4.03, p = 0.001) were
significantly higher for participants in the lower income group than for participants in
the higher income group.
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Table 5. 43: Caregiver burden according to income group

Sub score of CBI
Time-Dependence
Burden
Developmental Burden
Physical Burden
Social Burden
Emotional Burden

Lower income
group (n = 142)
Mean (SD)

Higher income
group (n = 109)
Mean (SD)

P

11.41 (4.38)

10.36 (4.69)

0.065

12.18 (4.57)
10.68 (3.40)
7.98 (3.75)
9.12 (4.95)

10.93 (4.56)
8.71 (4.43)
6.14 (4.03)
8.61 (4.97)

0.029
0.000
0.000
0.413

As seen in Appendix 18, a Two-Independent-sample Kolmogorov-Smirnov test was
used to analyse the caregiver burden between the lower income and higher income
groups. Table 5.44 shows that participants in the lower income group had significantly
higher levels of caregiver burden than those in higher income group on five items.
These items were: I feel emotionally drained due to caring for my care-receiver (M =
2.71, SD = 1.11 vs. M = 2.07, SD = 1.31, p = 0.001); I am not getting enough sleep (M
= 2.66, SD = 1.21 vs. M = 2.11, SD = 1.31, p = 0.049); I am physically tired (M = 3.14,
SD = 0.94 vs. M = 2.46, SD = 1.30, p = 0.004); I don’t get along with other family
members as well as used to (M = 2.13, SD = 1.31 vs. M = 1.50, SD = 1.33, p = 0.029);
and, I feel resentful of other relatives who could but do not help (M = 1.85, SD = 1.44
vs. M = 1.27, SD = 1.31, p = 0.015). These items are more focused on physical and
social burden.
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Table 5. 44: Two-Independent-sample Kolmogorov-Smirnov test of items on Caregiver burden according
to income

Lower income Higher income
group (n = 142) group (n = 109)
Mean
SD
Mean
SD
Developmental Burden
I feel emotionally drained due to
caring for my care-receiver.
Physical Burden
I'm not getting enough sleep.
I'm physically tired.
Social Burden
I don't get along with other family
members as well as I used to.
I feel resentful of other relatives who
could but not help.

p

2.71

1.11

2.07

1.31

0.000

2.66
3.14

1.21
0.94

2.11
2.46

1.31
1.30

0.049
0.004

2.13

1.31

1.50

1.33

0.029

1.85

1.44

1.27

1.31

0.015

Difference in emotional well-being according to income group
Table 5.45 provides the means and standard deviations of DASS subscales. TwoIndependent-sample Kolmogorov-Smirnov test was used to analyse the emotional wellbeing of participants between the two groups. As shown in Table 5.46, there were two
items within the subscale of depression, four items in the anxiety subscale, and three
items on stress subscale that were significantly higher for participants in the lower
income group than for those in the higher income group.

Table 5. 45: Independent t-test of subscale of emotional well-being (DASS) according to income

Sub score of DASS
Depression
Anxiety
Stress

Lower income group
(n = 142)
Mean (SD)
10.65 (8.72)
10.61 (9.22)
13.48 (8.98)
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Higher income
group (n = 109)
Mean (SD)
6.23 (6.43)
8.23 (9.19)
10.85 (8.34)

P
0.000
0.039
0.016

Table 5. 46: Two-Independent-sample Kolmogorov-Smirnov test of DASS items according to income
group

Lower
income group
(n = 142)
Mean
SD
Depression
I found it difficult to work up the initiative
to do things
I felt down-hearted and blue
Anxiety
I was aware of dryness of my mouth
I experienced breathing difficulty (eg,
excessively rapid breathing,
breathlessness in the absence of physical
exertion)
I was worried about situations in which I
might panic and make a fool of myself
I was aware of the action of my heart in
the absence of physical exertion (eg, sense
of heart rate increase, heart missing a
beat)
Stress
I found it hard to wind down
I was intolerant of anything that kept me
from getting on with what I was doing
I felt that I was rather touchy

Higher
income group
(n = 109)
Mean
SD

p

0.83

0.81

0.57

0.94

0.005

1.08

0.87

0.87

0.97

0.021

1.16

0.96

0.77

0.92

0.000

1.05

0.92

0.72

0.94

0.003

0.68

0.86

0.46

0.85

0.011

0.77

0.85

0.43

0.77

0.000

0.94

0.92

0.52

0.74

0.001

0.68

0.79

0.42

0.69

0.015

0.94

0.85

0.64

0.76

0.021

Conclusion
This chapter outlined the characteristics both of the participants (family caregivers) and
their care recipients (adolescents diagnosed with either schizophrenia or mood disorder)
in Taiwan. The importance of educational needs, unmet educational needs, caregiver
burden, and emotional well-being of participants were also reported. There were 261
participants in this study, the majority of whom were female, married, the mother of the
adolescent, undertaking a full time job, with an educational level at senior high school
or above, and had religious beliefs.

In terms of educational needs and unmet educational needs of caregivers, there were
five unmet educational needs items which participants ranked in their 10 most important.
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This indicates that important educational needs of participants had not been satisfied.
The relationship between demographic factors associated with importance of
educational needs and unmet educational needs was examined. The relationship
between educational level and the number of resources that participants used and unmet
needs were statistically significant. Participants with a higher education level and who
used more resources had higher ratings in the most important educational needs and the
highest unmet needs scores. The relationship between the frequency of attending
doctors’ appointments and unmet educational needs showed that when the adolescent
with a mental illness was not regularly assessed and medically reviewed participants
reported higher unmet educational needs.

Caregiver burden was examined. The results showed that when there are more
caregivers in the same household, the participant reported less caregiver burden. The
longer duration of the adolescent’s illness and more times of hospitalization was
associated with more reported burden for participants. Participants in lower income
families reported that their caregiver burden was significantly higher than participants in
higher income families, especially in subscales of development burden, physical burden,
and social burden. There were no differences found on time-dependence burden and
emotional burden.

The emotional well-being of participants was concerning with thirty-two participants
(12.3%) who reported extreme depression, forty-five participants (17.2%) who had
severe anxiety, and twenty-six participants (10%) whose scores indicated severe stress
at the time they answered the questionnaire. The results also showed however that when
the adolescent’s condition was more stable, participants had lower levels of depression,
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anxiety, and stress. Participants’ emotional well-being also correlated with their
household income. Participants in lower income families had significantly higher scores
on depression, anxiety, and stress than participants in higher income families.

Of the 261 caregivers surveyed, 170 provided care for an adolescent diagnosed with
schizophrenia, and 91 provided care for an adolescent with a mood disorder. The
demographic data and illness treatment for adolescents were similar between both
groups. Half the adolescents being cared for by participants required medication
supervision, and around two-thirds of participants reported that the adolescent they
cared for also received other treatments.

The relationship between demographic data, educational needs, unmet educational
needs, emotional well-being, and caregiver burden was explored. The comparison
between the two groups in relation to these issues was also presented. The relationship
between caregiver burden, educational needs, and emotional well-being was
investigated using Pearson’s correlation. A weak positive correlation was noted between
caregiver burden and educational needs and caregiver burden and emotional status were
highly correlated.

The next chapter discuss the significance of findings in relation to contemporary
literature on family caregivers’ educational and support needs, emotional well-being,
and caregiver burden.
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Chapter 6
Discussion

The present study sought to explore the experience and needs of family caregivers who
provide care to an adolescent with either schizophrenia or a mood disorder in Taiwan.
This chapter will discuss the significance of findings in relation to contemporary
literature on family caregivers’ educational and support needs, emotional well-being,
and effects of caregiving, identified as “caregiver burden”. The results of the study are
discussed and possible explanations for caregivers’ educational and support needs,
emotional well-being, and perceptions of caregiver burden are provided. Possible
limitations and implications of the findings for future research and practice will be
discussed. The findings are discussed in relation to the research questions in relation to
family caregivers of adolescents with schizophrenia or a mood disorder in Taiwan?
(1) What are the educational needs of family caregivers of an adolescent with
schizophrenia or a mood disorder in Taiwan?
(2) What is the nature of caregiver burden for family caregivers of an adolescent
with schizophrenia or a mood disorder in Taiwan?
(3) What is the level of emotional well-being of these family caregivers?

The present study is the first known investigation into the educational needs, caregiver
burden and emotional well-being of family caregivers of adolescents diagnosed with
schizophrenia or a mood disorder in Taiwan. The strength of the present research lies in
its investigation of caregivers’ experiences and needs that includes data from both
qualitative and quantitative approaches. This mixed method approach contributed to a
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better understanding of the needs and experiences of Taiwanese family members caring
for an adolescent with a mental illness.

Characteristics of caregivers
The characteristics of family caregivers in the present study were similar to
characteristics of family caregivers in other studies. According to previous research in
Taiwan (for example, Liu, Ng, & Wang, 1994; Sheu, Shiau, & Hung, 1997), the
majority of family caregivers are female and parents of the individual requiring support.
This was also reflected in the current study where of the 261 caregivers surveyed, most
were female (77%), and a parent (91.6%) of an adolescent with mental illness.

Liu (1994) reported that traditional Taiwanese families assign the role of caregiver
according to two rules: gender and birth order. For a single adult, child or adolescent
diagnosed with a disease, parents are expected to be the caregivers in their family. In
Taiwanese culture, it is usual for a woman to be the major caregiver in the family, and
the eldest child must take care of the younger siblings or elderly parents (Liu et al.,
1994). The finding that mother caregivers constituted the majority of caregivers in the
present study is therefore consistent with Taiwanese cultural values and earlier reports.

The expectations being placed on women in developing and developed countries
continue to increase. Not only are women expected to manage the household and be the
primary carer for children, and disabled and elderly, they are often required to be in paid
employment outside the home due to increasing financial imperatives. In Western
developed countries many women are delaying childbearing (de Vaus, 2004), there is an
increased incidence of cohabitation and single parent families (de Vaus, Qu, & Weston,
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2003), divorce, and marital tension (Crohan, 1996; Pocock, 2001). Women spend less
time as full-time mothers, and many re-enter paid employment within weeks of
childbirth (Saurel-Cubizolles, Romito, Ancel, & Lelong, 2000). The changing roles of
women may adversely affect the capacity of some to be long-term full-time carers for
their adolescent child with a mental illness.

Educational needs of caregivers
The educational needs of family caregivers in the present study were examined using
the Chinese version of the Modified Educational Needs Questionnaire (CM-ENQ).
Items relate to basic facts about mental illness; coping with patient symptoms;
enhancing social functioning; community resources; coping with stress and family
problems; and other issues. The findings show that educational need statements were
rated more highly, on average, by family members caring for an adolescent with
schizophrenia than other mental illnesses. This differs from results of a previous
Taiwanese study by Sung, Hixon and Yorker (2004) but are similar to those found by
Chien et al. (2003), in Hong Kong, and Mueser et al. (1992) in the USA. The findings of
the present study showed that educational needs perceived as most important included
receiving more information about medications and their side-effects, early warning
signs of the illness and relapse, ways of managing stress more effectively, and getting
what you need from the mental health system. Accordingly, these findings provide
direction for mental health professionals in terms of the information in relation to the
specifics of the diagnosed illness and accessing appropriate resources that family
caregivers require to be able to adequately support an adolescent with a mental illness.
This direction relates not only to face-to-face interactions but also to the development of
suitable education programs for family caregivers.
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The ten educational need statements ranked as most important in the present study were
different from those of previous studies with families caring for a relative with enduring
mental illness. For example, loss of pleasure, difficulty with concentration, improving
social relationships, and lack of interest and motivation were ranked more highly by
family members in the present study than in other studies. Chien et al. (2003) identified
the needs of loss of pleasure, difficulty with concentration, improving social
relationships, and lack of interest and motivation as less important, whereas Mueser et
al. (1992) noted family caregivers’ needs of loss of pleasure, difficulty with
concentration, improving social relationships as less important, and Sung et al. (2004)
found that family caregivers ranked difficulty with concentration and improving social
relationship as less important. This difference may reflect the importance of the hopes
and expectations the parent caregivers in this study had for their adolescent child’s
future. These hopes and expectations are related to adolescent social development,
which includes socialising with friends, studying in school and university, making
friends, and getting a job in the near future. Parent caregivers in the present study hoped
for assistance to support their children to develop and mature similar to other
adolescents. These findings are consistent with findings from the Phase I focus group
interviews with family caregivers. In the focus group interviews family caregivers
reported that they were more concerned about topics on how to deal with the mental
illness symptoms and the transition between illness and returning to normal daily life.
Moreover, these indicated that family caregivers may also have hope that their
adolescent relative’s future is illness-free or at least will be more controlled and stable.

Furthermore, the ten least important educational needs were consistent across the focus
group interview data and survey responses. These results are also similar to the findings

134

of other studies (Mueser et al., 1992; Sung et al., 2004). The least important educational
needs related to knowledge about day treatment, dealing with weight gain, improving
grooming and hygiene, admission to psychiatric hospital, drug/alcohol abuse, and
involuntary commitment to hospital. Unlike previous studies (Mueser et al. 1992; Sung
et al. 2004), family caregivers in the present study, ranked the item ‘what happens when
a parent dies’ in the ten least important needs. This may be related to the relative young
age of caregivers and adolescents in the present study. The present study investigated
the needs of a younger cohort of both caregivers and sufferers, and long-term
management issues may not be a major focus at the present time.

In the present study, the results showed that the two groups of caregivers have different
priorities in terms of the importance of some educational needs. Mueser et al. (1992)
also found that the educational needs of families of individuals with schizophrenia
differed significantly from those of families caring for individuals with other forms of
mental illness. This difference relates to the clinical features and behavioural
manifestations of different mental illnesses. For example, people with a mood disorder
often present with social isolation and withdrawal, apathy and suicidal ideas (Muriel et
al., 2003). Conversely, those with persistent psychotic symptoms such as hallucinations
and delusions may manifest a variety of disturbing, bizarre and assaulting/aggressive
behaviour (Bardwell & Taylor, 2005; Muriel et al., 2003; Sanders, 2006).

There were several differences in the educational needs of caregivers according to the
diagnostic group of the adolescent in the present study that were related to learning how
to cope with the characteristic symptoms of each disorder. The family caregivers of an
adolescent with schizophrenia were more interested in coping with persistent
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hallucinations and persistent delusions, whereas the family caregivers of an adolescent
with a mood disorder were more interested in learning how to cope with depression and
suicidal thoughts, stress and ways of managing stress more effectively. Such findings
are similar to those reported by Mueser et al. (1992) who found that family caregivers
had a strong interest in learning more about the specific mental illness and strategies for
coping with common problems, moreover, there were different educational needs
between caregivers of individuals diagnosed with schizophrenia and mood disorder.

In the present study, family caregivers with higher formal educational qualifications
consistently reported high educational needs and unmet educational needs. It has been
reported that family caregivers with higher education qualifications have more
awareness of met and unmet educational needs (Chien & Norman, 2003) and this
appears to be the case in the present study. There is also a correlation between income
and educational needs. Family caregivers with high income in the present study had
high educational needs and unmet educational needs scores. Findings also reveal female
family members from the higher income group, with higher education levels,
consistently rated educational need statements as more important than other participants.
In Chinese families, the mother is usually expected to take care of general health needs
and household tasks for every family member (Ip & Mackenzie, 1998). They have also
been found to be more anxious and persistent in obtaining information about their
family members and ensuring that they receive the best possible care (Chang &
Horrocks, 2006; Chien & Norman, 2003). The findings of the present study illustrate the
influence of personal and socio-economic factors, and in particular the influence of
educational level, on caregivers’ perceptions of their educational needs in caring for a
relative with mental illness. These findings are in line with previous studies (Lee, Chien,
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& Mackenzie, 2000; Winefield & Harvey, 1994) that also found family caregivers with
higher educational levels had a stronger interest in obtaining information on the specific
mental illness with which their loved one is diagnosed.

Participants in this study who were members of mental health rehabilitation associations
or who contacted information resources on a website (PsychPark) consistently had high
unmet health need scores. It has been reported that participation in a self-help group
raises awareness of met and unmet health needs and encourages use of available social
resources (Chien & Ian, 2003). Members of such groups more frequently employ active
and interactive help-seeking coping strategies, such as reading about the problem and
asking a number of important support network sources for information and assistance
(Chou, Liu et al., 2002; Hsu & Chiou, 2003; Weber & Bailey, 2005; Winefield, Barlow,
& Harvey, 1998). These groups can also provide much needed support and advice on
community resources for caregivers and reinforce their commitment to the caring role
(Aisbett, Boyd, Francis, Newnham, & Newnham, 2007; Cheng & Chan, 2005; Chien &
Chan, 2004; Chien & Norman, 2003; Chien, Norman, & Thompson, 2004). Group
programs have been found to provide relatives with a more realistic, empowered and
less self-blaming view of their role and a better relationship with the relative with
mental illness has been documented in recent family care literature (Heller, Roccoforte,
& Cook, 1997). The findings from the present study indicate however, that there is room
for improvement in providing information and resources from group programs and
websites in Taiwan. The implications of these findings and a discussion on what might
be done to improve the specific educational information and resources provided to
family caregivers are outlined later in this chapter.
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Sung et al. (2004) found that an understanding of drug and alcohol abuse and their
relationship to mental illness were of particular concern to professionals in the mental
health field in Taiwan. Drug and alcohol abuse were also reported as areas of concern
for patients and relatives in the USA (Mueser et al., 1992). The results of the present
study, however, showed that family caregivers reported that the topic of drug and
alcohol abuse was of less importance than other issues. The reason that family
caregivers had less interest in this topic might be due to their poor understanding of the
relationship between mental illness and substance abuse. The most recent data on
substance abuse suggests that this has only recently become a more serious problem for
people with mental illness in Taiwan (Tung, 2000). Moreover, the low level of interest
from family caregivers in the present study could also reflect the fact that participating
adolescents were not diagnosed with drug-induced psychosis or had co-morbid alcohol
or drug abuse issues. However, given the increasing incidence of adolescent substance
abuse in Taiwan (Chu et al., 2008; Madison-Colmore, 2003) drug-induced psychosis is
also likely to increase and the associated violence would make family caregiving in the
home even more difficult. This is an important area for future research.

Emotional well-being of caregivers
The emotional well-being of family caregivers in the present study was explored using
three self-report scales. The DASS measures the negative emotional states of depression,
anxiety, and stress. Findings in the present study indicated that 26.4 percent of family
caregivers were experiencing mild to moderate depression, and 12.3 percent of family
caregivers reported a symptom level that reflected severe depression. There were 32.6
percent of family caregivers who indicated symptoms indicative of mild to moderate
anxiety, and 17.2 percent had symptoms reflective of severe anxiety. Moreover, 18.7
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percent of family caregivers in the present study had a level of mild to moderate stress,
and 10 percent of respondents reported severe stress symptoms at the time they
answered the questionnaire. These results indicate that family caregivers in the present
study experienced serious emotional symptomatology in regards to providing care and
support to their adolescent relative. Many studies have reported similar findings in
regards to the depression status of family caregivers of individuals with mental illness
(Biegel et al., 1994; Biegel & Song, 1995; Brown, 2007; Cohen, Colantonio, & Vernich,
2002; Iwasaki, Ishikawa, Shimizu, & Miyazaki, 2002; Song, Biegel et al., 1997;
Stengard, 2002; Webb et al., 1998), however, only a few studies have indicated similar
levels of anxiety or stress in caregivers (Haley et al., 2004; Rose et al., 2006; Tsang et
al., 2003).

Although anxiety and stress are universal experiences, people vary in their ability to
tolerate anxiety and stress, moreover to cope with situations that cause anxiety and
stress. People who experience levels of severe anxiety or stress may develop physical
ailments or a serious mental illness (Bardwell & Taylor, 2005; Johnson, 1995; Muriel et
al., 2003). These risks are relevant to many of the caregivers in the present study who
had high levels of stress and anxiety.

Some studies have investigated the relationship between caregiver’s level of depression
and the care-receiver’s mental illness severity, and showed that when the person’s
mental health condition was more stable, the caregiver had lower levels of depression
(Chou, Liu et al., 2002; Gonzalez et al., 2007; Magana et al., 2007; Pinquart & Sorensen,
2004; Saunders, 2003; Song, Biegel et al., 1997). Likewise, in the present study when
the adolescent had some form of stable life style and mental health condition (indicated
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by attendance at school/university or employment and less frequent hospital admissions
and less frequent doctor’s appointments), family caregivers reported lower levels of
depression, anxiety, and stress. The implications of the adverse consequences for
caregivers for research and practice are discussed later in this chapter.

Caregivers in the lower family income group in the present study consistently had
higher levels of depression, anxiety, and stress. No relationship was found however
between educational level and emotional well-being. These findings illustrate the
influence of personal and socio-economic factors, and are in line with findings from
previous studies (Song, Biegel et al., 1997; Song, Ho, & Ho, 1997; Song & Singer,
2006). It may be that having a higher income allows family caregivers to access
resources and support that provide some buffers for the challenges involved when
caring for a loved one with a chronic mental health condition. It would seem important
for nurses and health professionals to consider families’ socio-economic status and
social resources when assessing the needs and well-being of family caregivers.

Caregiver burden
The present study aimed to determine the level of caregiver burden among Taiwanese
families caring for an adolescent with mental illness according to the CBI and its five
domains of burden (time-dependence, developmental, physical, social, and emotional).
Scores reported in the present study were lower than those from a previous comparable
study which examined family caregivers of mental illness in Taiwan (Chou et al. 2002).
Chou et al. (2002) examined family caregivers’ level of burden and depression status
when caring for a relative with schizophrenia in Taiwan. That study found a positive
correlation between length of the disease and caregivers’ level of burden, moreover,
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similar findings have also been reported in other studies (Adams & Sanders, 2004;
Barrowclough et al., 1999; Chang & Horrocks, 2006; Chien, Chan, & Morrissey, 2007;
Chou, 2000; Chou, Liu et al., 2002). The difference between the present study and
others might relate to the shorter mean length of the adolescent’s illness which was 3.44
years compared to the mean length of illness in the Chou et al. (2002) sample which
was 10.1 years.

A significant relationship between caregiver burden (developmental, physical, and
social) with family income was found in the present study. This result supports the
findings of other studies (Chien et al., 2007; Chou, 2000) and indicates that a lower
family income might increase the risk of vulnerability for caregiver burden. However,
there were no significant findings on time-dependence burden and emotional burden in
the present study. Most family caregivers in the current study were parents and as such
it is reasonable to assume that most experienced similar emotional and time-dependent
concerns. Other studies have identified that caregivers from lower income families may
not have the financial resources to enable them to access support for developmental,
physical, and social burdens (Fox & Bartholomae, 2000; McKenry & Price, 2000;
Peterson & Mathieson, 2000). Certainly, other studies have found that those in lower
income groups have less access to social activities (McKenry & Price, 2000).

Much research has indicated that the age of the caregiver is significant and positively
correlated with their level of burden (Chien et al., 2007; Chou, 2000; Jewell & Stein,
2002; Marsh et al., 1996). This was not a case in the present study however, and may be
related to homogeneity in the study sample. This study focused on family caregivers of
an adolescent relative with mental illness; therefore, most participants in the present
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study were middle aged parents of those children. Most were employed in a full-time
job, and also looked after other family members. It is important to note however, that
many reported high levels of depression, anxiety, and stress. As such, participating
caregivers were attempting to balance several competing demands relative to their stage
of life. It may be, that if they continue in the caring role for many years, they may suffer
exponentially more than people who assume carer responsibilities much later in life.
Research suggests that the longer the duration of disease, the higher the level of
caregiver burden (Chien et al., 2007; Chou, Liu et al., 2002).

The majority of Taiwanese people are influenced by Chinese religion, culture and
traditions. In contrast to studies in Western countries (Martens & Addington, 2001),
religious beliefs of the family caregivers in the present study were not significantly
correlated with the perceived intensity of the caregiver burden. Traditional Chinese
religions and culture established within families and other social institutions may have
influenced the beliefs and values of family members about caring for a relative with a
mental illness and the associated burden (Chien et al., 2007). Chinese people strive to
follow the admonitions towards sincerity, loyalty, filial piety and benevolence and to
avoid negativism and emotional outbursts toward family members and friends (Chou,
LaMontagne, & Hepworth, 1999; Jewell & Stein, 2002). Family caregiving is
considered to be a social obligation and maintenance of harmonious interpersonal
relationships is also important within a Chinese family (Shih, 1996). To provide
culturally sensitive support for family caregivers, the relationships between religion and
other cultural beliefs and values of family caregivers and their perceptions of caregiving
burden needs to be more clearly understood through further research.
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Magana et al. (2007) found that caregivers’ level of burden mediated the relationship
between care-receiver’s mental health symptoms and caregivers’ depression. Similarly
in the present study, family caregivers who provided care to an adolescent with
schizophrenia had higher caregiver burden than caregivers who provided care to an
adolescent with a mood disorder. This was indicated in particular on the subscales of
time-dependence burden, social burden, and emotional burden. It has been found that
Taiwanese family members with traditional Chinese culture and beliefs, often show a
lack of knowledge about mental illness and are more concerned about the stigma
associated with mental illness (Ma & Yip, 1997). In comparison with Western countries,
the understanding of schizophrenia and other severe mental illnesses in traditional
Eastern cultures is often related to ideas about faulty biological functioning, personal
misconduct and spiritual beliefs (Tseng et al., 1995).

The resulting social stigma

attached to mental illnesses, may result in less favourable social support and more
intense guilt feelings and burden for family caregivers (Leavey, 2005; Ostman, 2004;
Pescosolido et al., 2007; D. F. Wong & Wong, 2007). The notion of shame attached to
mental illness was also evident in the findings of the focus group interviews where
participants described their sense of isolation as being in response to the perceived
stigma associated with mental illness. The social stigma attached to mental illness is an
issue of great concern to Taiwanese family caregivers.

A study on burden of care in Canada, found that single mothers were especially
vulnerable to stress, most often lacked resources, were less likely to have the energy to
gather information about the illness and available assistance, and were less able to be a
support to their children (Carpentier et al., 1992). There were only a few single mothers
in the present study, however, the findings also reflect that when the family caregiver
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had sole responsibility of caregiving, they were more likely to report higher burden than
family caregivers who had others with whom they could share the caregiving role.
Accordingly, the burden of caregiving is an essential issue for sole caregivers within the
family. Thus, it is important that mental health professionals identify when a caregiver
has sole responsibility so that they can ensure better support and assistance for the
caregiving role.

Limitations of the study
The present study has contributed to an understanding of the educational and support
needs, emotional well-being, and caregiver burden of family caregivers of adolescents
with mental illness in Taiwan, however, there are limitations associated with the study
in regards to recruitment, sampling bias, study design, and measures.

Recruitment of a sufficient number of participants was challenging. Hesitancy to
participate may have been due to the stigma associated with mental illness and/or an
unwillingness of caregivers to publicly acknowledge their adolescent’s illness, or indeed
their own needs. Stoicism is a common characteristic in many Asian cultures and there
is a tendency to not complain and accept certain circumstances. It could be that
caregivers with most need were not identified or willing to participate.

Similarly, attempts to recruit participants through mental health associations for
caregivers may have introduced bias. Not all caregivers are associated with such
organisations or use web-based resources. The sample therefore may not be
representative of all caregivers. Furthermore, it could be that individuals in most need of
assistance or those already receiving assistance were more likely to volunteer and
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therefore not accurately reflect the experiences of all family caregivers. Therefore, the
sample may not have been representative of the population of caregivers and may not
reflect the true extent of needs of this group. To some extent these limitations were
mitigated by the mixed methodology and the good response rate to the survey, but
future research should be mindful of the need to recruit large representative samples of
caregivers.

The present study used a cross-sectional design that did not allow for causal inferences.
The caregiving role is not the only role in family caregivers’ daily lives. There are many
life events that might happen at anytime. In order to understand family caregivers, the
survey period may need to be longitudinal in order to detect long-term change.
Therefore, a longitudinal research design, including a one-year follow-up, may help to
inform a better understanding of the issues associated with family caregiving. A much
longer study (for example, twenty years) would also be useful to determine caregiver
burden and needs throughout the lifespan.

Many studies indicate that the severity of the care-receivers’ illness is an important
variable in relation to caregiver burden and emotional well-being of family caregivers.
The present study measured adolescent mental illness severity by using frequency of
doctor’s appointments. This assumed that when the adolescents were more stable they
had less frequent appointments. Many studies reviewed used the Global Assessment of
Functioning Scale (GAF) as an instrument to measure the severity of mental illness.
There is a child version, Children’s Global Assessment Scale (C-GAS), which can be
used in a patient diagnosed with a mental illness aged under 18. Both the GAF and CGAS instruments require a mental health clinician or doctor to rate the general
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functioning of children under the age of 18. These instruments could not be used in the
present study as the focus was on caregivers and therefore no contact was made with the
adolescents. However, future studies may wish to include a component whereby the
well-being of the adolescent is directly assessed and monitored over time.

The selection of appropriate measures is a crucial element of research. Unfortunately
many tools that assess emotional well-being and caregiver burden have not been
validated for use in Chinese-speaking populations. It may also be that some terms may
not be easily translated, or have a slightly different meaning in an Asian context. It was
also difficult to locate a tool to address the specific aims of the present study. The ENQ,
for example, was developed initially to assess patients’ educational needs rather than
those of family caregivers. It has, however, been used in other studies for this purpose
(Chien et al. 2002). As such, there are relatively few items relevant to the personal and
physical needs of families compared to those concerning information on the illness, care
provision and family coping. These issues were addressed in the present study however
by the use of the CBI but in order to have a better understanding of family caregivers
educational and support needs, modifications to the family caregiver needs assessment
tool are recommended.

Implications of the study
The present study expands our understanding of the needs and experience of family
caregivers providing care and support for an adolescent with schizophrenia or a mood
disorder in Taiwan. The findings of the present study have important implications for
practice, education, research and social policy development.
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Implications for education of family caregivers
These findings have important implications for developing educational programs for
family caregivers who provide care for their family member with a mental illness in
Taiwan. To date, educational interventions designed for caregivers and family members
have typically been psycho-educational in nature and focused on teaching caregivers
how to manage symptoms and disruptive behaviours of patients. This approach is
consistent with the existing body of literature on caregiving that identifies symptoms of
the illness and objective burden as major determinants of subjective burden. Findings of
the present study suggest that caregivers of adolescents with different diagnoses have
different educational needs. There is a great need for the development of educational
programs to address caregivers’ specific needs and for these resources to be made
available for hospitals, community health centres, and mental health associations to use.
These programs should be offered on a regular basis, with written materials also
available in hard-copy and web-based. The program could contain a number of modules
that enable flexibility but be comprehensive in its scope, focussing on topics such as the
aetiology and treatment of specific illnesses, appropriate use of medications and
managing side-effects. It should also include coping strategies, positive parenting
strategies and how to build social and emotional resources and support given the high
levels of depression, stress and anxiety reported by caregivers in this study. Caregivers
could access the modules when they felt their greatest need or access those modules for
which they were interested. Melrose (2000) found that offering a flexible educational
program for family caregivers increased their understanding and met their specific
needs. Although this study involved a group educational program with parents of
children with an eating disorder, flexibility was a feature that the parents found useful.
The program identified 10 topics including such areas as stress management for parents,
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wellness strategies, effective communication and parents were able to decide on
discussion topics for each week of the 7 week program. The important principle
underpinning this program would also be useful to adopt for parents of adolescents with
either schizophrenia or mood disorder in Taiwan. Melrose (2000) adopted a
developmental health model based on a competence approach that focused on
promoting the positive aspects and strengths of the family caregiver so that these could
be considered for use in other situations.

The educational needs considered most important and ranked as “unmet” by participants
in the present study related to areas such as medications, early warning signs of the
illness and relapse, sleeping problems, improving communication with relatives, and
side-effects of medications. These important needs should be considered carefully by
nurses and health professionals when designing educational programs for family
caregivers. Furthermore, as discussed above interventions designed for caregivers might
be improved by a shift in focus from burden alone to a broader approach that also
addresses satisfaction and the positive aspects of caregiving (Boerner, Horowitz, &
Schulz, 2004; Cohen et al., 2002; Melrose, 2000; Tarlow et al., 2004).

There are mental health information brochures and booklets currently available from
hospitals and community health centres in Taiwan. Books related to mental health are
being published for family caregivers that can easily be purchased from bookshops or
on-line, however, family caregivers in the present study indicated that they found much
of the available information difficult to understand. Information that was accessible and
easily understood was an important concern of family caregivers in the present study.
Health professionals should aim to develop a variety of resources that appeal to readers
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with various levels of understanding and test the efficacy of these resources with the
target population.

Implications for education of mental health professionals
Limited research on family caregiver issues can lead to possible misunderstandings on
the part of mental health nurse professionals or a tendency to ignore such problems.
Because of cultural differences, mental health nurses in Taiwan cannot easily generalise
findings from studies conducted in other countries but this is changing as more research
in Asian countries is conducted. Although the focus of current curricula for mental
health nursing education in Taiwan is illness oriented and patient-centred, there is
limited content devoted to understanding caregiver issues. Holistic care is an integral
approach to effective care and caregiver issues must be considered and their role
supported. It is necessary therefore to include relevant content in relation to family
support and care into nursing curricula. Given the concerns raised by participants in
regards to stigma there is also a need for current clinical nurses to support caregivers in
a sensitive and non-judgemental way. Furthermore, the results of the present study
identify the need for mental health nurses to regularly assess the emotional well-being
of caregivers who report a high level of stress, anxiety and depressive symptoms.

Multidisciplinary teams are considered routine in the provision of mental health care
within the community and hospital base. The standard mix of disciplines within mental
health teams includes nurses, psychologists, psychiatrists, social workers, and
occupational therapists. This multidisciplinary team is seen as necessary to provide a
holistic approach to care. The findings of the present study have important implications
not only for nurses but also other professionals who are working in the mental health
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sector, in order to provide better quality of care for people with mental illness, their
family, and family caregivers. The Department of Health in the United Kingdom
released a report “The Ten Essential Shared Capabilities – A Framework for the Whole
of the Mental Health Workforce” (Hope, 2004) that has formed the basis for the
education and training of mental health professionals in many countries around the
world. The Framework describes the expected capabilities of mental health
professionals and many of the capabilities refer to working in partnership with
caregivers and families. Adoption of this Framework might also be useful in reshaping
mental health professional education in Taiwan.

Implications for practice
In Taiwan, community support services offered by mental health professionals often are
provided on an individual basis to the care recipient. As caregivers have reported
satisfaction with support group experiences (Barusch & Spaid, 1991; Chien & Norman,
2003; Chou, Liu et al., 2002; Cook, Heller, & Pickett-Schenk, 1999; Wilkins, Castle,
Heck, Tanzy, & Fahey, 1999), increased information about available community
resources in Taiwan might lead caregivers to make significant changes in their attitudes
and behaviours, and lessen the burden they experience on a daily basis. Clearly,
caregivers need more support so they can continue caring for an adolescent relative with
mental illness without sacrificing their own physical, emotional, and social well-being.
Results of the present study are consistent with previous studies in that caregivers want
more information and training with respect to the illness and conditions that affect their
relatives (Chien & Norman, 2003; Chou et al., 1999; Mueser et al., 1992). Most
importantly, they need emotional support to help them deal with their feelings and to set
realistic limits for themselves. Support groups are a possible strategy and could provide
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a good pathway for caregivers to facilitate emotional catharsis in a supportive and
understanding environment. Even though in Taiwanese culture, open disclosure of
negative emotions is not considered appropriate, caregivers in the present study did
acknowledge the possible benefits of a family support group, but thought it would be
stressful to join such a group. Hence, a pathway that can ensure caregivers’ privacy is
needed, and on-line services might be an alternative solution for those family caregivers
by providing a greater degree of privacy and anonymity but still facilitating an
expression of needs and provision of information. Perhaps there also needs to be an
exploration of resilience in family caregivers in future research to enable a greater
understanding of how best to support caregivers’ emotional well-being.

Many studies on caregiver burden emphasize the importance of informal support as a
means to decrease feelings of burden as informal helpers share in the caregiving tasks
and responsibilities (Biegel et al., 1994; Cuijpers, 1999). In Taiwan, as well as in
Mainland China and other Chinese communities, the family is the traditional foundation
of society. The Chinese family is dominated by Confucius principles, with a belief in
showing respect and concern and with a strong emphasis on specific roles and proper
relationships among the family members (Meredith, Abbott, Tsai, & Zheng, 1994; Tseng
et al., 1995). There is a strong desire in most Chinese individuals to maintain their roles
and relationships, thereby enabling the family system to maintain equilibrium. Any
occurrence of mental illness and hospitalisation of a family member results in
psychological and emotional disturbances for the whole family (Ma & Yip, 1997). In
relation to the conceptual approach of family caregiving suggested by Rungreangkulkij
and Gilliss (2000), Chinese family beliefs and relationships can be of great importance
in understanding caregiving burden and any socio-cultural factors influencing family
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care of people with a mental illness. However it is also important to examine further and
distinguish between the availability of social support resources and the actual use of
those resources (Leff, 1994).

Community-based mental health services in Taiwan are currently more focused on the
transition between hospital and the community, especially for people with mental illness
without a family support system. Moreover, such services are offered through the
hospital system, and there are very limited services provided by community health
centres. However, mental health professionals could offer a service to reach those
people in the community, and directly provide advice, support and information to those
families where a family member has a mental illness (ROC Government, 2007). These
community-based services need to be conceived around a framework developed from
best practice models informed by evidence from consumers and caregivers. This has
recently been addressed in Australia and provides an example of how this could be
achieved. The Mental Health Council of Australia (2006) released a report of a study
that examined 21 services in Australia and overseas to offer a National Framework for
Community Supported Recovery. The study came about following a call from
consumers and their families for improved community-based mental health care and as
such may be useful to consider as an approach to improve community-based care in
Taiwan. Many of the key elements within this framework identify the need to involve
and partner with family caregivers for example, “listening to family members and
natural supports”; “the necessity for educated, informed, empowering and trained
families…” and, “addressing and acknowledging the needs and rights of close family
members” (Mental Health Council of Australia 2006, p. 14).
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Establishing a 24 hour emergency service would also greatly assist consumers and their
families. Currently in Taiwan, "110" or "119" are two emergency response contacts that
caregivers can use if a person with a mental health condition requires attention (for
example: during an aggressive episode, when threatening self-harm or acting in a
bizarre way that places the individual or others at risk). However, such response
agencies are staffed by policemen or firemen who often have limited knowledge of
mental illness. Therefore, it is necessary to establish an emergency response service
(such as 24 hour hotline) for those seeking help for a mental illness and their
family/caregivers. This telephone hotline service could also incorporate an information
service during day hours as another effective tool to assist both caregivers and people
including adolescents with mental illness.

To facilitate high quality community care, it is important to increase social support and
reduce social stigma attached to mental illness by: (a) improving community-based
family care and developing family support groups and other support services such as
respite care (Mental Health Council of Australia, 2006); (b) providing culturally specific
health education about mental illness and its treatment and care for families and the
public (Davis & Rankin, 2006); and (c) re-establishing a supportive family and social
network based on a Chinese concept of interpersonal relationship and social obligation
such as reciprocity, loyalty, benevolence and righteousness (Spector, 1991; Stuart, 2005).

Implications for social policy development
Mental health has become a major international public health concern and the
Taiwanese Government has recently placed an increasing focus on the importance of
mental health. These findings therefore have important implications for both
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government and non-government organizations in terms of pursuing social policy
changes in Taiwan in order to improve mental health outcomes, and reduce the negative
effect on people with mental illness and their families. The need for social and policy
changes must be addressed at all levels in Taiwan. Government and related agencies
need to work collaboratively to overcome these issues.

Research suggests that the longer the duration of disease, demands, and involvement in
caregiving, the higher the level of burden. Various means, such as the provision of
respite care and community care needs to be available to family caregivers to enable
them to receive assistance (Chien et al., 2007; Dunkin & Anderson-Hanley, 1998). The
Taiwanese Government currently provides respite care for caregivers of a family
member with a mental illness. This respite care, however, is only provided by a few
public hospitals, with very limited vacancies. The respite care can be no more than 2
weeks, and can only be used once a year. Although the Taiwanese Government funds
respite care for family caregivers of mental illness, it seems there is a need for more
funding to increase the respite care available for family caregivers.

The results of the present study indicated that a lower family income might increase the
risk of vulnerability for caregiver burden, therefore, financial support might be
considered by the Government in order to help those lower income families who have a
member with a mental illness. In Taiwan, such families can receive a pension certificate,
a tax deduction in the financial year, and a living allowance for the person with a severe
mental illness (3000 NTD each month for people with severe mental illness, extra 3000
NTD each month for patients who are from a low income family); disabled parking
permits, and concessional fares when taking public transport. The Taiwan National
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Health Insurance program covers eighty percent of treatment and medication costs.
Moreover, for those people with a severe mental illness, the cost of treatment are fully
covered by Taiwan National Health Insurance. Although the cost of treatment for people
with mental illness and their families in Taiwan is relatively small, the financial support
provided by the Government still might not be sufficient especially for families in lower
income groups.

The stigma associated with mental illness can be profoundly socially debilitating to the
individual with a mental illness (Naeem et al., 2006). Stigma was one of the major
concerns for family caregivers in the current study, moreover, it was also noted as a
barrier for seeking appropriate treatment. While health organizations and governments
attempt to demystify the illness, various media portrayals often use the term
‘schizophrenic’ to describe aggressive and socially inappropriate behaviours perpetrated
by some members of the community. Taiwan’s Mental Health Law claims to guide
media ethics, and prohibits using stigma-producing terms in any media to describe a
person with mental illness and their behaviours. Although this is an important strategy
to address this issue, the Government should consider widespread mental health
information to help the general population improve their awareness of mental health
issues, and the need to be more inclusive and sensitive.

Implications for research
This exploratory study investigated the educational and support needs, emotional wellbeing and caregiver burden of family caregivers who provide care for their adolescent
relative with mental illness in Taiwan, and has several implications for future research.
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Firstly, further research is needed on the possible effect of the illness trajectory on
perceived caregiver needs. As identified previously, caregivers in the current study were
younger than many other caregiver groups in similar studies and many were in full time
employment. The burden of care may be greater for this group because of the duration
of the period required for care, accumulative life stress, and fewer opportunities for
respite because of fewer available hospital beds and greater reliance on communitybased care options. Further questions may be generated such as: (1) what are the needs
of family caregivers at different time points along the illness trajectory? and, (2) What
support can mental health professionals offer to help families at different times to
facilitate better care for their adolescent relative with a mental illness?

Secondly, there is a lack of sound theoretical models of caregiving in the adolescent
population to accommodate and integrate research findings and to explicate how
individual, family, and societal factors interact to influence the caregiving experience of
families of adolescents with mental illness. Such theoretical integration is particularly
needed in the Chinese context as family and societal systems are not similar to those in
Western contexts. The relevance and direct applicability of the models developed in the
West to Chinese people is doubtful. There is an obvious need to conduct further studies
to develop a theoretical model that can predict family caregiver needs and provide
direction for appropriate interventions.

A shortage of research instruments in various Chinese dialects limited the study. Using

an existing instrument is a way to compare and discuss findings as well as reducing the
time and expense required to develop and validate a new tool. Using an instrument
developed in a different culture is a common strategy for Taiwanese researchers (Burns
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& Grove, 2006; Polit & Beck, 2003; Polit & Beck, 2005). Berry (1980) states the goal
of translation is to obtain an instrument that elicits a response, and conveys similar
meanings to members of various groups. In other words, a literal translation of an
instrument is not always sufficient. In addition to proper linguistic translation of an
instrument, cultural translation is important (McGorry, 2000). Development of Chinese
versions of instruments that focus on family caregiver needs, burden, and emotional
well-being are necessary. Although using an existing instrument is a convenient strategy
for researchers, it is risky due to possible cultural incompatibility.

The present study was exploratory in nature and further follow-up studies are required.
A further study could consider developing an appropriate intervention, in order to help
family caregivers provide better support for their adolescent, decrease burden, and/or
assist with coping with the challenges of their caregiving role.

Conclusion
The strength of the current study lies in the identification of needs of family caregivers
who provide support for an adolescent relative with mental illness in Taiwan. The
findings may be useful in shaping health care services for adolescents in the community,
informing the content and delivery of appropriate education programs, and challenging
the attitudes of nurses and other health care professionals towards the difficult issues
faced by family caregivers. Adolescents diagnosed with a mental illness and their
families are capable of identifying their needs for mental health education, resources,
support and assistance. Their perceptions of needs for mental health education should be
accommodated through the design of appropriate and flexible education programs,
availability and access to relevant resources, support and assistance. This would go
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some way to supporting family caregivers and hopefully lessen the challenges they face
on a daily basis.

The results of the present study have important implications for education, practice,
research, and social policy in mental health. The conclusion and recommendations are
presented in the following chapter.
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Chapter 7
Conclusions and Recommendations

Introduction
Although there have been calls for more investigation into the experiences and needs of
family caregivers of people with mental illness (Chien & Norman, 2003; Ip &
Mackenzie, 1998; Laura Stober, 1998; Mueser et al., 1992; Reid, Lloyd, & Groot, 2005;
Stengard, 2002; Weber & Bailey, 2005; Wynaden et al., 2006), very little research has
been conducted in this area. In particular, there is limited research in relation to family
caregivers who provide care for an adolescent with a mental illness, especially those
individuals living in a Chinese society.

The purpose of this study was to explore the experiences and needs of family caregivers
living in Taiwan when caring for an adolescent relative diagnosed with either
schizophrenia or a mood disorder. The primary research questions for this study were:
(1) What are the educational needs of family caregivers of adolescents with
schizophrenia or a mood disorder in Taiwan? (2) What is the nature of caregiver burden
for family caregivers of an adolescent with schizophrenia or mood disorder in Taiwan?
(3) What is the level of emotional well-being of these family caregivers?

This study adopted a sequential mixed method design in which a qualitative phase was
followed by a quantitative phase. Phase one of the study involved a qualitative approach
to explore the experiences and needs of Taiwanese family caregivers when caring for
their adolescent family member with schizophrenia or a mood disorder. Six focus group
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interviews were conducted; each involved 2-3 family caregivers, with 14 participants in
total. The findings from this phase were used to identify important issues and inform the
selection of instruments to examine in detail family caregivers’ needs. The second phase
of the study used a cross sectional design to collect data from caregivers using a set of
standardised questionnaires. The educational needs, emotional well-being, and caregiver
burden of family caregivers were examined with 261 participants. The following section
highlights the major conclusions and presents recommendations drawn from this study
in regards to practice, policy and research.

Major conclusions
Unmet educational needs
This study is unique in its investigation of family caregivers’ needs when caring for an
adolescent with either schizophrenia or a mood disorder in Taiwan. The findings of this
study identified five unmet educational needs items which participants consistently
ranked in their 10 most important. This indicates that important educational needs of
participants had not been satisfied. Participants wanted to know more about: psychiatric
medications and their side-effects, early warning signs of the illness and relapse,
sleeping problems, and improving communication with relatives.

The current study clearly illustrated that family caregivers with a higher educational
level reported high levels of educational need and more unmet educational needs.
Similarly, family caregivers with a high family income in this study had high
educational needs and unmet educational needs scores. These findings demonstrate the
influence of personal and socio-economic factors, and in particular the influence of
formal education achievement, on families’ perceptions of their educational needs in
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caring for an adolescent with mental illness.

The results of this study also indicated that family caregivers who were members of
mental rehabilitation associations or who contacted information resources on a website,
consistently reported high unmet educational needs scores. These findings indicate that
information and resources in relation to mental illness for family caregivers who are
looking after adolescent relatives with mental illness need to be developed further.
Specific feedback should be sought from people accessing such resources so that they
can be revised to better meet the needs of consumers. Web-based facilities such as a
chat room may enable specific questions to be answered and provide peer and
professional support for family members.

Differing educational needs according to diagnosis
In this study, the results showed that the two groups of caregivers (family caregivers of
an adolescent with schizophrenia or a mood disorder) have different priorities in terms
of the importance of some educational needs. This difference relates to the clinical
features and behavioural manifestations of different mental illnesses. For instance,
people with mood disorder often present with social isolation and withdrawal, apathy
and suicidal ideas (Muriel et al., 2003); in contrast, those with persistent psychotic
symptoms such as hallucinations and delusions may manifest a variety of disturbing,
bizarre and assaulting behaviours (Bardwell & Taylor, 2005; Muriel et al., 2003;
Sanders, 2006). The educational needs of caregivers were related to learning how to
cope with the characteristic symptoms of each disorder. The family caregivers of an
adolescent with schizophrenia were more interested in how to cope with persistent
hallucinations and persistent delusions, whereas the family caregivers of an adolescent
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with a mood disorder were more interested in learning how to cope with depression and
suicidal thoughts, stress and illness, and ways of managing stress more effectively.

These findings emphasise the importance of assessing the specific needs of families in
regards to certain types of mental illness. Greater understanding of these specific family
needs and concerns by nurses could play an important role in developing family-centred
care for people with mental illness. The findings also indicate the possible effects of
socio-economic and cultural factors on Chinese family caregivers’ informational and
mental health needs in providing care. They also suggest that educational programs
based on accurate and comprehensive assessment data collected from particular
diagnostic groups should be designed to meet family caregivers’ specific needs in caring
for an adolescent with mental illness.

Family caregivers perceived higher levels of depression, anxiety, and stress
The current study investigated emotional well-being of family caregivers in regards to
depression, anxiety and stress. The findings indicated that 26.4 percent of family
caregivers were experiencing mild to moderate depression, and 12.3 percent of family
caregivers in this study had a level above severe depression. There were 32.6 percent of
family caregivers who indicated they had mild to moderate anxiety, and 17.2 percent
had a level of severe anxiety. Moreover, 18.7 percent of family caregivers in this study
had a level of mild to moderate stress, and the scores for 10 percent indicated severe
stress at the time they answered the questionnaire. These results indicate that participant
family caregivers experienced serious emotional challenges when providing care and
support to their adolescent relative with a mental illness. The implications of these
results are significant in terms of the known health and social consequences of these
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negative emotional experiences. As such, mental health services need to consider
promoting and implementing a range of strategies that will assist and enable caregivers
to build social and emotional resources and support to lessen these consequences.

The results also showed that when the adolescent’s condition was more stable,
participants had lower levels of depression, anxiety, and stress. Participants’ emotional
well-being also correlated with their household income. Participants in lower income
families had a significantly higher score on depression, anxiety, and stress than
participants in higher income families. This also emphasises the importance of mental
health professionals considering clients’ socio-economic status as an important factor in
assessing family caregivers’ emotional well-being. These findings also strongly suggest
the direction for mental health professionals in clinical practice.

Caregiver burden on family caregivers
Caregiver burden was examined in this study. The results showed that when there are
more caregivers in the same household, the participant reported less burden. The longer
duration of the adolescent’s illness and more frequency of hospitalisation resulted in
more burden for participants. Participants in lower income families reported that their
caregiver burden was significantly higher than participants in higher income families,
especially in the subscales of development burden, physical burden, and social burden.

Furthermore, family caregivers who provided care to an adolescent with schizophrenia
had higher caregiver burden than caregivers who provided care to an adolescent with a
mood disorder. This was particularly the case in regards to time-dependence burden,
social burden, and emotional burden. These findings have important implications for
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nursing practice and social policy development.

Recommendations
This study has contributed to the body of knowledge in relation to understanding family
caregivers’ experience and needs when providing care to an adolescent with mental
illness in Taiwan. The findings of this study, considered in relation to other studies and
developments overseas, form the basis for the following recommendations.

Firstly, further exploration of family caregivers’ experience and needs when they
provide care to an adolescent relative with other mental illnesses, such as an eating
disorder or substance abuse may add to our general knowledge and understanding. This
would also provide the possibility of further delineating the needs of caregivers, and
inform the development of educational and support programs for family caregivers who
look after an adolescent with mental illness in Taiwan. As indicated previously it might
be useful to explore resilience in family caregivers in future research to enable a greater
understanding of how best to support their emotional well-being as this was identified
as a great need in the current study.

Secondly, further research using a longitudinal approach is needed to examine the
family caregivers’ experience and needs across the course of illness. Given the burden
of caregiving and emotional consequences experienced by this cohort of caregivers after
a few years, there is a great risk of serious adverse long-term consequences. The
inability of caregivers to continue in their role may lead to caregiver illness, family
breakdown, increasing need for in-patient services, and poorer quality of life for all
concerned.
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Thirdly, further studies could consider developing interventions, such as an educational
program, as a means to inform and help family caregivers provide better support for
their adolescent, to decrease burden, and assist with coping with the challenges of their
caregiving role. It is clear from the current study that this intervention would need to
take account of diagnostic, cultural and socio-economic factors.

Fourthly, a study that examines best practice community-based mental health care
models is needed to provide evidence to direct reforms in mental health community
health services for consumers, caregivers and families in Taiwan.

Finally, there is an obvious need to conduct studies to further develop a theoretical
model that can predict family caregiver needs and provide direction for appropriate
interventions.
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Appendix 3: Information Sheet of Phase I study
Faculty of Nursing and Health
School of Nursing
Nathan Campus
Queensland 4111 Australia
Telephone: 387 57389
Fax: 3875 57984

Information Sheet
Descriptive and exploratory study of family caregiver’s needs when caring
for an adolescent with a psychotic or affective disorder in Taiwan
Student Investigator Ms Shiow-Jing Wei
School of Nursing, Griffith University
Telephone: +61 7 3875 5224
E-mail: s.wei@griffith.edu.au

Supervisors
Dr. Marie Cooke
School of Nursing,
Griffith University
Telephone: +61 7 3875 7985
E-mail:
M.Cooke@griffith.edu.au

Professor
Wendy Moyle
School of Nursing,
Griffith University
Telephone: +61 7 38755526
E-mail:
W.Moyle@griffith.edu.au

Dr. Katie Evans
School of Nursing,
Griffith University
Telephone: +61 7 38755249
E-mail:
K.Evans@griffith.edu.au

Background
This study is being undertaken by Ms Wei as a partial requirement of a PhD in mental
health nursing. I would like to ask you to participate in a focus group interview. Please
read this flyer and indicate your willingness to be involved by telephoning the
researcher within the next week or by leaving your telephone number for the researcher
to contact you at a later date.
The onset of mental illness in adolescence is a time of crisis and places a huge burden
on the family. Most family members experience the onerous responsibility attached to
becoming a primary caregiver and may be unprepared for this demanding role. The
purpose of this study is to explore the experiences and needs of family caregivers when
caring for their adolescent child with a psychotic or affective disorder in Taiwanese
society.

What participation in this study involves
Participation in this study asks that you attend a focus group, and share your
experiences of caring for your adolescent child with a psychotic or affective disorder. A
focus group involves discussion with the researcher and up to 8 other caregivers in a
group interview. It is estimated that the focus group interview will take approximately
90-120 minutes to complete. The focus group interviews will be audio taped to help
with the data analysis. The interview data will be transcribed and following
transcription the audio tapes will be destroyed.
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Consent to participate
Your participation is voluntary and you are not under any obligation to consent to
participate in this research. Non-participation will not involve any penalty, affect any
current or future care given to your child. If you chose to participate you may
discontinue participation at any time without penalty or without providing an
explanation. While the research may not benefit you directly it may have the potential to
improve quality of care for adolescents with a mental illness and support for family
caregivers.

Risk
There are no physical risks involved in this project.
The interview questions relate to your experience of caring for your adolescent child
with a psychotic or affective disorder. You may feel upset during the interview when
discussing your experience. If this happens, I would like to stop interview, and discuss
these issues with you. However, the researcher is a qualified psychiatric nurse,
experienced in interviewing family caregivers and does not believe any of the questions
will cause undue distress or anxiety and may actually be therapeutic.

Confidentiality
Your identity as a participant in this research will remain confidential. I will not use
your name in any published or unpublished accounts of this research. All transcribed
interview data will be locked in a cabinet in the School of Nursing at Griffith University
for a period of 5 years before being destroyed. A report of the general findings from the
study will be made available to participants.
Questions concerns or complaints
You may contact Ms Shiow-Jing Wei or Dr. Marie Cooke or the other two researchers
if you have any matter of concern regarding the research that you wish to discuss, or if
you prefer an independent person you may contact the Manager, Research Ethics:
Office for research, Bray Centre, Griffith University, Kessels Road, Nathan, QLD 4111,
telephone +61 7 3875 5585 or e-mail research-ethics@griffith.edu.au

Griffith University thanks you for your consent and participation in this study.
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Appendix 4: Information Sheet of Phase I study (Chinese Version)
Faculty of Nursing and Health
School of Nursing
Nathan Campus
Queensland 4111 Australia
Telephone: 387 57389
Fax: 3875 57984

青少年精神病患家屬於參與照顧罹患精神分裂症及情感性疾患
子女的照顧經驗以及需求探討
研究者
魏秀靜 博士研究生
澳洲格里菲斯大學 護理系博士研究生
電話: +61 7 3875 5224
E-mail: s.wei@griffith.edu.au

指導教授
Marie Cooke 博士
護理系
澳洲格里菲斯大學
電話 +61 7 3875 7985
E-mail:
M.Cooke@griffith.edu.au

Wendy Moyle 副教授
護理系
澳洲格里菲斯大學
電話 +61 7 38755526
E-mail:
W.Moyle@griffith.edu.au

Katie Evans 博士
護理系
澳洲格里菲斯大學
電話: +61 7 38755249
E-mail:
K.Evans@griffith.edu.au

戎瑾如 副教授
護理系
國立台北護理學院
電話: 02-28227101ext 3187
E-mail:
rong@mail1.ntcn.edu.tw

研究背景
精神疾患是一個不僅影響一個人的身心健康的疾病，在家中青少年子女罹患精神
疾病時，不僅影響生病的青少年，也深深地影響家庭的運作。當家中有一個生病
的子女，身為家屬及非專業的照顧者，在照顧生病的子女時，一定經歷了許多的
困難。本研究旨在了解及探討家庭照顧者在照顧家中青少年子女罹患精神分裂症
或情感性疾患之相關經驗及需求。

試驗方法
研究人員於兒童青少年精神科門診候診室，給予病患家屬本研究的相關說明資
料，並邀請參加焦點團體。於家屬同意後、並簽署同意書，始進行焦點團體。
焦點團體由 5-8 位病患家屬組成，進行時間約為 90-120 分鐘。主要談論之主題為
照顧被診斷患有精神疾患之青少年子女的照顧經驗，以及擔任照顧者角色過程中
之相關需求。
本研究將於焦點團體過程中全程錄音，錄音帶或錄音檔案在打字成為逐字稿後，
全數予以銷毀。僅以逐字稿的文字資料進行資料分析，並在逐字稿中不會呈現任
何可以辨識參與本研究之病患家屬資料。

可能的副作用及危險
本研究不會造成參與研究之病患家屬身體上的傷害，在焦點團體中，所討論的內
容皆為身為非專業之病患照顧者的照顧經驗，以及於該角色中之需求。
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或許於過程中，青少年病患家屬在敘述照顧患病的青少年子女的照顧經驗時，會
有情緒上的不穩定。如果有上述情形發生，研究者會視情況並徵求參與研究之青
少年病患家屬同意，暫停訪談。並於焦點團體訪談後，與情緒受影響的家屬訪
談，協助家屬處理情緒問題。

預期的試驗效益
提供患有精神疾患之青少年病患家屬一個機會，抒發其壓力，並與其它有類似或相同經
驗之照顧者討論共同的經驗。並提供健康照顧專業人員全面的了解，進而提供適宜的資
訊及協助給予青少年病患家屬。

受試者個人權益
所有病患家屬的參與皆為自願參加，並隨時可以因為任何原因退出研究計畫，不
需任何的原因或理由。而且不會引起研究人員及醫師的成見，即使中途退出計
畫，也不會影響在醫院應有而且完整的醫療照顧。
參與本研究之焦點團體成員資料皆予以保密。在任何形式之成果報告中皆不會有
任何可以辨識參與本研究之病患家屬資料。

其他
如果您對於本研究有任何疑問，您可以聯絡上述的任何一位研究人員（魏秀靜、
戎瑾如、或是其他三位外國指導教授）。如果您希望與上述人員以外的人聯繫，
您也可以聯繫澳洲格里菲斯大學研究倫理委員會。以下為其聯絡方式：
地址: Research Ethics: Office for research, Bray Centre, Griffith University,
170 Kessels Road, Nathan, QLD 4111,
Australia
電話: +61 7 3875 5585
電子郵件: research-ethics@griffith.edu.au

澳洲格里菲斯大學感謝您對於本研究的熱心參與，謝謝!!
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Appendix 5: Consent Form of Phase I study
Faculty of Nursing and Health
School of Nursing
Nathan Campus
Queensland 4111 Australia
Telephone: 387 57389
Fax: 3875 57984

CONSENT FORM
Descriptive and exploratory study of family caregiver’s needs when
caring for an adolescent with a psychotic or affective disorder in Taiwan
I have read the information form and understand that:
• This research is to investigate family caregivers’ needs when they looking
after their adolescent child with a psychotic or affective disorder.
• I am being asked to attend a focus group and to discuss my experience of
caring for my adolescent child with a psychotic or affective disorder.
• The focus group interview will take about 90-120 minutes to complete.
• My participation is voluntary and I may discontinue my participation at any
time without penalty or explanation.
• Any reports or publications from this study will be reported in general terms
and will not involve any identifying features.
• The data will be kept confidential at all times and in a locked filing cabinet in
the chief investigator’s office for a period of 5 years before being destroyed.
• A report of the study findings will be made available to me (See below).
I have read the information sheet and the consent form. I agree to participate in this
study and give my consent freely. I understand that the study will be carried out as
described in the information statement, a copy of which I have retained. I realised that
whether or not I decide to participate is my decision and will not affect my child’s
care. I also realise that I can withdraw from the study at any time and that I do not
have to give any reasons for withdrawing. I have had all questions answered to my
satisfaction.
………………………………………….…
Name and Signature

…………………....
Date

………………………………………….…
Investigator Name and Signature

…………………....
Date

I request / do not request a copy of the findings from the focus group interviews to be
forwarded to me. Please provide a mailing address if you wish findings to be sent to
you.
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Appendix 6: Consent Form and demographic data sheet of Phase I Study (Chinese Version)
Faculty of Nursing and Health
School of Nursing
Nathan Campus
Queensland 4111 Australia
Telephone: 387 57389
Fax: 3875 57984

親愛的病患家屬, 您好:
我是澳洲格里菲斯大學護理博士研究生魏秀靜，目前正在進行我的博士論
文研究，研究名稱為: 青少年精神病患家屬於參與照顧罹患精神分裂症及情感
性疾患子女的照顧經驗以及需求探討。
這個研究主要是要了解及探討家庭照顧者在照顧家中青少年子女罹患精神
分裂症或情感性疾患之相關經驗及需求。我們都知道精神疾患是一個不僅影響
一個人的身心健康的疾病，在家中青少年子女罹患精神疾病時，不單影響生病
的青少年，也深深的影響了家庭的運作。身為病患家屬的您一定也經歷了許多
的困難，在此誠摯的邀請您參與本研究。
焦點團體是一個由相同經驗的人所組成的小團體，共同討論或分享相似的
生活經驗。在這個研究中，我們將邀請與您有著相同經驗的家屬約 6-8 位，共
同參與討論分享您在照顧家中生病的孩子的過程及經驗。在團體討論過程中，
您會被邀請分享您的經驗，說明您在照顧生病的子女的歷程及曾經遭遇的困
難。藉此您可以抒發您的情緒，也可以知道其他人在面臨相同困境時是如何面
對及度過。讓從事醫護工作的專業人員更能夠了解您的問題及需要，進而提供
更符合您的需求的醫療照顧。本研究計畫將在 94 年一月進行家屬焦點團體，每
一位家屬將被邀請參加一次的焦點團體，時間約為 90-120 分鐘。如果您無法全
程參與，我們也一樣歡迎您的加入。因為您的經驗對我們而言將是非常重要的
資料。
在這樣的團體中，我們期望營造一個溫暖的環境讓您能夠暢所欲言。您的
參與為自願參加，並隨時可以因為任何原因退出研究計畫，不需任何的原因或
理由。
參與本研究之焦點團體成員資料皆予以保密。在團體中所言的內容，僅供
研究者分析資料使用，在任何形式之成果報告中皆不會有任何可以辨識參與本
研究之病患家屬資料。
如果您有興趣參與本研究，麻煩請留下您的姓名及連絡電話，研究人員將
與您聯繫並約定合宜的時間，或是於下列列出的日期勾選出您方便的日期及時
間。本研究亦備有一份小禮物，感謝您於百忙之中參與本研究。
□ 是的，我有意願參加，請與我聯繫
我的姓名________________________
聯絡電話________________________
□ 很抱歉，謝謝!

** 如果您對於本研究有任何疑問，可以聯絡本研究在台灣研究人員魏秀靜，電
話: 0910026961。
澳洲格里菲斯大學護理博士研究生
魏 秀 靜
94. 1. 1
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Nathan Campus
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親愛的病患家屬, 您好:
感謝您參與本研究，麻煩您回答下列問題以協助本研究之進行。您回答的內容
我們會加以保密，除本研究之資料分析之外，不會另作他用。謝謝您的參與。
您的個人基本資料：
姓名_____________________
年齡_____________________足歲
性別
□男
□女
教育程度
□國小
□國中
□高中(高職)
以上
職業____________
□ 全職 □兼職
您的青少年子女的資料
孩子目前年齡_____________足歲
診斷名稱_____________________
規則就醫 □有
□沒有
規則服藥 □有
□沒有

□大專

□大學

□碩士

_____________歲開始生病

家庭狀況：
家中子女數______________人(請依序填寫性別及年齡)
老大年齡_______歲，性別□男 □女
其他更小的孩子:
老二年齡_______歲，性別□男 □女
年齡_______歲，性別□男 □女
老三年齡_______歲，性別□男 □女
年齡_______歲，性別□男 □女
老四年齡_______歲，性別□男 □女
年齡_______歲，性別□男 □女
家中共有_______共同居住(同住在一起有多少人??)
與孩子的關係(是小孩的什麼人)_______________________________________
在參與本座談會後，您有沒有其他相關問題或建議?
_____________________________________________________________________
_____________________________________________________________________
您是否希望知道本研究的相關研究結果? □希望
□不希望
如果您希望知道本研究之相關研究結果，請留下您的聯絡方式，待本研究之相
關結果出版後，研究人員將會寄發一份給您。
聯絡地址_______________________________________________________
電子郵件_______________________________________________________
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Appendix 7: Educational Needs Questionnaire

A self-rating questionnaire with 45-items pertaining to different areas of
educational needs were generated by ten professionals, five family members, five
patients, and previous surveys (Spanoil, Jung, & Zipple, 1987). The items were
classified into six general domains:
1. Basic facts about mental illness (13 items)
i. Side-effects of medications
ii. Early warning signs of the illness and relapse
iii. What the illness is like for the person with it
iv. Admission to psychiatric hospital
v. How common the illness is and what tends to happen when a person has it
vi. Recent research on mental illness
vii. Psychiatric medications
viii.Genetics and vulnerability to illness
ix. Involuntary commitment to hospital
x. Biological theories
xi. How psychiatric diagnoses are made
xii. Symptoms of the illness
xiii.Drug/ alcohol abuse
2. Coping with patient symptoms (11 items)
i. Anxiety and panic attacks
ii. Problems with concentration
iii. Loss of pleasure
iv. Anger, violence, assaultive behaviour
v. Sleeping problems
vi. Lack of interest and motivation
vii. Coping with depression and suicidal thoughts
viii.Social isolation, avoidance/ withdrawal
ix. Persistent hallucinations
x. Persistent delusions
xi. Improving grooming and hygiene
3. Enhancing social functioning (6 items)
i. Enhancing leisure and recreational activities
ii. Improving social relationships
iii. Improving independent living skills
iv. Improving communication with relatives
v. Setting limits on the patient's behaviour
vi. Planning/ coping with holidays
4. Community resources (6 items)
i. Alternative living situations
ii. Vocational rehabilitation
iii. Relatives' support and advocacy organizations
iv. Day treatment
v. Patients' self-help organizations
vi. Alternative treatment approaches
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5. Coping with stress and family problems (6 items)
i. Stress and the illness
ii. Ways of managing stress more effectively
iii. Strategies for solving problems
iv. Applying for financial assistance
v. Managing 'burn-out'
vi. Getting what you need from the mental health system
6. Miscellaneous (3 items)
i. Dealing with weight gain
ii. Coping with stigma of mental illness
iii. What happens when parent dies
Participants rated their interest in learning more about each item on a five-point
Likert-type scale, with 1 denoting 'not interested' and 5 denoting 'very interested'.
Total scores can be calculated by adding the ratings of all 45 items. But the authors
recommend the use of item mean scores only.
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Appendix 8: Demographic Information

Information about you and the adolescent you care for. Please respond to each
question and tick (√) the answer/answers. Thank you for your help.
1. What is your gender
□ Male

□ Female

2. What is your age?____________ years old
3. What is the highest level of education that you completed?
□ No education
□ Senior High School
□ Elementary School
□ University degree
□ Junior High School
□ Master/PhD and above
4. What is your religion?
□ None
□ Mix Buddhism and Taoism
□ Buddhism
□ Catholicism
□ Taoism
□ Christian
□ Others (Please note_______________________)
5. What is your marital status?
□ Single
□ Married
□ Cohabit

□ Separated
□ Divorced
□ Widow/Widower

6. What is your household income (per month)?
□ under 20,000NTD
□ 75,001—100,000 NTD
□ 20,001—35,000 NTD
□ 100,001—125,000 NTD
□ 35,001—50,000 NTD
□ 125,001—150,000 NTD
□ 50,001—75,000 NTD
□ above 150,001 NTD
7. How many people live in your household? ______________
8. What is your working status?
□ Unemployed
□ Part-time job
□ Full-time job
□ Casual job
□ Others (Please note______________________)
9. Have you diagnosed with any disease?
□ Yes

□ No

10. How do you feel about your health status?
□ Very good
□ Good
□ Okay
□ Bad
□ Very Bad
11. What is the relationship between you and the adolescent you care for?
□ Parent
□ Grandparent
□ Sibling
□ Others (Please note___________)
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12. Does anyone share caregiving with you?
□ Yes (Please answer next question)
□ No
if Yes, Please list the number of people________________
and what is their relationship to the young person you are caring for
__________________________________
(For example: young person’s father; young person’s sister…)
13. Are you providing care for another person (for example: parent, spouse)?
□ Yes
□ No
14. What is the gender of the adolescent you take care of?
□ Male
□ Female
15. What is the adolescent’s age? __________years old?
16. What is the young person’s highest education level?
□ No education
□ Senior High School
□ Elementary School
□ College
□ Junior High School
□ University
17. What does he/she currently do?
□ Attend school
□ Full-time job
□ Casual job

□ Suspend from education
□ Part-time job
□ Others________________

18. How many siblings does this adolescent have?
□ 1
□3
□ 2
□ 4 and above
19. At what age (his/ her age), did you first notice behavioural changes in this young
person? __________ years old
20. At what age, did he/she first seek professional help?
__________ years old
21. What is his/ her diagnosis?
□ Schizophrenia
□ Mood Disorder
□ Others____________________

□ Depression
□ Manic disorder

22. How many times has he/she been hospitalized?
□ None
□3
□ 1
□4
□ 2
□ above 5 times
23. How often do you attend medical appointments in relation to the young person
you are caring for?
□ Once a month
□ More than twice a month
□ Twice a month
□ Irregularly
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24. How often does the young person you care for attend medical appointments?
□ More than Once a month
□ Every Half an year
□ Once a month
□ Irregularly
□ Every two a month
□ Never been to any appointment
25. Does the young person you care for take prescription medication?
□ Regularly
□ Irregularly
□ Not at all
26. Does the young person need supervision when taking medication?
□ Yes
□ No
□ Self-medicates
27. Do you have any difficulty in supervising the young person to take their
medication?
□ Yes
□ No
28. Does the young person that you are caring for receive any other treatments? Please
mark all that apply.
□ Do not take any other treatments
□ Folkways (eg. Go to temples)
□ Chinese Medicine (prescription)
□ Chinese Medicine (without prescription)
□ Psychotherapy
□ Family therapy
□ Day care
□ Others (Please note_________________________________)
29. Are you aware of any mental health resources (for example: Community Health
Centre)?
□ Yes
□ No
30. Have you had contact with any mental health resources?
□ Yes (Please answer next question)
□ No
31. Please tick (√) all the mental health service resources, which you have
contacted/accessed.
□ Community health centre
□ Mental health community centre
□ Mental Rehabilitation Associations
□ Hot line of hospitals
□ Respite Care
□ Internet Resources (such as PsychPark)
□ Others (Please note______________________________)
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Appendix 9: Caregiver Burden Inventory (CBI)

Cavegiver Burden Inventory
Factor I. Time-Dependence Burden
1. My care-receiver needs my help to perform many daily tasks.
2. My care-receiver is dependent on me.
3. I have to watch my care-receiver constantly.
4. I have to help my care-receiver with many basic functions.
5. I don’t have a minutes break from my caregiving chores.
Factor II. Developmental Burden
1. I feel that I am missing out on life.
2. I wish I could escape from this situation.
3. My social life has suffered.
4. I feel emotionally drained due to caring for my care-receiver.
5. I expected that things would be different at this point in my life.
Factors III. Physical Burden
1. I’m not getting enough sleep.
2. My health has suffered.
3. Caregiving has made my physically sick.
4. I’m physically tired.
Factor IV. Social Burden
1. I don’t get along with other family members as well as I used to.
2. My caregiving efforts aren’t appreciated by others in my family.
3. I don’t do as good a job at work as I used to.
4. I feel resentful of other relatives who could but not help.
Factor V. Emotional Burden
1. I feel embarrassed over my care-receiver’s behaviour.
2. I feel ashamed of my care-receiver.
3. I resent my care-receiver.
4. I feel uncomfortable when I have friends over.
5. I feel angry about my interactions with my care-receiver.
6. I’ve had problems with my marriage.
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Appendix 10 : Depression, Anxiety, and Stress Scale

DASS21

Name:

Date:

Please read each statement and circle a number 0, 1, 2 or 3 which indicates how much the
statement applied to you over the past week. There are no right or wrong answers. Do not
spend too much time on any statement.
The rating scale is as follows:
0
1
2
3

Did not apply to me at all
Applied to me to some degree, or some of the time
Applied to me to a considerable degree, or a good part of time
Applied to me very much, or most of the time
1

I found it hard to wind down

0

1

2

3

2

I was aware of dryness of my mouth

0

1

2

3

3

I couldn't seem to experience any positive feeling at all

0

1

2

3

4

I experienced breathing difficulty (eg, excessively rapid
breathing,
breathlessness in the absence of physical exertion)

0

1

2

3

5

I found it difficult to work up the initiative to do things

0

1

2

3

6

I tended to over-react to situations

0

1

2

3

7

I experienced trembling (eg, in the hands)

0

1

2

3

8

I felt that I was using a lot of nervous energy

0

1

2

3

9

I was worried about situations in which I might panic and make
a fool of myself

0

1

2

3

10

I felt that I had nothing to look forward to

0

1

2

3

11

I found myself getting agitated

0

1

2

3

12

I found it difficult to relax

0

1

2

3

13

I felt down-hearted and blue

0

1

2

3

14

I was intolerant of anything that kept me from getting on with
what I was doing

0

1

2

3

15

I felt I was close to panic

0

1

2

3

16

I was unable to become enthusiastic about anything

0

1

2

3

17

I felt I wasn't worth much as a person

0

1

2

3

18

I felt that I was rather touchy

0

1

2

3

19

I was aware of the action of my heart in the absence of physical
exertion (eg, sense of heart rate increase, heart missing a beat)

0

1

2

3

20

I felt scared without any good reason

0

1

2

3

21

I felt that life was meaningless

0

1

2

3
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Appendix 11: Griffith University Human Research Ethics Committee Approval for Phase II study
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Appendix 12: The Institutional Review Board of Hospital Authorities (Phase II study)
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Appendix 13: Information flyer of phase II study (Chinese version).
Faculty of Nursing and Health
School of Nursing
Nathan Campus
Queensland 4111 Australia
Telephone: 387 57389
Fax: 3875 57984

青少年精神病患家屬於參與照顧罹患精神分裂症及情感性疾患
子女的照顧經驗以及需求探討
研究者
魏秀靜 博士候選人
澳洲格里菲斯大學 護理系
電話: +61 7 3875 5224
E-mail: s.wei@griffith.edu.au

指導教授
Marie Cooke 博士
護理系
澳洲格里菲斯大學
電話 +61 7 3875 7985
E-mail:
M.Cooke@griffith.edu.au

Wendy Moyle 副教授
護理系
澳洲格里菲斯大學
電話 +61 7 38755526
E-mail:
W.Moyle@griffith.edu.au

Katie Evans 博士
護理系
澳洲格里菲斯大學
電話: +61 7 38755249
E-mail:
K.Evans@griffith.edu.au

戎瑾如 副教授
護理系
國立台北護理學院
電話: 02-28227101ext 3187
E-mail:
rong@mail1.ntcn.edu.tw

研究背景
精神疾患是一個不僅影響一個人的身心健康的疾病，在家中青少年子女罹患精
神疾病時，不單影響生病的青少年，也深深的影響了家庭的運作。本研究旨在
了解及探討家庭照顧者在照顧家中青少年子女罹患精神分裂症或情感性疾患之
相關經驗及需求。邀請您填寫一份照顧需求問卷，請您詳讀以下的資訊，期待
您能協助參與本研究之進行。

試驗方法
研究人員於兒童青少年精神科門診候診室，給予病患家屬本研究的相關說明資
料，於家屬同意後、並簽署同意書，始邀請病患家屬填寫照顧需求問卷。填寫
照顧需求問卷，大約需要 25-30 分鐘。 問卷內容除了部份個人基本資料外，其
他皆為照顧被診斷患有精神疾患之青少年子女的照顧經驗，以及擔任照顧者角
色過程中之相關需求。

可能的副作用及危險
本研究不會造成參與研究之病患家屬身體上及情緒上的傷害。

預期的試驗效益
提供健康照顧專業人員全面的了解，進而提供適宜的資訊及協助給予青少年病
患家屬。

受試者個人權益
您的參與為自願參加，並隨時可以因為任何原因退出研究計畫，不需任何的原
因或理由。而且不會引起研究人員及醫師的成見，即使中途退出計畫，也不會
影響在醫院應有而且完整的醫療照顧。參與本研究之問卷資料皆予以保密。在
任何形式之成果報告中皆不會有任何可以辨識參與本研究之病患家屬資料。
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Faculty of Nursing and Health
School of Nursing
Nathan Campus
Queensland 4111 Australia
Telephone: 387 57389
Fax: 3875 57984

其他
如果您對於本研究有任何疑問，您可以聯絡上述的任何一位研究人員（魏秀
靜、戎瑾如、或是其他三位外國指導教授）。如果您希望與上述人員以外的人
聯繫，您也可以聯繫澳洲格里菲斯大學研究倫理委員會。以下為其聯絡方式：
地址: Research Ethics: Office for research, Bray Centre, Griffith University,
170 Kessels Road, Nathan, QLD 4111,
Australia
電話: +61 7 3875 5585
電子郵件: research-ethics@griffith.edu.au

澳洲格里菲斯大學感謝您對於本研究的熱心參與，謝謝!!
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Appendix 14: Consent form and Questionnaire for Phase II study (Chinese Version)
Faculty of Nursing and Health
School of Nursing
Nathan Campus
Queensland 4111 Australia



Telephone: 387 57389
Fax: 3875 57984

同 意 書
家庭照顧者於照顧罹患精神疾患青少年
之照護經驗及照顧需求探討
我已經詳讀研究相關資訊並了解：
♦ 這個研究之目的為探索精神病患家屬於照顧罹患精神疾患子女的照顧經
驗以及相關需求；
♦ 我被邀請填寫一份照顧者需求問卷，在問卷中主要問及題目為照顧被診
斷患有精神疾患之子女的照顧經驗，以及擔任照顧者角色之需求；
♦ 問卷填寫時間約為 20-30 分鐘；
♦ 我願意自願參加這個研究，並了解我隨時可以因為任何原因退出研究計
畫，不需任何的原因或理由；
♦ 本研究中的任何報告皆會保護我個人的隱私，不會暴露任何可以辨認出
我的資料；
♦ 本研究計畫中的任何資料都會被妥善保存，並鎖在研究者的上鎖的資料
櫃中五年後再予銷毀；
本人已詳閱上列各項資料，有關本試驗計畫之疑問業經計畫主持人詳細予以解
釋，本人瞭解在研究期間可以隨時退出研究，而且不會引起研究人員及醫師的
成見，即使本人中途退出計畫，也不會影響到本人在醫院應有而且完整的醫療
照顧，本人同意以自願的身份參與本研究計畫。
計畫參與人資料
姓

名:_________________________

_______________________________
計 畫 參 與 人 簽名

______________________
日 期

如果您對於本研究有任何疑問，可以聯絡本研究在台灣的研究人員魏秀靜，電
話: 0910026961。
如果您希望與上述人員以外的人聯繫，您也可以聯繫澳洲格里菲斯大學研究倫
理委員會。以下為其聯絡方式：
地址: Research Ethics Office for research, Bray Centre, Griffith University,
170 Kessels Road, Nathan, QLD 4111, Australia
電話: +61 7 3875 5585
電子郵件: research-ethics@griffith.edu.au
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第一部分、心理健康教育需要問卷
本問卷分為兩部份: 第一部分為對於題項中所列出的健康教育項目的重要程度 (學習興趣),
第二部份為對於題項中所列出的健康教育項目是否符合您的需求 (滿意程度),
請在每題末端圈選出，您對於題項中所列出的健康教育項目到目前為止您對於該項目資訊的滿意程度. 以及下列題項中所列出的健康
教育項目您學習興趣的程度.

重要程度
5 為 “非常重要”
4 為 “重要”
3 為 “有點重要”
2 為 “不重要”
1 為 “非常不重要”

符合需求
4 為 “非常符合”
3 為 “符合”
2 為 “不符合”
1 為 “非常不符合”

重要程度

題項
非
常
重
要
1. 精神治療藥物的副作用

5

4

3

2

非
常
不
重
要
1

2. 患病及復發的早期預警徵兆

5

4

3

2

1

4

3

2

1

3. 罹患精神病的一般行為表現

5

4

3

2

1

4

3

2

1

4. 住院治療的情形

5

4

3

2

1

4

3

2

1

5. 病患所罹患的精神病是否常見及對患者的影響

5

4

3

2

1

4

3

2

1

6. 精神疾病的最新研究資料

5

4

3

2

1

4

3

2

1

7. 精神病的治療藥物

5

4

3

2

1

4

3

2

1

8. 遺傳因素對於罹患精神病的影響

5

4

3

2

1

4

3

2

1

9. 非自願入院 (強制住院)

5

4

3

2

1

4

3

2

1
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重

要

有
點
重
要

不
重
要

符合需求
非
常
符
合

符

不

4

3

2

非
常
不
符
合
1

符
合
合

重要程度

題項
非
常
重
要

重

10. 與生物學有關的學說對罹患精神病的影響

5

11. 如何診斷精神病

有
點
重
要

不
重
要

4

3

5

4

12. 精神病的徵狀

5

13. 精神病患的藥物或酒精濫用

符合需求
非
常
符
合

符

2

非
常
不
重
要
1

4

3

2

非
常
不
符
合
1

3

2

1

4

3

2

1

4

3

2

1

4

3

2

1

5

4

3

2

1

4

3

2

1

14. 如何面對焦慮及恐慌發作

5

4

3

2

1

4

3

2

1

15. 如何面對精神集中的問題

5

4

3

2

1

4

3

2

1

16. 如何面對失去愉快的感覺

5

4

3

2

1

4

3

2

1

17. 如何面對忿怒、暴力及襲擊行為

5

4

3

2

1

4

3

2

1

18. 如何面對睡眠問題

5

4

3

2

1

4

3

2

1

19. 如何面對缺乏興趣及動機

5

4

3

2

1

4

3

2

1

20. 如何面對應付抑鬱及自殺意念

5

4

3

2

1

4

3

2

1

21. 如何面對社交孤立、逃避或退縮行為

5

4

3

2

1

4

3

2

1

22. 如何面對病患持續性的幻覺

5

4

3

2

1

4

3

2

1

23. 如何面對病患持續性的妄想

5

4

3

2

1

4

3

2

1

24. 如何面對病患穿著打扮及個人衛生的改善

5

4

3

2

1

4

3

2

1

25. 增加消遣及娛樂的活動

5

4

3

2

1

4

3

2

1

26. 如何改善社交關係

5

4

3

2

1

4

3

2

1

27. 如何改善獨立生活技巧

5

4

3

2

1

4

3

2

1
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要

不
符

合
合

重要程度

題項
非
常
重
要

重

28. 如何改善病患與家屬的溝通

5

29. 如何為病患的行為設定限制

有
點
重
要

不
重
要

4

3

5

4

30. 如何計劃或應付假期生活

5

31. 如何選擇適合病人的生活環境(除了住家之外)

符合需求
非
常
符
合

符

2

非
常
不
重
要
1

4

3

2

非
常
不
符
合
1

3

2

1

4

3

2

1

4

3

2

1

4

3

2

1

5

4

3

2

1

4

3

2

1

32. 精神病患的職能治療

5

4

3

2

1

4

3

2

1

33. 家屬的支持及支援團體

5

4

3

2

1

4

3

2

1

34. 日間治療

5

4

3

2

1

4

3

2

1

35. 病患自助團體 (例如: 康復之友協會)

5

4

3

2

1

4

3

2

1

36. 精神病或重鬱症的另類治療方法

5

4

3

2

1

4

3

2

1

37. 壓力與精神病

5

4

3

2

1

4

3

2

1

38. 有效處理壓力的方法

5

4

3

2

1

4

3

2

1

39. 解決問題策略

5

4

3

2

1

4

3

2

1

40. 如何申請經濟援助

5

4

3

2

1

4

3

2

1

41. 如何處理勞累過度

5

4

3

2

1

4

3

2

1

42. 如何從現行的心理衛生及精神醫療制度中獲取所需要的幫助

5

4

3

2

1

4

3

2

1

43. 如何應付體重增加

5

4

3

2

1

4

3

2

1

44. 應付對精神病患的歧視

5

4

3

2

1

4

3

2

1

45. 面對配偶或家屬去世

5

4

3

2

1

4

3

2

1

210

要

不
符

合
合

第二部份、照顧者負擔量表
此部分主要是要瞭解您在照顧生病的親屬後，對您身體、心理、社會等方面影響程
度，請您仔細閱讀每一項敘述，並對您的狀況作選擇。

為了照顧病人，您有這樣的感覺：

非
常
同
意

有
些
同
意

中
立
態
度

有
些
不
同
意

非
常
不
同
意

1. 我覺得我沒有足夠的睡眠

4

3

2

1

0

2. 我覺得身體相當疲累

4

3

2

1

0

3. 我覺得照顧病人工作使我生病

4

3

2

1

0

4. 我覺得我的健康受到影響

4

3

2

1

0

5. 我和其他家人相處得沒有像以前一樣融洽

4

3

2

1

0

6. 我以病人為恥

4

3

2

1

0

7. (已婚者回答)我覺得我的婚姻出了問題

4

3

2

1

0

8. 我對病人的行為感到不好意思

4

3

2

1

0

9. 我覺得我沒有把家務或工作作得像以前那麼好

4

3

2

1

0

10. 我為照顧病人所做的努力並沒有受到其他家人的

4

3

2

1

0

11. 我覺得那些能幫忙但又不肯幫忙的親人令我生氣

4

3

2

1

0

12. 我對自己與病人的互動感到生氣

4

3

2

1

0

13. 當朋友來訪見到病人，我覺得不自在

4

3

2

1

0

14. 我討厭病人

4

3

2

1

0

15. 病人需要我協助他處理許多日常生活事物

4

3

2

1

0

16. 病人依賴著我

4

3

2

1

0

17. 我必須一直注意著病人，以防他出現危險狀況

4

3

2

1

0

18. 我必須協助他做許多最基本的照顧事項

4

3

2

1

0

19. 我忙於照顧病人而沒有時間休息

4

3

2

1

0

20. 因為照顧病人，我覺得人生有很多事情我沒有經歷過

4

3

2

1

0

21. 我希望我能逃離這情境

4

3

2

1

0

22. 照顧病人的工作影響了我的社交生活

4

3

2

1

0

23. 我覺得照顧病人讓我心力交瘁

4

3

2

1

0

24. 我期盼在此時事情會變得不一樣了

4

3

2

1

0

(未婚者回答)我覺得我的終身大事受到影響

欣賞與肯定
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第三部份、DASS 情緒自評量表
填表說明：
請小心閱讀以下每一個句子，並在其右方圈上一數字，表示「過往一個星期」如何適
用於你。答案並無對錯之分。請不要花太多時間在某一句子上。
評估量表： 0＝從不這樣
常 經 有 從
常 常 時 不
1＝有時這樣，一星期有 1-2 天
這 這 這 這
2＝經常這樣，一星期有 2-4 天
3＝常常這樣，一星期有 5 天以上
樣 樣 樣 樣
1
3
2
1
0
我經常感到坐立不安
2

我感到口乾

3

2

1

0

3

我好像不能再有任何愉快、舒暢的感覺

3

2

1

0

4

我感到喘不過氣來

3

2

1

0

5

我沒有動力去工作

3

2

1

0

6

我對事情往往作出過度反應

3

2

1

0

7

我感到全身顫抖或是手抖

3

2

1

0

8

我覺得自己很沒有精神

3

2

1

0

9

我擔心一些令自己出醜的場合

3

2

1

0

10

我覺得未來沒有希望

3

2

1

0

11

我感到忐忑不安

3

2

1

0

12

我很難放鬆自己

3

2

1

0

13

我感到憂鬱沮喪

3

2

1

0

14

我無法容忍任何阻礙我繼續工作的事情

3

2

1

0

15

我感到快要發狂了

3

2

1

0

16

我對任何事不熱衷

3

2

1

0

17

我覺得自己不配做人

3

2

1

0

18

我發覺自己很容易生氣或動怒

3

2

1

0

19

我在沒有明顯的體力勞動時，也感到心悸

3

2

1

0

20

我無緣無故地感到害怕

3

2

1

0

21

我感到生命毫無意義

3

2

1

0
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第四部份、基本資料
1. 請問您的性別是:
□ 男性

□ 女性

2. 您的年齡____________足歲 (民國_____年_____月_____日)
3. 您的教育程度
□無
□ 小學
□ 國中

□ 高中
□ 大學
□ 研究所(含以上)

4. 您的宗教信仰
□無
□ 佛教
□ 道教
□ 其他 ____________

□ 一般民間信仰
□ 天主教
□ 基督教

5. 您的婚姻狀態
□ 單身
□ 已婚
□ 同居

□ 分居
□ 離婚
□ 寡居(喪偶)

6. 您的家戶收入(每月):
□ 低於 20000 元
□ 20001—35000 元
□ 35001—50000 元
□ 50001—75000 元

□ 75001--100000 元
□ 100001—125000 元
□ 125001—150000 元
□ 150000 元以上

7. 您共有多少位家人同住? _________________人
8. 您的工作狀態?
□無
□ 全職工作
□ 其他(請說明__________________)

□ 兼職工作
□ 打零工

9. 您是否罹患疾病?
□沒有

□ 有 (請說明________________)

10. 您自己覺得您的健康狀況為?
□非常好
□還可以
□很不好

□很好
□不太好

11. 您與家中生病成員的關係為何?
□ 父母
□ 兄弟姐妹

□ 祖父母
□ 其他 (請說明________________)
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12. 在您的家人中, 有沒有人共同分擔照顧責任?
□ 沒有(請填答第 13 題)
□ 有(請回答以下問題)

請問除了您之外, 有多少人共同分擔此責任_____________
他們與被照顧的病患是何關係? ________________________________
(例如: 阿姨, 祖父…等)
13. 請問您除了照顧這位生病的家人外, 是否同時身兼照顧其他生病家人的責任?
□是

14. 您的照顧對象的性別是?
□男性

□否

□ 女性

15. 您的照顧對象的年齡為____________足歲(民國_____年_____月_____日)
16. 您的照顧對象的教育程度為
□無
□ 小學
□ 國中

□ 高中
□ 專科
□ 大學

17. 您的照顧對象目前的就學/就業狀態為?
□ 就學中
□ 全職工作
□ 打零工

□ 休學中
□ 兼職工作
□ 其他(請說明__________________)

18. 您的照顧對象有幾位兄弟姐妹(包含您的照顧對象)?
□1個
□2個

□3個
□ 4 個(含以上)

19. 您的照顧對象在__________歲時, 您開始發現他/她有一些不對勁(奇怪的行為)? (民
國_____年_____月)
20. 您的照顧對象在__________歲時開始就醫? (民國_____年_____月)
21. 您的照顧對象的疾病診斷是?
□精神分裂症
□憂鬱症
□其他(請描述) ___________________

□躁鬱症
□躁症

22. 您的照顧對象因為精神疾病的住院次數?
□無
□1次
□2次

□3次
□4次
□ 5 次 (含以上)
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23. 您協助您的照顧對象就醫的頻率為?
□ 每月一次
□ 每月兩次

□ 多於每月兩次
□ 不規則

24. 您的照顧對象就醫的頻率為(他來看醫生的頻率)?
□ 每次門診都來
□ 每月一次
□ 每兩個月一次

□ 每半年來一次
□ 不規則
□ 從來未曾就醫, 都是家人代為就醫.

25. 您的照顧對象的服藥情形
□ 規律服藥
□ 不規律服藥
□ 從來不服藥

26. 您的照顧對象需要有人監督他服藥嗎?
□ 需要
□ 不需要

27. 您在監督您的照顧對象服藥過程有困難嗎?
□ 有困難
□ 沒有困難

28. 您的照顧對象除了藥物治療之外, 是否同時接受其他治療?
□否
□ 是(請詳述___________________________________________________)
□ 心理治療
□ 民俗療法
□ 家庭治療
□ 中藥治療 (有醫囑)
□ 日間留院
□ 一般偏方
□ 其他 (請描述 ____________________)

29. 您是否知道任何心理衛生資源 (例如: 心理衛生中心, 康復之友協會)
□是
□否

30. 您是否曾經連繫過心理衛生資源?
□否
□ 是(請詳述____________________________________________________)
(請您勾選您曾經連繫的心理衛生資源)
□ 社區心理衛生中心
□ 醫院 “心理衛生熱線”
□ 康復之友協會
□ 衛生所精神衛生單位
□ 網路資源 (例如: 心靈診所)
□ 其他 (請描述____________________________________)

215

Appendix 15: The mean and standard deviation of items of unmet educational needs

Unmet Needs
Side-effects of medications
Early warning signs of the illness and relapse
What the illness is like for the person with it
Admission to psychiatric hospital
How common the illness is and what tends to happen
when a person has it
Recent research on mental illness
Psychiatric medications
Genetics and vulnerability to illness
Involuntary commitment to hospital
Biological theories
How psychiatric diagnoses are made
Symptoms of the illness
Drug/ alcohol abuse
Anxiety and panic attacks
Problems with concentration
Loss of pleasure
Anger, violence, assaultive behaviour
Sleeping problems
Lack of interest and motivation
Coping with depression and suicidal thoughts
Social isolation, avoidance/ withdrawal
Persistent hallucinations
Persistent delusions
Improving grooming and hygiene
Enhancing leisure and recreational activities
Improving social relationships
Improving independent living skills
Improving communication with relatives
Setting limits on the patient's behaviour
Planning/ coping with holidays
Alternative living situations
Vocational rehabilitation
Relatives' support and advocacy organizations
Day treatment
Patients' self-help organizations
Alternative treatment approaches
Stress and the illness
Ways of managing stress more effectively
Strategies for solving problems
Applying for financial assistance
Managing 'burn-out'
Getting what you need from the mental health system
Dealing with weight gain
Coping with stigma of mental illness
What happens when parent dies
* Missing data is not replaced
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n
256
256
255
255

Mean
11.67
12.08
12.12
10.47

SD
4.61
4.70
4.66
4.99

256
255
256
256
255
256
256
256
254
256
256
256
256
256
254
254
255
254
255
255
256
255
256
256
255
256
254
255
255
255
256
255
256
256
256
255
255
256
256
256
255

11.30
9.60
12.50
11.23
10.08
10.05
10.53
12.28
10.31
10.96
10.92
11.44
11.28
11.77
11.08
11.41
11.10
11.20
11.16
11.55
11.71
11.56
11.82
11.95
10.71
11.28
10.85
9.96
10.17
10.29
9.05
9.84
11.85
11.50
10.91
10.55
10.65
10.57
10.08
9.68
9.46

4.59
4.65
4.86
4.91
5.11
4.43
4.63
4.51
5.00
4.83
5.12
4.89
5.03
4.80
4.71
5.17
4.96
5.07
5.00
4.91
4.97
4.86
4.75
4.85
4.84
4.59
4.41
4.64
4.16
4.84
4.35
4.48
4.75
4.49
4.56
4.82
4.42
4.71
4.63
4.33
4.58

Appendix 16: Comparison of educational needs ranking according to education level (2groups)

Side-effects of medications
Early warning signs of the illness and relapse
What the illness is like for the person with it
Admission to psychiatric hospital
How common the illness is and what tends to happen when a
person has it
Recent research on mental illness
Psychiatric medications
Genetics and vulnerability to illness
Involuntary commitment to hospital
Biological theories
How psychiatric diagnoses are made
Symptoms of the illness
Drug/ alcohol abuse
Anxiety and panic attacks
Problems with concentration
Loss of pleasure
Anger, violence, assaultive behaviour
Sleeping problems
Lack of interest and motivation
Coping with depression and suicidal thoughts
Social isolation, avoidance/ withdrawal
Persistent hallucinations
Persistent delusions
Improving grooming and hygiene
Enhancing leisure and recreational activities
Improving social relationships
Improving independent living skills
Improving communication with relatives
Setting limits on the patient's behaviour
Planning/ coping with holidays
Alternative living situations
Vocational rehabilitation
Relatives' support and advocacy organizations
Day treatment
Patients' self-help organizations
Alternative treatment approaches
Stress and the illness
Ways of managing stress more effectively
Strategies for solving problems
Applying for financial assistance
Managing 'burn-out'
Getting what you need from the mental health system
Dealing with weight gain
Coping with stigma of mental illness
What happens when parent dies
Group 1: Lower level of education group
Group 2: Higher level of education group
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Group 1

Group 2

n = 72

n = 189

20
22
30
44

8
4
19
43

14
36
10
42
43
35
41
33
45
37
7
4
18
13
5
21
25
26
12
39
31
3
16
8
17
38
32
19
23
28
29
15
11
6
27
2
9
1
40
24
34

12
25
2
26
45
31
34
20
40
10
6
3
13
5
15
9
7
29
27
41
35
11
18
16
24
38
33
32
30
42
36
23
22
1
17
39
28
14
37
21
44

Appendix 17: Comparison of educational needs ranking according to income (2 groups)

Group 1
n = 146

Side-effects of medications
Early warning signs of the illness and relapse
What the illness is like for the person with it
Admission to psychiatric hospital
How common the illness is and what tends to happen when a
person has it
Recent research on mental illness
Psychiatric medications
Genetics and vulnerability to illness
Involuntary commitment to hospital
Biological theories
How psychiatric diagnoses are made
Symptoms of the illness
Drug/ alcohol abuse
Anxiety and panic attacks
Problems with concentration
Loss of pleasure
Anger, violence, assaultive behaviour
Sleeping problems
Lack of interest and motivation
Coping with depression and suicidal thoughts
Social isolation, avoidance/ withdrawal
Persistent hallucinations
Persistent delusions
Improving grooming and hygiene
Enhancing leisure and recreational activities
Improving social relationships
Improving independent living skills
Improving communication with relatives
Setting limits on the patient's behaviour
Planning/ coping with holidays
Alternative living situations
Vocational rehabilitation
Relatives' support and advocacy organizations
Day treatment
Patients' self-help organizations
Alternative treatment approaches
Stress and the illness
Ways of managing stress more effectively
Strategies for solving problems
Applying for financial assistance
Managing 'burn-out'
Getting what you need from the mental health system
Dealing with weight gain
Coping with stigma of mental illness
What happens when parent dies
Group 1: Low income group
Group 2: High income group
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Group 2
n = 115

20
15
31
42

6
4
15
44

12
33
4
35
45
32
39
28
43
27
8
5
7
3
13
11
16
29
22
41
34
9
18
14
10
38
40
25
17
36
30
24
21
1
19
6
23
2
37
26
44

13
24
2
30
45
32
35
22
43
20
5
1
23
12
8
11
10
27
26
38
34
7
16
9
28
36
29
31
33
41
39
18
17
3
21
42
25
14
40
19
37

Appendix 18: Two-Independent-sample Kolmogorov-Smirnov test of Caregiver burden items according to
income group

Group 1
Mean
SD
Time-Dependence Burden
My care-receiver needs my help to
perform many daily tasks.
My care-receiver is dependent on me.
I have to watch my care-receiver
constantly.
I have to help my care-receiver with
many basic functions.
I don't have a minutes break from my
caregiving chores.
Developmental Burden
I feel that I am missing out on life.
I wish I could escape from this
situation.
My social life has suffered.
I feel emotionally drained due to
caring for my care-receiver.
I expected that things would be
different at this point in my life.
Physical Burden
I'm not getting enough sleep.
My health has suffered.
Caregiving has made my physically
sick.
I'm physically tired.
Social Burden
I don't get along with other family
members as well as I used to.
My caregiving efforts aren’t
appreciated by others in my family.
I don’t do as good a job at work as I
used to.
I feel resentful of other relatives who
could but not help.
Emotional Burden
I feel embarrassed over my carereceiver’s behaviour.
I feel ashamed of my care-receiver.
I resent my care-receiver.
I feel uncomfortable when I have
friends over.
I feel angry about my interactions with
my care-receiver.
I've had problems with my marriage.

Group2
Mean
SD

p

2.21

1.35

1.99

1.37

0.940

2.88

1.19

2.55

1.24

0.122

2.66

1.23

2.57

1.27

1.000

1.79

1.39

1.58

1.33

0.620

1.88

1.24

1.66

1.26

0.800

2.04

1.28

2.04

1.33

1.000

2.12

1.43

1.93

1.34

0.142

2.21

1.40

1.90

1.32

0.117

2.71

1.11

2.07

1.31

0.000

3.10

0.98

2.98

1.03

0.885

2.66
2.64

1.21
1.17

2.11
2.32

1.31
1.35

0.049
0.472

2.24

1.23

1.82

1.32

0.202

3.14

0.94

2.46

1.30

0.004

2.13

1.31

1.50

1.33

0.029

1.72

1.27

1.26

1.25

0.055

2.26

1.25

2.09

1.25

0.749

1.85

1.44

1.27

1.31

0.015

1.68

1.38

1.63

1.42

1.000

1.09
0.94

1.25
1.14

1.01
0.91

1.14
1.14

0.998
0.922

1.32

1.26

1.50

1.31

0.712

2.53

1.28

2.45

1.23

0.658

1.49

1.42

1.10

1.28

0.208

Group 1: lower income group
Group 2: higher income group
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