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Abstract
This research explores the psychosocial circumstances of caregivers and interrogates
how they perceive their roles as caregivers and participants in the recovery journey
of their care recipients, all of whom have a diagnosis of severe mental illness. Care
giving, participation and recovery concepts and how these are perceived and valued
are explored. The focus is on what continues to cause distresses that affect the
quality of life for these caregivers.
Forty-five caregivers randomly selected from a support group for caregivers (Carers
WA) and their numbers augmented via snowball sampling were interviewed. They
completed two questionnaires aimed at describing and quantifying their experiences.
They also contributed their ideas on how services might be improved to support both
those for whom they cared and caregivers themselves.
The findings include the identification of the challenges that caregivers experience
and how these are generated by what they perceive as poorly targeted mental health
policies and the design and implementation of services, not just for them, but for care
recipients as well. Despite the extensive and evidence-based policy development and
augmented service delivery of recent years, which are aimed in part at supporting
caregivers, all participating caregivers continue to struggle with elevated levels of
depression, hardship and distress.
For there to be improvements, caregivers argue they must participate at all levels in
the policy, design and implementation of services.
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Chapter 1: Introduction
‘Hope’ is the thing with feathers—
That perches in the soul—
And sings the tune without the words—
And never stops at all.
Emily Dickinson

1.1 Preamble
This research emerged from my first-hand experience dealing with mental health
services in Western Australia (WA) after my son was diagnosed with schizophrenia,
obsessive-compulsive disorder (OCD) and depression. Prior to becoming a caregiver
for a family member diagnosed with a mental illness, I had worked as a secondary
teacher and tertiary lecturer in English and English Literature. I had progressed to
being Head of an English Department and then Deputy Principal of a Senior High
School. I was confident that my future career path was set; my financial plans
aligned with this perception.
Through my experiences with mental health and carer groups, I became aware that
much research had been undertaken on care giving; this research had informed the
relevant policies and practices in a significant way (Bland & Tullgren 2014; Bland
Renouf & Tullgren 2014; Harries 1983; Hatfield 1978; Hatfield & Lefley 1987;
Jones 2002; McKeague 2003; Rudnick 2004; Rummery & Fine 2012; Wesley
Mission 2007). Indeed, much goodwill and support was evident in the public policy
documents provided to me and other caregivers (Backlar 1995; Bland & Tullgren
2014; Cebula 2009; Commonwealth of Australia 2009; Drapalski, Milford,
Goldberg, Brown & Dixon 2008; Francell, Conn & Gray 1988; Hatfield & Lefley
1987; Jones 2002; Lefley 1997; Torrey 1988).
The experience of being a caregiver in contemporary Australia led me to ponder why
in the light of this literature and the incorporation of concepts such as ‘burden of
care’ (Backlar 1995; Bland 1987; Cebula 2009; Commonwealth of Australia 2009;
Drapalski et al. 2008; Goldman 2006; Hatfield 1978; Hatfield & Lefley 1987; Jones
2002; McKeague 2003; Rudnick 2004; Wesley Mission 2007) into practice
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frameworks I and others in similar situations continued to experience untenable
stress levels in care giving roles. I wondered if my experiences of distress and
alienation were typical of other family caregivers who had had to make life-changing
decisions in a similar manner.
My decision was to research whether (and if so, why) caregivers in similar
circumstances chose to be primary caregivers; if they had anticipated their trajectory
of care; whether they or their families had experienced high levels of stress and
burden; and if so, what the impact of this was, and how they then coped. In many
ways, this line of questioning was an invitation to better understand the lived
experience of caregivers within the context of policies and practices assumed as
informed by their caregiver needs. Through these question, I aimed to contextualise
my findings within the newer approaches to, and theoretical frameworks of,
‘recovery’ and ‘care giving’ scholarship.

1.2 Background Scholarship/Literature
1.2.1 Definitions
1.2.1.1 Caregivers
For the purposes of this research, the definition of caregivers is those persons who
provide constant support to another person suffering from schizophrenia or a major
depressive disorder in an informal, unpaid manner. It does not include paid
caregivers. The support may include, but is not limited to:
•

financial support and administrative tasks, i.e., bill payment, debt resolution,
paperwork

•

emotional support and encouragement

•

part-time or full-time accommodation in the home

•

companionship and friendship

•

supervision of medication

•

supervision of general health and hygiene
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•

general advice associated with employment

•

general advice on misunderstandings when interacting with the public

•

acting as moderator and advocate in family disputes

•

provision of social inclusivity, either with family or generally

•

transport to and from appointments, usually medical

•

help with shopping and food preparation

•

management of sometimes bizarre, odd, difficult, aggressive and/or
confrontational behaviour

•

help and support in dealing with:
o police
o medical centres
o clinics
o emergency centres
o psychiatrists
o psychologists
o general practitioners (Bland et al. cited in Meadows 2007; Hatfield
1978; Hatfield & Lefley 1987; McGorry, Bates & Birchwood 2013;
Holmes 2016; McKeague 2003; Wesley Mission 2007; Rummery &
Fine 2012; Tronto 1998).

This list may not be exhaustive, but it does address the broad areas of service
provision that informal carers provide to those in their care (Bland et al. in Meadows
2007; McKeague 2003; Rummery & Fine 2012 Wesley Mission 2007). Despite
extensive research into informal caregiver role, even most recent studies note that
this role is ill-defined and rife with duties that are, at best, ambiguous (Haines,
Denehy, Skinner, Warrillow & Berney 2015; Middlemiss 2012; Rummery & Fine
2012; Schorch, Lin, Randall & Wulf 2016). An expected outcome of this current
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study will be to augment understanding of the extent and variability of the important
care giving role to better understand the distress and difficulty that some carers still
appear to experience.
Generally, the literature on this subject accepts that a person diagnosed with a mental
illness can display an observable absence of health, the presence of suffering or
disorientation, and may also suffer from certain pathological processes, either
physical or psychological (Gelder, Gath & Mayou 1985; Ibell 2004; Gelder,
Andreasen, Lopez-Ibor & Geddes 2012).
1.2.1.2 Clinical Depression
Clinical depression is a medical condition. It affects the way someone feels
significantly, causing a persistent lowering of mood. Depression is often
accompanied by a range of other physical and psychological symptoms that can
interfere with a person’s daily functioning (Insel & Nitan 2014; WHO 2000;
Middlemiss 2012).
1.2.1.3 Schizophrenia
Schizophrenia is an illness that affects the normal functioning of the brain. It
interferes with a person’s ability to think, feel and act. The symptoms may include
delusions, hallucinations, motivation and speech impairment. Both clinical
depression and schizophrenia can result in significant disability and sufferers in
many cases require the provision of constant care giving and support. (Insel & Nitan
2014; WHO 2000; Middlemiss 2012). Major depressive disorders and schizophrenia
are, because of their potential to handicap, most likely to affect the families of
persons afflicted by these illnesses.
1.2.1.4 Family
Family may include spouses, blood relatives, close friends and partners in same-sex
relationships. Families play a demonstrably vital role in the recovery process (Bland
1987; Jones 2002; MacKean, Spragins, L’Heureux, Popp, Wilkes & Lipton 2012).
The need exists to engage families more in treatment programs for persons suffering
from a major mental illness to enhance caregivers’ competence and knowledge. This
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is supported by Bland and Foster (2012). Bland (1987) stipulates that the burden of
care may be relieved by providing families with more effective skills acquisition
within the design of support services. Well researched and designed educational
programs improve the knowledge of family carers as well as their emotional
responses to family–patient relationships (Bland 1987; Leggatt 2002; Warner 2010).

1.3 Caregiver Literature in Mental Health
Considerable scholarship and personal reports testify to the many complexities
associated with caring for a person diagnosed with a mental illness (Bland, Renouf &
Tullgren 2009; Bland & Foster 2012; Deveson 1992; Grazer et al. 2002; Hatfield &
Lefley 1987; Ibell 2004; Jones 2002; Mckeague 2003; Middlemiss 2012; Nasar
1998; Rummery & Fine 2012; Wesley Mission 2007). These complexities arise from
the different symptoms and side effects associated with mental illnesses and the
different spectrums associated with those illnesses. Researchers explain how, due to
the associated complexities, caring for an individual with a mental illness may
contribute towards feelings of distress, bewilderment and uncertainty for caregivers
and families.
The broader aspects of the psychosocial experiences of caregivers have been
explored in some depth by several scholars and researchers. The primary areas of
focus include the causes of burden, compassion fatigue and the family’s role in the
recovery of those afflicted by mental illness. The interpretations of ‘care’ or ‘carer’
have also been investigated to explore the critical tensions surrounding what the role
of carers and families are, or indeed what the term ‘care’ means (Bland1987; Bland
& Foster 2012; McKeague 2003, Middlemiss 2012; Renouf & Bland 2005;
Rummery & Fine 2012) They identify the resources available to informal caregivers
and families and the effects of such lived experiences on informal caregivers
operating within the community (Savage & Bailey 2004; Zegwaard, Aartsen,
Grypdonck & Cuijpers 2013, 2015).

1.4 Since Deinstitutionalisation
Since the advent of deinstitutionalisation (discussed in Chapter 2), informal
caregivers have become a primary means of providing care to those diagnosed with a
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mental illness (Burdekin, Guilfoyle & Hall 1993; Gilburt, Peck, Ashton, Edwards &
Naylor 2014; Ibell 2004). However, it was not until the 1980s that family
experiences of caring became the focus of academic interest. Prior to this, much
scholarship investigated and evaluated support services for community caregivers
(Foerschner 2010; Harries 1983; Hatfield & Lefley 1987; Holmes 2016; Ibell 2004;
McKeague 2003; McGorry, Bates & Birchwood 2013; Wesley Mission 2007) from
the perspective of clinicians or scholars. However, more recent studies have
attempted to present and define perceptions of the caring role from the viewpoint of
informal caregivers themselves (Bland 1987; Bland & Foster 2012; Foerschner
2010; Gilburt et al. 2014; Holmes 2016; Jones 2002; McGorry, Bates & Birchwood
2013; Rummery & Fine 2012). Following the early years of deinstitutionalisation,
research has been undertaken on the stresses and difficulties experienced by carers
and families involved in care giving in the community. Much of this has resulted in
policies being developed regarding support services. However, much of this research
took place outside the theoretical frameworks of care giving and recovery.
A significant portion of the previous research focused on the difficulties and
experiences reported by caregivers to general practitioners, psychiatrists,
psychologists, social workers and other allied professionals. Additionally, studies
examined how professionals could assist caregivers increase their coping skills. In
general, the research has given minimal attention to carers themselves, their families,
perspectives and needs, or how they managed and defined their role (Bland & Foster
2012; Gilburt, Peck, Ashton, Edwards & Naylor 2014; Haines et al. 2015; Rummery
& Fine 2012; Schorch, Wan, Randall & Wulf 2016). This contrasts with the
significant number of personal caregiver perspectives provided in memoirs, personal
accounts and biographies (Carter & Golant 1999; Deveson 1992; Lamb 2008; Nasar
1998; Tracey 2008). These more personal narratives have undoubtedly contributed to
an appreciation of the burden faced (often privately) by informal caregivers (Gelkopf
& Roe 2014). Responses to expressed caregiver difficulties have generally resulted
in the generation of support services in the form of government and non-government
agency programs. These agencies provide, among other things, counselling, self-help
groups, social gatherings, courses on carer strategies, pampering activities and
general advice. Research in this area highlights how caregivers often find that the
strain of caring placed upon them by their role has an adverse effect on their
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relationships with other family members and friends (Bland & Foster 2012;
Burdekin et al. 1993; Gelkopf & Roe 2014; Hatfield & Lefley 1987; Jones 2002;
McKeague 2003; Middlemiss 2012; Wesley Mission 2007). This can result in failed
relationships and the trauma associated with this. Others have suggested that support
services may only provide assistance in ameliorating the difficulties encountered by
caregivers. However, this is changing and carers and family members are being
included in plans to address reported carer difficulties (Bland & Foster 2012;
Commonwealth of Australia 2009; Gilburt et al. 2014; Price-Robertson et al. 2016;
Rummery & Fine 2012). The most recent developments in this area place carers and
the consumers of mental health services at the centre of service design and
development (Knight 2017; Larkin, Boden & Newton 2015; Worthington, Rooney &
Hannan, 2012.).

1.5 Care and Recovery
Although contested, the terms ‘carer’ and ‘caring’ have been in common use for over
200 hundred years. Someone known as a ‘carer’ was once considered a worrier or
prone to bouts of maladjustment or even mental instability (Rummery & Fine 2012,
p. 322). The word as used with its current meaning first appeared in the 1970s. Here,
it described women excluded from public life by their long-term commitment to
caring for, or providing unpaid care to an aged or disabled family member or spouse
(Barnes 2001 quoted in Rummery & Fine 2012, p. 322). The terms ‘carer’ and
‘caregiver’ are now commonly used in most of the Western world and refer to caring
for the welfare of and giving support to a person suffering from a disability or
illness. Despite their common use, ‘carer’, ‘caregiver’ and ‘caring’ still attract much
discussion regarding what they denote. For some, they mean caring about a person’s
emotional welfare without providing any constant practical support. Others interpret
these words as indicating the care of a person through ongoing support in the way of
time, financial advice and help, succour, housing and ongoing well-targeted quality
services referring to the management of chronic illnesses generally.
Rummery and Fine (2012), Wagner, Austin, Davis, Hindmarsh, Schaefer and
Bonomi (2001) and others make the point that improvements in care cannot be
achieved by further burdening current support systems. Changing care systems
will—through evidence-based investigation into what works—contribute to a better
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understanding of care support services. In this regard, much scholarly attention has
been focused on including families in service delivery design and processes to
facilitate recovery more effectively (Bland 1987; Bland & Foster 2012; Bland et al.
2009; Price-Robertson et al. 2016; Marshall 2008; Middlemiss 2012; Rummery &
Fine 2012). However, interpretation and meaning of the term ‘family’ is also
contested. Families in the past have been perceived as partly responsible for mental
illness; more recently, they have been presented as being burdened or obligated and
distressed by their situation. Consequently, many families have experienced
misunderstanding and confusion regarding their precise role in the mental health and
recovery of a family member (Bland 1987; Bland & Foster 2012; Hatfield & Lefley
1987; Jones 2002). Some scholars have urged that policy makers must take a broader
view of the family as part of a wider treatment program. That is, the family is not
just comprised of individual carers viewed within a narrow perspective of care
giving, but is a vital part of a complete service provision.
As suggested above, the definitions of ‘carer’ or ‘caring’ have long been debated in
the literature. Definitions range from describing a person who worries constantly
about another, as reported in Rummery and Fine (2012, p. 322) to more general
definitions as that expressed by Tronto (1993, p.103):
a species of activity that includes everything we do to maintain, contain,
and repair our ‘world’ so that we can live in it as well as possible. That
world includes our bodies, ourselves, and our environment.
Tronto (1993, p.103) identifies four sub-elements in her theory of care:
(1) Attentiveness, a proclivity to become aware of need; (2) responsibility,
a willingness to respond and take care of need; (3) competence, the skill of
providing good and successful care; and (4) responsiveness, consideration
of the position of others as they see it and recognition of the potential for
abuse in care.
Tronto’s definition is notable for its inclusivity and its focus on the importance of
caring and being concerned for others.
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Recovery as a broader concept than the absence of symptoms. It has a relatively
modern origin as far as mental health is concerned. Some argue that the concept
developed from the 12-step Alcoholics Anonymous program and gained momentum
as a way to help mental health sufferers after deinstitutionalisation occurred during
the 1970s (Backlar 1995; Ibell 2004; Alcoholics Anonymous Service Australia
2007). The general elements of recovery are deeply personal for each individual.
However, recovery can involve and include the following: specifically oriented
services that recognise the uniqueness of an individual; services that encourage
choice and partnership and communication with therapists; family and friends; hope;
a secure base; inclusivity and empowerment (Jacobson & Greenley 2001; Lester &
Gask 2006; Marshall 2008; Middlemiss 2012).
The literature describes recovery not as a cure but as part of an ongoing human rights
journey to achieve wellness and independence (Jacobson & Greenley 2001, p. 482;
Middlemiss 2012). No single definition of recovery. Different people will
understand the concept in various ways. Anthony (2000) (in an early definition),
encapsulated the following elements:
A way of living a satisfying, hopeful and contributing life even with the
limitations caused by illness. Recovery involves the development of a new
meaning and purpose in one’s life as one grows beyond the catastrophic
effects of mental illness (Anthony 2000, p. 21).
Although recovery is perceived as a unique and individualistic journey that differs
for each person (Anthony 2000; Davidson & Roe 2007; Whitley & Drake 2010),
certain conditions are considered universal to maintain a sense of wellbeing,
purpose, belonging and hope. This journey may include failure and starting over,
achieving a level of wellness similar to pre-diagnosis, and experiencing a definite
sense of hope. As described earlier, hope seems to be a common denominator in
recovery. It is considered to play a major role in the wellbeing of the human
condition, as reported by authors such as Geher (2014).
If the recovery journey is to be improved, it is evident from the literature described
above that carers and their families are a vital aspect of this process. Strong evidence
supports the idea that if families (including the carer and care recipient) form
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partnerships with service providers through involvement in the design and process of
that service, then recovery may be enhanced and the risk of relapse lessened (Bland
& Foster 2012; Commonwealth of Australia 2009; Jones 2002; Lester & Gask 2006;
Marshall 2008; McKeague 2003; Sane 2015).

1.6 Research Aims
This research focuses on the role of caregivers for individuals diagnosed as suffering
from either of two major mental illnesses—schizophrenia or major depressive
disorder. Schizophrenia and major depressive disorder were selected for this study to
ensure that the sample population size was appropriate and effective and because
some reported symptoms and genetic markers associated with these illness spectrums
overlap (Angemeyer & Matschinger 1996; Angermeyer, Millie, Remuzat, Refai,
Toumi, Boyer, Millier, Perthame 2013; Belgaied et al. 2014; Bloch, Green, Janca,
Mitchell & Robertson 2017; Johnston-Wilson et al. 2000; Sayce 2015). In particular,
schizophrenia and major depressive disorder were selected due to the similar
symptoms and behavioural manifestations discussed by authors such as Bloch et al.
(2017), Gelder, Gath and Mayou (1985), and Sayce (2015). These similarities have
also been reported by the carers of individuals with these diagnoses, as noted by
scholars including Bland (1987), Bland and Foster (2012), Jones (2002), Middlemiss
(2012), McKeague (2003) and Wesley Mission (2007).
As previously indicated, while there is a large body of knowledge on the demanding
role of informal caregivers, the actual complexities that contribute to ongoing
distress experienced in this role remain problematic and ill-defined (Bland & Foster
2012; Price-Robertson et al 2016; Haines et al. 2015; Rudnick 2004; Rummery &
Fine 2012; Schorch et al. 2016). Anecdotal evidence also suggests that carer
dissatisfaction is a continuing concern (Campbell 2017; Lamperd 2016).
One important aim of this research is to develop a nuanced understanding of the
experience of caregivers of individuals with a diagnosis of schizophrenia or major
depression from their own perspectives. The aims are clarified in the following
section.
The research aims are as follows:
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1. To examine carer perceptions of current gaps in services.
2. To provide information about the perspectives of carers and families that
highlights their first-hand experiences and explore how they are coping.
3. To explore the psychosocial experiences of carers within the community.

1.7 Research Question
To accomplish the above-stated research aims, the following research question has
been identified for investigation in this study:
Even after extensive research has been conducted about the impact of caring
for persons with a mental illness and the implementation of evidence-based
social policies to assist, it appears that carers continue to experience very high
levels of distress. Why is this so and what can be done?

1.8 Methodology
This exploratory research study employs a mixed-methods approach, incorporating
both quantitative and qualitative data collection. This approach was adopted to
enable collection of detailed and in-depth caregiver experiences through the
administration of two questionnaires. The first questionnaire collected quantitative
data from set questions in a Family Burden questionnaire composed, trialled, further
tested and validated by Rudnick (2004). I decided on this structured format because
of my ‘insider’ role. I was conscious of my own potential subjectivity and the risks
of failing to remain objective during data collection. I had determined I would likely
be known to many respondents and had to collect empirical data independent of their
experiences with me.
However, the second questionnaire provided an opportunity to capitalise on my
insider role, giving me the opportunity to engage in richer, in-depth discussion
through open-ended and narrative questions, as propounded by scholars such as
Denzin and Lincoln (2000) and Robson (2002). The second questionnaire was
compiled with the active participation of a small pilot group of carers. The members
of this group consisted of three caregivers who were excluded from further
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participation in the research. My overall intention in administering two
questionnaires was to allow the data to speak and be augmented by the caregivers’
own voices.
A population sample was obtained by randomly selecting caregivers from Carers
WA, Western Australia’s major carer organisation. This organisation is one with
which I have been connected for some years. Its database includes 550 family
caregivers of mentally ill consumers with a diagnosis of schizophrenia or major
depressive disorder. A random sample of caregivers was selected, with the
assumption that it would include a range of ages and genders.
I was interested in how carers (within the context of this study) constructed their
coping mechanisms and why they approached their roles in a particular manner.
Their social realities and the ways in which they responded to their problems (or the
ways in which they constructed) and their strategies were vitally important to me as a
researcher and carer. According to thematic analysis theory, cognition and emotion,
as expressed through mental reality, do not reside inside an individual but are
constructed linguistically (Denzin & Lincoln 2000). Thematic analysis was
considered highly appropriate for the requirements of this component of the research
(Denzin & Lincoln 2000).
All narrative data collected from the two questionnaires was recorded on audio tapes
and later transcribed to Microsoft Word for close analysis.
Methodological notes on relevant activities were recorded in diary mode to monitor
the research’s progress and refine it if necessary. The data gathered from qualitative
semi-structured interviews was managed, coded and organised using notes, audio
tapes, transcripts and NVIVO software. This enabled thematic and key word
information gathering, which could then be identified and saved to construct a
profile connecting similarities and meaning from the collected data.
SPSS was used to analyse the quantitative research data. This system of analysis is
appropriate due to time limits and the software’s efficiency in linking and analysing
comprehensive quantitative data.
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Ethics approval for the research was obtained from the Human Research Ethics
Committee at The University of Western Australia. A comprehensive outline of the
methodology, its implementation and issues, along with the ethical questions raised
are detailed in Chapter 3.

1.9 Thesis Outline
Chapter 1 provides an outline of the wider structure of the research through the
following inclusions:
•

contextual preamble

•

background information on the general subject matter

•

a clearly stated research question

•

aims consistent with the research question and the research hypotheses

•

a clear justification for undertaking the study

•

a description of the nature of the study

•

an outline of the research process.

Chapter 2 provides a more comprehensive examination of the research literature on
caring for a family member diagnosed with a mental illness. It incorporates a brief
historical overview of the changing attitudes to mental illness and the role and place
of families and friends of the mentally ill. This chapter also summarises some key
aspects of deinstitutionalisation and its impact on community and family care giving.
The theoretical framework of service provision is presented, with a particular focus
on the concept of ‘care’ and the emergence and development of ‘recovery’ theory
and its relevance to this study.
Chapter 3 describes the research methodology and design in detail. It explains the
research’s epistemological base, the adopted methodology and details the data
collection instruments used. It includes a focus on the concept of ‘insider research’,
including an exploration of the particular ethical issues anticipated and how they are
addressed. It concludes by describing how the data will be analysed.
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Chapters 4 introduces the carers who participated in the research and provides brief
biographical and demographic information about them.
Chapter 5 presents the data collected from the research, providing the results
indicated in the qualitative and qualitative instrumentation. The data findings are also
discussed in this chapter.
Chapter 6 discusses the concepts of ‘care’ and ‘recovery’ in light of the findings in
Chapter 5 and the relation of this to the research participants.
Chapter 7 provides a more specific exploration of the carers’ domain. In particular, it
identifies the issues that concerned participants the most and describes how
participants manage and inculcate them.
Chapter 8 discusses participants’ ideas and ideals, which in their opinion may
contribute to easing their distress. It combines recent research data, as reported in the
literature that records the state of mental health service delivery for carers. It then
compares this to participants’ ideas and ideals. The chapter also summarises the
research findings regarding what may contribute to improving the design of services
that support the caring fraternity for greater efficiency of those services.
Chapter 9 provides a conclusion and includes suggestions for further research.
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Chapter 2: The Literature in Context
The Master said: ‘To learn something and then to put it into practice at the right time: Is
this not a joy?’
The Analects of Confucius, 1.1

The purpose of this study is to explore the psychosocial experiences of caregivers for
persons diagnosed with a mental illness. The following areas are explored to provide
a contextual background in which the research is embedded:
•

an overview of responses to mental illness

•

the concept of caregiving

•

community care and recovery.

In particular, I outline the theoretical constructs within the recovery literature and
carer research, relating these to a better understanding of the carer role and its
potential place in the recovery of persons diagnosed with a major mental illness
(Bland & Foster 2012; Commonwealth of Australia 2009; Jones 2002; Marshall
2008; Middlemiss 2012; Price-Robertson et al. 2016; Rummery & Fine 2012;
Wesley Mission\ 2007).

2.1 An Overview of Responses to Mental Illness
In a major study, Jones (2002) refers to the stigma that caregivers and families
experience. According to Jones, this stigma is due to the myths and misinformation
experienced by such people in the past treatment of the mentally ill.
Jones’s observations capture the essence of what some describe as the stigmatisation
of people with a mental illness. Many past negative values and attitudes exhibited
towards individuals diagnosed as mentally ill—and their families—may be better
understood by examining some responses to, and perceptions of, mental illness that
have evolved in the Western world, particularly in the United Kingdom (UK),
Europe and the United States (US), as reported by Foerschner (2010), Jones (1972)
and Porter (1987, 2002), among others. Foerschner (2010) suggests that the
treatment of (and attitudes towards) mental illness by members of the medical and
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allied professions and clergy over the past centuries may also have contributed to
public perceptions. These led such approaches as purging or punishing mentally
affected people so they could they be cured of or made safe from what was widely
considered as deviancy. Foerschner (2010) further argues that the outcomes of these
attitudes exacerbated the stigma attached to mental illness, the effects of which
remain evident in contemporary societies. Many scholars highlight how the effect on
associated family and friends has contributed to the enduring distress experienced by
persons diagnosed with a mental illness and their families, most notably caregivers
(Foreschner 2010; Jones 1972, 1988, 2002; Leggatt 2002, McKeague 2003, Wesley
Mission 2007; Warner 2010).
Generally, the construction or promotion of mental illness as deviancy in the
Western world is particularly problematic. Foerschner (2010) and Warner (2010)
report that some families caring for a family member who may have been mentally
ill often felt that they attracted bad tidings or were tainted. Some felt they were being
punished by a divine power for their perceived deviancy, which focused unwanted or
negative attention on families. According to Foerschner (2010), this remains the
case, especially in families that rely on honour and arranged marriages, where they
can make a match to possibly further their own means and status. She relates these
findings specifically to the Middle East and China, emphasising that these countries
represent over a quarter of the world population. Accordingly, they can generate
negative attitudes towards mental illness and persons associated with it.
During the last two centuries, many persons diagnosed with a mental illness were
housed permanently in asylums or institutions often located away from townships.
The primary function of these institutions was to provide care and direction,
accommodation and general succour (Backlar 1995; Foerschner 2010; Hatfield &
Lefley 1987; Jones 1972; Jones 2002; Warner 2010). In many instances, these
institutions were popularly thought of as refuges in which ‘unfortunates’ were
incarcerated and forgotten. Most were viewed with suspicion and fear (Backlar 1995;
Foreschner 2010; Jones 1972; Jones & Fowles 1984; Leggatt 2002; Warner 2010).
However, many provided genuine care and purpose for their ‘inmates’ (as their
inhabitants were originally called), with many being employed to work in the
grounds and gardens. This imparted in those people a sense of security and
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protection, inclusivity, employment, direction and worth (Foreschner 2010; Hatfield
& Lefley 1987; Jones 1972, 2002; Warner 2010). Importantly, Backlar (1995) and
Warner (2010) have reported that these institutions provided a sense of collegial
belonging, stimulation and supervision—an aspect noted as missing after patients
were returned to community during and since deinstitutionalisation.
Many patients who were institutionalised benefitted from the security and
employment provided within the grounds of such institutions. They were closely
supervised and provided with a bed and three meals a day, along with medical
supervision of their treatment programs. These benefits have been widely discussed
(Backlar 1995, Cebula 2009, Coram 1993, Harries 1983, Hatfield & Lefley 1987,
Jones 2002, McKeague 2003, Paul, Stedman & Neufeld 1977, Wesley Mission
2007). Warner (2010) argues that mentally ill patients appear to respond better in
recovery when elements such as secure housing, employment, inclusivity, financial
security and interactive relationships are present. The absence of such support in
recent years has been the subject of the following reports: Commonwealth of
Australia (2009), Richmond Report (1983), National Mental Health Commission
(2014). Cebula (2009) and Marshall (2008) note that relapse is most often the result
of care recipients ‘falling through the cracks’ and not getting the required support.
They argue that constant and close case management helps avoid this. The recent
literature reports that underfunding in this area may place people’s mental health at
risk (Mind Australia 2016; NMHC 2014).
The desire to be more humane may have part of an ongoing drive to house ‘mentally
afflicted persons’ in safe places such as asylums and institutions and then much later
within the community. However, according to Leggatt (2002) this did little to reduce
the stigma and misinformation regarding the acquisition of mental illness. It
remained common to blame families for the illness or exclude them from treatment
programs. Attitudes in this respect have persisted (Bland & Foster 2012, Bland et al.
2009, Commonwealth of Australia 2009, Jones 2002, McKeague 2003). Various
examples of research designed to highlight how mental illness is contracted may also
have contributed to the surrounding myths and misinformation. An example of this is
research focusing specifically on the family as a causative factor in mental illness
(Bateson, Jackson, Haley & Weakland 1956; Lidz, Fleck & Cornelison 1965). More
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recently, researchers (Bland & Foster 2012; Bland et al. 2009; Commonwealth of
Australia 2009; Jones 2002; Leggatt 2002; Marshall 2008; Price-Robertson et al.
2016; Warner 2010) argue that rather than blaming families, they should be included
in the design and implementation of treatment paradigms and programs. The recent
emergence of co-design in mental health service delivery is a feature of an approach
that emphasises engagement with families in developing intervention programs
(Knight 2017; Larkin, Boden & Newton 2015; Worthington, Rooney & Hannan
2012).
Conley (2005) and Tessler and Gamache (2000) suggest that families can play a
definitive role in social orderliness by providing appropriate behavioural models
deemed highly desirable. Conversely, dysfunctional families are often viewed as
divergent, producing deviant children. Some past psychological models have
explored the role of family responsibility for causing mental illness, particularly in
relation to parental effects on children. For example, some family therapy models
propose that the risk of schizophrenia may be present within the family environment
and can be observed through the interaction between parental behaviour (see
especially Bateson et al. 1956). Broadly, this model adopts a functionalist approach
and addresses emotional disturbance and communication dysfunction. Social groups
are here viewed as systems in the functionalist sense; therefore, according to family
therapy theorists, behaviour can be explained by considering the roles exhibited by
the system’s members (e.g., family members).
Following a small study, Bateson et al. (1956) maintained that children who were
given contradictory signals from their parents were bound to become bewildered,
confused and thus prone to mental illness. These contradictory signals were termed
‘double binding’. This research involved more complexity than simply highlighting
these contradictory signals. It also focused on the anxiety associated with pleasing
parents and causing (according to the researchers) an inner confrontation in the child,
which, at the time, was believed to contribute to the onset of schizophrenia. The
ideas of these researchers (Bateson et al. 1956; Lidz et al. 1965) that families were
implicated in the causes of mental illness were, given much publicity and credibility
at the time.
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Murray Bowen (1966) argued that a daughter who was suffering from psychosis had
been brought to this state by what Bowen saw as the unhealthy state of the family
and an overprotective dominant mother. His solution was to employ the rudiments of
functionalism by stipulating that the father should play a more influential role as the
family head, with the mother assuming a less dominant position within the family
dynamic. Bowen argued that balance was the key to good mental health within the
family unit. Bowen later reported that the family had made steady progress following
his procedure. However, it must be noted that the size of his study may not warrant
the degree to which he extrapolated the findings.
Enid Mills (1962) researched the hardships endured by families while caring for a
mentally ill person. In particular, she documented the close personal relationship
between mother and son. Mill’s study also appeared to refute family therapists’
claims that mothers were causing or at least contributing to mental illness problems
in their children. Jones (2002) notes that Mills highlighted the usually poor
relationships between general practitioners and families. This was caused, she
argued, by relatives feeling marginalised in the treatment approach and not being
listened to, or their opinions not being considered by medical professionals.
It is apparent to scholars such as Jones (1972), Hatfield and Lefley (1987) and
Warner (2010) that the driving force to find causes or cures for mental illness have
motivated researchers since the 1940s. These and other authors observe that after the
World War Two, confidence was high and belief in community as a prescription for
wellness was a genuine driving force. In the US in particular, the message was that
early intervention and properly staffed outpatient clinics were essential to avoid rehospitalisation. However, as Priebe and Finzen (2002) indicate, no clear definitions
existed; neither were actions taken solely based on empirical data. In contrast, Bland
(1987), Bland et al. (2009), Bland and Foster (2012), Leggatt (2002), Rummery and
Fine (2012) and Warner (2010) critique the way services were developed, noting that
they were generally designed by those in the health and allied services. Services
were not informed by the mentally ill or their families; these vital participants were
generally not consulted or included in the caring and mental health recovery
processes, even though most research was already advocating their involvement
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(Alexander 1991, Bland 1987, Hatfield & Lefley 1987, Jones 2002, Leggatt 2002,
McKeague 2003, Price-Robertson et al. 2016).
During the 1970s, it was proposed that the community, or more accurately the family
(if appropriately re-educated) could prevent the development of mental illness by
observing its early signs (Hatfield & Lefley 1987; Paul, Stedman & Neufeld 1977;
Torrey 1988; Warner 2010). Here, public education was promoted to ensure early
detection and intervention. However, neither public education nor the requisite target
groups were clearly defined. The intentions may have been admirable, but, as
observed by authors such as Backlar (1995), Harries, Jayasuriya, Wearne and
Dickinson (1991), Hatfield and Lefley (1987) and Leggatt (2002), ultimately the
implementation of deinstitutionalisation and public education was too rapid. It
suffered from fragmentation, duplication, confusion and the lack of input from vital
stakeholders such as carers and families (Hatfield & Lefley 1987; McKeague 2003;
Torrey 1988; Wesley Mission 2007). Similar comments have been levelled at the
recent provision of mental health services (Bland & Foster 2012; NMHC 2014;
Mind Australia 2016; Rummery & Fine 2012).
The research about causative factors in mental illness continues, although it is now
generally accepted that the gestation of these illnesses involve a mixture of genetic,
neurobiological and environmental factors (Bloch et al. 2017; Leggatt 2002). Despite
efforts to locate the causes of mental illness outside family dynamics, social stigma
about persons with mental illness and by association their families, persists. Scholars
note that many families may still perceive they are thought of as responsible in some
way for their relative developing a mental illness (Frith & Johnstone 2003, Jones
2002, McKeague 2003, Middlemiss 2012, Price-Robertson et al. 2016, Qualls 2016).
These perceptions are reported as contributing to ongoing negative feelings of guilt
and distress. The extant literature that has explored the perspective of families notes
a high degree of frustration and guilt is apparent in families, the often-poor
relationships between professionals, and the integration of family with support
services (Bland 1987; Bland & Foster 2012; Cebula 2009; Jones 2002; Mind
Australia 2016; Price-Robertson et al. 2016; Qualls 2016).
Leggatt (2002) (in reference to agencies and services), suggests that families often
appear to experience poor relationships with professionals or formal treatment
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agencies. This is also reported by Jones (2002) and is reflected in the Wesley
Mission’s (2007) survey and the federal government’s parliamentary report into
caregivers and their needs (Commonwealth of Australia 2009). It is apparent that
areas of misunderstanding and concern regarding such circumstances remain.
Reported reasons for this include the alienation caused by past attitudes to the
treatment of the mentally ill and by association, the families involved. Some recent
research has blamed mothers and the reluctance of caregivers to access services due
to their experiences of distress, waiting times, uncertain funding and staff attitudes
(Commonwealth of Australia 2009; Jones 2002; Leggatt 2002; McKeague 2003;
Mind Australia 2016; NMHC 2014; Wesley Mission 2007).
Jones (2002) explores the personal experiences of families caring for someone
experiencing mental illness. He explains that much of the previous research has
focused on families, and has an explicit ideological bias. He stipulates that many
studies have been too objective in their quantitative methodology, masking the
family subjectivity necessary to understand those families’ realities. Jones
acknowledges the difficulty in presenting his findings; they may be viewed as
subject to his own interpretations. This may limit their generalisability. However,
Jones emphasises the importance of his interviews and how they conveyed a real
sense of the voices of those interviewed, especially through the caregivers’ own
tonal qualities and nuances (Jones 2002). He suggests that many caregivers were not
coping with the role thrust upon them with ‘undue haste’ since deinstitutionalisation.
He also states that many perceive mental illness was the domain of the medical
profession alone.
With deinstitutionalisation came the presumption that families would cope with the
load they were about to inherit (Backlar 1995; Leggatt 2002; Paul, Stedman &
Neufeld 1977; Warner 2010). The notion also existed that community and family
would be a panacea for the reintroduction of mentally ill patients into the community
(Harries 1983; Hatfield & Lefley 1987; Paul, Stedman & Neufeld 1977; Stone
1982). Little consideration was given to the fact that many families and caregivers
who had first advocated for the institutional care of their loved ones only did so
because they could not otherwise cope. Backlar (1995), Tessler and Gamache (2000)
and Warner (2010) argue that many family members (some of whom became
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caregivers) did not have the aptitude or financial capabilities to manage the
complexities of familial mental illness within the community. As evidenced by
Access Economics (2005), Corrigan and Bink (2015), Hatfield and Lefley (1987),
Leggatt (2002), McKeague (2003), Middlemiss ((2012), Rudnick (2004) and Wesley
Mission (2007), many also felt the stigma associated with mental illness prevented
families from providing care.
Researchers have continued to report that changes in family structure—something
that has been evolving for many decades—have made it almost impossible for
families alone to care successfully for physically or psychologically disabled persons
in the home (Baldwin, Biernat, Landau, King 2015; Lichstein, Scogin, Forrest,
Thomas, Dinapoli, Dillon, Hayley & McFadden 2013; Tessler & Gamache 2000).
Asylums and institutions were partly created in response to family demands. These
demands reflected the enormity of not only caring for a person with severe mental
disorders (such as schizophrenia or major depressive disorder), but in understanding
and dealing with such a stigmatised affliction within the household and community
(Backlar 1995; Jones 1972; Leggatt 2002; Warner 2010). With the development of
the nuclear family came a less resistant, less tolerant and more vulnerable family
unit, predicated largely on smaller self-supportive families, careers and the
acquisition of material possessions and wealth (Jones 2002; Leggatt 2002; Tessler &
Gamache 2000). At about the same time as these changes, people with mental
illnesses were being returned to the community and family care. This has since been
reported as having a profound effect on those who would become family caregivers
for the mentally ill. Many were ill prepared to address, nor could they understand,
the needs of the mentally ill (Baldwin, Biernat, Landau, King 2015; Harries 1983,
Harries et al. 1991; Hatfield & Lefley 1987; Jones 2002; Lichstein et al. 2013;
McKeague 2003).
Scholars have focused on the family in more or less similar ways, although some
have been more positive in their interpretation of the family’s role. These include
psycho-educationalists and expressed emotion (EE) theorists. Psycho-educational
approaches place less emphasis on blaming families, although still do this (Lefley &
Johnson 1992) through seeking answers via the medical or social investigative model
(Bland et al. 2009; Bland & Foster 2012; Hatfield 1994; Jones 2002; Rummery &
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Fine 2012). The EE theory has gained credibility following Brown’s (1959) research.
Brown studied patients who had returned to the home after being hospitalised and
were then readmitted soon after discharge. The results indicate that communication
patterns in families with high EE relatives were characterised by high levels of
intensely negative verbal exchanges. Researchers report the environment that exists
between carer families and patients is often highly emotionally charged; the degree
to which this exists contributes to a mentally ill person’s wellness or relapse
potential (Amaresha & Venkatasubramanian 2012; Leff & Vaughn 1985; Warner
2010). In particular, Brown (1959) outlines five major components of EE. These
include ‘critical comments’, ‘hostility’, ‘emotional over-involvement’, ‘positive
remarks’ and ‘warmth’. Carer families that exhibited low levels of the first three
components usually provided the most conducive environment for recovery.
Families and carers who engaged in the constant blame, hostility and criticism of
care recipients may, according to the research, contribute to a patient’s relapse
(I’Anson 1996). The implication this is that environments other than the family
home might be better suited to a person diagnosed with a mental illness and
discharged from hospital (Warner 2010). Ken Alexander (1991) makes a similar
point regarding the care of patients with a diagnosis of schizophrenia who are
recovering in the community. He provides a number of principles to guide
caregivers. Principle 10 suggests that caregivers who consider the amount of time
spent with the person in care as too much could be counterproductive. I’Anson
(1996, p. 74) offers similar advice to carers, proposing that they should organise
regular time away to be fresh and interact with the person requiring care in a
balanced, constructive and supportive manner.
According to Amaresha and Venkatasubramanian (2012), EE research is useful to
develop family interventions aimed at reducing EE at home with some degree of
effectiveness. They argue that programs be developed to ensure that the following
steps are undertaken:
•

educate carers and families, particularly in the areas of communication
and interaction with care recipients

•

provide knowledge of the illness, especially during the early stages of the
illness’s onset
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•

enhance problem-solving skills in reducing direct contact between care
recipient and carer

•

strengthen family strategies

•

advise on carer and family expectations

•

educate on interaction with support groups.

Research on the effectiveness of education in such programs indicates that relapse
rates have been reduced and the rate of carer and family harmony and satisfaction
has improved (Alexander 1991; Bland et al. 2009; Bland & Foster 2012; Brown,
Birley & Wing 1972; Tarrier, Barrowclough, Vaughn, Bamrah, orceddu, Watts &
Freeman 1988; Hatfield 1994; Middlemiss 2012; Warner 2010).
Lidz et al. (1965) also focused on families and mental illness, compiling the findings
of what is still perhaps the most detailed clinical study of a series of patients
suffering from schizophrenia and their families. The term ‘schizophrenogenic
mother’ was coined to explain the notion that the behaviour of parents, especially
that of the mother, could result in a child’s mental illness. This is known as the
‘traumatogenic’ model (Fromm-Reichmann 1948). The researchers observed the
behaviour between the father and mother in a household and noted the dominance of
the mother in relation to child rearing matters. They noted that the father deferred to
his wife, believing she knew best; in their opinion, harmony was created because of
this. The researchers also noted that even the most bizarre ideas of the more
dominant female spouse were tolerated in the belief that she was correct. The
researchers formulated the theory that the husband was treated as one of the children,
even though he was, a highly competent man in his profession. It is important to note
that Lidz et al. (1965) did not consider families that included a so-called
‘schizophrenogenic mother’ as being deliberately responsible for the creation of a
mentally ill child:
I also find it very distressing that because the parents’ attitudes and
interactions are important determinants of schizophrenic disorders, some
therapists and family caseworkers treat parents as villains who have ruined
the lives of their patients (Lidz, Fleck & Cornelison 1965, p. 89).
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While there have been many criticisms of this research, some earlier theorists (such
as Foucault [1961]) and Laing [1960]) and later ones (such as Szasz [1961]) ascribe
to the notion that parental attitudes and family interactions may contribute psychosis
in children. Arguably, the significant status of these theorists has the potential to
sustain and energise the notion that families play a dominant role in the development
of mental illness.
This theory of the acquisition of psychosis emphasises that caregivers—given the
trauma, stress and relationship failure some experience on a constant basis—are
candidates for ‘traumatogenic’ suffering and distress (Jones 2002 McKeague 2003;
Savage & Bailey 2004; Commonwealth of Australia 2009). Scholars such as
Hatfield and Lefley (1987) theorise that the potency of Lidz, Fleck and Cornelison’s
(1965) research still affects attitudes towards mothers and families thought of (in the
past) as causing mental illness. It is interesting to note that just as families were
being studied and often blamed and labelled as contributing to the causes of mental
illness in family members, the process that became known as ‘deinstitutionalisation’
(or, ironically, the return of the mentally ill to family care within the community)
was being developed and implemented (Backlar 1995; Harries 1983; Ibell 2004;
Paul, Stedman & Neufeld 1977).
Scholars such as Backlar (1995), Jones (1972, 2002) and Warner (2010) report that
the distress many caregivers experience today may have been influenced by
decisions made during the 1960s and 1970s in the US. Implicit if not explicit in such
decisions were the assumptions that community and families could and would
accommodate and care for mentally ill family members post-deinstitutionalisation
(Backlar 1995; Leggatt 2002; McKeague 2003; Tessler & Gamache 2000). These
authors argue this assumption meant that very little was done in a pragmatic and
educational sense to prepare communities and families for post-deinstitutionalisation
(Alexander 1991; Backlar 1995; Harries 1983; Harries et al. 1991; Hatfield & Lefley
1987; Leff & Vaughn 1976, 1985; Leggatt 2002). The result of deinstitutionalisation
was that many community members found the tasks assigned to them during the
process were confusing or unachievable (Leff & Vaughn 1976, 1985).
While institutions still exist (albeit on a different scale and with a different focus),
researchers and commentators observe that many caregiver families and
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communities still struggle to cope with the lack of financial capacity and general
support, and with the expectations placed upon them (Price-Robertson et al. 2016;
Rudnick 2004; Rummery & Fine 2012; Mind Australia 2016). Particularly
observable is an overall lack of services, or they are poorly targeted. There is also a
lack of adequate funding, and of training and educational programs that include
strategies for families and caregivers to help and manage a person in recovery
(Barrett & Lindsay 2004; Bland & Foster 2012; Jones 2002; McKeague 2003; PriceRobertson et al. 2016; Wesley Mission 2007; Mind Australia 2016).
That families struggle with aspects of caring is emphasised by Rudnick (2004). He
reports that a large percentage of interviewed carer families experienced high levels
of distress and other emotional issues. In addition to this, and perhaps exacerbated by
it, is what he observed as the prohibitive impact of financial costs incurred by and
associated with caring (Rudnick 2004, p. 4). Rudnick reports generally on the
financial impact of mental health caring, asking if respondents spent money in
relation to that role. The data indicate that the majority of respondents are affected
negatively by the financial costs of caring. Rudnick further reports that families
experience distress in attempting to manage behavioural issues. This area of mental
illness is of particular concern because he deduced that experiencing difficulty in
managing behavioural issues would impact negatively on a caregiver’s emotional
capacity. Rudnick also refers to how much time carers give to the role. He notes that
this is influenced by the amount of time spent on fulfilling the practical tasks through
physical effort, as well as the emotional effort expended in thinking about what had
to be done. His results suggest a further impact on the overload being experienced by
family caregivers.
Tessler and Gamache (2000) note that, since the 1950s, modern and post-modern
families have made strong commitments to individuals diagnosed with mental illness
living in the community, but that this responsibility has its limits. The dilemma
facing such families as they make decisions about how much and how often to give
is the focus of Mental Illness and the Family (Tessler & Gamache 2000). In this
study, they explore the effect caring has on families and their ability to cope. They
concluded that families are dramatically affected by caring in the community and are
unlikely to be able to cope indefinitely without considerable support. Tessler and
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Gamache foresaw that families were vulnerable through the requirement that they
care for the mentally ill in the home and through being left alone to do so.
Interestingly, they observed that the families involved in their research attempted to
share and resolve their problems in a variety of ways, including negotiating the
extent to which they would be involved on a daily basis in preparing meals, offering
transportation and helping with household chores. They noted that caregivers
attempted to be involved at a level that suited them, their work rhythms and
personalities. However, many caregivers were required to give up or reduce their
work commitments. Because of this, they were confronted with diminished financial
resources, a situation that Rudnick (2004) also emphasises. These choices often
brought carers, family members and the people cared for into conflict. In many
cases, this resulted in behavioural confrontations in the household. This contributed
to patient relapse and distress for all concerned (Rudnick 2004; Tessler & Gamache
2000). Similar conclusions have been reached by others investigating the incidence
of intense emotion present in households caring for persons with a diagnosed mental
illness. Some advocate that educational strategies for interacting with a person
suffering from mental illness could be learned and applied; these should be
incorporated into family educational therapies developed with the active
involvement of families as caregivers (Amaresha & Venkatasubramanian 2012;
Bland et al. 2009; Brown 1959; Leff & Vaughn 1985; I’Anson 1996; PriceRobertson et al. 2016; Warner 2010).
Higgins (2007) shows that personal relationships are negatively affected by care
giving. He reports that emotional health, personal finances, and areas of family and
social relationships become strained when families are required to give constant care
within the community. He particularly refers to the needs of persons requiring
intensive and ongoing care, as situation not faced by families prior to
deinstitutionalisation. Prior to this era, asylums and institutions had become larger
and helped increasing numbers of people requiring intensive care, despite the decline
in care levels and quality that resulted from overcrowding and increased demand
(Backlar 1995; Jones 1972; Warner 2010).
The decreased quality of, and increased demand for, services has been reported in
the recent literature regarding the current state of care (Mind Australia 2016; NMHC
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2014). A rationalisation programme is needed to cope with this situation if services
for carers of mentally ill family members are to keep pace with growing demand
Wesley Mission (2007). Many caregivers for family members diagnosed with mental
illnesses have made similar observations regarding the state of mental health service
provision over the past decades and into more recent times in Australia (Baxter,
Becker & Hookes 1963; McKeague 2003; Commonwealth of Australia 2009;
Lamperd 2016). The Commonwealth of Australia (2009, p. 32) acknowledges that a
major emerging theme is the complexity and fragmentation of funding,
administration and delivery of support and services for carers and care receivers. It is
evident from this past and more recent research that services for the mental health
fraternity have encountered obstacles and difficulties for many decades pre- and
post-deinstitutionalisation. Much of this is associated with funding (Paul, Stedman &
Neufeld 1977; Harries 1983, Harries et al. 1991; Warner 2010).
A number of researchers have identified that families are struggling to function as
‘normal families’ due to the demands of their caring role. For example, many
caregivers reported that stigma and shame were crippling and that the general
ignorance of society regarding mental illness was a major factor in this (McKeague
2003). This is reinforced by other recent research (Commonwealth of Australia
2009; Jones 2002; Leggatt 2002; Mind Australia 2016; Wesley Mission 2007). Such
research highlights how caregivers and their mentally ill family members are often
viewed with suspicion and fear by many in the community in which they live. This
affects the family dynamic in a negative and destructive way. For example, it
contributes to stigma and shame and manifests distress in wider family groups. Jones
(2002) reports that part of a carer’s identity is constructed around the reality of being
someone whose identity has been altered catastrophically. He notes that the
caregivers he interviewed perceived the public was largely ignorant in their
knowledge of carer mental health and the effects of mental illness on the family,
judging them in a negative manner. Jones also reports on some possible
ramifications for professionals who treat caregivers. For example, he argues that
when anger from caregivers is projected outwards and is followed by withdrawal,
this may be a defence that health workers have to break through to successfully
overcome the counterproductive elements inherent in many carer profiles. He
reiterates that caregivers often present as anti-professional to health workers, but that
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this may be the result of stigma or a defensive mechanism against shame due to their
family member’s illness. Several other researchers have also noted that caregivers
generally acknowledge their part in some of the difficulties encountered when
dealing with health workers (Access Economics 2005; Commonwealth of Australia
2009; Coram 1993; Jones 2002; McKeague 2003).
Many caregivers and families interviewed by Jones (2002) argue that because mental
illness and caregiving are not fully understood by them, the public or the medical
and allied professions, caregivers and their families were left struggling to attribute
blame or cause. Indeed, caregivers hid their shame by looking for external factors to
blame for their loved one’s mental illness diagnosis. They looked to systems and
professionals to explain the illness of their family members. Some pointed to
incorrect diagnoses, while others maintained a lack of family history and the
inexplicability of their family member’s affliction. Both Jones (2002) and Rudnick
(2004) report that isolation and withdrawal by caregivers is another way to hide their
shame, confusion and guilt. Such experiences are echoed by a Commonwealth of
Australia (2009, p. 22) report, where some carers of mentally ill family members felt
that the shame and stigma associated with their plight had directly contributed to
their lack of self-esteem and confidence. The report notes that poor understandings
of mental illness in the community, and the stigma associated with mental illness,
contribute to carers’ reluctance to be identified. They can experience feelings of
isolation and withdrawal. This is exemplified in the report, where a carer describes
her role as a carer for a mentally ill person as:
Terrifying, traumatic, overwhelming, confusing, stressful and isolating and
lonely (Commonwealth of Australia 2009, p. 44)
Similar sentiments were also reported by Stirling Times (2011, p. 26), despite the
acknowledged support to carers offered by agencies:
Carol said caring for someone with a dual diagnosis threw up many
emotions—shame, guilt, blame, sadness, grief and fear.
Caregivers, responding to McKeague’s (2003) survey, The Commonwealth of
Australia (2009) and Wesley Mission (2007), referred to the need for an ongoing
public education program, similar to the anti-smoking campaign, regarding stigma

29

and the acquisition and understanding of mental illness. They also called for more
strategies relating to caring for mentally ill persons within the community. Such
strategies are vital because, if community treatment is to succeed, caring for people
with a mental illness must be viewed as a holistic community matter, not just the
responsibility of the family concerned. Such aspects of mental health care are
reiterated in Bland et al. (2009), Bland and Foster (2012), Marshall (2008) and PriceRobertson et al. (2016). Many scholars advocate that caring for a mentally ill person
is easier if the whole community participates, in the sense that they become ‘partners
in care’. Relatively recent research also advocates this approach (Bland & Foster
2012; Bland & Tullgren 2009; Leggatt 2002; Marshall 2008; Middlemiss 2012;
Price-Robertson et al. 2016; SANE 2015). By incorporating services based within
the community, and partnering families and carers in the recovery of a person
suffering from mental illness, the chances of success are much higher (Bland &
Foster 2012; Knight 2017; Middlemiss 2012).
Families originally encouraged the creation of asylums (Jones 2002), but just as the
direction of caring has changed from institutionalisation to community care, so too
have families changed in their composition, attitudes and values, from large and
adaptive, to small and vulnerable, and imbalanced models (Access Economics 2005;
Coram 1993; Jones 2002; Tessler & Gamache 2000). While families have been
studied as conveyors of ideology or agents of socialisation, their composition as
entities in care giving and their role in collaborative care partnerships has only been
given significant research attention since the mid-twentieth century (Bland & Foster
2012, Rummery & Fine 2012; Bland & Tullgren, 2014; I’Anson 1996; Jones 1972;
Leggatt 2002; Price-Robertson et al. 2016; Sane 2015; Spicer 2007).
In working and writing as a caregiver and parent, Cebula (2009) highlights that
invariably, if a mentally ill person is discharged to accommodation in the suburbs,
the person usually ends up at the family home due to a lack of comradeship and
direction. However, Cebula emphasises the vulnerability of the patient to crime and
drug taking, and the family’s emotional stress in dealing with these occurrences,
perceived or otherwise. Cebula suggests, as do Backlar (1995) and Marshall (2008),
that too many persons discharged from hospital become lost or relapse because the
required funds or service strategies to monitor or mentor them do not exist. Cebula
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likens the process to ‘falling through the cracks’ and emphasises the probability that
many are readmitted to psychiatric facilities or other institutions, such as prisons.
Cebula’s (2009) recommendations for essential elements in mental health services
are summarised as follows:
•

All sufferers have the right to the best available mental health care.

•

The mental health model should be based on a one-stop shop or holistic
approach.

•

All sufferers should have protection from various forms of exploitation,
abuse and discrimination.

•

The model should be proactive not reactive.

•

The system should be inclusive and ensure that all participate, not just
those who are compliant.

•

Sufferers should have a real say in the design and implementation of
systems and programs.

•

Sufferers have a mutual obligation to ensure they participate in programs
and stay well.

•

Sufferers have a right to work and be actively encouraged to participate.

Cebula argues that this model of service delivery is based on best business practice.
In keeping with the business theme, the current WA mental health authorities, as
with most Western jurisdictions, refer to sufferers as ‘consumers’ or ‘customers’.
Although Cebula’s (2009) perspective is consumer-centric, he is careful to assert that
he cares for a mentally ill family member. He believes that if such family members
were cared for in a more collaborative and holistic manner by the state or
community, then the role of carer would be less distressing. The primary motivation
for proposing his model is to ensure a holistic service system that involves
collaboration between families and professional services. He advocates a holistic
approach that incorporates medication, diet, exercise, accommodation and
supervision, employment and social inclusion, all under one umbrella and
coordinated by a central authority to ensure continuity and fairness. Much of what
Cebula (as caregiver) has to say about recovery and collaboration is supported and
endorsed by scholars such as Bland and Foster (2012), Marshall (2008) and Price-
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Robertson et al. (2016). Many of his suggestions are mirrored in research reports
such as those of NMHC (2014) and Mind Australia (2016). These reports note that
health care has been slow to adapt to the requirements of families, carers and care
recipients.
Test (1979) suggested almost 40 years ago that for care to be delivered equally and
continuously (which she argued was highly desirable), a comprehensive system was
required, and this needed to be continuous in the sense that a mentally ill person
could not ‘fall through the cracks’. She also noted that needs may change and service
providers must be mindful of this and respond accordingly. Test’s mainly
emphasised a teamwork or partnership approach, which was particularly mindful of
the demands placed on health workers where disillusionment and burnout were
possible risks. Burnout (or becoming demoralised with caring for a person diagnosed
with a major mental illness) is cited in various studies as one of the main causes of
stress and emotional overload for caregivers (Bland et al. 2009; Commonwealth of
Australia 2009; Hatfield & Lefley 1987; Jones 2002; Marshall 2008; McKeague
2003; Mind Australia 2016; Rudnick 2004; Test 1979).
Research reports have consistently found that the issue of those with a mental illness
who can make decisions regarding their own mental health remains volatile for
caregivers. This is especially so in the domain of administering medication and
imposing modes or standards of behaviour. For example, almost 15 years ago,
Leggatt (2002) observed that legal idealism in a community setting presented more
problems than solutions for the very people required to care for the mentally ill.
Many caregivers report that the person for whom they care has cited legal rights as
reasons for refusing to take their prescribed medications (McKeague 2003).
Similarly, Leggatt reports that when advised to seek hospitalisation, many ill family
members often refuse such an option aggressively. Carers report that the results of
such decision-making include the involuntary hospitalisation of the person for whom
they are trying to care. McKeague (2003) suggests this is due to the patient’s conduct
deemed as being harmful to themselves or the community. The literature suggests
consistently that legal aspects related to the rights of the mentally ill present many
caregivers with emotional and financial dilemmas (Commonwealth of Australia
2009; McKeague 2003).
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Other aspects of the law in relation to the care of people with a mental illness are
also reported to produce difficulties for caregivers. Leggatt (2002) and McKeague
(2003) note that carers perceive essential information regarding their family member
(e.g., the specifics of their illness, medication regimes and required treatment) are
often difficult to access due to privacy laws. This problematic legal aspect of
providing care is also supported in the more recent scholarship of authors, including
Bland et al. (2009 p. 85) and Rummery and Fine (2012, p. 337). They suggest that,
as a consequence, many caregivers apply for authority through Enduring Power of
Attorney to access the records and treatment plans they require to care effectively for
their family member.
Jones (2002) and McKeague (2003) report that many caregivers describe their
reluctance to involve health workers and discuss the condition of their mentally ill
family member because of the possibility of litigation in relation to breaches of
confidentiality. In this sense, legal provisions to protect the rights of people with a
mental illness may be a hindrance rather than a help. According to some caregivers,
the difficulties encountered in terms of legal restrictions affect their daily life to such
an extent that they cannot effectively manage the role of caregiver (Bland et al.
2009; Bland & Foster 2012; Cebula 2009; Leggatt 2002; Rappaport, Bellringer,
Pinfold & Huxley 2006).
Much earlier research that focused on families observed the marked differences
between a nuclear family and what is commonly seen as the post-modern family.
Whereas the traditional nuclear family (consisting of a man, a woman and children)
provided clear-cut and rigid modes of behaviour and values that coincided with
definite and high expectations regarding achievement, direction and duty, postmodern families tend to be smaller, less rigid and more flexible (Tessler & Gamache
2000). Such families, when compared with the nuclear families of the past, are
generally characterised by ambiguous roles and exhibit more variation in their
composition and structure. Whereas male and female role modelling was quite
established regarding who did what within a traditional nuclear family structure,
post-modern families are more varied in this regard. For example, women can now
pursue their own careers by freezing their eggs, conceiving through artificial
insemination or using surrogates to bear children. Same-sex couples can adopt
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children. Post-modern families can comprise a single parent, non-married men and
women, or same-sex couples (Bland & Foster 2012; Jones 2002; Tausig, Michello &
Subedi 2003; Parsons & Fox 1952).
Tessler and Gamache (2000) note the significance of these changes in relation to the
care of people with mental illness. They observe that, while changes have been made
to family structures and how the mentally ill are cared for within the community, the
community itself has remained fairly rigid in its expectations of what constitutes
formal and non-formal care. For example, the people they interviewed still expect
that a family member will be cared for through a formal process, including treatment
with medication prescribed by a doctor, and where necessary, hospitalisation.
Similar comments are also expressed by the participants in Cebula (2009), Jones
(2002) and McKeague’s (2003) research.
In several surveys and studies, caregivers report many of the services and support
systems designed to help them are ‘bogged down in red tape’, and are difficult to
access when needed. For example, they comment frequently that emergency
psychiatric teams are often unavailable because of poor funding, staff levels and
waiting lists. Cebula (2009) and McKeague 2003) note that the nine-to-five, five-day
week structure of mental health services means that after-hours care is not readily
available. These authors observe that caregivers often feel blamed for the condition
of their family member. Either no or very little rural access is available and services
exist only while funding (often temporary) is forthcoming. This leads to a perceived
lack of political interest by caregivers in carer mental health issues. Social isolation
is also nominated by many caregivers as not being addressed adequately (Barrett &
Lindsay 2004). Neither are the attitudes and education of employers regarding
mentally ill persons considered to be of any credence by government (Wesley
Mission 2007). These observations are supported in the reports of the
Commonwealth of Australia (2009) and Wesley Mission (2007).
Following the proclamation of The Mental Health Act of 1983 in the UK (Jones
1972), service organisations designed to look after the interests of caregivers and
families proliferated (Jones 1972). This was considered by many in the caring
fraternity as a positive step. However, caregivers were often not (if at all) included in
the grass roots level of the planning process (Commonwealth of Australia 2009;
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McKeague 2003; Mind Australia 2016; NMHC 2014). This meant that the needs that
the resultant organisations were designed to service were, in the main, those of the
health departments and non-government organisations. Despite this, these
organisations are having a positive impact. Caregivers interviewed by Jones (2002)
and McKeague (2003) were generally positive about these proliferating services and
their genuine contribution to both their welfare and that of their family member. An
area of perceived contention for these caregivers, however, is the reliance of these
organisations on government funding and the risk this poses for ongoing
fragmentation and service duplication as government policy objectives were pursued
(McKeague 2003; Mind Australia 2016; NMHC 2014). Carers who contributed to
the parliamentary report into caring, (Commonwealth of Australia 2009) made
similar comments. A constant theme that emerged from this report was that many
carers felt the duplication of services was responsible for gaps in services, confusion
and frustration, adding to rather than relieving their distress.
Reforms are continuing at present in WA, with caregivers being asked by the state
government to sit on committees responsible for the direction of mental health over
the next decades. However, as noted by Coates (2016) although progress has been
made to include caregivers in policy development, much remains to be done. Mind
Australia (2016) and NMHC (2014) also report that considerable effort is needed to
avoid service duplication and fragmentation and to ensure coordination between
service providers. One key area of concern highlighted by these recent reports is the
need to address the way funding is administered and delivered to support
organisations that provide services to families and to the mental health community
generally.
It is clear from the reports detailed above that the post-deinstitutionalisation era has
witnessed significant changes in mental health service delivery. Whatever the
progress reported, many carers who have made submissions to inquiries indicate that
funding remains a major issue and is problematic because it is subject to constant
flux (Commonwealth of Australia 2009; Mind Australia 2016; NMHC 2014). The
uncertainty produced by the vagaries of funding arrangements is cited by many
carers as unhelpful, given the sensitivity and complexity of providing communitybased services for people with a mental illness, and their caregivers. Caregivers
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constantly report the need for stability, continuity and a clear direction in service
funding. Caregivers stress that the changes to funding that often accompany a change
in government services are a major stress factor in their lives; a bipartisan political
approach to mental health care is required (Commonwealth of Australia 2009;
McKeague 2003; Mind Australia 2016; NMHC 2014; Wesley Mission 2007).
Caregiver distress in rural areas is highlighted in a survey undertaken by Barrett and
Lindsay (2004) on behalf of The University of WA and Carers WA. Their research
found that most caregivers interviewed had experienced difficulty in accessing the
available services due to distance, cost and the boundaries involved in reaching
them. Women comprised 85.5 per cent of caregivers in their study, with 64.4 per
cent being over 60 years of age. Apart from reporting similar feelings of stress and
emotional overload as their urban counterparts, these caregivers also argue they
suffer from being unable to access support due to their isolation and rural location.
However, most report being determined to cope in any way they could. Barrett and
Lindsay’s study made the following recommendations, aimed at improving the
wellbeing of rural caregivers:
•

provide a better means of advising rural caregivers what services are
available to them

•

making affordable and accessible respite care available to rural caregivers

•

including caregivers in future planning for rural services

•

addressing issues of boundaries

•

providing counselling to rural and remote caregivers through Carers WA

•

establishing rural and remote carer support groups

•

making travel subsidies available to rural and remote caregivers

•

Carers WA continuing to promote the Carers Retreat concept

•

researching children and young adults with disabilities living in rural and
remote WA to determine whether extraordinary consideration is required to
meet their special needs.
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(Commonwealth of Australia 2009) and others who participated in the recent report
of Mind Australia (2016) noted that people living in rural areas continue to
experience the difficulties earlier highlighted by Barrett and Lindsay (2004). They
explain that most families providing care in rural areas have to travel to Perth
(capital city of WA) or regional centres to access caring support services, including
support groups and succour. Many instances were given of caregivers living in the
country having to make difficult life choices, such as giving up the family farm to
access services. Caregivers in these positions referred to the support given by
governments to farmers suffering through droughts or floods. They observed that
their ‘cause’ was similarly worthwhile. It deserved funding through the provision of
more stable and accessible services designed specifically to facilitate the mental
health, both of those with mental illnesses and their caregivers in rural and isolated
areas.
Recurring comments reported in the McKeague (2003) survey reflect those reported
by Barrett and Lindsay (2004) regarding the difficulties faced in rural communities.
They are captured in the following quotation from a participant in McKeague’s
(2003, p. 65) study:
We moved from the country to the city after the diagnosis and had no
extended family or network of friends in the metro area. The hospital
provided house and support.
McKeague (2003) summarises the needs of those in rural communities as follows:
•

one-to-one contact with a coordinator in country towns

•

accommodation in rural towns where mental health sufferers can live
while benefitting from some degree of support and supervision

•

to see more people employed by mental health services to relieve the
strain on overworked case managers in country areas (particularly in
outback towns, as they are required to travel long distances to visit
clients)

•

carer information and education provided in rural areas by visiting
professionals
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•

high quality and accessible online services and therapies.

McKeague (2003) argues these recommendations reflect the concerns of rural
caregivers, with many having to leave their support network of friends and family,
losing their way of life to access metropolitan health services due to the lack of these
services in rural or remote areas (Commonwealth of Australia 2009). Caregivers
unable to move to rural centres with services are left to manage to the best of their
ability (Barrett & Lindsay 2004). Other difficult aspects facing rural caregivers
include a lack of medical personnel in rural and remote areas, together with limited
or no alternatives for the care of their family member. A major problem described by
many rural caregivers running farms is that the farm is the only way of generating
financial support, requiring an almost constant physical presence (Edwards et al.
2006). While not specifically focusing on rural families, a number of authors (Bland
et al. 2009; Bland & Foster 2012; Middlemiss 2012; Price-Robertson et al. 2016;
The Richmond Report 1983) suggest that WA service organisations should examine
their practices to provide ongoing support for those experiencing mental illnesses
and their families, especially in relation to recovery.
Burdekin et al. (1993) reported 25 years ago on the lack of ongoing education about
mental illness and the importance of communicating with people affected by mental
illness and their families. This report focused particularly on targeting those
members of the community required to have contact with a person experiencing
mental illness. This included some members of the public, teachers, lawyers, the
police, journalists and government employees. Burdekin et al. (1993) reported that
many of these people had a very limited knowledge regarding how to deal with
difficult, odd or bizarre behaviours. He suggested that the ramifications of failing to
educate people about effective interaction with those experiencing mental illnesses
could result in undesirable or even catastrophic outcomes. Such observations are
reiterated in numerous reports (Access Economics 2005; Bland & Foster 2012;
Coram 1993; Price-Robertson et al. 2016; WA Country Health Service 2016).
For some families and the community, the lack of synchronised support services and
ongoing education (especially in responses to mental illness by those charged with
this task) has at times had disastrous consequences (Commonwealth of Australia
2009; Edwards et al. 2006; McKeague 2003; Wesley Mission 2007). For example,

38

the fatal shooting of a young man with a mental illness as reported in ‘The
Australian’ (Barrass & Buckley-Carr 2008) involved a young man reportedly acting
in weird manner in suburban Perth. He was fatally shot in the family home in front
of his father by a pursuing police officer. A senior police officer investigating the
case testified that some ‘common sense’ displayed by the pursuing officer, and a
discussion with the father and caregiver, may have saved the life of the mentally ill
person.
Another tragic outcome for family and caregivers was the fatal stabbing of the coach
of the Adelaide Australian Rules football team by his son in the family home (Mills
2015). This incident occurred soon after the father and son had been engaged in a
public physical exchange (the apparent result of an altercation between the two),
relating in part to the son’s erratic and bizarre behaviour. Family members have
since commented that people like them and the community could have been better
educated in mental health and recovery, perhaps avoiding such an outcome. A
further situation reported by carers and families which points to the need for
improved education and support (and one which has contributed to ongoing and
acute distress in families), relates to the suicide of returned armed forces personnel
(Lamperd 2016). The pain, frustration and distress reported by these families has
prompted them to point out that they caregivers and communities, are still not fully
supported by coordinated and targeted recovery services that are informed by
ongoing educational strategies. These neglected aspects of mental health delivery are
well reported (Burdekin et al. 1993; Commonwealth of Australia 2009; McKeague
2003; Warner 2010; Mind Australia 2016; NMHC 2014).

2.2 Recovery
More recently, and although not new, the recovery approach to mental illness has
influenced policies and practice in Australian and global mental health approaches.
What was once considered an individual journey to recovery is now theorised as a
process involving many people, particularly families, friends, carers, care recipients
and support services, in assisting those with a mental illness to achieve maximum
functioning (Bland et al. 2009; Bland & Foster 2012; Jacobson & Greenley 2001;
Lutz & Bowers 2000; Marshall 2008; Middlemiss 2012; Liggins & Hatcher 2001;
South Metropolitan Area Health Service Mental Health 2009; Wood & Wahl 2006).
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Recovery was earlier defined as the removal of psychotic or other symptoms and a
return to pre-illness levels of living. While this outcome may still be the case for
some people with episodes of mental illness, the concept of recovery in its
contemporary interpretation

encompasses

a

journey accompanied

by the

amelioration of symptoms, rather than their absence. This recovery includes a social
element that may enable a person with a mental illness to live independently with a
minimum of social disruption while some symptoms of their illness remain present
(Middlemiss 2012, Warner, 2010). For the majority, however, recovery is likely to
mean minimising symptoms alongside an ongoing reliance on the family home for
accommodation and support, encouragement, succour, financial aid and security,
from carers, friends, family and clinicians (Mind Australia 2016).
Anthony (2000) describes recovery as a way of living a satisfying, hopeful and
contributing life alongside the limitations caused by illness. Recovery involves the
development of a new meaning and purpose in one’s life as one grows beyond the
potentially catastrophic effects of mental illness (Anthony 2000, p. 21). Research and
practice highlight that the recovery journey is not accomplished alone (Marshall
2008: Whitley & Drake 2010). Clinical and social partnerships are proving important
for people living in a community after experiencing mental illness (Bland et al. 2009;
Bland & Foster 2012; Marshall 2008; Mind Australia 2016).
Middlemiss (2012) (a writer and consumer of mental health services) highlights
various definitions of recovery. For Middlemiss, recovery is a deeply personal
journey involving growth and reaching her individual potential so that she may work
for the good of others. She highlights the selfless nature of the journey to achieve
meaning and direction. She provides many examples of what recovery means, which
in general encompass, hope, empowerment, knowledge, self-worth and limitations,
love and realisation. She does state that recovery is not accomplished entirely alone;
it involves support and partnership (Middlemiss 2012, p.39). For Middlemiss,
recovery is individualistic. She reports that it may be accomplished without family
input. She does suggest that for some, family may not be essential to their recovery
journey, especially in circumstances where violence, either verbal or physical, and
alienation has occurred. She does acknowledge that recovery requires working in a
collaborative partnership with health professionals. This idea is endorsed by Bland et
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al. (2009), Bland and Foster (2012), Marshall (2008) and Price-Robertson et al.
(2016). Middlemiss (2012) advocates that for recovery to be enhanced or even
successful, networks must be established and maintained. Here she includes peers,
family and friends and at least one person—most likely a carer—who strongly
identifies with the recovering person and one who offers constant support and
direction. This notion is supported by Jacobson and Greenley (2001). The obstacles
to recovery identified by Middlemiss (2012) include stigma, alienation of family and
friends, unsupportive medical and allied staff, poor services and under resourced
programs. These obstacles mirror what many caregivers report and perceive as
instrumental in continuing distress (Access Economics 2005; Bland & Foster 2012;
Commonwealth of Australia 2009; McKeague 2003; NMHC 2104; Wesley Mission
2007). Many support agencies are now incorporating or being encouraged to include
families and friends in their approach to recovery programs (Australian Health
Ministers’ Advisory Council 2013; Bland et al. 2009; Bland & Foster 2012; Marshall
2008). It is now estimated that between 50 and 70 per cent of Australia’s mental
health users have constant and quality contact with their families (Morgan in Hatch
et al. 2012; NMHC 2014). These contacts appear therapeutic and vital for both
mentally ill patients and for the families and carers who support them, within a
partnership that includes therapists and medical and allied professional staff working
together in the recovery process (Bland et al. 2009; Marshall 2008; Middlemiss
2012).
Definitions or meanings about what recovery encompasses are contested. Conceptual
frameworks of recovery differ between consumers, carers, policy makers and
researchers. For scholars such as Jacobson and Greenley (2001), recovery involves
both internal and external features. Internally, these are expressed in terms such as
‘hope’, ‘healing’, ‘empowerment’ and ‘connection’. External conditions incorporate
elements such as human rights (Ibell 2004), and a positive culture of healing coupled
with recovery-oriented services. In a five-sector chart constructed by Jacobson and
Greenley (2001), the role of families in recovery appears under the headings
‘existential’ and ‘social’. These descriptors are not elaborated upon, which may
suggest that here families form part of a recovery approach but are not primary. For
example, under the heading ‘clinical’, they highlight that ‘talking through behaviour’
is a suggested therapy. Family or caregivers are not included within this heading,
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which is grouped under the further sub-heading ‘healers involved’. Grouped under
‘functional’, are employment, education and housing, which all appear to be
included under the auspices of service agencies.
Jacobson and Greenley’s (2001) taxonomy of five broad approaches, which include
‘clinical’, ‘existential’, ‘functional’, ‘social’ and ‘physical’, are not definitive. These
authors do suggest that families are part of a vital network essential in the recovery
process. They also state that the five dimensions (as they outline) may help in the
reconfiguration of future mental health services so that they become truly recoveryoriented and person-centred.
In view of the fact that reports by Mind Australia (2016), Morgan (in Hatch et al.
2012) and NMHC (2014) estimate that up to 70 per cent or more of care recipients
may be in constant contact with their families (who form the majority of caregivers).
Jacobson and Greenley (2001) suggest that families are only necessary in two broad
areas: ‘existential’ and ‘social’. However, caregivers and families do appear underrepresented in the recovery process. Caregiver distress is reported in the findings of
several studies (Commonwealth of Australia 2009, McKeague 2003, Mind Australia
2016, NMHC 2014, Wesley Mission 2007). These studies reveal carers’ insistence
that they shoulder the bulk of the responsibility in most, if not all, aspects of
recovery. These carers generally argue they should not be left out of the recovery
process. According to Bland et al. (2009), Bland and Foster (2012), Marshall (2008)
and Price-Robertson et al. (2016), these circumstances are changing. Clinicians are
increasingly encouraged to include family and carers in aspects of treatment and
recovery. Researchers argue that collaborative partnerships that include carers and
families are preferable when formulating strategies that enhance the quality of the
recovery process.
Davidson and Roe (2007) take a slightly different position to that of Jacobson and
Greenley (2001). They pose the question: is it recovery from, or recovery of a kind,
within mental illness and who is involved in this? Broadly, they refer to clinical
recovery or improvement after receiving medical help and advice (recovery from),
compared with a person’s right to determine their own direction and how much
community inclusion (recovery in) they wish to experience. Put another way, this
means they suggest that care recipients in recovery determine their own rate of
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recovery, rather than someone else doing this. This person-centred care approach
revolves around the rights of persons in mental health recovery to decide what
informed decisions are made regarding their own health. These include supported
housing, employment, peer support and programs that attempt to provide direction
through religion or some kind of spiritual therapy (Davidson & Roe 2007; Mead &
Copeland 2000, p. 36).
Recovery theory has been evident for over two decades within the field of mental
health, working to shape the manner in which mental health is understood and how
mental health services may be best provided to those who need them (Bland et al.
2009; Bland & Tullgren 2014). This theoretical framework emphasises personal
solutions and responses, as opposed to concentrating on purely external assistance
(Bland & Tullgren 2014). The model works to ensure that not only is the information
collected from participants beneficial in creating targeted methods designed to assist
those without easy access to services. It also works to provide a framework through
which it is possible to complete the necessary reforms, as discussed in Section 2.2 of
this chapter.
Australia has been one of the first countries to adopt the recovery model in the
management and provision of mental health services. This practice has not only met
with a high degree of success but is one that other countries have begun to replicate (
Coughlan et al. 2013; Bland & Tullgren 2014; Holmes 2016; McGorry et al. 2013).
While this framework is not a completely comprehensive solution, does help to
address many problematic issues currently present within the provision of mental
health services, and to serve as a viable starting point for new service delivery
thinking.
By working to apply this theoretical construct of recovery in ‘the paradigm of mental
health’, individuals may ‘own’ their recovery augmented with the assistance of
mental health services. In turn, this may help to create environments that support an
individual’s personal recovery path without excessive interference (Bland &
Tullgren 2014, p. 112). Bland and Tullgren’s description of the potential of the
recovery process emerges from their perceptions of the application of recovery
theory in Australia since 2011. This involves a set of practices that have been
employed for some years but are not widely known in Australia (Bland & Tullgren
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2014). According to some researchers, the significance of caregivers being part of
the recovery process is a given. Caregivers are an integral part of the social
environment who can contribute to the success or failure of a person’s ability to
recover (Bland & Foster 2012; Marshall 2008; Middlemiss 2012; Warner 2010).
Morgan et al. (2012) demonstrate that around half of patients receiving clinical care
are in constant contact and communication with their families. This profile is also
reported in NMHC (2014) and Mind Australia (2016). Often, these families are also
formal family caregivers. It is considered vital they are included within the recovery
model and be augmented with appropriate carer-driven educational and training
support services, as part of a collaborative team (Commonwealth of Australia 2009;
Marshall 2008; Mckeague 2003; Mead & Copeland 2000; Middlemiss 2012;
Rummery & Fine 2012; Wesley Mission 2007).
The practice of recovery ensures that those who experience it are given choices
regarding the direction of their journey, power over the direction they wish to take in
recovery, are listened to and aided in understanding their rights, are assisted in
achieving a sense of hope, are treated with dignity and respect, and are offered
partnerships in positive and realistic ways that acknowledge the expertise of all those
involved, including carers and care recipients.
The next section discusses aspects of carer research that help to establish an
understanding of the role and place of the carer in mental health advancement.

2.3 Carer Research
Tronto (1998) describes four phases of care to define the nature of caring within a
community. She labels these as first, an awareness of someone else’s needs; second,
assuming responsibility for those needs; third, doing the actual work required to
service those needs; and finally, an actual collaboration with the person in need of
care.
Rummery and Fine (2012, p. 325) refer to Tronto’s fourth phase of care as a
potential afterthought. They suggest that no discussion or reference exists here
regarding who would provide the care. The first and second phases of Tronto’s
taxonomy refer to some kind of awareness and medical treatment. Her mention of
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preparations being made to respond to the need for care suggests this continuum. The
second phase (where responsibility is assumed) may relate to caregivers and service
providers, However, according to carer perceptions noted in McKeague (2003) and
the Commonwealth of Australia (2009), it was carers who bore the brunt of the
duties as outlined in the second phase of Tronto’s taxonomy. Tronto (1998) did
describe that caregivers, mostly women, and other oppressed and socially
undervalued groups were left to undertake the practical care giving work. While it is
acknowledged that care in this context was meant in a general sense, the issues
raised regarding what care is and who should be involved remains a keen issue
within mental health. This concerns policy makers and caregivers alike, as evidenced
in the observations of researchers such as Bland and Foster (2012), Cebula (2009)
and Price-Robertson et al. (2016).
Generally, care giving is reported as providing benefits and joy only for some
caregivers, and often only occasionally rather than continuously (McKeague 2003:
Schulz & Sherwood 2008). Carers reflect on how caring for a mentally ill person
causes them to feel good about themselves because of the added meaning caring
gives them. However, carers in these studies report great distress in witnessing the
suffering of the person being cared for, regardless of the support offered (McKeague
2003; Schulz & Sherwood 2008). However, McKeague (2003) and Schulz and
Sherwood (2008) did acknowledge that their study was subject to limitations because
of an overly small sample, and that their findings could not be overly generalised.
Their assertions remain pertinent and are supported by the findings of Spicer (2007,
p. 30). Carers, whether feeling positive or negative about caring for a person needing
constant support, found the role distressing due to witnessing at close hand the
suffering of a person they loved.
As part of delivering a healthy WA project, The South Metropolitan Area Health
Service, Mental Health (2009) promoted Healing the Threads in a Matrix of Care.
This undertaking seeks to raise awareness of carers through (among other things):
•

increasing awareness of The Carers’ Charter

•

increasing the availability of handouts and other information regarding
the Carer Recognition Act and the Carers Charter
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•

initiating information sessions for consumers, carers, clinicians and
support staff within district mental health services.

The initiative’s principal idea is to provide a clearer direction on how carers should
be viewed within treatment and service delivery. In addition, it provides advice to
the government on all matters pertaining to carer issues. As part of this, it establishes
that carers are valued as partners in the delivery of care and recognises that carers
should be included in the assessment, planning delivery and review of services that
affect them (South Metropolitan Area Health Service Mental Health 2009).
The philosophy adopted in this initiative is that a tapestry of care will be provided,
built on a person-centred approach to wellness and recovery (as advanced by
Kitwood and Bredin [1992]). Collaboration is the focus of the initiative, involving
care recipients, carers and clinicians. Underlying the assumptions of care is the
notion that partners will feel valued and included in the support team, and approach
predicated on the person needing care achieving the required support for their
recovery journey.
The spirit of inclusivity and collaboration is evident in recent initiatives in mental
health care and practice. For example, Bland and Foster (2012, p. 526) stress the
need for full collaboration in all mental health policy. Price-Robertson et al. (2016,
p. 4) suggest that practice considerations include the roles and therefore the views of
family members when formulating strategies that assess the effects on various family
members. It is acknowledged that these initiatives can make a positive contribution
to the care and welfare of recipients and carers alike, although the notion of care and
the role of caregivers are still largely problematic in terms of definition and policy.
For this to advance, future considerations about carers and their families, and the
delivery of services, must consider a more nuanced understanding of the oftencompeting perspectives about them.

2.4 Conclusion
A vast body of literature on mental health service delivery is available: I have
focused on the more limited, but still quite extensive, literature on the experience of
caregivers, the theory of care giving and the theory of recovery as it has emerged in
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recent years. A lack of coordinated and constant carer and community education
about how to interact with and respond to those diagnosed with mental illnesses
remain evident. This includes being overly critical and displaying hostility when
behavioural problems are evident. The research evidence clarifies the concomitant
stress generated by this, and the often underfunded and waitlisted services, make the
role of caregiver difficult to negotiate and manage. This often results in distress and
compassion fatigue for families and carers alike. This was highlighted in the past
research and, on the evidence of recent research, continues to exist as an issue for
caregivers (Backlar 1995; Bland & Foster, 2012; Commonwealth of Australia 2009;
Hatfield & Lefley1987; Jones 2002; McKeague 2003; Mind Australia, 2016;
NMHCA 2014; Price-Robertson et al. 2016; Spicer 2007; Tessler & Gamache 2000;
Wesley Mission 2007).
The literature describes a well-supported need for carer, family and patient education
through a collaborative partnership approach between professional staff, with carers
and family embedded in this rather than them being the focus and the drivers of it,
especially in the area of recovery (Bland et al. 2009; Bland & Foster 2012;
Commonwealth of Australia 2009; Jones 2002; McKeague 2003; Middlemiss 2012;
Mind Australia 2016; Price-Robertson et al. 2016; Tessler & Gamache 2000; Wesley
Mission 2007).
While there numerous studies demonstrate how support and services can ameliorate
the difficulties encountered by caregivers (Access Economics 2005; Commonwealth
of Australia 2009; Coram 1993; McKeague 2003; Mind Australia 2016; PriceRobertson et al. 2016; Tilbury 1993), these studies also highlight that significant
gaps remain in understanding and helping caregivers in the following areas:
•

physical demands and difficulties, including the amount of time required
and devoted to caring within the community and the concomitant lack of
sleep and rest

•

financial hardship and distress

•

emotional health difficulties, such as stigma, depression, anxiety issues,
guilt and blame

•

relationship breakdown, including marriage failure and family alienation

•

training in behavioural management
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•

the provision of well-structured and funded regular day carer respite
centres.

Chapter 3 outlines the research methodology used to explore the issues related to the
experiences of those caring for a family member with a mental illness.
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Chapter 3: Research Methodology
The journey of a thousand miles begins with one step.
Lao Tzu

This chapter describes the research design and methodology employed to collect the
data required to provide answers to the research question. It builds upon the basis
outlined in Chapter 1 and details the methodological procedures adopted and applied
in the research design. I describe in some detail the primary epistemological basis for
the research and the research methodology used, including the use of a pilot study
and its utility in assisting in the development of two questionnaires and to navigate
my important and difficult role as an ‘insider researcher’. This role enabled me to
gain easy access to a population of people with a lived experience of care giving. It
also challenged me to combine the objectivity required of robust research, while
honouring and respecting shared understandings of the caregiver role.

3.1 Research Design
The research design is mixed-methods approach that adopts both qualitative and
quantitative approaches, with a structured and a semi-structured questionnaire that
included open-ended questions.
Mixed-methods research is a research design based on philosophical assumptions
can use several methods of inquiry. As a design, it involves philosophical
assumptions that guide the direction of date collection and analysis and the mixture
of qualitative and quantitative approaches in many phases of the research process. As
a methodology, it focuses on collecting, analysing and mixing both quantitative and
qualitative data in a single study or series of studies. Its central premise is that using
a combination of quantitative and qualitative approaches provides a better
understanding of research problems than can either approach alone (Creswell 1994;
Creswell & Plano Clark 2011, p. 5; Teddie & Yu 2007). By employing two different
questionnaires, I sought to both acknowledge my own life experience of care giving
to limit the contamination of that experience, and to achieve triangulation through
comparing the results of both questionnaires. For example, the first questionnaire
informed the second. The results of both questionnaires are reported separately and
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then discussed. However, the data gathered in one questionnaire do not necessarily
confirm or reject the results of the other questionnaire, but they do overlap and
possibly expand the resulting knowledge base, without undue influence from the
researcher (Creswell 2014; Creswell & Plano Clark 2011).
The research question and specific research aims are reiterated here:

3.2 Research Question
The main research question is:
Even after extensive research and policy development around family
carers, it appears that they continue to experience very high levels of
distress. Why is this so and what can be done to alleviate this?

3.3 Research Aims
The research aims are to:
1. examine carer perceptions of current gaps in services
2. provide information of the perspectives of carers and families that
highlighted their first-hand experiences and to explore how they are
coping
3. explore the psychosocial experiences of the carers within the community.
One aim of this research is to examine the actual lived psychosocial experiences of
carers while caring for a person with schizophrenia or major depressive disorder I
determined that a phenomenological approach to understanding the data was
necessary. The focus of phenomenological inquiry in this research is to explore what
people experience in relation to the phenomenon of care giving and how they
interpret or live out these experiences. This research study seeks to understand
carers’ perceptions of their circumstances from their own perspectives.
Phenomenological inquiry seeks to understand the perceptions and beliefs of people
exposed to certain circumstances (Bouma 2000, p. 180; Dixon, Bouma & Atkinson
1987; Patton 2002). To answer the research question, I needed to determine what it
was like to experience the role of being a carer from many perspectives. The
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phenomenon I sought to understand and to make generalisations about was why
living within a carer’s domain still appeared to cause distress.
As summarised in Chapter 2, much interesting data is available from past research
about how families and carers have coped and navigated their way through the many
complexities associated with caring for a mentally ill person (Backlar 1995; Bland &
Foster 2012; Bland & Tullgren 2014; Hatfield & Lefley 1987; Jones 2002; Leggatt
2002; Rudnick 2004). Some understandings about these complexities helped to
inform the questionnaire content. However, I wanted to augment my investigation by
enabling new ideas to emerge about caregiver experiences in the contemporary
context in which carers had approached and sought collegial support from service
organisations dedicated to assisting them.
Epistemologically, phenomenological research probes the personal knowledge that
participants may have and that they may share with a researcher (Bouma 2000;
Denzin & Lincoln 2003). Being able to gain insights into what motivates and
influences carers and families in their endeavours is central to this research. This is
especially so, given that the theoretical focus is informed by recovery, care giving
and

carer policy frameworks.

However,

it

is

acknowledged

that

pure

phenomenological approaches have traditionally insisted on the researcher being
detached and objective and having no previous preconceptions (Langdridge 2007).
Some feminist researchers have refuted this idea, suggesting it is far better for a
researcher to be part of the investigatory framework than be a detached observer
(Gallagher & Zahavi 2008). In this way, the researcher may be able to obtain a richer
and more fruitful data spectrum, a point emphasised by Jones (2002).
Generally, it is now accepted that phenomenological research approaches allowing
more in-depth and interpretive deliberations to tease out assumptions—while
recognising that these should not be overly generalised or extrapolated—can usefully
be integrated with a variety of data-gathering instruments. I was aware that amid the
information able to be gleaned from the data gathered using mixed methods,
fragments of information that may have been otherwise obscured or overlooked
could unlock fresh perspectives (Brinkmann & Kvale 2005; Brinkmann & Kvale
2015; Clarke 2005; Patton 2002, 2005). This possibility contributed to my preference
for a mixed-methods approach.
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The epistemological stance towards my research is that data exist in the experiences
of carers involved in the daily role of caring for a person with a diagnosis of
schizophrenia or major depression. This allowed for myself as the researcher to be
placed inside the research as a subjective, vitally concerned observer. It was
therefore important in adding to, making clear, or elaborating on the findings realised
using such methods (Creswell 1994; Clarke 2005; Robson 2002, p. 382). In this
sense, and as noted by authors such as Clark (1999) and Patton (2002), interaction
with participants offers the opportunity for intuitive reasoning that can result in
theoretical generalisations of the results. In turn, this can help to formulate or
challenge policy development and directional change.

3.4 Research Methodology
The chosen research strategy enabled me, as an acknowledged insider researcher, to
engender a trust and bonding that helped me pursue data based on the sensitive
nature of the research question and to be confident about the information’s
reliability. I also reasoned that the organised set of research aims could be more
comprehensively and accurately pursued using such methods. By being able to
compare the data collected using both methods, I deduced that the results would
attain added reliability and credibility (Clark 1999; Hammersley 1992 cited in
Brannen; Punch 2006).
Semi-structured questionnaires for interviewing participants were developed in the
first instance by incorporating information and ideas gained from a pilot study
comprised of a group of three caregivers. The rationale for this pilot study was that it
would enable me to obtain from people who had the experience of care giving, and
ideas about the matters they thought were important, rather than relying on the
research literature and my own experiences. As a practising caregiver for a person
with a diagnosis of schizophrenia and major depression, I was aware of the
vulnerable and fragile state of mind I often experienced on a daily basis. I reasoned
that some caregivers may be in different emotional states and therefore employed a
pilot group to limit the subjectivity of the questions and to share ideas about how to
formulate questions that would not cause an unacceptable level of discomfort in
participants. At the centre of the deliberations was the research question itself. My
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goal was to ensure that the questions being asked were those most likely to answer
this research question.
Jones (2002) argues that interviewees may feel more comfortable and talk more
openly if they are familiar with the researcher. He further notes that insider research
results may provide data that is richer and more authentic. A further consideration
was that carers may have wished to discuss sensitive matters further as they gained
confidence in the researcher. It was deemed important by the pilot group to provide a
substantial structure for the interviews, as this would facilitate a level of security.
The members of the pilot group thought that a degree of structure would not only
enable necessary data to be gathered but would be likely enable participants to feel
secure and free from too much emotional distress. This, I accepted and
acknowledged the additional benefit insofar as a well-timed structure would enable
me to interview as many caregivers as possible given the time constraints of the
research project and the need to interview a substantial number of caregivers. Kvale
(1995, pp. 19-40) makes the point that an interviewer is in a privileged position; the
trust and empathy built during this process must be managed with care and ethical
behaviour from the researcher. This is what the pilot group and I set out to achieve
by composing questionnaires that gave participants latitude and flexibility in
answering the questions posed.
Accordingly, the first questionnaire was composed to guide, rather than limit, the
interview process. The questionnaire combined structured questions targeted to
obtain demographic information, semi-structured questions designed to probe what it
was like to be a caregiver and an open-ended narrative question that provided
caregivers with an opportunity to express themselves in depth if they chose to do so
about matters covered or not in the questionnaires.
Although appreciating that I was a practising caregiver and could offer my own
insights to the formulation of questions, the pilot group felt that I should limit my
influence over these and use their ideas. I was also keenly aware of the nature of the
relationship between what Punch (2006) refers to as knowing what we are looking
for and how to get it, or through adding purposeful structure to the interview process.
In this regard, I worked closely with and adhered to the expectations of the pilot
group. The members of the group were, on completion of the process, excluded from
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participating in the actual research. They have been, however, formally
acknowledged for their contribution to this research.
The methods adopted after consultation and compromise with the pilot group also
suited the phenomenological aspects of the research. Caregivers were encouraged to
answer in response to being asked how they coped best by referring to and teasing
out a range of possible answers, including coping physically (sleeping, walking,
swimming) spiritually (religiously, mystically, through nature) or emotionally
(crying, thinking, therapy) or a combination of these. Qualitative research requires
that a researcher take the time to probe and explore questions that are often difficult
for participants to answer. The members of the pilot group and I were also aware that
many interviewees may have found topics confronting; the potential for distress was
clear (Denzin & Lincoln 2000). Flexibility and intuition were noted as important and
indeed required to obtain participants’ confidence, especially in relation to
responding to what were deeply personal and often difficult, but rich experiences in
this part of the research. I was informed in this instance by the research stances of
Padgett (1998, 2009) and Denzin and Lincoln (2000, p. 5). These authors highlight
that exploratory questioning adds a strategy to information gathering that is rigorous,
complex and rich, adding breadth and depth to the inquiry. For example, the
questionnaire included questions about caregivers’ coping strategies, which were
aimed at obtaining in-depth responses and understandings of the caring role,
particularly regarding how carers managed their time on a daily basis and how they
coped with their own mental issues when these became apparent.
It was important to gather as much informational data as possible on each carer
within the time limitations of the research to compare these data where possible. I
was keen to build a background profile of the carer group. To achieve this, a 26question structured questionnaire was employed (Rudnick 2004). This particular
questionnaire was chosen because a member of the pilot study group presented it at a
group session. The caregiver in this case suggested that the pilot group and I could
be more conscious of burdens in the caring role and this questionnaire addressed
these aspects of the caring role. The members of the focus group studied the
questionnaire and agreed that it should be modified and included in the research
because it was both deductive and explorative. The members of the group confirmed
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the view of authors such as Punch (2006, p. 235) that such a questionnaire would be
instrumental in confirming or challenging the data gathered in the second
questionnaire.
The questions required subjects to circle a number from one to four in order of
importance, with four being the most important. This quantitative questionnaire
allowed investigation of the research questions in a direct and definite manner and
had a role in settling the participants by inviting them to answer relatively simple
questions about their current situation. By administering a quantitative questionnaire,
I could explore the aims of the research question in a structured manner, and thus
achieve some basis for objectivity in the data measurement of the data.
As Clark (1999) observes, such a structured approach has the advantage of being
able to enhance the potential for overlapping or complementary information to
emerge at a later stage when additional, and perhaps more challenging, data are
acquired. There was no interaction between researcher and participant once this first
questionnaire began. This questionnaire took participants an average of 15 minutes
to complete and was administered just prior to the second, mainly qualitative,
questionnaire being offered to respondents.
Participants were offered time out after the administration of the quantitative
questionnaire (if required) before proceeding to the next stage of the interviews. This
assisted them to relax and debrief if necessary; I offered each caregiver the
opportunity to discuss any issues or concerns they may have experienced with a
social worker or other therapist located at Carers WA. Five participants required
short breaks to compose themselves. In these circumstances, I curtailed the
interviews and directed the participants to the Carers WA staff room, offering them
time out and refreshments. After approximately 15 minutes, the interviews resumed
with the carers’ consent. However, two carers required assistance and attention from
the therapist present for such a situation. After a break and discussion with the
therapist, both requested that the interviews continue. Five carers wished to be
interviewed in their homes. I organised for telephone contact with a therapist based
at Carers WA should the need arise. These interviews were conducted without
incident. In all cases, I organised for other family members or friends to be at home,
although not present, during the interview.
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The second semi-structured questionnaire was also designed in part to compile a
background for each carer to allow for a survey and comparison of their responses,
characteristics and demographics (Punch 2006). Following consultation with the
focus group, and methodological reflection in supervision, I employed several datagathering techniques to more thoroughly illuminate the aims and research question in
this second questionnaire. My intention was to increase the depth and quality of the
information gathered, to allow for the most accurate and informative findings
possible. This resulted in a questionnaire of 30 questions in which I explored in more
detail topics such as carer backgrounds, educational levels, demographics,
relationship status, employment and service delivery. Other, more structured,
questions probed sensitive issues such as the reasons respondents had chosen to
become caregivers, what it was like to be a carer, what difficulties were encountered
and how these were managed by the caregiver, and family interactions.
An additional reason for employing two questionnaires was to incorporate a variety
of approaches to gain data that would increase the likelihood of obtaining different
perspectives on caring within the community. For example, a typical question from
the first and quantitative questionnaire asked caregivers whether they were stressed.
To respond, they were required to circle a number from one to four. The semistructured questionnaire gave respondents the opportunity to elaborate through
discussion with me, and then by expressing their responses in written form, describe
the reasons for their stress and in particular, their specific understanding of how that
stress related to aspects of caring for a mentally ill person in a community within a
WA setting. The members of the pilot group had stressed that this process would
help reveal a richer data set, and in the case of the semi-structured questionnaire,
give caregivers more opportunity and time to reflect on their answers, particularly in
the narrative section. The responses could then be mined for consistencies and
inconsistencies and differing perspectives that could contribute to answering the
research question.

3.5 Research Process
While it is acknowledged that quantitative research requires the construct of random
sampling and that this is compatible with its design, qualitative sampling is not
bound by the same dynamic. The size of a sample using qualitative methods is bound
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by the time constraints that may be imposed by the research and the resources
allocated to its implementation. In contrast, quantitative research poses standardised
questions that can be administered to large populations, thereby increasing the
breadth of the data gathered. Qualitative research increases the likelihood of data
depth at the expense of breadth. Given the variables outlined above, such as time
constraints and financial restrictions, the researcher is required to make a judgement
regarding the research design (Patton 2002; Punch 2006). Therefore, to explore the
aims and answer the research question, I determined to approach the sampling
procedure in the following manner.
A population sample was obtained by randomly selecting carers from Carers WA,
the major carer organisation in Perth, WA. This organisation holds a data base of 550
family caregivers of mentally ill persons with a diagnosis of schizophrenia or other
major depressive disorder. It was anticipated this population would include a range
of ages and different genders. No identifying information was collected. All
participants were given and known only by a number, and up to 28 were drawn
randomly from a barrel by staff members of Carers WA. Seventeen participants
resulted from snowballing a total of 45 participants. This number was deemed
appropriate and sufficient after considering the requirements of the research
question, time constraints and budgetary limitations. In consultation with the pilot
group, I had predicted that saturation may occur at or before this number of
participants. I was aware that more than 45 participants may make the coding and
assembling of data increasingly difficult and drawn out. In addition, I realised that
increasing the sample number would not necessarily mean the results would achieve
greater validity. I reasoned that my training with the QSR NVIVO 8 and SPSS
programs would help to combine the data from this sample size in such a way that it
would reveal a wide ranging, general interpretation. In particular, I related the
number of participants to the research aims in terms of making an informed input
into the nature and structure of services for caregivers and to reveal the possible
psychosocial experiences of as many caregivers as possible.
Letters of consent advising participants of the research and the opportunity to be
involved were sent, establishing the parameters. As a strong interest in participating
was expected, and to fully explore the phenomenon being explored, it was agreed
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that the sample be augmented with opportunistic snowball sampling if so requested.
Patton (2002) notes that it is important to take the initiative when working with
participants and share particulars with them that may result in gaining other vitally
important respondents who may be difficult to reach or who are reluctant to come
forward. The implication here could be that these potentially missed persons may
provide answers to the research question because they have been overlooked or
missed in past research. In other words, the constructs of qualitative research and
snowball sampling accommodate the in-depth investigation of a research question,
thus enhancing the possibility of deeper understanding and excavating in areas that
may have been previously overlooked Patton (2002).
It is acknowledged that there are strengths and weaknesses with the sampling
procedures employed. A smaller sample using narrative methods may have gleaned
richer and more insightful data. The decision made in deliberations with research
advisers, and in conjunction with the focus group, was that it was preferable to
include a larger sample, enabling relatively greater depth across a wider sample.
The quantitative information gathered was aimed at obtaining a profile of the
participants and determining indicators, such as socio-economic status, educational
attainments, employment patterns and geographical living areas. I was keen to
compile a profile of the research participants that could allow me to determine some
overall conclusions about the study group. However, I am cognisant that this cannot
be widely extrapolated with accuracy across other carer groups.
As stated, although I was a researcher, I was also keenly aware throughout the
planning and conduct of this research of my role as a caregiver. I therefore adopted
conscious procedures that would limit my influence. My conduct as a researcher
during the interview process was informed by the ideas and recommendations of
scholars such as Punch (2006) and Opdenakker (2006). The latter notes that verbal
and non-verbal clues, such as facial expressions, intonation and verbal tone, affect a
participant’s responses and two-way communication. I was conscious of this,
especially when listening to answers involving sensitive matters such as relationship
failure. The need existed for me to be aware of the respondent’s emotional state
while also being cognisant of time constraints. I was also conscious of the need to
record responses and to make notes to assist my thinking (and in the event that the
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taped recordings were corrupted in any way or degraded by wear and tear and
rendered incomprehensible). Bryman (2001) stresses that one hour of taped
information can take up to six hours to transcribe. Patton (2002) also makes the point
that as far as possible, each respondent should get to answer the same question in the
same way in the same order, which includes the standard probes. I adhered strictly to
this procedure in the interests of consistency.
All qualitative data were analysed using QSR NVIVO 8 software wherever possible
and appropriate. My intention was to identify themes in the data and sort through and
arrange these into meaningful patterns and to then transfer this information to
Microsoft Word, which is easier to work with. The software package also enabled
me to examine the various relationships in the data and link these with those
identified in previous research. Using this software enabled me to do what Brown
and Yule (1983) outlined many years ago; that is, to uncover those features of a text
that maintain coherence in units larger than at the sentence or paragraph level.

3.6 Research Instruments
Questionnaire One (see Appendix A), a quantitative-focused questionnaire based on
that of Rudnick (2004) and adapted in consultation with the pilot group, was the first
questionnaire administered. The adapted version comprised 26 questions that
required participants to circle one graded response for each question, ranging from
one to four in order of importance. The questionnaire is a quantitative instrument
designed to evaluate focused responses concerned with the emotional issues, time
and effort and costs involved in the caring role. It took approximately 15 minutes to
complete and there was no discussion between researcher and participant about the
questionnaire, other than to explain the logistical requirements. An aim in
administering this questionnaire was to gain data that had had no input from me, to
compare these data with the semi-focused data acquired from responses in
Questionnaire Two. I expected that the data from this questionnaire would reflect in
some depth the range of issues associated with different perspectives and the
different characteristics of the actual caring role, as well as provide some themes
about how carers were managing. I had anticipated a large number of carers would
respond to the research invitation and was mindful of time and cost restraints and the
need to obtain as much information as possible in the first instance. This
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questionnaire allowed me to gain measurable data from a maximum number of
respondents. Further, I was aware of the need to pay attention to detail and depth; in
this regard, I designed a quantitative/qualitative questionnaire to follow the first
questionnaire to provide demographical information and the in-depth responses I was
seeking from the research group.
Questionnaire Two (see Appendix B), comprised both demographic quantitative and
qualitative semi-focused questions and an open-ended random question that enabled
me to employ the narrative interview. This questionnaire was also refined with the
pilot group’s help. These carers gave their advice and strong opinions about how
questions should be framed and what should be asked of participants. As described
previously, they favoured a narrative approach for the open-ended question.
Narratives are stories based on the unfolding of events or actions from the
perspective of a participant’s life experience. Punch (2006, p. 217) makes the point
that the narrative interview technique may attain holistic data that may otherwise be
overlooked using other methods. Further, he argues that narratives are valuable in
studying lives and lived experiences. These are especially empowering because they
invoke the participant’s perspective directly by involving them in responding to the
research question. The final version of the questionnaire contained 30 questions,
requiring various responses from participants and taking roughly one hour and 15
minutes to complete (in some cases longer). My intention with this questionnaire
was to interact more directly with participants and to prompt or re-phrase questions
to gain a richer and more personal response. I wished to evoke answers that delved
deeper into the emotional aspects of caring covered in Questionnaire One (Denzin &
Lincoln 2000).
Approval for the project was gained from the University of Western Australia
Human Research Ethics Committee (HREC) and the Carers WA Ethics Committee
prior to the research being undertaken. The anonymity and confidentiality of each
carer was assured. Research that involves conversation and reflection upon
sometimes sensitive psychological issues requires serious ethical consideration,
which must be managed and planned (Denzin & Lincoln 2000). Thus, the following
protocols were adopted. As required by the HREC, information sheets and consent
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forms (see Appendix C) were mailed or given to caregiver participants to read and
sign prior to undertaking the research.
Caregivers were advised in the recruitment letter that aspects of the interviews would
be audio taped unless they chose otherwise. Some caregivers did not feel
comfortable about being audio recorded and in these cases their wishes were
respected. With their permission, I recorded these responses as written transcripts.
All recorded interviews were imported and analysed using QSR NVINO 8 and then
transcribed by the researcher from tape directly to Microsoft Word. Aliases were
used to negate any potential areas of concern for confidentiality. The main area of
concern was that they wanted to remain completely anonymous and this included not
having their voices taped. Research questionnaires, compilations, taped transcripts
and data (in accordance with The University of Western Australia protocols) are
stored under lock and key at the School of Social Work and Social Policy, University
of Western Australia. They will be destroyed after seven years.

3.7 Study Limitations
This study has been limited by restraints imposed by time, budgetary elements and
the project scope. Should control have been lost over these elements, it would have
been difficult to address the research questions in a focused manner. For example,
the area chosen for study could have yielded many secondary questions, and these
could have led to a broader focus, resulting in the study not meeting the timeline
deadlines established in the university protocols.
Sound organisation was required and this was achieved by creating clear guidelines
and boundaries for the research. This is the principle reason for this study being
limited to the mental disorders of schizophrenia and major depressive disorders, and
why mental health carers were chosen from the Carers WA database.
It is important to note that, following the study’s completion, certain limitations were
noted in the sample population. Most participants were selected from the data base of
a single organisation, Carers WA. As such, the sample is likely not representative of
the general mental health population. This is acknowledged in later chapters, in the
analysis of the findings and conclusions.
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3.8 Research Approach
After gaining approval from the University of Western Australia and Carers’ WA
Ethics committees, the following steps were undertaken:
•

I advertised and invited carers to participate in the research.

•

Each participant was required to read and sign an informed consent form,
prior to being interviewed.

•

Carers were informed that interviews may be recorded.

•

The venue for completing the questionnaires was decided between the
researcher and the participant after consultation. This was predominantly
at the Carers WA headquarters.

•

Each carer was given Questionnaire One to complete. This took
approximately 15 minutes. Carers were then given a break and offered
refreshment.

•

Questionnaire Two was then administered. Carers were offered breaks
and time to reflect. Narrative aspects of the questionnaire were then
discussed and recorded at participants’ leisure.

•

Participants were informed that verbal clarification was welcomed and
that the services of a social worker were on hand should counselling be
required.

•

Carers were informed that they could withdraw their participation at any
time without repercussion.

3.8.1 The pilot study
Pilot studies that require a group to probe for strengths and weaknesses are employed
to develop more appropriate research instruments Clarke (2005). They also help to
examine the potential of the research instruments, to see whether they are too
complicated or inappropriate, or if they are suitable for the task (De Vaus 1994).
Pilot group input enables confirmation of the validity and reliability of the
instruments, particularly those that have already proven their reliability in one
context and have been modified for another purpose.
There are also more pragmatic reasons for conducting a pilot study. These include to:
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•

design a research protocol sensitive to the nature of the study

•

assess whether the recruitment and sampling processes are likely to
succeed

•

collect advance preliminary data from the pilot group to test the
feasibility of the larger full-scale research instrument

•

identify potential problems prior to the undertaking of full-scale research.

A primary purpose for conducting this pilot study was to test the research
instruments and attempt to develop them as more suitable to the task for which they
were intended. I wished to identify the issues that the pilot study group considered
important, and work with a group of people who could help compose questionnaire
items that would collect an appropriate variety of relevant data sensitively in
answering the research question (Patton 2002; Clarke 2005).
The pilot study group comprised three carers because they volunteered for the role
after potential participants were informed that the research was being conducted.
Two had been involved at a committee level in previous generalised surveys. The
group included two females and one male. They considered, adapted and approved
the quantitative questionnaire as designed by Rudnick (2004) because it mirrored the
types of questions they wished to have answered by the main carer group. They also
opted for a highly structured response regarding such issues as time, money spent,
carer perceptions of their own illnesses, workloads and personal emotions regarding
the role of mental health caregiver. The intention of this approach was to consider
the data in suggestions for the future design of carer services and what might ease
their distress. The pilot group joined with me in formulating the semi-focused
questions for Questionnaire Two. The members of the group were aware of my own
status as a practising full-time caregiver and argued that Rudnick’s (2004)
quantitative questionnaire and some of the structured questions posed by them in
Questionnaire 2 would limit my influence on the participants in the study. Later, they
would operate as a means by which to compare and discuss the results. Although
some noted that my contribution to the data may be important, they also wished to
limit my input into the questionnaire design.
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The pilot group members were adamant I ask questions that were structured and
guided, with one open-ended narrative question at the end of the questionnaire. The
reasons they gave for structuring the questions in this way included:
•

the emotional state of mind of the participants

•

the very personal nature of the study

•

the potential for raising issues which could have caused psychological
dilemmas for those involved.

The pilot study group were adamant that carers who were emotionally vulnerable
and often in a distressed state should be allowed to decide how far they wished to
traverse the nature of the relatively closed research questions at the expense of
posing open-ended flexible questions that may have realised richer data (as reported
in Denzin and Lincoln [2000] and Jones [2002]). I respected the advice of the
research pilot study group and in conjunction with them, designed the questionnaires
accordingly. We agreed however, that the open-ended narrative question at the end
of the questionnaire would allow me to pursue richer data if desired by the
participants and the transcripts could then be mined in more detail.
The members of the group also acted as subjects to which I could administer the
projected questionnaires. They were able to provide:
•

feedback on matters such as relevance of the questions

•

feedback on time taken to complete the questions

•

information on the reframing of questions as necessary

•

data to check the adequacy of questions in terms of whether they
addressed carer issues and the research question

•

feedback on whether the questions were too intrusive or personal.

This pilot group of practising carers were well aware of the prevalent sensitivities
and reticence of many carers in the wider group, not regarding participation in a
study per se but due to the perceived relationships I may have had with professional
staff. An additional but no less important consideration of the pilot group and me as
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researcher was that semi-structured interview questions are favoured by some
feminist researchers due to the potential for the active involvement of participants in
their responses (Clarke 2005; Punch 2006). This kind of questionnaire minimises but
does not eradicate the possibilities for gendered influence in responses to the
questions. According to researchers, such as Brinkmann and Kvale (2005), Kvale
(1995) and Punch (2006), this kind of questionnaire also facilitates more trust in the
exchanges between researcher and respondent and reduces status differences. It
transforms the relationship between interviewer and participant into what Punch
terms as one of co-equals (Denzin & Lincoln 2000; Punch 2006). In my meetings
and discussions with the members of the pilot group, we became conscious of the
influence of the masculine potential to frame qualitative questions from an overly
gendered perspective (Punch 2006). As a result, we sought to limit this influence by
framing qualitative questions that encouraged participants to share their insights and
perspectives without us being overly stipulating or rigid. The group worked to
provide a stimulus with no prescribed correct or incorrect answers that would limit
the potential for a specific gendered response.
The focus of our approach to interviews was based on what Punch (2006) describes
as the main issues that must be considered, or the practical aspects of an interview,
including:
•

Who will be interviewed and why?

•

How many will be interviewed, and how many times will each person be
interviewed?

•

When and how long will each person be interviewed?

•

Where will each person be interviewed?

•

How will access to the interview be organised?

Morgan (1988) notes that pilot study groups have the potential to inform a researcher
about questions that may attain the kind of relevant data about the wider research
group that may not have been possible otherwise. For example, by canvassing the
pilot group, I balanced the quantitative structured questions, which required a choice
of numbered response (one to four) with semi-structured questions, which allowed
the participants to offer deeper responses if required. This provided an openness to
the different possible meanings and responses that may have been important to them,
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whether male or female. Relating the work and advice of the pilot group to the
continuum provided by Punch (2006), I was—in my role as facilitator of the pilot
group—able to consider the probable sensitivities and states of mind of the
respondents. The who and why, how many and how many times of the continuum
were vital to the success of achieving nuances in the research question. From a
practical perspective, I was aware that many participants may have neither the time
nor will to participate in the research. In this respect the members of the pilot group
were vital in suggesting mornings as the best time for interviews. They argued, while
recognising that no time was totally suitable, that mid-mornings generally allowed
for less traffic and more potential for caregivers to organise companions or activities
for their mentally ill charges. In addition, they pointed out that such a time also
allowed for caregivers to be part of the project without having to expend too much
energy being interviewed to the point of becoming distressed. Accordingly, the
interviews were timed to take one and a half hours. It was generally agreed that a
central location would be required for the interviews. The best location was
determined to be the headquarters of Carers WA, Lord Street, East Perth, Western
Australia.
I was keen to establish a good rapport and display some degree of empathy with a
group of individuals, specifically caregivers for persons diagnosed with major
mental illness, with whom I shared the experience of care giving. I was of this
opinion because our shared experience could enrich the data and provide added clues
when answering the research question. This approach could also impart a sense of
empowerment to a group of individuals who would not otherwise have been able to
voice their concerns to a larger audience (Kvale 1995).
The plan had always been for participants to be caregivers for the mentally ill, and
registered with a prominent carer service organisation, Carers WA, a group with
which I had had considerable experience. While a wholly phenomenological study in
which I could potentially immerse myself in their stories was one option, I was
concerned this would be too difficult for me to retain any form of independent
stance. Conversely, a purely quantitative instrument would not allow an exploration
of the potential for rich qualitative data. With this in mind, the questionnaires were
designed as semi-structured interviews with one open-ended question, which would
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promote narratives to enable the gathering and exploration of qualitative data and
facilitate some deeper phenomenological analysis. The closed questions enabled
quantitative data to be explored from a statistical perspective and allowed for depth
and breadth in the two data sets, which gave a more complete overview of the
experiences and views of participants.
Researchers (McCracken 1988; Minichiello 1995; Patton 1990; Punch 2006) have
pre-empted that the practical considerations outlined by Punch much later are
essential to influence positive interview outcomes. The interviewer’s capacity to
listen patiently and skilfully, and to know when to add to the communication and
when to prompt is vital if the revealed data is to be rich. Minichiello (1995) stresses
that listening skills should be practised by interviewers prior to undertaking research
studies. However, it is recognised that phenomenological studies are limited in their
capacity to generalise, because of the potential for differences in the lived
experiences and perceptions of participants, the types of questions asked of each
participant and the opinions, beliefs and knowledge of each (Foddy 1993; Patton
1990).
3.8.2 Data analysis
The philosophical underpinnings of quantitative verses qualitative research are based
on positivism and interpretivism (or post-positivism). Whereas positivism is
concerned with objective reality, or that which exists independently or outside a
person’s beliefs or opinions, post-positivism is concerned with the meaning
constructed by participants given their social and physical environment (Denzin &
Lincoln 2000). However, both paradigms require researcher interpretation and
direction. For example, Clarke (2005) suggests that quantitative researchers try to
define meanings with great precision. However, this is not always possible due to
rapid social changes that require inductive reasoning, according to Flick (1956).
Indeed, this was the motivation that inspired me to adapt Rudnick’s (2004)
questionnaire. The questions posed allowed me to compile an accurate profile of
how carers explained their roles within the context of their realities. I was able to
advance from deduction to specificity. In contrast, with the qualitative questionnaire
I could deduce that caregivers made their own meaning of their world through
experience and circumstance (Patton 2002). Patton discusses the criteria for
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assessing the rigour of quantitative and qualitative approaches. He suggests that in
quantitative investigation, researchers must remain objective and that the nature of
fieldwork should be rigorous and thorough. He stipulates that triangulation is
accurate across data sources; with the reliability of coding, the strength of evidence
gathered from the data is better able to be generalised. Patton explains that in
contrast, qualitative research acknowledges that subjectivity forms the basis of its
approach, engendering a deeper understanding of the subject being investigated. He
acknowledges that triangulation is achieved though comparing multiple perspectives
(Patton 2002). I was keen to apply quantitative approaches to my research to remain
as neutral as possible, while simultaneously providing a reasonably objective, precise
and measurable overall picture of how carers viewed their circumstances. In this
way, another researcher could reasonably draw the same or similar conclusions
(Clarke 2005).
I was also aware that a qualitative framework would provide a deeper understanding
and may complement the data from the first quantitative questionnaire. Considering
that the sample size was reasonably large, I determined to gather data from the same
group and triangulate the findings. I employed rigorous methods, such as careful and
systematic note taking during the interview process and subjected the collected data
to varied and methodical analysis. SPSS and QSR NVIVO 8 software were used to
thematically analyse the data. Specifically, the data gained from the qualitative semistructured interviews were managed, coded and organised using QSR NVIVO 8.
This software allows for thematic and key word information to be identified and
saved, building a profile that connects similarities in the entered data. To master the
QSR NVIVO 8 program, I attended a two-day workshop. QSR NVIVO 8 enabled
me to manage and analyse large amounts of data within a shorter period than if the
data had been collected, managed, coded and analysed manually. To ensure rigorous
data collection methods, I made notes during the interviews, tape recorded the
narrative interviews and transcribed the data first of all in written/typed form and
then by feeding key words and themes into what is termed a ‘mail merge’ (or in this
case QSR NVIVO 8 software). I was then able to transfer the data to Microsoft
Word. By doing this, I could compile and organise thematic sequences with ease to
enable better interpretation of words and phrases used by participants. I also kept a
diary during the research process and made notations in addition to the notes made
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during interviews. I found this useful, as often a word or comment would linger in
my mind; I could make a note of it and then relate or add it to the compilation in
QSR NVIVO 8. Patton (2002) has made important observations about the required
quality in research under what he terms ‘integrity’. Much of his concerns relate to
the need for systematic data collection methods and the methods then used to analyse
the data. As with many researchers, Patton recommends triangulation where
possible. To achieve triangulation, I employed two different processes of collection:
quantitative and quantitative methods. I used different data sources by checking
interviews against recording transcripts and through comparing what people had said
or looking at their perspectives from different angles (Clarke 2005; Patton 2002).
As noted, the quantitative content of the research data was subjected to SPSS
analysis. This system of analysis was considered appropriate for the research due to
its efficiency in linking and analysing comprehensive quantitative data. To become
proficient in the use of SPSS software, I attended a workshop conducted by the
University of Western Australia, School of Mathematics. I also availed myself of the
services offered by The University of Western Australia by attending the computer
laboratory after hours, which supplied advice and software for use in SPSS
compilations. In addition, I attended briefing sessions for postgraduate students by
the Mathematics School, University of Western Australia, to clarify issues on using
SPSS in my research.
Using SPSS, the data were collected, coded and assessed to produce frequency pie
and bar graphs and were then compared using this information. This stage of the
research took time and effort to both learn the requisite skills and technologies, and
to apply them to the data. However, using these technologies did allow me to address
the time constraints imposed on the research and manage large amounts of data
efficiently and effectively.

3.9 Conclusion
This chapter has described and discussed the study design and methodology. Fortyfive respondents were randomly selected and the selection was augmented by
snowball sampling, which identified 17 participants. Participants were invited to
complete focused and semi-focused questions and an open-ended narrative question
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presented to them in two questionnaires. These questionnaires were compiled with
the guidance of a pilot study group. The resultant questionnaires were analysed with
the aid of personal diaries, field notes, recording transcripts and software that coded
and grouped data relevant to answering the research question. Integrity was pursued
through subjecting the data to systematic content analysis and triangulation.
Chapter 4 will introduce the carers and share information about their perceptions,
experiences and personal interactions with the person for whom they care, their
families and friends, and the general public.
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Chapter 4: Meeting the Carers
If you can meet with triumph and disaster, and treat those two imposters just the
same…
Kipling

4.1 Caregiver Interviews
This chapter introduces the 45 caregivers who were interviewed. It provides the
demographic and personal information obtained about them. In introducing these
women and men, who participated voluntarily in my research despite their already
demanding life circumstances, as an introduction to the research findings, to honour
them and give them a ‘front seat’ so to speak. Their voices have given me rich data
and I provide their abbreviated biographical information here so that the reader is
aware of their skills, experiences, responses and the lives they live and share as
caregivers for persons diagnosed with schizophrenia or a major depressive disorder.
Some caregivers were more forthcoming than others in sharing their backgrounds
with me and so the information here is sometimes limited. I respected the wishes of
these caregivers in all cases and only recorded what they wished to impart.
Pseudonyms have been used and any information with the potential to identify a
caregiver has been omitted. All participants are listed in random order, not the
chronological order in which they were interviewed, or alphabetically. Getting to
know the members of the participant group has been a pleasure that I wish to share
because they are a unique group of people working quietly and diligently in a role,
which was predominantly the domain of professional personnel during the last
century.
The participants include 29 females and 16 males. Five per cent were aged 21 to 40,
30 per cent 41 to 60 and the majority were aged over 61. The ages of those being
cared for ranged considerably, with the majority (67 per cent or 28, N = 45) being
aged 21 to 40 years.
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Twenty-two of the group were mothers, followed by sons numbering eight, spouses
or partners at five, other relatives and daughters three each and friends and fathers
two each.
4.1.1 Bill
Bill had been caring for over ten years. His father had been diagnosed with
schizophrenia many years prior to when Bill took on the role. His parents were
divorced and rarely saw each other. Other members of the family had gone to live in
NSW. Bill considered that the illness ran in the family because he recounted a story
about a previous family member being similarly afflicted. He was reticent to discuss
his circumstances other than to acknowledge that providing care was, in his words
‘depressing’. He did recount that his parent’s divorce had caused him considerable
distress. His coping strategies included walking and having the ‘odd one’ with his
bowling friends. One of his fears is that his father wanders off and it occasionally
takes considerable time to track him down. His concern is that his father will be hurt
or that he may become confused and strike out at someone. He further volunteered
that his father may have to go into a home for the aged sometime in the future; this
thought caused him guilt and trepidation.
4.1.2 Gladys
Gladys is in her eighties and cares for her son in a public housing two-bedroom, one
bathroom rented flat. Her son has been diagnosed with schizophrenia. He is in his
fifties and has lived with his mother for most of his life. Occasionally he disappears,
but according to Gladys he returns when he is ready. He smokes a lot in the flat and
they often argue over this. Gladys does not like smoking in such close confines. She
sees caring as her duty. Gladys completed her education to year 10 level and then
learned typing and office procedures to gain employment. Her husband could not
cope with his son being ill and left the family some time ago. She has no car and
accesses public transport to encourage and assist her son to visit clinics for treatment
and medication. Gladys copes by adhering to her son’s wishes. She finds verbal
interaction difficult at times because of misunderstandings but is grateful that she has
company and focus. Her son professes his love and admiration for his mother and is
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predicated on supporting her because she has supported him. There appears to be a
fair deal of reciprocity in the home regarding chores.
Gladys spoke of a reward in another life. She found religion a way of understanding
mental illness and it helped her cope with the associated stresses associated. Her
fears were focused on what would happen to her son when she was no longer here to
support him. She suggested that a system similar to homes for the aged should be
designed for the mentally ill when they become older. She felt strongly that those
who staff such places should be trained and that the facilities should reflect the needs
of those who were admitted. For example, some kind of employment should be
provided in-house according to Gladys.
4.1.3 Mary
Mary is a middle-aged lady who cares for her daughter in the family home. Her
daughter was diagnosed with schizophrenia in her teenage years. Mary has been
caring for her for12 years. Her husband could not cope and has left the home. They
have one other child (male) who went with the father. Mary rarely sees either of
them. She graduated in year 12 and was keen to study social work at university. She
still sees this as a possibility but admits it would take a good deal of her time and
effort. She does feel that with more respite support where her daughter could go each
day, she (Mary) could advance herself academically and live a fuller life. She finds it
difficult to accept that her husband and son could leave and not make contact. Mary
takes a moderate amount of medication to address anxiety. This helps to keep her
calm and more able to manage some interactions with her daughter who is prone to
bouts of shouting and aggression, according to Mary. It is during such bouts of what
she terms ‘bad behaviour’ that she suffers most. She becomes confused and worn
out. Mary feels strongly that training and education in mental illness is the key for all
concerned with it. Her fears for the future include her daughter’s potential to commit
suicide and her care after Mary dies. Her disappointment at her husband and son’s
attitude have caused her to question their role in her daughter’s welfare should
anything happen to Mary.
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4.1.4 Julie
Julie is 56 years of age and cares for her son in the family home. She has been caring
for 16 years. Her son has a diagnosis of schizophrenia. She and her husband have
accepted that their son will ‘not be the same’ as they put it, but so long as he takes
his medication he can stay with them. According to Julie, her son often attempts to
manipulate her and her husband to get them to take sides. This is a constant source of
tension that she blames on the prescribed medication. Her son is openly hostile about
being placed on medication that makes him feel ‘tired and morbid’. Julie volunteered
that she was a nurse prior to caring and that she had given this up as her husband
could not cope with the role of carer, which he tried for six months. She and her
husband have been required to re-think their retirement plans due to the costs
involved in supporting a mentally ill person in the household. She cites some of
these as car repairs and extra petrol money, breakages in the household when their
son is in a rage and the incurring of credit card debt that they have to cover often.
They have moved house four times since their son’s illness, caused by all of them
being ‘emotional’ and ‘irrational’.
4.1.5 Wendy
Wendy is an elderly lady who cares for her daughter in the family home. Her
daughter has a diagnosis of severe depression. Wendy’s husband helps out but he
often goes to their beach shack for days and returns to assist. He did not wish to be
acknowledged in the research as a carer. He refers to himself as a helper and prefers
this title. He admits to finding caring difficult because of being ‘ill prepared for it’.
He can only manage it in short bursts as he says his daughter’s odd behaviours
irritate him. He related odd behaviour to sudden mood changes and aggression.
Wendy volunteered that their relationship has become distant and they often argue
about the best way forward for their daughter. When younger, she wanted to be an
early childhood teacher. She has been educated to year 12 level and was encouraged
by her parents to follow her educational pathway. This was going well until her
daughter became ill. In Wendy’s words, ‘this became all-consuming and time was at
a premium. At the end of the day exhaustion precluded her from doing anything but
sleeping’.
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Wendy commented that there were good times and that they still laughed. The rest of
her family do not approve of the time Wendy devotes to caring and she says they are
offended when she does not turn up for tea or coffee because she is too tired. She
says they argue that her daughter should be treated in a home for ‘such people’. She
finds this attitude difficult to understand and says it causes her deep consternation
and distress.
4.1.6 Graham
Graham is an elderly war veteran who cares for his son in the family home. His son
was diagnosed with schizophrenia. He has been caring for 19 years. Graham has
very strong views on how people who are afflicted with a mental illness should be
treated. His main area of concern is that medication is often viewed as a panacea for
schizophrenia whereas, as he points out, it can cause severe side effects and
symptoms. Graham’s wife died eight years previously and this has had a dramatic
effect on his child. They both received ongoing therapy and benefitted from this. He
feels that people with mental illnesses are discriminated against in employment and
other opportunities. He wanted his comments to be recorded in the research.
4.1.7 Margaret
Margaret is a middle-aged lady who cares for her son. He was diagnosed with severe
depression. She cares for her son in the family home which she shared with her
husband and two daughters. This does cause tension and misunderstandings but all
‘pitch in’ and help out when possible. Problems usually occur when all members of
the family are home together and at meal times. Family members have attended
classes is communication held at Carers WA. Margaret says they have benefitted
from these. They have helped to reduce tension because the family have learned
about verbal interaction, body language and tone. Margaret stipulated that caring is
made easier because of the joint effort from family members. The whole family is
educationally aware and all have either done or are pursuing further educational
courses at university or technical colleges. Margaret nurses the desire to further her
own educational opportunities when she feels her son is well on the way to recovery.
This would be made easier (in her opinion) if her son could access some kind of
guided employment which led to social inclusivity.
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4.1.8 Adam
Adam, with some help from his wife, cares for their son who was diagnosed with
depression 14 years ago. They all reside in the family home, albeit under strained
circumstances. Adam has two other children who have since left the home to reside
independently. They occasionally visit the home and interact with their sibling.
Adam is the principal carer because his wife suffers from Parkinson’s disease. He
describes himself as ‘being with quite a load’. Silver Chain nursing does help out
with his wife but Adam handles the majority of picking up and dropping off his son
to therapy and part time employment. He is middle aged and had completed a
bachelor’s degree in arts during his twenties. He is very positive and believes they
can overcome his son’s depression. He measures the progress made by his son in
small steps. He is keen for his other children to come and visit often. He admitted
this was not the case because of previous misunderstandings they had experienced
between family members. Adam admitted to being on medication for depression but
was keen to state that he was coping well.
4.1.9 Rosemary
Rosemary is an elderly carer who cares for her son, who was diagnosed with
schizophrenia, OCD and severe depression. She and her son have moved many times
and she has lost much of her home equity to stamp duty taxes and the like. They now
live in a two-bedroom, one bathroom flat. She is very sensitive regarding she has lost
(as she describes it); namely, her marriage broke down to such an extent that she and
her husband have divorced. The loss of equity in the home was particularly painful
to her. Her husband ran a small business and this allowed them to live in a middleclass suburb without debt on the house. This all changed when her husband left and
her son demanded to move time and again due to his restless nature. Rosemary feels
that she could have done things better and that at times she has been a poor role
model. Her wish was that she and her son could live quietly and with some degree of
good health.
4.1.10 Jane
Jane juggles work and caring for her son who was diagnosed with schizophrenia
eight years previously. She is middle aged and married with two other children, a
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boy and a girl. They are of school age and often help with their mentally afflicted
sibling. Problems arise when other siblings are required to study or do homework.
There is often tension in the home and relapses of mental illness in their sibling, but
they have accepted that this is their lot. Squabbles occur when receiving counselling
on how to manage conflict. Jane says that some members of the family see the
advice given by the counsellor as too simplistic and at times exclusive. This is taken
to mean they were not included in the medication plan. The family was openly
critical of some therapy they had been given. They related that at one stage, the
comments regarding mental illness were inappropriate but did not stipulate nor wish
to do so.
4.1.11 Ron
Ron cares for his wife who has a diagnosis of depression. He has been caring for 20
years. His wife lives in the family home intermittently. According to Ron, she goes
on trips with his friends or just to get away. They argue about the company she
keeps, as Ron feels that they are a bad influence on her. Ron’s son died some years
previously and he maintains that his wife’s illness influenced this. There is a
suspicion that she experiments with illicit drugs and this also causes tension in the
household. He has a daughter who is married but she has moved away to the country.
Ron blames himself for this. He was happy with his relationship with his wife up to a
point because he maintains it was ‘the best she could do under the circumstances’.
When she was correctly medicated and at home, they had a loving relationship.
4.1.12 Val
Val cares for her daughter who suffers from depression. She has been caring for 12
years and is middle aged. Val feels that her daughter is a candidate for suicide and
she discusses the ramifications of this openly with her. During their discussions, her
daughter becomes agitated and aggressive. Val worries that she drinks too much. She
said that her daughter has had many relationships that failed for various reasons, but
she felt the main reasons were that her daughter was very possessive and accusing.
Val’s husband helps with the caring role but to a lesser extent than she does. He
organises the cleaning and most of the cooking and is happy to work in the garden.
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4.1.13 Rhonda
Rhonda cares for her son who has a diagnosis of schizophrenia. He was diagnosed
17 years ago. She is middle aged and feels that she is coping quite well. She says she
was not coping but then approached her doctor and asked to be included in
administering the medication, learning much about schizophrenia. She feels that
education is the key and that all carers should have to do a course on mental illness.
Her husband is the manager of a company that requires him to travel. She feels this
is a good thing, as he was not coping. She has another son and a daughter but they
live their own lives. They are however, positive about helping occasionally.
4.1.14 Roz
Roz has been caring for 20 years and admits to a feeling of success. Her son, who
was diagnosed with schizophrenia, has responded well to treatment and has been in
recovery for many years. He works part time at a plant nursery and is happy doing
the chores provided. These include planting seedlings in the glasshouse, watering
and weeding the plant beds. Roz is convinced that the routine is therapeutic and that
the members of the staff are very supportive. She has been able—because of her
son’s ability to work—to pursue her own employment opportunities at a doctor’s
surgery. Roz is a keen commentator on mental illness and is sure that recovery
depends on service delivery. She claims that services for employment appropriate to
the mentally ill in recovery are ‘sadly lacking’, and maintains that her son’s recovery
and happiness are related to him being able to work in a supportive and
understanding environment. Her sorrow that her son will probably never marry and
have children was particularly painful for her to accept. Roz did not marry but
became pregnant in a relationship she thought was stable and loving. She was left to
bring up her son alone, which she devoted her life to doing and says she has ‘no
regrets’.
4.1.15 Debbie
Debbie is a younger carer and takes pride in caring for her son who has a diagnosis
of schizophrenia. Debbie did not wish to discuss her family situation. She considered
that her son brought on the disease because he took illicit drugs. She did not care to
name these. Her son was in remission according to Debbie and had been so for ten
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months. Both live in a duplex property in the inner suburbs. Debbie works part time
in a veterinary surgery and her son was allowed to help occasionally with general
tasks such as deliveries and cleaning. She was not keen to talk about her personal
situation and asked that I did not probe for information during the interviews. She
was happy however, to complete the questionnaires. She also asked not to be taped
during the interviews.
4.1.16 Jill
Jill has been caring for her son for over 14 years. He has a diagnosis of
schizophrenia. Jill combines caring for her son with working part time at a local
courier business. Her son often helps at the business. Jill’s partner owns the business
and he is accepting of her son but in her words, remains ‘at a distance’. His main
concern is for his family members from a previous relationship, according to Jill. For
example, he is happy for her son to work part time if he does not cause problems and
does not encroach too much on their relationship. Jill maintains that soon after the
death of her husband, her son became ill from the concomitant distress related to the
trauma of death. Prior to this time, she described her son as normal and happy. Her
commitment to him and her insistence that he be included in employment, social
gatherings and outings has caused problems between her and her partner. Her son’s
odd behaviours, such as twitching, clearing his throat, grunting, shouting and his
manic behaviour followed by bouts of depression unnerve those around him,
according to Jill. Their reluctance to invite him to their gatherings is a constant
source of distress. She says she was torn between the demands placed on her by her
partner and those of her son. She did try counselling but added that this was quite
simplistic in that she was advised to do what was best for her.
4.1.17 Ben
Ben cares for his elderly father who has a diagnosis of depression. His father has
become ill since the death of his mother. He is convinced that his father finds it
difficult to cope and is a candidate for suicide. Ben said his father’s needs are simple
and he rests at home most of the time. He has a sister who helps and between them
they cope quite well.
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4.1.18 Lyn
Lyn is a middle-aged lady who has been caring for 15 years. Lyn works part time at
a newsagent owned by her sister. She is able to take time off at a moment’s notice if
required and this alleviates any stress connected with leaving the work place. She did
work for a company but found it difficult to explain why she had to leave and tend to
her daughter who has a diagnosis of ‘major depressive disorder’. She explains that in
the early days of her work there was not a lot of understanding for carers, or not as
much as there is now. Her husband works full time and is very supportive of their
daughter’s needs. Both care for their daughter in the family home. Lyn is critical of
the care given in recovery because it is too reliant on medication. She feels that case
managers should be provided to supervise the overall recovery process. She says this
should include lessons on diet, exercise, employment training and health monitoring.
She admits that much of this is parental or carer reliant, but feels that a third party
should be involved help transition people such as her daughter through the recovery
process.
4.1.19 Frank
Frank is middle aged and is the principal carer for his nephew but admits many
others also provide some ongoing care. His nephew was alienated from his family
following an experiment with drugs over a period of time, which has led to him
becoming depressed and suicidal. Frank considers that the alienation will pass once
the parents accept that his nephew made a mistake and is genuinely ill and needs
help.
4.1.20 Lorraine
Lorraine is middle aged and cares for her son who has a diagnosis of schizophrenia
and OCD. Her son lives in comfortable accommodation in an ‘up-market suburb’.
She tried to have her son at home when he was discharged from hospital but his
brother and sister objected to his odd and aggressive behaviours, which were often
unpredictable. Lorraine reports that the police are sometimes called to her son’s
premises because he talks to himself loudly and bangs the walls. She fears that a
confrontation may end tragically and this causes her distress. Lorraine’s husband is
very supportive but he finds it difficult to deal with his son’s behavioural problems.
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All the family visit and Lorraine’s son often comes to the family home. This does
cause problems however, because he does not want to leave. Lorraine feels that her
son should be managed by a central authority which should check his medical
wellness, his progress and train him for life in recovery.
4.1.21 Felix
Felix cares for his father who has a diagnosis of schizophrenia. They live in the
family home. Felix’s mother has died and he does not have a wife as (he explained)
he was too busy caring for his father. He has been caring for many years but did not
stipulate for how long. He has two brothers and they help by taking their father to the
doctor and to clinics for therapy. Frank reported a close and loving bond between the
family members.
4.1.22 Chris
Chris cares for his daughter who has a diagnosis of depression. He has been caring
on and off for over ten years. He has two other children. Chris admits to finding the
role both rewarding and stressful at times. His wife suffers from migraine and is
often bed-ridden. This is particularly challenging, according to Chris. Prior to her
illness Chris’s wife was a lawyer and he admits they have had to ‘sell down’ their
accommodations to manage their financial circumstances. The family have all found
this aspect very difficult. He juggles taking the children to school with being a
husband to his wife. He admits that their relationship was tactile and close and that
he did all he could to make his wife well again. Chris describes himself as fiercely
independent and did not access outside help other than to call on his sister-in-law to
baby sit. He fears suicide and is in a constant state of alertness because of this.
4.1.23 Marjorie
Marjorie cares for her son who was diagnosed with schizophrenia. Her son lives with
her on weekends and then goes to live in a public house for the rest of the week. This
arrangement works well according to her because she is advanced in age and needed
help with her son’s requirements. Marjorie has been caring for 25 years. Her
husband did help when he was alive but has since died. She lives in a duplex
dwelling in a working-class area of Perth, WA. Marjorie volunteered that she had

81

three other children who were supportive but lived their own lives. They visited
often and the grandchildren were keen and happy to be involved with her son when
he was at Marjorie’s home. The main problem for Marjorie was initially when her
son’s medication was changed often. Her son became quite violent during this time
and was hospitalised for lengthy periods. Since her son had been on a particular antipsychotic drug, she reported that matters had settled down. Her son is constantly
monitored for his blood levels in connection with the medication.
4.1.24 Rodney
Rodney is middle aged and has been caring for 15 years. His partner has a diagnosis
of schizoaffective disorder and has been subjected to a range of different
medications. This has often brought him into conflict with treating medical staff.
Rodney states that he finds it difficult to cope with his partner’s mood changes,
which he feels are related to the changes in medications. However, when she was
cogent and rational, Rodney said they had a good relationship and that with
understanding and succour his partner could achieve moderate levels of wellness.
This included working part time and contributing to the household chores. Rodney’s
partner is often criticised by members of the family because she spends her time at
stores or walking the beaches around Perth. Rodney’s response to this is that this is
what helped to make his partner well and it was all he could manage to do with her
life. He calls for better education about mental illness generally, along with
understanding and patience. Rodney is a strong advocate for mandatory teaching
about mental conditions in schools as part of the health curriculum. He serves on
many carer committees and does what he can to inform the public about mental
illness. He is passionate about recovery and service delivery and suggests this should
be holistic and managed by carers and social workers, rather than coming under the
broad banner of the medical and allied health services.
4.1.25 Allison
Allison is a young woman and cares for her daughter who has a diagnosis of
depression. She has been caring for eight years. She is reticent about supplying too
much information and presents as a very private person. She feels that she is coping
as her daughter is taking medication that ameliorates her depression. Allison
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describes her daughter as being heartbroken since the death of her boyfriend: ‘she
sits about all day in a dazed state’ was how she described her daughter’s condition.
She does not want any assistance from anyone and considers that her daughter will
one day become well with patience and care. She has completed a bachelor’s degree
in arts (history) and is employed as a relief teacher. She did not wish to comment on
any other family members.
4.1.26 Jessica
Jessica is an elderly lady who has been caring for decades. She cares for her son who
has a diagnosis of schizophrenia. She has managed quite well, in her words, and has
the support of her wider family. Her husband has passed away but he did have a
good relationship with his son. Jessica was reluctant to discuss her background but
did say that the medication her son was prescribed had been changed and that this
had caused problems. She insisted that her son be placed back on the previous
medication. Her son received schooling when he was younger through distance
education learning. Jessica described her son as a happy person most of the time but
also very moody and unpredictable. She considers that he enjoyed his schooling and
hoped for this kind of tuition on a constant basis for future persons experiencing
mental illness.
4.1.27 Shirley
Shirley cares for her son who has a diagnosis of schizophrenia. This diagnosis was
made after a bout of drug taking activity. She has only been caring for four years.
Her son is in his teens and has since recovered quite well, although not enough to
function in full time employment, which he finds difficult. She has two other
children, a boy and a girl. Both are younger and she fears that they may explore
drugs as her son did. She has a very supportive husband and the rest of her family are
tolerant, although not accepting, of the illness. They have critical attitudes to drug
takers and this is an area of conflict. Shirley commented that her son took up a great
deal of her time and this caused conflict between her and other family members.
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4.1.28 Monty
Monty cares for his partner who became ill after her daughter died in a road accident.
She has a diagnosis of schizophrenia and has been progressing quite well, according
to Monty, since being placed on a medication regime. His main concern is that his
partner drinks too much alcohol and this affects her behaviour. He describes the
tension caused by a mixture of drugs and alcohol and that this has the potential to
effect adverse changes in their relationship.
4.1.29 Edna
Edna is a middle-aged lady who cares for her son with a diagnosis of schizophrenia.
She describes her son’s recovery as well under way, which allows her to pursue a
relatively normal life. She belongs to many clubs and attempts to mix as often as she
can with her groups. She plays bridge each week and keeps a strict look out for her
health by attending gym twice week. She is also on a committee at a local bowling
club. She says she experienced stigma at first but recounted that many of her friends
either had a family member who had been in her words, ‘touched by mental illness’
or a friend of a friend who had experienced the same. Edna is a very energetic lady
and one who professes to not being afraid to ‘take it on!’
4.1.30 Marlene
Marlene is a quiet lady who explained she suffers from arthritis quite badly. This
means she is unable to function normally each day without experiencing some
degree of pain. She cares for her daughter who was diagnosed with depression. She
explained that her daughter had attempted suicide on two occasions and this caused
her to live in a constant state of fear. Marlene appeared to have been unwell with her
arthritis for some time. She did receive help from other members of her family but
they were reluctant to become too involved because of the daughter’s propensity to
become erratic during their visits. Marlene was reluctant to discuss her life
circumstances in any detail.
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4.1.31 Madison
Madison cares for her son who has a diagnosis of schizophrenia. He has, according
to Madison, experienced bouts of hallucinatory behaviour after experimenting with
drugs but after a brief stay at a hospital has been recovering well. She is married with
three other children and her husband is very supportive. They live in an up-market
home in the suburbs of Perth and maintain a comfortable lifestyle. The family
appears well focused on the recovery of their son and feel they do not need to access
the facilities on offer regarding after-hospital care. Madison ventured that the
episodes of drug experimentation had caused much trauma in the family. They
considered that their son had not revisited his venture with drugs since being
diagnosed.
4.1.32 Phillipa
Phillipa is married with three children. She cares for her mother who has a diagnosis
of depression. Her main concern is that she cannot understand why her mother
became ill. Phillipa felt that they had had a very high living standard and that the
family was well provided for. Her mother had been good academically, and is an
attractive lady with many friends. The rest of the family find it difficult to
understand, because at times there have been tension and behavioural problems they
could not understand. Phillipa comes from a sound background, has achieved much
educationally and has married her childhood sweetheart. She says that they all find
the mental illness confronting. Her mother lives in her own home, which Phillipa
visits each day. Her father and mother are divorced.
4.1.33 Noela
Noela is divorced and has been living in rented accommodations since this occurred.
She cares for her partner who has a diagnosis of schizophrenia. She achieved well at
school and teaches art on a part time basis. She spends much of her time with her
partner and has introduced him to painting with oils and water colours. She
considered that he had some talent in this area and was most supportive. Noela and
her partner live in separate dwellings but see each other on daily. Her partner spends
the time whenever they are not together fishing and crabbing at the Swan River in
Perth and at Rockingham, a coastal suburb. She is critical of him being advised that
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if he spent his time fishing, he could work and come off the pension. She explains
that this had happened in the past on three occasions, only for him to end up in
hospital unable to cope with the set routine or employers’ expectations. She says he
is doing the best he can in his circumstances and to place any pressure on him causes
relapses.
4.1.34 Catherine
Catherine was reluctant to discuss her personal situation but did tell me that she
cared for her female friend with a diagnosis of schizophrenia. She has been caring
for many years and is coping well on her terms. She has support from her sister and
between them they take turns at transporting Catherine’s friend to clinics and
therapy. Catherine is well educated and has a bachelor’s degree in psychology. She
is convinced that her friend is progressing well in recovery. Part of this success is,
she feels, a fairly ordered routine. They go to the movies often and are keen on
travelling. Catherine believes that ethical behaviour is paramount when dealing with
the mentally ill and this is reflected in her passion to provide a safe and interesting
environment for her friend. They live in different dwellings, but Catherine or her
sister sees her friend on a daily basis.
4.1.35 Roland
Roland is a middle-aged man who has been caring for 15 years. His wife has passed
away and he still admits to suffering from grief in relation to this. His mother has a
diagnosis of schizophrenia. He ran a business that he has passed on to his other son.
He and his wife used to manage it. Roland is a member of a bowling club and he
admits that this is his therapy. He employs his mother at the business with the
approval of his other son and she works as a packer. There are times when his
mother does not arrive for work but this is absorbed into the business plan and
alternative arrangements are made to cover this. His mother has been making good
progress since being on medication according to Roland, and she enjoys working at
the business and mixing with the other employees.
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4.1.36 Norman
Norman cares for his father-in-law. They have been friends since the father-in-law’s
marriage to Norman’s mother. She suffered from arthritis and dementia so was
limited in what she could do in the caring relationship. Norman’s father-in-law lived
in his own dwelling but was attended to each day by Norman who often brought his
mother along, as there were only two blocks between the residences. All had an
affinity with gardening and they pursued this vigorously. Norman considered that his
father-in-law was depressed because his wife had been admitted to a nursing home
since her diagnosis of dementia.
4.1.37 Sonia
Sonia cares for her mother who has a diagnosis of schizophrenia. She reported no
problems as her mother had responded well to medication some years previously.
She was helped in her endeavour by her two sisters. Between them all, they juggled
the work load. For example, she explained that her mother was keen on walking and
this kept them all fit. They had a constant companion in the family dog that brought
her mother much joy.
4.1.38 Angela
Angela cares for her elderly mother who was diagnosed with depression. She had
been caring for around ten years. Her mother was a quiet soul according to Angela
and only wished to be left alone. Attempts to take her out or to go shopping were
resisted. Angela reported that the medication her mother was on appeared to make
her drowsy and tired. She was considered that her mother liked it so. They lived in
the family home. There was no mention of other family members.
4.1.39 Robin
Robin cares for her female cousin. They lived apart but Robin saw her cousin every
other day. She took turns with her sister to take their cousin to clinics and the
doctors. She suffered from schizophrenia but appeared to be making a good
recovery. Her cousin worked at a local store and helped with deliveries. She had
friends and they were most supportive. Robin said that her cousin’s parents lived in
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Melbourne and did not wish to come to Perth to live. Her cousin was invited back to
Melbourne but did not wish to go.
4.1.40 Sam
Sam cares for his father who had been diagnosed with schizophrenia many years
previous. His mother was disabled and therefore unable to offer any real assistance
with his father. They lived in separate dwellings and this helped in that if needed, his
mother could call and he would. His father had responded well to treatment and was
in what Sam described as ‘remission’. Sam was in a relationship but this had ended
because of his heavy commitments to his caring role. His partner did not wish to
expose her family to mental illness.
4.1.41 Ned
Ned cares for his mother who was diagnosed with depression. She was recovering
well and attended weekly clinics and liked to visit the doctor regularly. Ned was a
student at a technical college studying computer design and technology. He was one
of two children, with the other living interstate. Ned’s parents had recently divorced
and he considered that this had prompted his mother’s illness.
4.1.42 Michael
Michael cares for his mother who has a diagnosis of schizophrenia. He had been
caring for 17 years. His father had since re-married and had two other children. They
had little to do with each other. Michael took his mother to the doctor and managed,
in between working, to help her with cleaning and tidying the home. He felt strongly
about being independent and this was reflected in his reluctance to seek any extra
help.
4.1.43 Beryl
Beryl cares for her husband who has a diagnosis of depression. He had been in a car
accident two years prior to the onset of the illness and found it difficult to walk
because of injuries suffered in the accident. She had two children, both of whom had
married and were living close by. Beryl said her husband was prone to bouts of
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melancholy and mainly kept to himself, preferring to spend time in his garden and
tend the fowls he kept in the backyard.
4.1.44 Douglas
Douglas cares for his young son who has a diagnosis of depression. His wife works
and they have two other children. Douglas gave up his position at a school to care.
His son appears to have been experimenting with drugs and became ill during an
alcoholic binge with his friends. He was responding well to medication and care and
Douglas considered that with care and understanding he could effect a recovery.
Their son’s illness had caused tension and upset in the household between husband
and wife, as each have their own ideas on caring and how their son should be
managed. Whereas Douglas believed in an adversarial approach to his son’s
management, his wife preferred to present as patient and understanding. Both parents
felt disappointed that they may have missed something in their son’s profile warning
of his impending experimentation with drugs. They felt guilty, confused and hurt.
Both are secretly fearful that a similar incident may happen again after their son
recovers, because of the company that he keeps.
4.1.45 Barbara
Barbara cares for her male cousin who has a diagnosis of schizophrenia. They live in
separate dwellings and this helps facilitate her caring role as she works full time.
Barbara is helped by another family member, as her cousin’s immediate family live
in the eastern states and have little contact. She is very positive about helping her
cousin and feels that mental illness has given her insights into what this means for a
person who was previously well and happy. Barbara explained that she and her
cousin discuss drug use and the results of this on a person quite openly; one day
being quite well and the next experiencing what she terms ‘scary circumstances’.
Her cousin is responding well to treatment and is in the recovery stage. Barbara does
not like the company that her cousin keeps and feels that such people should be held
responsible for their actions; for example, leading a young person astray. She feels
that if people contribute to causing a person to take drugs they should contribute to
that person’s rehabilitation. Barbara has strong views on the causes of mental illness
and made the point repeatedly that there should be constant advertisements on

89

television about the acquisition of mental illness and how vulnerable some members
of the community are experimenting with drugs and exposing themselves to
acquiring it. She compared such a campaign with advertisements that highlighted the
dangers of smoking.

4.2 Summary
I interviewed 45 participants, of whom 16 were male and 29 were female. I
interviewed two couples together, but only one of each couple—both female—would
allow me to refer to them as caregivers. The others were, in their words ‘helpers’. I
respected their wishes. All the participants completed a quantitative and a
descriptive/demographic qualitative questionnaire, one after the other. I included the
semi-focused and narrative open-ended questions at the end of the qualitative
questionnaire to give caregivers time to relax and regroup their thoughts and to know
and trust me better. My interaction with the group members was always cordial and
empathic. Many of the caregivers displayed concern for me as a caregiver and this
challenge required that I navigate my role as researcher and caregiver with balance,
understanding and patience. Being an insider gave me valuable pathways into
collecting rich and insightful data. For example, many caregivers expressed that they
would not willingly speak to others about their experiences due to a perceived lack
of understanding or empathy. I was privileged to be included in their trust.
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Chapter 5: Presentation of the Data
None of us live for ourselves alone. That is the way of the beast; the way of mankind
is to live for others for posterity.
Han Suyin

5.1 Introduction
Chapter 5 presents the results of the data gathered in the questionnaires that were
administered to 45 volunteer research participants. These participants, all carers,
were introduced in Chapter 4. The data were coded and presented with the aid of
SPSS and QSR NVIVO 8 software respectively. The descriptive and demographic
data were loaded directly using SPSS software, which enabled me to construct
graphic information from which I interpreted the results. Once organised in chart
format, the data were then organised to reflect key themes. In addition to using the
software, I compiled extensive personal notes and gathered substantial taped
information recorded from the narrative question.
The data gathered from the semi-focused and narrative questionnaire were compiled
and analysed using QSR NVIVO 8 software, personal notes and direct transcripts
constructed from taped interviews. The general information gathered in the
questionnaire was imported, coded and grouped thematically using open-ended data
reviewing. The data were then further refined and grouped under tree nodes. Finally,
the data were categorised into the most salient groups and organised under child
nodes. These were then transcribed to Microsoft Word and mined in depth. By
employing the method outlined, I was better able to assemble complex hierarchical
matter, as indicated in the construction of a tree map and associated nodes. To limit
the chance of pre-conceived notions influencing the data analysis, I employed open
coding, a process that highlighted repetitive and similar words related to the
participants’ questionnaire responses. This was another well-considered strategy
undertaken to minimise insider influence on the data (Denzin & Lincoln 2000, p.
187; Denzin & Lincoln 2003, p. 287; Kvale 1995; Robson 2002). Open word coding
results were channelled into themes and sub-themes through linking ideas and
similar words and word families (Padgett 1998, p. 30; Punch 2006, p. 203). When
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this process was complete I refined and constructed more specifically targeted tree
and child nodes that reflected sub-themes present in the data. Then by typing the
transcripts of the open-ended narrative question directly into Microsoft Word, I
could refer to them constantly and build an overall thematic profile of these data.
Throughout the chapter, I refer to the caregivers as ‘participants’ to avoid confusion
with the terms. Where possible, the voice of participants is incorporated in the theme
analysis. As noted in the earlier chapters, pseudonyms are used throughout the thesis.
The chapter commences with a graphic overview and a general profile of the cohort
of participants. The data are then discussed in order of the importance attributed by
participants to the key themes as recorded in the data itself.

5.2 Demographic Overview of Participants
The dominant diagnostic group of care recipients was schizophrenia, and almost 70
per cent of care was provided within the carer’s family home. Just under one-half of
the carers were mothers over 61years of age. However, of the remaining participants,
approximately 40 per cent were of working age, two-thirds of whom had
relinquished their previous employment to care. Almost 70 per cent of these carers
reported they remained in the caring role and could not take up employment, even if
this were available to them, because of the intensity and time the caring role
demanded. For example, two-thirds of participants reported they were affected by
working in the caring role for over 145 hours per week. This included not just the
physical and busy demands but what they termed ‘being on call or stand by’ for
many hours each day and into the evenings. Other reasons proffered for not working
in paid employment included (for over 50 per cent of participants) the effect that
work would have on their pension. Approximately 70 per cent also cited that their
personal health and the demands of caring would preclude them from returning to
paid employment of any kind. Participants also reported that even though one-third
had attained academic qualifications at the bachelor level and above, they could not
continue in their studies because of time and emotional and physical health demands.
The amount of time spent in caring indicated by the data here is similar to the time
indicated by the Mind Australia (2016) data. The Mind Australia report suggests that
when emotional ‘on call’ time estimated at 59.5 hours per week) is added to the 36.2
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hours that carers report they spend on physical tasks, the estimated hours worked per
week added up to 95.7 hours. While this is less than the figure reported by
participants in the current research (145 hours per week), it indicates that the role is
overly and unrealistically demanding of carers’ time and efforts. Therefore, time and
busyness in the role of carer emerged as a central theme in the current study (see
Section 5.3).

Figure 5.1. Participant—Care Recipient Relationships
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Figure 5.2. General Profile of Participants and Care Recipients

5.3 Physical and Emotional Time Spent on Caring
Over 80 per cent of participants had been caring for over nine years or more and
some 60 per cent (as mentioned above) indicated that they provided cared for over
145 hours per week. To place these data in context, the matter of time spent caring
was discussed and clarified during the interviews. The two-thirds of participants who
suggested they gave around this amount of time commented that it was not purely
busy or physical work but also included being mentally and emotionally occupied or
busy. They explained they found it difficult to stop thinking and planning, and to
separate work from pleasure and rest from work. They argued they could not ‘knock
off’ and go home as with most other work-related activities. They further argued
they could not work a normal eight- or ten-hour shift in the employment sector
because of the emotional demands placed on them. Most mentioned the emotional
aspects of caring and stress that took up much more time than the physical acts of
caring. This was categorised as being busy and physically and emotionally mentally
occupied. In addition, amid the emotional demands, carers described how they were
often driven by doubt or fears, guilt and feeling isolated in the caregiving role.
Most participants described themselves as feeling depressed and anxious, tense and
stressed for much of each day. They argued they spent inordinate amounts of time
thinking and worrying, which interfered with sleep patterns, planning and their
ability to create strategies to cope with perceived or real problems. They spent time
crying and feeling guilty and grieved at the loss of potential in the person being
cared for, as well as their own halted progress towards once-held goals and
aspirations. The over-riding feelings however, were distress, tension and weariness,
captured in the following responses:
Since John has been sick this has all stopped I am just too b…… to do
anything at the end of the day because things are so tense (Jane)
I feel that he has taken a large part of me with him into his schizophrenia. I
just cannot think about anything else, do you know what I mean? (Edna)
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My partner could not handle it and eventually left. We still speak but he is
fairly alienated. He thinks I should make a life with him but I can’t do that.
You know why? Because I am just exhausted at the end of each day!
(Sonia)
Many participants explained in detail how they found it difficult to sleep, even
though several took medication to help with this. One participant described this
experience as being ‘on call’ mentally. Others often used terms include ‘overly alert’
and ‘constantly distressed’. Many also related being ‘on call’ as a principal reason
for why they had abandoned part time work, hobbies, further education or social
occasions and travel. A pattern also became evident in the quantitative data that
reflected participant comments on the significant amount of time spent in caring both
in the physical and emotional sense. The following data provide a breakdown of how
participants felt they were affected.
Table 5.1. How Carers Were Affected by the Role
1 = No

2 = Not Much

3 = Much

4 = Very Much
1

2

3

4

I invest time in caring

0

6.67

26.67

66.67

I invest physical effort in caring

0

33.33

26.67

40.00

I am busy caring

2.22

20.00

35.56

42.22

My leisure time is reduced due to caring

8.9

15.6

28.9

46.7

My plans are inhibited due to caring

11.11

11.11

33.3

55.6

I am exhausted because of caring

17.78

15.56

26.67

40.00

I am worried about the person for whom I care

4.4

8.9

24.4

62.2

The data presented in Table 5.1 show that 60 per cent of participants reported they
were overly burdened by amounts of time spent in the role of carer. Participants were
negatively affected in areas such as planning and leisure time, being busy with caring
duties and being affected emotionally; all expressed feeling exhausted and worrying
about the person for whom they cared. The data also suggest strongly that
participants felt subjected to increased workloads generally, even after curtailing
their involvement in paid work, a profession or a volunteering. This additional
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physical load was perceived as adding to the emotional time load spent worrying and
on emotional issues. Table 5.2 provides a measure of the demands of caring.
Table 5.2. Carer Workloads
1 = No

2 = Not Much

3 = Much

4 = Very Much
1

Caring has contributed to having an increased work load

0

2
11.11

3

4

26.67

62.22

The data provided in Table 5.2 reveal that no one was unaffected by the work load
and that almost two-thirds of participants were affected dramatically. On further
exploration relative to the data findings, another evident major theme indicates that
an especially difficult area of care giving was the amount of time ‘being busy in the
role’. The reasons behind participants feeling physically and emotionally busy in the
role, and what contributed to this, are revealed in the participants’ chosen language:
tired, exhausted, guilt, no choice, weary, worn out, burnt out, fatigue,
emotion, tense, aggression, challenging, family, duty, commitment,
behaviour, sleeplessness, irritability, irrational, illogical, delusional,
unpredictable, unreasonable, depressed, lonely, isolated, misunderstood,
frustrated, sad, moody, obligated.
All these words were present in the text of the semi-focused and narrative interviews.
For example, Lorraine, the mother of a son who had a diagnosis of schizophrenia,
commented:
I had always thought I would be a teacher or something and did really well
at high school. I wanted to set myself up after having kids and then go on to
Uni. Since (James) has been sick this has all stopped and I am just too
b…… to do anything at the end of the day, just too tired because things are
so tense. I feel as though I need counselling or some kind of help. The
others help out but they can’t cope with his moods and aggression so this
kind of help is limited.
Lorraine’s comments demonstrate her concern that she is being overly taxed in terms
of time and emotional effort, relative to being busy. Words such as ‘I am just too
b……’ and ‘things are so tense’ show this clearly. The reference to being ‘too tired’

96

also reflects her sense of physical and mental exhaustion. Regarding her daughter
she states, ‘she can’t cope with his moods and aggression and she is out a lot’.
Lorraine also presents herself as persistently distressed and emotionally active and
alert because of the perceived potential for conflict between other family members
who live in the home. In discussion with Lorraine it became apparent that much of
her mind-set appeared focused on strategies to avert confrontation between her son,
his sister and brother and her husband: this kept her busy mentally.
Mary echoes similar comments to those made by Lorraine:
He demands so much of us though and if we let him, he would consume us.
When I asked Mary to expand on taking on the care giving role and whether she had
regrets, she responded:
That never entered my head but the facts were that it was tiring and
challenging in the extreme.
The words ‘consume’, ‘demands’, ‘tiring’ and ‘challenging’ highlight the way many
participants perceive the effect that caring for a person with a mental illness has had
on their time. We can extrapolate that these participants experience being busy when
thinking about how to deal with their duties as carers. The word ‘challenging’ in
particular indicates a mental state, perceived or otherwise, in which a carer needs to
be constantly prepared and aware.
Rosemary spoke of the person for whom she cared coming into her room at night
and sitting on the end of the bed. She referred to not being able to return to sleep
easily:
It really threw me at first and I would stay awake for hours. I have since
come to terms with his odd behaviour and he roams from his room to the
end of the bed in my room. (Rosemary)
Even though this carer stated she had come to terms with the behaviour, she
expected that her sleep would continue to be interrupted by the intrusions. She also
reported that her relationship with her partner was affected and that they had
separated. She noted that she and her partner still spoke to each other in a civil
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manner and that he would have liked to have made a life with her, but she admitted
being too exhausted emotionally to contemplate such a situation:
He thinks I should make a life with him but I can’t do that. You know why?
Because I am just exhausted at the end of each day.
Given that Rosemary was navigating sleeping arrangements in the household and
that a partner would have been present at least for some of the time, her
circumstances may have made it difficult for a relationship (other than one with the
person for whom she cared) to flourish and succeed. This would be at least to some
degree due to the demands placed on her time and being busy. Her reference to odd
behaviour also indicates that she was spending ‘busy’ time thinking about how to
cope. This suggests that in the exchanges with her partner she was being asked to
make a choice between leaving the person for whom she cared to live with her
partner. If this were so, it would have been a situation she could not contemplate.
This presents as another aspect of being ‘busy’ emotionally. Arguably, this had also
contributed to her distress.
Another participant’s response to being occupied mentally or being busy is
demonstrated in the following statement:
My friends ask me if she (the person being cared for) is dangerous and how
do I sleep? Well I tell them that I have no choice. What else would she do if
I didn’t care for her? (Wendy)
In response to the question about carer sense of danger the data show
Table 5.3. Perceived Danger in the Caring Role
1 = No

2 = Not Much

3 = Much

I am in danger due to caring

4 = Very Much
1

2

3

4

48.9

28.9

13.3

8.9

Although almost half of the participants did not experience a sense of danger, the
other half did spend some time worrying about this aspect of care. When linked with
the previous data in Tables 5.1 and 5.2, the data here add to the appreciation that a
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considerable number of participants were constantly distressed by these aspects of
the role.
The data indicate clearly that participants described being busy and pre-occupied
emotionally and physically. They often referred to what could be done to help in this
area. Ron responded to the open-ended narrative question of what else could be done
to ease the stress of caring, and argued for targeted help or training:
I think that we could have been trained in some way to care better. All of
this takes time though and you have to push yourself to do it. (Ron)
Roz suggested:
I feel as though I need counselling or some kind of help. He has to have one
of us go places with him as he won’t go alone.
Edna’s comments endorse this view:
I think that we could have been trained in some way to care better.
An associated perspective is also provided by Angela:
It [caring] is too much of a job. A person caring alone should be assigned
a mentor or call it what you will to help out on a daily basis.
Clearly, these participants felt that support would alleviate their consternation and
distress. It is reasonable to assume that support and training would reinforce the view
that participants needed time, rest and space and that this could be provided in the
form of support in the household.
The data in Table 5.4 reflect responses to the impact of being deprived of rest
periods.
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Table 5.4. Carers Lacking Rest
1 = No

2 = Not Much

3 = Much

I lack rest due to caring

4 = Very Much
1

2

3

4

17.78

15.56

40.00

26.67

A small number of participants were not impacted by the lack of rest. Assuming that
a lack of rest would exacerbate stress levels in the caring role, the data in Table 5.4
expand on the significance of the stressful experience of caring.
Table 5.5. Level of Stress Caused by the Caring Role
%
Being a carer has caused me stress
Never

6.67

Sometimes

11.11

Often

35.56

Continually

46.67

Clearly, over three-quarters of participants believed that the carer role contributed to
them feeling stressed. This—when considered alongside the data presented on time,
being busy, experiencing the impact of emotional trauma and lacking rest—
demonstrates explicitly that stress was experienced by nearly all participants, and
had a pronounced effect on the quality of their lives.

5.4 Broader Emotional Issues and Their Impact on Carers
Table 5.6 shows the data on responses given to ‘in what particular circumstances
carers felt most stressed when dealing with services’.
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Table 5.6. Regarding Stress Specifically Related to Being a Carer
1 = None

2 = Not Much

3 = Much

4 = Very Much
1

2

3

4

Dealing with the doctor

20.00

37.78

22.22

20.00

Dealing with psychiatrists

13.3 26.7

26.7

33.3

Hospital emergency admissions

37.8

11.1

17.8

33.3

Dealing with the police

46.7

24.4

15.6

13.3

Dealing with patient behavioural problems

4.4

13.3

26.7

55.6

Having limited experience in the caring role

15.6

26.7

11.1

46.7

Fear of patient suicide

11.1

26.7

24.4

37.8

Fear of patient violence

28.9

24.4

15.6

31.1

Inability to obtain urgent emergency help in the home

17.8

15.6

20.0

46.7

loneliness, guilt and emotional pain

2.2

17.8

17.8

62.2

Adverse impact on other family members

8.9

8.9

17.8

64.4

0

8.9

17.8

73.3

4.4

4.4

15.6

75.6

Lack of community understanding and knowledge
Frustration with the system and its responses to mental
illness

In observing the most salient results of the data in Table 5.6, those areas experienced
by participants as causing the most concern are evident in what they perceive as a
fourfold situation: a health system that does not deliver the kinds of services they
require; the general lack of understanding related to mental illness; the impact of
mental illness on family members; and the associated mental trauma. Caregivers
having limited experience and not being able to obtain emergency help in the home
also presented as distressing.
The area of least concern was dealings with the police. Approximately 50 per cent of
participants had either had no dealings with the police, or if they had, the results
reflect they were not remarkably affected by this contact. However, enough
responses recorded by the other 50 per cent of carers demonstrate some degree of
concern and distress in police involvement in community care.
Dealing with behavioural matters, and their own lack of experience in this, was
another aspect that participants experienced as causing emotional difficulties. For
example, only 5 per cent were unaffected by this area of care. The other 95 per cent
101

experienced distress in the management of behavioural matters. This indicates that
behavioural issues are an ongoing concern for this group. Over 50 per cent of
participants linked the degree of their stress to having limited experience in the role
and to a lack of training and education in behavioural matters. They suggested that
training may help alleviate the distress and provide important coping skills in this
aspect of their roles.
Participant distress was also indicated in their responses to fears about suicide and
violence. Few carers were unaffected in these two areas of caring for a person with a
severe mental illness. The data record that a desire to receive emergency help at
home was important to carers. Over 75 per cent expressed their concern at the lack of
support in the home, which may reflect the incidence of concern shown about the
fear of suicide and the likelihood of violence, and how participants would respond if
these events were realised. Participants generally felt alone, guilty and/or in pain,
which is reflected in the data. Seventy-five per cent agreed with these feelings in
their responses to this question.
The data reveal that all participants were affected by distress when dealing with
support services. This was represented in their largely negative responses to
questions pertaining to this area of care for the mentally ill. The high incidence of
carer stress they attributed to ‘just being carers’ is noted in both Tables 5.5 and 5.6.
When emotional issues are considered alongside the amount of time expended in the
caring role and the degree to which carers were busy, these data suggest that support
agency services contribute to carer stress rather than relieve it.
Table 5.7 expands further on the experience of participants in relation to their sense
of isolation and guilt. Aloneness and guilt (in some measure) are the dominant
feelings recorded by most participants.
Table 5.7. Personal Emotional Issues
1 = None

2 = Not Much

3 = Much

4 = Very Much

1

2

3

4

I cannot share with others my concerns about caring

20.0

13.3

37.8

28.9

I feel guilt related to caring

4.44

6.67

31.11

57.78
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Other qualitative data reflect a concern about participants’ perceptions of the
ongoing degree of ignorance and prejudice about mental illness in the community.
This is evident in the following comment:
My daughter was embarrassed because she said her friends called her
brother a schizo freak who would do anything. (Wendy)
These comments, especially the words ‘freak’ and ‘do anything’ reflect participants’
perceptions of prejudice and ignorance about mental illness. This is also represented
in the quantitative data. In answer to the question about the experience of prejudice,
well over three-quarters of participants indicated they were affected by prejudice.
One participant alluded to prejudice in his remarks when explaining why he and his
partner had separated:
When I told my partner about ‘it’ she said that she could not expose her
kids to it and broke it off. (Sam)
The reference to ‘it’ (in this case schizophrenia) may be considered salient when the
data which follows are provided. This may be a central reason regarding why carers
appear reticent in discussing their caring role openly.
Sam’s ex-partner appeared to interpret mental illness as an issue so grave she could
not risk exposing her children to it. Rosemary’s parents reflect similar attitudes to the
partners of Wendy and Sam:
My parents said they did not tell people he was mentally ill they just said he
was sick. (Rosemary)
The parents are presented as being embarrassed about their association with mental
illness. In pursuing conversations with participants about the context of this
embarrassment, it was apparent that some were concerned they had contributed to
the illness, or at least could have been seen as having done so.
Participants also appear to have some misgivings about being associated with mental
illness, as indicated in the ‘much’ and ‘very much’ categories shown in Table 5.7.
Here, they noted they were unable to share their concerns. Arguably, participants (in
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their responses) could be experiencing stigma associated with their role, or they may
have been so distressed they were not emotionally capable of discussing their
concerns.
Table 5.8 illustrates the question in which participants were asked if they were
affected by the stigma associated with mental illness. Over two-thirds said they were
affected by such stigma.
Table 5.8. Incidence of Stigma
1 = None

2 = Not Much

3 = Much

To experience stigma

4 = Very Much
1

2

24.4

26.7

3
22.2

4
26.7

When these data are linked with the data shown in Table 5.6, we could extrapolate
that many of their key concerns are associated with what they perceive as public
ignorance and prejudice about mental illness in general.
Participants expressed their own ignorance and commented regularly on the need for
their own education in the management and understanding of mental illness. This is
evident in the following quotations:
I felt that I had caused it all. (Sonia).
If we are all given an opportunity to learn about his illness and to respond
don’t you think? (Ron)
If we knew earlier how to respond it would have made things so much
easier. (Rodney)
We should have been taught this sh.t in school! I am concerned that the
average bloke would not have a bloody clue about this. They all think
there’s a tablet for it! (Graham)
These comments express the frustration felt by participants in phrases such as
‘caused it’ and ‘they all think there is a tablet for it’. This does indicate an awareness
of the need to be educated or to become more aware of the general nature of mental
illness.
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The data also highlight various emotional areas concerned with recovery,
medication, employment, legal constraints and holistic approaches to mental illness,
and how these continue to distress participants.
Recovery needs to be coordinated by a central body not a fragmented local
agency in each area. In this computer age we should be able to track
people easily from one point. This tracking should include, employment,
medication regimes, health and diet, habits and so on but all of this is not
allowed under legal constraints. It is almost like they want us to fail. (Ron)
I would like to know the long-term effects of medication on the body! What
is it doing to my son? (Madison)
If a person has diabetes the doctor tells them what to take and do and
everyone knows about the medication and treatment. If a person is mentally
ill for some dumb reason nobody is allowed to know anything and everyone
becomes precious about it. The way they treat mental illness is retrograde!
We have to get over this nonsense about rights, we are his family!
(Norman)
So a person gets sick right and all things should then kick in together. That
is medicine, diet, exercise, pension, employment options and recovery
treatment you know like counselling or whatever. The way it is now a
person gets some of this and some of that and the whole thing can be a
waste of time especially if they keep the wrong company. How do you do
some things right and the rest wrong and stuff it all up? (Shirley)
You use the word recovery but this can’t happen if you ask too much of
them. If you expect them to go from place to place and then get better, it
won’t happen. He goes to the clinic for his medication and waits for hours.
Then he goes to Centrelink and waits for hours. They lose interest after a
while and it all falls back on to me! They should have a special place for
the mentally ill so that they can do everything and get better. There are too
many road blocks for them at present! (Jessica)
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She goes and works right? And then she comes home and says she has left
her job. So I sit down with her and she tells me she really does try but they
are so short with her and she becomes anxious and makes mistakes.
Somebody should talk with employers so that they all know. (Marlene).
These quotations clearly indicate a high degree of dissatisfaction with some of the
processes participants’ experience as part of their, and their families and the mentally
ill person in recovery, support structures. Participants mentioned the need to avoid a
fragmentation of services, and the need for some form of central body to manage and
coordinate this. For example, Ron, who is the long-term caregiver for his wife,
expressed his opinion of how services could be managed (the quotation is repeated
here for emphasis):
So a guy gets sick right and all things should then kick in together. That is
medicine, diet, exercise, pension, employment options and recovery
treatment you know like counselling or whatever.
What Ron is suggesting is the need for integrated rather than fragmented services.
Several participants expressed that by expecting too much of persons in recovery, the
potential for relapse increased. Participants also argued that those in recovery should
be monitored closely to avoid relapses and enhance employment opportunities.
A major concern was also expressed about the effect of medications over the long
term and a desire to be included in the administering of medicines. A disdain for the
restraints imposed by the legal profession was also evident. In the following
observation, this participant argues that legal constraints shut her out of the recovery
process:
For some dumb reason nobody is allowed to know anything and everyone
becomes precious about it. (Marlene)
The tone of the comments reflects a frustration with the delivery of mental health
services generally. Participants noted that the inadequacies (as they saw them) all
contributed to their emotional stress, for example:
It all falls back on to me! (Lorraine).
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In discussing what they thought support should include, particular carers responded
as follows:
Caring should be a shared responsibility because if the government had to
do it, it would cost a fortune! A person caring alone should be assigned a
mentor or call it what you will to help on a daily basis. (Mary)
I want funding to be targeted so that parents or carers … will allow for
decent respite without waiting periods of stipulations. (Adam)
I think we could have been trained in some way to care better. (Ron)
The following lengthy explanation from a caregiver captures her frustration:
My family are really good but we do a lot of crying and I can tell you that
we really hate the fact that [John] is never going to be what he could have
been if he were not sick. He demands so much of us though and if we let
him he would consume us. It’s not that he is bad or anything he just keeps
on at us. He has to have one of us go to places with him as he won’t go
alone. I guess you call that companionship. He reckons he is scared to go
alone. I feel that he has taken a large part of me with him into his
schizophrenia. I just cannot think about anything else, do you know what I
mean? (Margaret)
The combined determination and sadness of the care giving role (as it is seen by
many of the carers) is powerfully expressed by Margaret:
[A] lot of crying, hate the fact that (John) is never going to be what he
could have been if he were not sick. He demands so much of us though and
if we let him he would consume us. It’s not that he is bad or anything he
just keeps on at us. He has to have one of us go to places with him as he
won’t go alone. I guess you call that companionship. He reckons he is
scared to go alone. I feel that he has taken a large part of me with him into
his schizophrenia. I just cannot think about anything else. Do you know
what I mean?
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Margaret’s responses indicate a state of distress in the sadness she expresses. Over
90 per cent of participants stated they were distressed as a result of aspects of the
caring role. The data reveal that the actual process of caring affects most carers in a
way that emotionally obstructs them in their duties and harms their own health.
P participants appear significantly affected by issues that they experience as eroding
their available time to make plans, travel and relax with friends at any social level. It
is apparent that many do not experience themselves as able to access part time work
or pursue further education due to the time constraints and emotional demands made
on them, and by their inability to recuperate through adequate rest. The time given to
caring and being busy in the role, along with the emotional demands that lingered
past the time actually given to the job, appeared as major contributors to ongoing
carer distress. In particular, the emotional demands experienced by this group of
participants appear to have been a major factor in causing distress.
The next section presents the data about how the role of caring is perceived to affect
the finances of caregivers and how this may have influenced their lifestyles, status
and quality of life.

5.5 The Effect on Carer Finances and Lifestyle
Caregivers, when responding to the question of what some of the most difficult
aspects of caring for a person with a mental illness were, noted how their finances
had been adversely affected. The data indicate that prior to and after assuming the
role, carers were negatively affected by their ability to earn money in employment.
Table 5.9 compares these results.
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Table 5.9. Work-Related Status Prior to Caring
%
In order to care, did you have to relinquish…?
A paid full time profession

15.6

A part time profession

13.3

Full time paid work

22.2

Part time paid work

13.3

Casual paid work of any kind

2.2

Volunteer work

2.2

Nil

31.1

Table 5.9 shows that just under one-third of caregivers were not affected by having
to relinquish some kind of work. However, almost one-quarter indicated they had
forfeited paid full time work. Many caregivers lamented they had had to abandon
their paid work and take up a pension.
Table 5.10. Incomes Pre- and Post-Caring
%
Which range best shows your previous gross (per annum) earnings prior to caring?
$0–$15,000

13.3

$16,000–$20,000

15.6

$21,000–$30,000

17.8

$31,000–$40,000

4.4

$40,000 plus

48.9

What are your average gross (per annum) earnings since becoming a carer?
$0–$15,000

62.2

$16,000–$20,000

4.4

$21,000–$30,000

11.1

$31,000–$40,000

4.4

$40,000 plus

17.8

These data indicate that nearly half of participants of this group were earning
$40,000 or more prior to becoming carers. Since becoming carers, only 18 per cent
remained at this level of income. Those earning $15,000 prior to becoming
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caregivers represent t 13 per cent; after assuming the caring role, this amount
increased to 62 per cent. The data show that a large proportion of caregivers were
affected financially from taking on the caregiving role.
Participants were asked if they spent money directly related to caring. This question
hoped to clarify whether there were additional financial burdens to caring, in
addition to the loss of money from relinquishing paid work. The data in Table 5.11
shows that over 90 per cent experienced the additional financial burdens in their
caring roles.
Table 5.11. Increased Expenditure Relative to Caring
1 = No

2 = Not Much

3 = Much

I spend money caring

4 = Very Much
1

2

3

4

2.22

11.11

37.78

48.89

Given that caregivers clearly recorded how they were affected by a loss in real
earnings, and how in addition that they continued to spend money directly related to
caring, we can see that the loss of earnings (as recorded in Table 5.10) affected most
caregivers substantially. Over 90 per cent of participants indicated they spent money,
and when linked to the loss of income that most carers experienced, it appears that
this caused hardship and a loss of status in addition to the reported increase in the
household tension.
Responding to questions in the interviews, such as what the most difficult aspects of
being a caregiver were and what could be done to make matters easier, the loss of
income and finances featured as a major difficulty for all participant group members.
This included those who had accommodated the person for whom they cared
elsewhere than in the family home. In all cases, financial matters presented as an
issue that contributed significantly to ongoing distress. All but one of the 45 carers in
this participant group said they had incurred extra financial commitments related
specifically to their roles. These included the gaps and expenses related to:
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•

doctors’ bills

•

costs associated with the need to seek extra medical assistance on
weekends when emergency hospital departments were overburdened or
too difficult to access

•

costs associated with ongoing psychological counselling that extended
beyond the parameters of what was provided by the government

•

medication costs over and above those provided

•

contributions to dental expenses

•

rental assistance where required, including the payment of bonds which
were often forfeited because of wilful damage and breakages.

In many cases, carers listed how they were required to ‘top up’ various household
costs incurred, including those related to:
•

car expenses

•

gas

•

electricity costs

•

excess water usage

•

wilful breakages to the home

•

debts incurred by the person for whom they were caring

•

excess food bill

•

fuel costs associated with transporting the person in recovery to and from
appointments

•

clothing expenses

•

extra pocket money.

The qualitative data illustrate how participants experienced numerous difficulties
with financial issues, such as the loss of income. This manifested in increased and
accumulating distress:
I was going along okay and had a plan for the future in my mind. Then he
became sick and our lives changed dramatically. We had to assess who
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would work and who would do the caring. We actually dropped our income
by about 40 thousand a year! (Mary)
I loved my job but now I feel guilty for feeling that but we did need the
money because we had a mortgage. Now we really struggle. (Val)
The bills have gone up and our income has come down! The problem is
that all the bits and pieces add up and we just don’t have the income we
used to have. (Shirley)
Comments such as these demonstrate how carers are affected by relinquishing their
employment to care. Approximately two-thirds of participants said they were
directly affected by losing work and in doing so incurred extra expenses in the caring
role, as indicated by the data in Table 5.9. According to those who received it, the
pension helped participants but did not replace the incomes that most had received
prior to becoming carers. A number of participants commented on the loss of
perceived status from leaving paid work or a profession to becoming a pensioner:
One day I was working, had friends, went for coffee and the odd holiday
down South. Now I am at home and run off my feet and it is though nobody
cares or knows for that matter. (Marjorie)
I was headed for promotion and then I was hit with this! My marriage fell
apart and talk about alienation it was like it was my fault all of this. Now I
am left with the mess. (Madison)
I was quizzed on why I didn’t put him in a home as though this is what you
do and then get on with your life. This is what the doctor told me to do
anyway. How do you replace what you have lost in status and your son’s
potential, how? Just leave him? (Rhonda)
Some participants took issue with the use of the word ‘pension’ and suggested that
the term was demeaning, considering the honourable and valuable work they were
doing as carers:
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When I was asked what I lived on I had to admit to being on the pension. I
really felt awful almost to the point of feeling ashamed or guilty. Do you
know what I mean? (Va.)
I used to pride myself on earning a salary. Now I receive a pension from
the government. I feel deprived of my identity. (Marlene)
Why can’t It, [the pension] be called a salary because what we do is pretty
professional. I mean all the stuff connected with managing issues and
helping with recovery is pretty up there stuff. Why don’t they pay us a wage
and call it that, not the bloody pension. I hate telling people I am now on
the pension. (Douglas)
The comments reported above suggest that for many participants, self-esteem is
associated with receiving the pension. Phrases such as ‘I really felt awful’, when
considered alongside ‘ashamed’ and ‘guilt’ indicate a sense of failure or weakness
and a state of mind that may be considered distressed. Val’s contention that her
identity was taken from her is particularly poignant in that she made her feelings
very clear regarding the status to which she felt she had been relegated. Marlene’s
stipulation that she ‘hated telling people’ she was on the pension also expresses an
emotional association with a status she perceives as being lost in the role of carer.
Table 5.12 shows the responses to the question regarding the effect of financial loss
on self-esteem. Only 29 per cent of carers indicated their self-esteem was unaffected
by their financial situation.
Table 5.12. Impact of Finances on Self-Esteem
1 = None

2 = Not Much

3 = Much

To lose self-esteem

4 = Very Much

1

2

3

28.89

24.44

24.44

4
22.22

In discussion with participants about the terms ‘carer’ and ‘carer benefit’, a number
of that the term ‘carer’ should be re-considered, with the expectation that their status
could be addressed through money being directed to them as a form of government
salary. It became clear that for many participants the term ‘carer’ and being
associated with receiving a ‘pension’ made them feel as if they had failed.
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The majority of the 45 participants were affected by financial factors directly related
to the role of carer. In addition to the household costs experienced, many were
affected by a loss of status and income. In addition to the demands of time and being
busy, and the emotional experiences and financial costs that affected the lives of
caregivers, behavioural issues also emerged as a concern. These are discussed in the
next section.

5.6 Dealing with Behavioural Issues
The data revealed major difficulties that participants experienced in managing
behavioural matters and the effect this had had on them. Open-ended QSR NVIVO 8
coding highlighted words in the qualitative data that underlined exhaustion and the
emotional burnout associated with behavioural matters. Key words were identified
such as ‘confronting’, ‘behaviour’, ‘lonely’, ‘tired’, ‘exhausted’, ‘odd’, ‘guilt’,
‘depression’, ‘panic’, ‘confronting’, ‘aggression’, ‘weird’, ‘crying’, ‘irritability’,
‘difficult’, ‘hard’, ‘confusion’, ‘enormity’ and ‘ill’ were then matched to carer
responses in the questionnaires. The matching demonstrated that carers found
behavioural management one of the most difficult areas to negotiate and manage.
Data gathered in the quantitative questionnaire provided the following profile in
response to managing behavioural problems. Participants were asked to rank the
degree of stress caused in various areas.
Table 5.13. Regarding Stress Specifically Related to Being a Carer
1 = None

2 = Not Much

3 = Much

4 = Very Much
1

Dealing with patient behavioural problems

4.4

2
13.3

3

4

26.7

55.6

Responses to the interview questions showed that carers experienced difficulty
understanding what difficult behaviour related to the illness was and what was
simply bad behaviour. The words ‘bad’, ‘weird’, ‘odd’, ‘bizarre’, ‘paranoid’,
‘frustration’, ‘alienation’, ‘behaviour’, ‘difficult’, ‘simplistic’, ‘depression’, ‘divert’,
‘profound’, ‘roller coaster’, ‘distract’, ‘keep calm’, ‘aptitude’, ‘do not panic’,
‘humour’ and ‘keep emotions in check’ were all identified after importation of the
data to QSR NVIVO 8.
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Participants described the negative language uttered by many mentors and/or family
members to describe outbursts of aggression and bad behaviour. A concern among
many caregivers (when responding to how they managed behavioural issues) was the
advice given to them by some in the medical profession regarding the management
of behavioural matters. For example, in response to asking for guidance from her
general practitioner, this participant was told:
‘[G]ive him a good kick up the arse!’ (Jane).
Other comments regarding the difficulties experienced in managing behaviours
included:
I think that we could have trained in some to way to care better. I didn’t
realise it was my tone and things that caused the problem but I have
learned that there is a way to deal with someone who has a mental illness!
You have to be careful with your facial expressions and your words. They
are easily confused and stand offs can occur often. (Angela)
This participant is alluding to skills that have to be learned or taught when dealing
with persons who experience delusionary or hallucinatory episodes. Angela
mentioned being aware of the mannerisms of delusional or hallucinatory responses
in the care recipient and of what to look for during communicative exchanges. She
also indicated that she was aware of the way in which non-verbal communication
may be misinterpreted. Her message was clear in that she felt that the management
of such complex issues required training and awareness if such interactions were to
be less stressful.
A number of references were made to persons who experienced mental illness being
vulnerable to confusion when interacting, with exchanges that are highly charged
emotionally. A number of carers argued that dealing with a confused or hallucinatory
person called for skills considered the domain of a doctor or therapist. They
suggested it was necessary for those caregivers who had the aptitude to learn and
employ them when dealing with persons exhibiting odd or bizarre behaviour:
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A person should never be allowed or expected to care if they are alone. It is
too much of a job. I think this is why a lot of people have difficulties.
(Gladys)
Gladys was arguing that caring should be viewed as a shared experience and that
caregivers need additional skills to undertake their work effectively.
In a similar vein Wendy remarked:
Those responsible for mental health will realise the enormous load this
places on a family. I want funding to be targeted so that parents or carers
or whatever you wish to call them (I don’t like the word carer) will allow
for respite without waiting periods or stipulations.
Some carers reported their concerns about behaviour during the recovery process:
It is hard because he has some revolting habits and he makes a lot of noises
like grunts and things. Clears his throat so many times and taps the wall. It
is not easy though believe me it is easy to talk about but to do it sh.t! (Ben)
The average bloke would not have a bloody clue about this. They all think
there is a tablet for it! (Frank)
The frustration of these participants is evident in their responses to the management
of behaviours associated with mental illness. Whether the behaviours were seen as
related to medication was not specifically mentioned in any of the interviews.
However, it is apparent that many carers were critical of their own abilities to
understand the illness, their response to it, the effects of medication, the response of
the person for whom they cared and that of the service and support agencies. The
following example foregrounds how Jessica dealt with a behavioural problem:
He came in and pushed me and asked me where his Star Wars stuff was! I
turned on him and shrieked that I had no interest in Star Wars at all and
we both burst into hysterical laughter. After that were directed a lot of our
conversation to humour or I did. I now know that if things are getting
strained to change to a humorous event and to ask questions rather than to
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talk at him or demand. It takes a bit of doing and it does cause me stress
but it can be done! If you want it enough!
Here Jessica demonstrates an attitude and approach that shows her personal style and
perhaps her determination. Her statement ‘If you want it enough!’ suggests not just a
desire to succeed, but strategies that relate to personality or experience. Her
awareness of how to relieve tension in this difficult and emotionally charged
circumstance demonstrates her skill of managing the behavioural issue at hand.
Jessica also acknowledged she had been a nurse previous to becoming a carer. This,
she said, had undoubtedly assisted her in managing the behavioural problems she
encountered.
Julie explains that the person for whom she cares does not like authority. Explicit in
her comment is that interaction with persons in authority have proved difficult in the
past. Her comments reflect many similar observations by other participants. She
suggests that a person either suffering from a negative episode, or in mental illness
recovery, should be spoken to in a particular manner, or that this can lead to a
positive outcome rather than one in which tension is escalated:
A lot of these people (the mentally ill) don’t like authority or being told
what to do in an official way. It’s best to get onto their frequency and to
blend in with their way so that you get things done. His doctor just says,’
this is what you should take so take it’. My son gets home and blows his
top! He asks questions like why the doctor has it in for him. Or what has he
done to antagonise the doctor. This is what I mean, if the doctor would
listen to me and just say to him something like,’ these tablets will make you
into a star mate’ or,’ would you let me know what you think of these
tablets?’ Then this would make it easier on us all. I just get questioned for
the next few days on what the doctor’s problem is.
Interestingly, Julie’s comments suggest that the manner in which a person interacts
with a patient is akin to a cultural exchange. That is, she maintains it is important to
observe the mores of the person with whom one is interacting. She further suggests
that tone and manner play a role in the success or otherwise of outcomes when
dealing with a person suffering a mental illness. Her plea for the doctor to listen to
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her when advising on how to achieve a satisfactory result in social exchanges reflect
other participants’ wishes that they be included in the treatment or recovery process.
Many such comments are evidence that a significant number of participants are
critical of some support and service infrastructure. Allison reflects on the issues she
and a daughter experienced with a therapist, whereby a misunderstanding occurred
because of because of the tone established by the therapist. She indicated that her
daughter would say:
I am not going to be lectured by someone on how to conduct my life. She
just tells me what she thinks is right not what I think. She lectures me and
then patronises me.
It could be argued that Allison’s experience was a one-off case or a
misunderstanding between patient and therapist, but many participants mentioned
similar instances. Edna talked of the authoritarian way she thought those in care were
instructed about their medication. Some participants complained that these matters
could have been communicated or discussed in a pleasant and helpful manner that
encouraged, rather than directed, caregivers in their difficult work.
Edna thought her son was treated poorly. She perceived this in the insistent and
dismissive manner of the therapist that she experienced as being demonstrated in his
pharmacological treatment. Edna commented:
The tablets made him pee dark yellow and he felt like he needed to urinate
all the time.
Edna reported that her son, in some alarm, queried why his urine was an unusual
colour and was saddened because he became offended during the ensuing verbal
exchange with his doctor. He later ceased to take his medication and was readmitted
to hospital for a lengthy period:
He came home from football training and said that he could no longer cope
with it. This made him terribly depressed and down. When I asked him
what was wrong he said that the medication made him feel like a zombie
and he was going off it!
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Her main concern was that her son would commit suicide. Edna made the point that
with the skilful employment of communication and strategies that included the
caregiver and care recipient she believed some degree of compliance, positivity and
reassurance could be achieved.
The threat of suicide presented as an issue that caused a high degree of distress
among this participant group. The data record that just 11 per cent of participants
were not overly concerned about the fear of suicide among those being cared for in
recovery. The aspect of suicidal behaviour was feared by participants and almost all
were at a loss on how to manage it. Most were convinced that ‘hope’ was a factor in
their communicative exchanges with those being cared for. It was this feature of
interaction between participants, families and care recipients that participants
attempted to develop whenever suicide became an issue in the management of
behavioural issues.
With reference to behavioural issues, participants responded by suggesting they had
limited expertise in this field. Many expressed frustration that they had not been
given basic instructions on how to interact or respond to mental illness. Participants
suggested that a training program should be designed and offered to carers prior to
taking on the role. They further noted that if they experienced more inclusion,
preparation and training that they may have become more effective partners in the
process of recovery. Table 5.14 reveals the data recorded in response to questions
posed on this aspect of caring.
Table 5.14. Regarding Stress Specifically Related to Being a Carer
1 = None

2 = Not Much

3 = Much

Having limited experience in the caring role

Frustration with the system and its responses to mental illness

4 = Very Much
15.6

26.7

11.1

46.7

4.4

4.4

15.6

75.6

Many participants were critical of their own inability to manage in their roles and
indicated constantly that they required more training and education. Many felt
vulnerable and helpless at times when confronted with behaviours and circumstances
that were beyond them. These participants felt that those responsible for the design
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and implementation of services should consider their needs and suggestions in a
more collegial way. The following quotations highlight this issue:
I just hope that in the future, those responsible for mental health will
realise the enormous load this places on a family. (Marlene)
I am left with the mess. I think there should be a special emergency
department for the mentally sick. (Lorraine)
They (my parents) still struggle with why we would have a mentally
unstable person in the home. (Chris).
Participants suggested that recovery occurred for many reasons and the services
supplied by psychiatric and other services undoubtedly contributed to the welfare of
their care recipient. However, they reasoned that, while those services were offered
for short periods, they continued in the role long after the working day had finished.
They deserved to be recognised and supported for their contribution to recovery.
This aspect was important to participants because they said that that they
experienced behavioural problems in those ‘after work’ hours. Many participants
argued that services should be made more flexible to take account of ‘after hours’
problems that occurred and disrupted recovery.
The following comments demonstrate the level of delicacy experienced in the
management of problematic behaviour:
Recovery is not just tablets and stuff it is also how we all carry on in front
of him. At first we were all cautious of him and he told us off and said he
would leave if we did not act naturally. It is hard because he has some
revolting habits and he makes a lot of noises like grunts and things.
(Marjorie)
The reference to the level of skills required for behavioural management when
dealing with a person who may be experiencing some kind of confused state of mind
or paranoia is marked in the above example. Many participants mentioned the
difficulties they experienced when interacting with a person either in recovery or
attempting to manage difficult behaviours in the home. They explained they were
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affected in a negative manner, not by the person for whom they cared but by the
circumstances surrounding the role of carer and the inadequacy of support services.
Many argued that behavioural problems were beyond their sphere of ability and
aptitude, and this area of care was a major concern:
I used to sleep like a baby but now… I wonder how this happened and if it
could have been avoided. (Shirley)
I just keep up as though, there is always something else to do. (Gladys)
When I finally get off I wake myself moaning. I find that I am too awake or
something and can’t settle down. (Graham)
These comments suggest that the health of several participants has been adversely
affected by attempting to manage behaviour described as odd, weird or bizarre or at
the very least as profoundly difficult. As observed earlier, some participants found it
difficult to sleep and settle as a direct result of dealing with difficult behaviour. The
data on carer management of behavioural issues reveals that this aspect of caring for
a person with a diagnosis of schizophrenia or major depressive disorder is highly
problematic. Participants generally felt they did not possess sufficient skills to be
effective when interacting with those in recovery.
The next section presents the data on the effect of caring on relationships. It
addresses the quality of the relationship between participant and care recipient,
family members and friends, partners and spouses.

5.7 The Impact of Caring on Relationships
The data provide evidence that participants experience ongoing distress when
relationships are faltering or are affected to such an extent that they do in fact falter.
Participants noted it was not necessarily the person with a mental illness who caused
conflict or confrontation. They reported that the time, skills and effort required to
administer the role affected the opportunities to nurture other relationships. Many
commented that they were often emotionally exhausted and did not have the drive to
devote extra time to interacting with partners or spouses or other members of the
family and friends. Table 5.15 demonstrate the extent to which relationships were
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affected by the requirements of the caring role. Participants responded to the
comment ‘caring has adversely affected my relationships with …’.
Table 5.15. Caring and the Effect on Relationships
1 = None

2 = Not Much

3 = Much

4 = Very Much

1

2

3

4

A partner

66.67

6.67

4.44

22.22

A spouse

42.22

15.56

15.56

26.67

Family members

11.11

13.33

37.78

37.78

Friends

13.33

17.78

24.44

44.44

The data displayed in Table 5.15 clearly indicate that one-quarter of partnered
relationships, almost a half of married relationships and nearly two-thirds of family
are affected in some way directly due to being a carer. Relationships with friends
appeared to have suffered the most, with over two-thirds of participants being
affected in this area of their social lives. The data in Table 5.15 provide an overview
of the level of distress experienced in the role of being a carer, with descriptors for
why relationships are affected so negatively.
Participants’ responses to questions about relationships and their discussions about
these, show how powerfully their relationships were affected by their caregiving
role. For example, Rodney laments on how his relationship with his partner was
negatively affected:
I felt that I had caused it all, not just the mental illness but the problems in
our relationship.
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Here, Allison expresses her emotional pain when discussing how her relationship
with her partner broke down:
When I asked him not to leave he broke down and said he could not cope
with explaining why he was always late and wanted to get away from it as
far as he could.
Sam and Margaret both expressed similar sentiments to those of Sam and Allison.
Phrases such as ‘she could not expose her kids to it’ and (in reference to her
daughter’s experiences with her friends where Margaret recalled the comment
‘schizo freak who would do anything’) reflect the anguish experienced by these
participants in their relationships with other family members.
These comments reveal how participants struggled for various reasons to maintain
their relationships with friends and family. Some participants reported their partners
indicated they were unable to come to terms with the illness, while others were not
prepared to do so. For example, one participant said she had difficulty with her
partner because of the perceived affects her son’s illness was seen to have on the rest
of the extended family. Another found that embarrassment was the main element that
caused distress in relationships with others. Whatever the reasons proffered, most
participants discussed how they were affected in a negative manner in this vital area
of their lives.
Participants described often how their relationship became difficult even when it
continued. Many participants mentioned experiences of alienation or hostility that
were left in the wake of misunderstandings, disagreements about behavioural matters
or because of the time demands of the caring role. For example, Margaret made the
following comment:
We do a lot of crying. He demands so much of us though and if we let him
he would consume us. I feel that he has taken a large part of me with him
into his schizophrenia. I just cannot think about anything else, do you know
what I mean?
Rosemary made similar comments in relation to being unable to spend time with her
partner:
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It really threw me at first and I would stay awake for hours, I am just
exhausted at the end of each day!
These comments reflect a level of frustration and despair that can be seen in such
phrases as ‘but we do a lot of crying’, and ‘he demands so much of us though. If we
let him he would consume us’.
A number of areas concerning distress in relationships were explored and their
significance is noted in Table 5.16.
Table 5.16. What Contributes to Distress in Relationships?
1 = None

2 = Not Much

3 = Much

4 = Very Much
1

2

3

4

1.

I cannot share with others my concerns about caring

20.0

13.3

37.8

28.9

2.

I am angry about the state of care

17.6

26.7

31.1

24.4

3.

I am desperate because of caring

26.7

37.8

20.0

15.6

4.

I am ashamed because of caring

55.56

24.44

4.44

15.56

5.

I am sad because of caring

11.1

15.6

31.1

42.2

The data suggest that many participants’ relationships were affected by their
emotional state, particularly due to their sadness and being unable to share concerns
with others. Adam commented that the family spent much of their time crying and he
imparted a sense of his feeling of isolation in the comment ‘I just cannot think about
anything else, do you know what I mean?’ Rosemary too expressed her distress
about being too exhausted to do anything else in reference to spending time with her
partner. The data in Table 5.16 reflect the areas that generated the most distress for
participants. If this is reflects the mind-set many participants possess when they are
also attempting to remain engaged with and share relationships with their loved ones,
it is unsurprising that so many relationships are reported as failing.
Under this umbrella of stress-related circumstances, participants reported they
remained keen to contribute to their own wellness through accessing non-carer
related work. Many indicated they did this to establish a sense of balance in their
lives, to establish networks and to forge other healthy relationships. Many explained
they were aware of what they needed to do to improve their relationships and states
of mind. For many, this was still not an option due to the demands of caring. The
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data record the information regarding participant perceptions of the obstacles faced
in accessing work, even if it were available.
Table 5.17. Relationships and Work-Related Stress
Since becoming a carer, I have been unable to work for the following reasons:
1 = None

2 = Not Much

3 = Much

Because of my health, specifically affected by being a carer
Because of an increased workload

4 = Very Much
1

2

3

4

24.44

4.44

8.89

62.22

0

11.11

26.67

62.22

Poor health and the workloads caused by the caring role are shown to influence
participants’ capacity to be healthy and involved in matters other than caring, such as
conducting a relationship. No participants recorded being unaffected by their
increased workload.
Most participants expressed their concerns about not being successful in their
attempts to maintain relationships with peers, family, friends and the public. The
concomitant stress generated from their attempts to balance the interactions,
understanding and goodwill between the person in recovery and others was a major
issue with all participants. However, the distress caused by either failed or strained
relationships with partners and spouses was considered insurmountable for many.
Most participants said they suffered bouts of depression and emotional trauma.
The themes that emerged from both the quantitative and qualitative data and detailed
thus far reflect many, if not most of, what participants saw as the downside of their
caring role. This is perhaps unsurprising, as the questionnaires sought to compile
data that measured the levels of distress carers continued to encounter in their roles.
It is also unsurprising given that most participants were attending a support group for
carers. This suggests they were already experiencing some difficulties with their role
of caregiver.
It was also noted in the interviews that many participants recounted moments of
humour and harmony, learning and personal growth. They acknowledged that the
actual role of caregiver could also be fulfilling and worthwhile, despite the lack of
(or misguided) support they reported receiving.
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The next section discusses the observations made by participants about the ‘lighter
side’ of caring.

5.8 The Lighter Moments of Caring
When asked what life was like for them, some participants noted that it was in their
communicative exchanges that humour and positivity most often occurred. However,
in many instances, such humour and resilience did involve a learned knowledge. For
example, whereas in earlier or previous times verbal exchanges may have developed
into arguments or confusion and misunderstandings, many participants noted how
they had learned to re-direct communications and inject humour into their
communicative process. Many participants stressed that they had learned about
tolerance in themselves and how to change a word or facial expression or seek
another way to reach either a resolution or resolve conflict. Participants also
expressed their humility in being exposed to a complex task, such as interacting with
a person who may exhibit odd, bizarre or different behaviours when communicating.
For example, one poignant learning exchange was described in the following way:
I wanted to go shopping and he wanted to come. I waited in the car but he
did not appear so I yelled for him to come. By this time, I was pretty
agitated. When he saw my face, he exploded and became abusive. I sat
down and wanted to cry. Instead I stormed into the house, threw the keys
down and went to my room. After a while I asked him if he would still like
to come to the shops. He wanted to. Instead of going to the car I asked if I
could help with anything. He explained with some embarrassment that he
needed to complete a ritual before proceeding and asked if this would be
okay. I felt terrible that I may have caused him consternation in our own
home. In future I gave him plenty of notice and things improved so much.
We laugh about it now but it did cause me to feel awful at the time.
(Margaret)
Some participants noted that the ritualistic behaviour often symptomatic of illness
and performed by their family member was initially seen as ‘bad’ or ‘weird’ and they
initially responded to it intolerantly. However, they observed that as their
understanding of this behaviour improved, and when enough time was allowed for
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outings to accommodate ritualistic behaviour, matters improved. It was not just the
improvement in their responses to ritualistic behaviour that some participants saw as
contributing to improvements in exchanges. Many participants shared stories about
how they and the person for whom they cared had sometimes learned to operate as
personas imitating characters from movies. One example of a change in
communication was how the character Norman from the film (Rydell {dir} 1981, On
Golden Pond) was perceived as a vehicle for promoting better understanding and
tone in the household. In the film, Norman’s wife Ethel was fond of calling him an
‘old Poop’ whenever he became obstreperous. Three participants referred to the film
(or knowledge of it) and mentioned they had employed a similar tactic, injecting
humour via association rather than a retort directed pointedly at the recipient. Some
referred to the person they cared for as Luke Skywalker from the film (Lucas {dir}
1977, Star Wars). In turn, they were referred to as Darth Vader, depending on the
tone of the conversation. Such participants considered that communication improved
when delivered in this third-party mode and accordingly was not taken as offensive
or as a direct, personal and pointed exchange.
A story of particular note related by Adam was that he was referred to as Mickey, the
mentor coach of Rocky (Alvidsen {dir} 1976, Rocky, MGM) the boxer in the film of
the same name. His communicative exchange with his son was pollinated with many
of these references. He said that many family members queried terms but readily
joined in when they realised that the exchanges were light hearted and effective in
helping with tone and positive interactions. Adam stressed that his son engaged in
such ‘fantasy’ because this was the only way he (his son) could cope. He explained
that by identifying with the character of Rocky (who had come from very difficult
circumstances and conquered them), the character was a role model to his son.
Many participants commented that the person for whom they cared did not respond
well to parental, formal or directorial conversation. Therefore, the alternative was to
operate in the manner outlined above, often with humorous results. One participant
related a story of accompanying her son to a psychiatric clinic for therapy. She said
this was, in itself, often enough to trigger outbursts of aggressive behaviour.
However, on arrival she sat down while her son approached the desk. On being
asked who he was, he informed the receptionist that he was Darth Vader. The
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receptionist, in reference to his mother, replied ‘and I suppose you are with Princess
Leia!’ His mother involuntarily and audibly responded, ‘yes, I’m here!’ This caused
much mirth in the clinic waiting room and was a circuit breaker for the son’s anxiety.
In contrast, many previous visits had generated anxiety and conflict.
Some participants mentioned the potential for misunderstandings resulting from set
attitudes and the intransigence of family members and friends who offered advice
and commented on how to care for a person exhibiting odd or weird behaviour. As
Sonia put it, ‘everyone is an expert!’ However, when participants began to ‘read the
play’, previously difficult conversations between family, friends and care recipients
became increasingly informed and cordial. It was also noted that as family members
and friends became more adept at interacting with a person in recovery,
communication improved. Some saw acting out or taking on a persona as ridiculous,
but as Shirley remarked, ‘we do this with kids don’t we? Look where that gets us’.
One particular significant story involved the mother of a participant who was
sceptical of ever being able to interact with a person diagnosed with schizophrenia.
Additionally, she was hostile to modern treatments. The exchange is presented here
as a script, from an outline provided by the concerned participant:
Carer

Mum we are going to the shops now would you like
to come?

Grandma

Yes dear I would, just pick me up in 20 minutes.
Don’t bring him!

Care
recipient

I don’t want to go to the shops if Grandma is coming
she hates me!

Carer

Grandma loves you!

Care
recipient

She does not! She thinks I’m a maniac! You know
something? She’s the crazy not me!

Grandma

Oh God dear is he driving the car now? Is he safe?
Come on now I’ll drive!
Okay Grandma you bloody well drive!

Care
recipient

The son climbed into the back of the car and ‘grandma’ drove to the shops only to
have a minor accident in the car park. ‘Mother, Grandma and Grandson dissolved
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into hysterical laughter’, as the mother put it. The participant observed that from this
point on, the relationship improved dramatically between all parties.
It was apparent that for those participants who possessed the aptitude and who were
able, much of their stress was relieved by humour and sensitive verbal and nonverbal exchanges. A number observed that as family and friends became more aware
of the need to communicate flexibly, they also became aware of and employed
different modes of communication and interaction. Some participants noted that it
was not just verbal but non-verbal cues, such as the eyes, stance and use of gesture
and touch, that also had the potential to cause misunderstanding and hostility. These
aspects also needed to be understood and modified.

5.9 Conclusion
Most participants in this research experienced life altering and distressing changes as
a result of taking on the role of caregiver for a person with a diagnosed mental
illness. Most suffered ongoing emotional health problems that required constant
medical and psychological treatment for them to continue to manage and perform
their care giving roles. Many health problems and symptoms experienced by
caregivers were described as sleeplessness, lacking in confidence, guilt, sadness,
grief, obligation, fear, humiliation, worry, exhaustion, exploitation and depression.
Caregivers referred to being ‘on call’ and ‘stand by’ for 24 hours a day every week,
and this exacerbated their sense of feeling constantly unwell and worn out.
The data indicate that caregiver relationships were negatively affected by the overriding need to give their time to their caring role. This often resulted in
misunderstandings, alienation, broken relationships and aggressive behaviours
between caregivers, care recipients, spouses, partners, family members and friends.
Importantly, the data also reveal that caregiver and professional relationships were
affected by the distress that caregivers experienced in their roles, as this was often
carried over into these interactions.
Many caregivers were affected by issues related to time and physical demands. This
precluded them from obtaining employment, either part or full time, to supplement
their incomes. Many had limited time to socialise with friends or pursue a sport or
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recreational activity, a hobby or further education. Such circumstances further
contributed to a sense of isolation and loneliness, thereby compounding their
distress.
Most participants experienced added financial pressures associated directly with the
role of caregiver. The data show that a majority of caregivers were required to
relinquish well-paid professions or jobs prior to becoming caregivers. This affected
them negatively because they experienced a loss of status, future income and
superannuation prospects. The resultant loss caused many caregivers to become
unwilling welfare recipients, expressing their aversion to the title ‘pensioner’.
All caregivers experienced problems in the management of behavioural aspects.
Many argued that managing the behavioural aspects of care giving was beyond their
aptitude and abilities. Conflicts were noted with other family members when
attempting to negotiate strategies for behaviour management. However, it was uplifting to learn that, although participants acknowledged profound hardships, most
professed that they had acquired knowledge and an understanding about themselves
that contributed to their own personal growth and discernment, imparting a sense of
feeling worthwhile.
The data also demonstrate that service delivery and design are inadequate for this
group of participants. In particular, they noted the lack of after-hours support and
urged that mental health be structured over seven days of the week and after hours.
Participants noted their frustrations when dealing with hospital emergency
departments and how these were ill prepared to address their requirements. There
was a strong desire (as indicated by the data) for mental health services to be restructured and for participants to be included in the future direction and design of
these services. This group of participants argued that it was only through inclusivity
and collaborative partnerships for them, family, friends and care recipients, that they
could strengthen understanding and relationships with professionals and the general
community.
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Chapter 6: Care and Recovery
Zigong asked: Is there any single word that could guide one’s entire life?’ The Master said:
Should it not be reciprocity? What you do not wish for yourself, do not do to others.’
The Analects of Confucius, 15.24

Although my research aims were focused on understanding the way carers
experience the daily work of care giving and the associated problems, it was
important for me to understand how they conceptualised the task of care giving more
generally, as well as how they understood their place in the process of recovery in
those for whom they cared. In this chapter, I examine how the terms ‘carer’ and
‘recovery’ are conceptualised by participants in the current research and link this
with the literature on care giving and recovery.
The first section details how participants describe their daily experience of care
giving. Consistent with the previous chapter, the carers interviewed for this research
are identified as participants to enable me to differentiate them from carers or
caregivers as terms used and described in the research literature.

6.1 Care Giving
Participants in the current research expressed a clear understanding of what care
encompassed for them. Most participants described the term as associated with a
lack of choice and a sense of captivity:
I feel that he has taken a large part of me with him into his schizophrenia.
(Margaret)
For others it was a duty they willingly undertook, with some reservations:
I think that it is good to care but I wish I had more help in the home with
cleaning and preparing meals and taking my son to events and things. I
struggle with getting the energy to do anything else but worry about him.
(Rosemary)
In contrast, for others the term ‘carer’ was inappropriate and limiting:
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I just hope that in the future, those responsible for mental health will realise
the enormous load this places on a family. I want funding to be targeted so
that parents or carers or whatever you wish to call them (I don’t like the
word carer), will allow for decent respite without waiting periods or
stipulations. I spend so much time at this that I am so tired at the end of the
day. (Ron)
The Commonwealth of Australia (2009, p.15) report aimed at investigating options
for better support for carers acknowledges early on the difficulties associated with
defining the term ‘carer’. It adopts the following definition:
Carers are usually family members or friends who provide support to
children or adults who have a disability, mental illness/disorder, chronic
condition or who are frail aged. Carers can be parents, partners, brothers,
sister, sons, daughters, friends or children of any age. Carers may care for a
few hours a week or every day. Carers are unpaid. They may receive income
from a range of sources including government pensions and benefits
(Commonwealth of Australia 2009, pp. 35–36).
Most participants consider the term ‘carer’ inappropriate because of its associations
with past negative interpretations of mental illness, inequality, welfare, status and
stigma. Similar views to these are reported in the literature (Bland & Foster 2012, p.
518, Lutz & Bowers 2000; Rummery & Fine 2012, p. 327).
Many participants took issue being described as caring for a few hours a week or
every day. They maintained that the role required they be on ‘stand by’ or ‘on call’
all the time. This permeated their thoughts and emotions. For caregivers, time was a
central issue and they maintained the issues around time was an active part of being
a caregiver, whether for a few hours or every day. Carers argued that the demands of
time, especially emotional time, must be central to any description of them, as it
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defined them as unpaid, un-entitled workers, employed over inordinate periods of
time.
Rummery and Fine (2012, p. P. 323) espouse the view that caring may be understood
as a feeling or emotion involving a disposition towards others. They suggest that
such expressions are connected with wellbeing or concern for others. The ‘others’
may be family, friends or partners. However, the condition of care as discussed by
them is not just confined to those who are vulnerable or in need. It is also extended
to clinicians, neighbours, strangers and people generally. Referring to Slote (2007),
Rummery and Fine (2012, p. 323) emphasise that empathy and recognition constitute
fundamental, cognitive and emotional reorientations towards another, which include
taking an interest in the wellbeing of and responsibility for that other person.
A second facet of care is reported in the literature as including the work and physical
activity involved in care. In this sense, care a form of labour. Tending to the needs of
another person is both time consuming, and physically and emotionally demanding.
According to Twigg (2000), this involves care giving in extensive skin-to-skin
contact. Issues associated with workloads, financial rewards, opportunities, physical
stress, burnout and the costs of care are also highlighted. Larson (1977), cited in
Rummery and Fine (2012, p. 323), emphasises that competency is important in this
facet of caring because of the need to benefit and not harm the person in care.
Although the care discussed by such researchers refers to care in a general sense, the
particular aspects highlighted are also emphasised by participants in the current
research. They identified the ability to perform such skills as requiring a special
aptitude and spoke hesitantly about their own competencies, especially over
extended periods:
I don’t think I’m suited to caring because I just cannot manage the
outbursts and bad behaviour. I’ve tried to but I just can’t get away from it
and I crawl off to my room to escape it. Will it ever end? (Monty)
My nerves are so bad that I begin to tremble whenever there is an
argument or shouting I just can’t cope. I mean I used to be able to!
Something has happened to me. (Shirley)
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McKechnie and Kohn (1999) emphasise the link between competency and work,
especially in medical or nursing care. They note that many people in their research
voiced their own concerns about whether they were helping or hindering the process
of recovery for those in their care. Monty’s comment about not being suited to caring
touches on this point. Similarly, Shirley felt she may be hindering the healing
process because, as a caregiver she was not coping. This was a common fear among
participants.
The literature highlights that caring is generally considered a complex and difficult
role involving power and dependency. Caregivers are often portrayed as providing
assistance to passive and vulnerable obedient care recipients (Rummery & Fine,
2012). However, any expectation of, or association with, care giving for a person
with a diagnosis of mental illness as passive is considered unrealistic and
unacceptable (Bland & Foster, 2012; Price-Robertson, et al., 2016; Warner, 2010).
No participants in this research had expected or experienced the complete passivity
of care recipients. Indeed, many participants wished for more passivity and less
restlessness and aggression.
Scholars such as Bland and Foster (2012), and Price-Robertson et al. (2016) stress
the need to include families more extensively and to engage with them in treatment
and therapy programs for care recipients. They also note that it is essential to move
away from long-held theories that consider care the sole domain of individual
families; they stress that care is the responsibility of a broader network of caring
relationships. Such relationships would ideally include clinicians, service industry
providers and members of the broader community. Participants reported that family
members, friends and the broader community needed to be better educated about
contributing to the welfare of carers and those in care. Many participants argued that
schools should provide this initial education, as a compulsory aspect of the
curriculum, to equip future carers with some of the necessary tools. Rummery and
Fine (2012) state that carers are themselves dependent on support and understanding
from the broader community so they do not lose their own autonomy. Most
participants felt that factors such as depression, isolation and a loss of identity and
self-worth can hasten a loss of autonomy.
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Another area of acute concern for participants in the current research was the wider
association of the title ‘carer’ with the term ‘pension’. A substantial number felt
obliged to relinquish their professions or paid work to care. Accordingly, they
experienced a loss of income and status. Many professed they were embarrassed by
being referred to as ‘pensioners’. Suggestions for what to call carers included ‘health
support’, ‘health support worker’, ‘health worker’, ‘health mentor’, ‘health
professional’, ‘mental health support’, ‘mental health mentor’ and ‘provider’.
However, many participants acknowledged that to change the title of ‘carer’ to
something else would be somewhat arbitrary. They referred to the role and power of
language to generate feelings of inequality, racial and religious tension or prejudice,
and argued that a job description and title were important to how people identified
themselves and felt about themselves.
It is interesting to speculate that with recent co-design initiatives, new ideas may
emerge about how to refer to carers. For example, the Victorian Mental Illness
Awareness Council (VMIAC) (2014) have produced a kit (MC Eco Toolkit, Booklet
one, Version 1.2) that enables service organisations to collect, identify, co-design
and implement ideas gained from consumers and carers and run focus groups to
gather information on what consumers and carers may require. This may serve to
change the way in which carers are referred to in the future, depending on the
feedback collected. Such examples of co-design also provide for carers a voice that
can be heard regarding what they want to see changed. This avenue is limited for
participants in the current research. However, a similar initiative for co-design was
suggested at the time of this research. A principal complaint reported in this research
was the frustration that most participants felt with the rigidity of the system and its
resistance to change in relation to viewing participants suspiciously to accepting
them in treatment regimes. Observations such as these have also been reported in the
literature (Mind Australia 2016; NMHC 2014). Other recent initiatives—such as the
Consumer and Carer Co-Design Initiative in Mental Health, From the Madhouse to
Co-Design in Mental Health (2016)—are also addressing the need to include carers
and consumers in producing services. This may also provide an avenue for carers to
express their concerns about how they should be referred to and remunerated.
Participants made the following observations about how they viewed the term carer:
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The word ‘carer’ is misleading. We do much more than care—we organise,
treat, provide therapy and promote recovery, encourage, and take the place
of medical staff and get called pensioners for this! We’re not! We’re health
professionals too! (Rosemary)
I hate the word ‘pensioner’ because it suggests we went on welfare gladly
just to get it. We are people who give so much to people who need so much
and I gave up a good job to do this. We need a better word for what carers
do to help people get better. We should be paid like any other worker and
be referred to as health workers or something like that. (Gladys)
So one day I am a leader in my field and treated with respect and courtesy
then try dealing with a queue in Centrelink and helping a person who is
mentally sick. The fall from grace is enough in itself to cause depression.
The word ‘pensioner’ has to go and the way we treat people who are doing
the most important work has to improve. Really it’s a bloody human rights
issue! (Douglas)
These comments reflect a sense of shame or a lost status and identity. As Rummery
and Fine (2012, p. 323) comment, the term ‘carer’ is a label bestowed on a person by
another to objectify and classify; it is done for expediency. Most participants in the
current research referred to being called a carer as inaccurate and demeaning,
especially when linked with the words ‘pension’ or ‘welfare’.
Generally, participants expressed the view that there was potential for their role as
carers to be viewed as both positive and negative, in terms of the recovery of the
person for whom they cared. All felt it was important to clarify use of the term
‘carer’ so that it was viewed in the most positive light. The commentary from
consultations undertaken by the Commonwealth of Australia (2009, pp. 16)
demonstrate an equivalent set of concerns:
Many carers, grapple with the term ‘carer’ and whether or not they want to
be seen as a carer. They call themselves a family member, or a friend, or a
neighbour, a partner or a lover, but the term ‘carer’ is often seen to be so
objective that they don’t want to be called this.
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Middlemiss (2012, p. 200) reports that many people in recovery (of which she is
one) object to being placed on welfare and being referred to as pensioners:
For me it is the biggest form of insult after working all my life. It also is
the main cause of my depression…
It (the pension) sucks. There is pressure in every step…
I cannot attend functions such as Mother’s Day as I can’t afford the venue
picked.
These comments (expressed to Middlemiss) are from persons attempting to recover
from mental illness, not carers. Arguably, the carers of these people could also be
negatively affected by their attitudes to becoming pensioners. In Middlemiss’s
analysis, care recipients (on becoming welfare dependent) thought the journey of
recovery was impeded at an early stage by their feelings that they had been
relegated, rather than supported, through being placed on the pension. This matter of
dependency was also important for many participants as it was pivotal in their selfidentity and how their families and friends viewed them. For example, participants
commented on their experiences of self-worth and esteem and how these were
affected by the interpretations of ‘carer’ and ‘pension’, generating stigma and
distress:
I felt as if I had been guilty of some dreadful thing when I was told that as a
pensioner I could not have more than a certain amount in the bank or that
to be insured I would have to pay an excess because of being a carer taking
medication I was associated with a mental disorder. (Roz)
I got the double whammy! You’re no longer a paid worker you are a carer
and pensioner! Talk about a drop in status. When I tried to insure her (care
recipient) I was told the application would be refused because she had a
mental disorder and therefore vulnerable to suicide. If this is not
discrimination what is? It is alive and well in our own community!
(Douglas)
Most carers protested that they and those for whom they cared were barred from
obtaining insurance (or if granted, the premiums were so high they were rendered
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inaccessible) and loans because of the way in which they were identified and
categorised by specific language, including ‘carer’, ‘mental illness’, ‘anti-depressant
medication’, ‘pensioner’ and ‘welfare’. This is an area where participants felt
marginalised and discriminated against. They acknowledged that others who may
have been diagnosed with heart problems or cancer may also be refused insurance.
However, they argued vigorously that even an association with mental health
resulted in discrimination:
I asked about insurance for myself and was questioned about my
background. When it came to was there any mental illness in the family I
had to say yes. Well everything changed then and I got the idea that there
was no way I was going to be insured. I was asked who it was who was ill
and what relation to me he was and so on. I objected to this kind of
information being asked and was told that it was standard procedure. (Val)
Objections to the word ‘carer’ (Commonwealth of Australia 2009) also reflect carer
opinions generally. They are also corroborated by many participants in the current
research:
I still believe that this word (carer), used as a tool of government policy, is a
source of inbuilt resentment by one person for the other. One the ‘giver’, the
other the ‘taker’, one the ‘active’, the other the ‘passive’ harking back to the
medical model of people with impairments as ‘patient’, passively suffering.
‘Carer’ reinforces one person’s actions against the others, the person who
has been linguistically categorised in a deficit model of ‘need’.
The reference to being ‘linguistically categorised’ stresses the impersonal nature of
the term ‘carer’ and ‘reinforces one person’s actions against another’s’ suggest a way
of exploitation or control that is undeserved but evident. The intentions of the words
may differ from the intended meaning; however, the statement above shows how
important it is to be aware of the power of language to influence attitudes and values
towards mental illness and those associated with it. Notwithstanding that labels are
important, so too are the sensitive approaches employed in the caring process and the
journey of recovery.
Many participants argued that they had suffered emotionally from the stigma
associated with the term ‘carer’ or ‘caregiver’. This is reflected in the evidence
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presented in other reports. For example some carers reject the term ‘carer’
(Commonwealth of Australia 2009, p.18), arguing that it has been instrumental in
contributing to their distress because of past interpretations (Hatfield & Lefley 1987;
McKeague 2003; Warner 2010; Rummery & Fine 2012). They commented on its
association with neurotic people, usually females, who spend their time worrying
over inconsequential matters (Rummery & Fine 2012, p. 322).
Rummery and Fine (2012, p. 329) note that carers generally are undervalued, unpaid
or subject to low wages, are viewed as unskilled and open to exploitation by
governments. Participants poignantly reflected these views by referring to terms such
as ‘pensioner’ and ‘welfare recipient’. In so doing, they add to the richness of the
observations detailed in Rummery and Fine (2012). That many participants suffer
from a negative self-image is evident in this research. However, many were keen to
note that such negative self-perceptions did not mean that they did not enjoy aspects
of the role. They genuinely and lovingly cared for and about the persons who needed
their support. Rather, they were distressed by their perception of the attitudes
towards them; even if these attitudes are labels and social constructs, they remain
demeaning and hurtful (Elam 1980, p. 114; Eagleton 1984, p.123; Gunther Kress
1988, p. 6; Hebdige 1979, p. 15).
All participants argued that the term ‘care’ should be valued and respected. They
suggested in the absence of a different term that identified their important work,
ongoing educational campaigns should be mounted to combat this. The labels of
‘carer’ and ‘pension’ cause particular consternation because when linked to ‘mental
illness’ connections were made with violent and unpredictable behaviour.
Consternation was also caused by associations with ‘mad’ and ‘bad’ in the public
perception (Commonwealth of Australia 2009, pp. 22; Frith & Johnstone 2003, p.
155).
Frith and Johnstone (2003, p. 157) give examples of newspaper reports with
headlines such as, ‘I’ll sweep psychos off the streets’ and ‘Care in crisis as mental
patients are freed to kill.’ These and other scholars argue that the term ‘carer’,
through its association with mental illness, has been further misunderstood and
devalued. The media commentaries imply reported that the value of care giving and

139

the advances made in mental health support and delivery are demeaned and
misunderstood in the interests of generating headlines (Frith & Johnstone 2003).
This research highlights that these negative attitudes are still prevalent. Many
participants who have experienced the transformation from paid work (with what
they described as its entitlements, superannuation, paid holidays and a promise of a
future direction) recounted negative experiences that highlighted their loss of
employment status. A number focused on their negative experiences with Centrelink,
which is the principal government welfare organisation in Australia providing
financial support/pensions. These experiences included spending inordinate amounts
of time waiting, being treated in an offhanded manner, repeating sensitive
information publicly and being means tested and reviewed to determine if they had
miscalculated their incomes and assets. Participants described these experiences as
demeaning and imbued in ‘red tape’:
We urgently need a discrete department, not Centrelink, staffed by trained
people who deal with mental health carers. This important work is
constantly under mined by insensitive and often ignorant people who do not
understand that they are dealing with a culture associated with pain and
hardship. (Adam)
Many participants perceived they were viewed as ‘passengers’, although they
acknowledged their own feelings of vulnerability and sensitivity. They expressed the
view that Centrelink should design a sub-department to deal specifically with mental
health. This should be staffed with personnel trained in what carers termed the
‘culture’ of mental health. Participants related how care recipients avoided fulfilling
their Centrelink obligations because of the degree of stress this generated. The
ensuing result was that participants said they were often called upon to follow up and
complete transactions between Centrelink staff and care recipients, adding further
distress.
Some participants compared the structures in place at Centrelink to those in
emergency hospitals. The notion of triage or wait-listing was another way of saying
‘get in the queue’. This process was often an anathema for participants and care
recipients. In some cases, they viewed it as dangerous, as care recipients could
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respond in a violent or aggressive manner. Many participants related stories that the
zero tolerance policies now prevalent in hospitals and service organisations were due
in part to care recipients being required to wait for lengthy periods before receiving
treatment or attention and responding in a negative manner. Participants also argued
that if their roles were understood in terms of them being partners in a
knowledgeable and vital aspect of health service they would be given more
credibility and respect when attending service agencies.
All the participants were keen to highlight their own cognisance of the stress that
many treating clinicians were under. They likened their own roles to those of clinical
staff, with the exception that staff could at least go home after working their shifts.
Participants spoke of the danger of burnout for them and for professional staff,
caused in part by funding cuts and unrealistic expectations. The ramifications of
what Selye (1976) has termed general adaptation syndrome effectively describe the
circumstances related by participants. Selye outlined three stages in his theory. These
are: receiving the stress, followed by a period of recovery but being on alert and then
if stress persists, exhaustion. The third stage was an issue for many participants.
Selye argues if this stage is reached, the participant experiences emotional or
physical illness (burnout) or in severe cases, death. Selye also discusses what he
terms ‘eustress’ or good stress and how this can lead to positive enrichment or
enhanced growth. However, many participants argued that this kind of stress was the
exception rather than the rule. The implications of stress were not lost on
participants, who also worried that the processes they often experienced could flow
over to clinicians and service providers. There is no doubt that caseloads are high
(Huxley 2008) and that the incidence for ‘burnout’ is a risk factor among this group.
The absence of alternatives to being a full-time caregiver was noted by many
participants. This is consistent with what other researchers in the literature describe
as a situation that is ‘exploitive’ of families. Scholars such as Brisenden (1989)
suggest that the term carer is ‘exploitative’ because the experience of many carers is
that their assumption of a full carer role has ruined relationships and thwarted their
life opportunities. Participants argued that if there were choices that delivered
competent, reliable and secure services to those in recovery, they would be able to
make an informed choice about whether to care at all, for some of the time or for all
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of it. Without such services, they suggested there was little choice. As such, they
filled the voids, not as citizens with free choices, but as commodities serving to fill
the gaps that exist in the delivery of mental health services.
These ideas resonate with those of Morris (2004), who suggests the term ‘caring’
could be better considered within the framework of citizenship—that the carer
should be regarded as a citizen and not a commodity. Morris (1997, p. 54) observes
that care in the second half of the twentieth century has come to mean not caring
about someone but taking responsibility for someone, thereby to taking away or
limiting choice and free will. He presents a potent view that caring is a form of
oppression and suggests the only way to empower the role is to reject the ideology of
caring. Such observations about ‘throwing off the ideology of caring’ while
interesting, were neither echoed nor explored in any interviews with the current
study’s participants.
It is evident in Rummery and Fine (2012) that care generally is becoming a
marketable commodity and people are employed in all aspects of it. With this comes
the promise of superannuation, leave entitlements, holidays and a salary
commensurate with the requirements of positions advertised. Employment in the
care industry generally provides a social status that is positive due to the perception
that persons in such employment are qualified and caring. The participants here, on
the other hand, who were functioning on pensions were still largely without
recognition in the form of financial and social status due to the widely held
perception that they are unpaid workers. For example, participants reported:
To be insured I would have to pay an excess because of being a carer
taking medication I was associated with a mental disorder. (Adam)
You’re no longer a paid worker you are a carer and pensioner! Talk about
a drop in status. (Val)
Such comments reflect the hurt described by participants on experiencing what they
termed the ‘demeaning’ and ‘stigma-inducing’ treatment from insurance agencies.
The

outcomes

experienced

by

participants

‘discrimination’.
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Beckett (2007, p. 377) argues that care should be comprehensively placed in the
marketplace and should be recognised with financial as well as social rewards for
carers and those cared for. By professionalising care, Beckett stresses this would lead
to policies that would value carers and those cared for. This would encourage a move
away from traditional understandings of both the position of women and disability.
For participants in the current research, there was little doubt that recognition and
choice was vital; many had had to forfeit a way of life that included financial
security and status. In the case of those participants who had not forfeited some kind
of paid work, they felt that caring was a noble profession that should be
acknowledged, not through the provision of a pension, but through being included as
genuine recipients of a government wage or salary that recognised their contributions
to mental health.
The following section discusses how recovery was perceived and conceptualised by
participants and how the literature has contextualised this element of care giving.

6.2 Recovery in the Process of Care Giving
As noted over 20 years ago by Anthony (2000, p. 15), the term ‘recovery’ was
contentious from the start. It remains so. Contemporary understandings of the
concept as applied in mental health perceive that recovery is a journey rather than the
absence of mental illness. It differs for all who undertake it to achieve a level of
wellness and a sense of identity and wholeness (Bland et al. 2009). To a large extent,
participants used the term to describe an ‘end point’ or ‘getting better’, rather than a
journey along a continuum. This perspective is perhaps unsurprising, as these
participants are generally older carers rather than academics or policy makers.
However, it is important to note that most participants’ appreciation of the term
contrasted with the contemporary use of the term ‘recovery’ in mental health
services, both in Australia and internationally. Perhaps their attitudes, which were
predicated on the medical model of recovery, were also unsurprising considering that
the average age for participant carers was 60 plus.
Other research also suggests that persons in recovery need balanced and collegial
support from carers or family or friends and clinicians, or support from all of these
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where possible (Bland et al. 2009, p. 44; Bland & Foster 2012; Price-Robertson et al.
2016). Bland et al. (2009) refer to the help provided by family and mental health
workers as ‘hope carriers’ and suggest that confronting painful realities may be eased
by the belief that matters will get better. Hope carriers may help to aid this process.
Participants generally saw themselves as promoting hope through providing a
security by which care recipients could think about improving their circumstances,
without the added stress of financial or accommodation vagaries.
Townsend and Glasser (2003) describe the healing processes as the heart and soul of
treatment and point to how service agencies and those in the treatment chain
contribute in positive ways to the success of the recovery journey. Middlemiss
(2012, p. 45) suggests a number of creative ways in which agencies may approach
making recovery a more personal and satisfying journey. For example, she suggests
that fairy stories may operate as metaphors for the journey the care recipient is on
and cites the story of Cinderella, complete with fairy godmother or helper/carer, as
an example of a character pursuing wholeness or sense of self in the face of
adversity. She highlights that each person may need to ask questions of themselves if
their journey is not proceeding in the manner planned, such as how a change of
course or setting of new goals may help. She also suggests that a pictorial
representation, such as a narrative drawing of the journey process, may inspire or
make success seem possible.
Even though most participants assumed the medical model of recovery, they argued
that with the appropriate support, they could enhance the recovery experience for
care recipients. Generally, they were positive about making a difference in the lives
of those in recovery. They reported that providing a home and security, food and
warmth, love and succour was the least they could do:
When I am in my warm bed on a freezing cold night, I am glad that I
insisted on her being at home. Here at least she may get better. (Marlene)
I was told that he may never get well but he needed to be looked after lest
he just roam the streets. I will do all I can and then some more. (Roz)
Even though he is a pain in the b.. I feel that I should still perform like his
mother, you know? (Rhonda)
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I could not live with myself if I did not offer to care for him in some way or
another, like just to be there. How would he get well otherwise? (Jane)
These participant comments reflect the concern felt for care recipients. By providing
a secure environment, participants felt they were contributing to the wellbeing and
mental health of care recipients, if not to their total recovery. Interestingly, they did
not specifically report they were directly helping to promote recovery, but rather
health and the provision of care and warmth.
Whitley and Drake (2010, p. 1249) discuss a multi-dimensional approach to recovery
and list ‘hope’ as a principal and measurable outcome. They argue that hope is in
part generated by family and friends, peers, therapists and a sense of direction or
higher power. To facilitate the essence of hope in the recovery journey, it is
necessary for the care recipient to enhance this in partnership with the support
mechanisms provided by a mental health service. Broadly these encompass what
Glover (2005) refers to as upholding hope, engaging in a sense of self, supporting
personal responsibility, enhancing meaning and discovering or moving away from
alienation and remaining connected to family and community. For Glover (2005), to
achieve maximum benefit for the person in recovery it is first necessary to provide
support and services that may enhance the process. Many participants in this
research reported they had not experienced such support:
Why is it that funding ceases and a programme that is working is ditched?
(Marlene)
If they get the service bit right then it works better for us if they don’t it
makes matters worse. My son was going so well and they had to change
things because of funding cuts! (Marjorie)
Many participants were keen to advocate that service organisations be designed and
staffed in part by them, those in recovery and health workers in partnership, but with
some influence over funding streams. This partnership, so well described by scholars
such as Bland and Foster (2012) and Whitley and Drake (2010, p. 1248), would help
to address the issues of self-esteem and social and employment inclusion that are
vital in recovery for both carers and care recipients. Participants were clear that
recovery could be enhanced through providing a regular daily routine and freedom
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from harassment threats. Funding should reflect this aspect of mental health care in
the provision of accommodation and care options. Scholars such as Bland et al.
(2009) also note that care recipients should be assisted to achieve a degree of social
inclusivity and employment opportunities. Such scholars reinforce the need for care
recipients (in their journey of recovery) to be given avenues to employment and
thereby some degree of social inclusivity. They emphasise these opportunities should
be provided for those who seek to recover, because such opportunities will enhance
this process. Price-Robertson et al. (2016) stress that social work practices should
help to provide the means for care recipients to access social and employment
opportunities as part of the recovery process.
For those in recovery, it is evident that working with families and friends is
beneficial in some cases (Bland & Foster 2012; Price-Robertson et al. 2016). For
others, it may be optimal for a person in recovery to consult with a clinical team to
decide on the way forward (Davidson & Roe 2007). With this in mind, ‘carers’ and
‘caring’ should be considered within a framework of citizenship and not
commodification (Rummery & Fine 2012). Many participants argue that they did not
have a viable alternative presented to them when their family member or friend was
diagnosed with a mental illness. No choice offered about whether to care or not.
They said they were simply expected to care and cope. Many participants expected
alternatives would be provided for the care recipient to access. They were quick to
point out the inadequacies of what was cynically termed as ‘the system’:
We had no choice there was nothing else. There used to be but now,
nothing except the streets and relapse for many. (Jane)
When we asked what else there was we were told with some amazement
that there was nothing, nothing, nothing else! (Val)
The reference to ‘the streets’ was reflected in the language of many participants. The
allusion to ‘used to be’ was in reference to institutions that used to provide care for
mental patients upon discharge from conventional hospitals. Participants argued that
if there were choices that delivered competent, reliable and secure services to those
in recovery, carers would be able to make an informed decision about whether to
care at all, for some of the time, or for all of it. This would also obviate the need for
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some families to offer care when it was perceived by care recipients as destructive.
These views were generally expressed in terms of there being little choice and that
carers filled the voids, not as citizens with free choice but as commodities filling the
perceived gaps in the delivery of mental health services.
Participants were also eager to be included in a wider community setting. That is, to
be accepted as bona fide contributors to a worthwhile and respected cause: caring.
Perhaps in this sense, the giving of labour to care may be considered as a commodity
like any other, treated with respect and compensated for accordingly. This rather
impersonal description of care as a good or service suggests that rather than seeking
ways in which caring could be made achievable in terms of satisfying aims and
objectives, it could be resourced so that it became indistinguishable from other
employment positions. Rummery and Fine (2012) argue that poorly resourced carers
and care recipients have fewer choices and fewer options to exit care relationships.
They are in no doubt that the key to social participation is access to a range of
acceptable, available and accessible alternative resources that provide options for
carers to work and interact within a community setting.
Daly (2002) also reinforces Rummery and Fine’s (2012) notion that care giving is a
resource like any other and must be properly and humanely addressed. That is, carers
should be given choice in whether they want to continue in the role of carer, or work
elsewhere. According to the data gathered in the current research, participants do not
have viable opportunities. For example, they highlight the demands placed on their
emotional and physical ill health, commitments, exhaustion, and the effect on their
pensions and on the care recipient’s health as reasons for not considering
alternatives. Arguably, until this is addressed, carers will continue to experience
marginalisation.
A comment by a carer published in a recent magazine article (Carers Quarterly 2017.
p. 10) expresses the following”
To wrap things up, I believe this country runs on the backs of carers and
volunteers. To keep doing so they need more support to avoid burning out,
or assistance and respite if they have already burnt out so they can get back
on their feet.
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This carer also made the further point:
Being a carer takes a lot out of you mentally, emotionally and physically.
You go through bouts of guilt when you are needing more time to yourself.
(Carers Australia WA 2017, p. 10).
Participants also reported similar responses to the attitudes demonstrated in this
carers’ comments:
I think the system is at fault because it rests on its laurels. There are no
votes in mental health care! (Chris)
When they are needed the most, they are not there. They go home after five
and do not work on weekends. That’s when we need them. We are like a
hospital open 24/7! (Val)
Arguably, comments such as these suggest the absence of adequate resourcing
for mental health carers generally—a matter that was constantly highlighted by
participants.
What has clearly emerged from the interviews with participants in this research
is that they understand the significant role they play in community care and the
journey of recovery. However, they do feel under-supported, undervalued and
stigmatised in the process. Unarguably—paid or unpaid, on the pension or
otherwise—all participants expressed the wish to contribute in the most positive
way to the success of those in recovery. They observed that clinicians and
mental health workers also make a valuable and positive contribution to the
success of those in recovery and their efforts were uniformly applauded by
participants. All participants argued for what they termed ‘the way to go’ before
all vital players in the mental health domain worked in unison to achieve a
smoother and more collegial working relationship between all stakeholders.
There is nothing new in these observations; however, the emphasis is clear. The
more agency and family partnerships work in unison with each other, the more
the journey of recovery will be enhanced (Bland et al. 2009; Mind Australia
2016; Warner 2010).
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According to Oades, Deane, Crowe, Lambert, Lloyd and Kavanagh (2005),
collaboration between concerned parties is essential. Researchers have stressed that
for recovery to be successfully achieved at a consistently higher rate, certain
strategies and practices must be adopted. These include facilitating positive changes
in the person recovering from a mental illness. Interviewing persons in recovery is
the suggested and preferred means of addressing behaviours that may be beneficial
in the recovery journey (Prockaska, DiClemente & Norcross 1992). The aims of such
strategies are to enhance confidence and determine what is important to a person in
recovery. Of course, these will differ for each person, but it is emphasised that the
method of learning is important. This will be realised through a feedback process.
According to Kazantzis, Deane and Rohan (2004), it is therapeutic and beneficial for
a person in recovery to be involved in their own healing and direction. They argue
that this will enable carers, family and friends who may be involved in the recovery
program to become more aware of what is important and meaningful for a care
recipient. This can be achieved through service agencies undertaking in-depth
interviews with the care recipient. This process would enable clinicians and service
providers to ascertain the needs, aims and objectives of all involved in the recovery
process.
Participants in the current research also insisted that for a person to recover, they
needed certainty and reliable services that were well funded and constant, and that
included supportive people such as clinicians, carers, family, friends and highly
trained staff in service organisations. This is no different for the success of any
discipline that builds upon strengths and avoids areas of weakness (Baumeister &
Leary, 1995). The process of setting goals helps to focus a person’s direction and
allows realistic achievement. The constant updating and re-drafting of goals is also a
valuable aspect of recovery, as it aids in the development of partnerships that are
valuable in forging meaningful relationships between clinician and care recipient
(Bland et al. 2009, p. 77; Middlemiss 2012). The process of setting goals must be
monitored and evaluated to measure their success. Price- Robertson et al. (2016)
emphasise the need to incorporate collaborative practices into mental health support
delivery. This is further stressed by Bland and Foster (2012).
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Participants stressed that the journey of recovery for care recipients was also a
journey for them. They insisted that recovery included them because they could not
separate their lives from the person with the diagnosis of schizophrenia or major
depression. Recovery was a dynamic family process. The interaction and
engagement required was also a learning process for all involved. However, as
observed previously, participants perceived that recovery meant getting better
eventually and moving on from the diagnosis. In this regard, as well as reflecting
their age, participants expected that recovery would be better facilitated if driven by
a medical model of delivery. Such expectations and attitudes are also reported in the
literature (Jones 2002).
The data reported from participants in this research affirms what is expressed in the
literature. In the light of co-design, which is a relatively recent innovation in mental
health care, it is reasonable to infer that participants would applaud such a policy
initiative.
It is evident from the language used by participants to describe their role as
caregivers that terms such as ‘carer’ and ‘recovery’ are concepts interpreted very
differently (at times) to the way in which they are interpreted in much of the
literature. The concept of recovery as a journey was grasped by only a few
participants. Indeed, this research highlights the value potential for these terms to be
augmented by both referencing the experience of caregivers and augmenting the
literature on care giving and recovery with the reality of their experiences.
The meaningful interpretation and implementation of such terms will be enhanced as
more involvement and partnerships are developed. As many participants have
commented in the current research, the words ‘carer’ and ‘recovery’ carry
connotations that do not highlight their actual meaning in terms of their value and
applicability in today’s mental health arena. However, a general consensus existed
among participants that hope and meaningful participation were essential factors in
the recovery journey in terms of getting better, or attaining pre-illness levels of
wellness. This was considered important in achieving the best level or quality of life
possible. Such a journey—in the eyes of most participants—included all the
perceived benefits and security that a caring family and friends could offer in a
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secure setting, the provision of love, routine, recognition and support, augmented by
consultative and well-designed mental health services.
The recent development of co-design in mental health policy by Mental Health
Australia is a key initiative that involves carers, consumers and major stakeholders in
the design and implementation of future services. The key aims are to involve carers,
families and users of mental health services at the forefront of service delivery. Codesign carries equal opportunities for all participants and encourages genuine
engagement, empowerment and consultation before policy options have been
decided. It works by ensuring that agencies are well resourced and staffed, ensuring
that carers, care recipients and families are provided with skills and training, and that
all concerned with co-design are given time and information to make meaningful and
considered contributions. Whereas the design and implementation of services was
once the exclusive domain of governments, providers and practitioners, co-design
supports the rights of carers and consumers to initiate and co-design services for
themselves and care recipients ((Donetto, Tsianakas & Robert 2014; Knight 2017;
Larkin, Boden & Newton 2015; Worthington, Rooney & Hannan 2012). Co-design
encourages feedback and evaluation to enhance the recovery process and ensure that
caregivers are provided with the support that improves the quality of the caring role.
The next chapter discusses the domain of participant carers and foregrounds the
particular aspects of the care giving role that have affected them the most in their
daily lives. In particular, I describe the difficulties in the experience of providing
care and relate the participants’ experiences to the research question and aims. In
doing this, I highlight what factors have contributed to their distress, how these limit
their contributions to recovery and what they thought could be done to improve this.
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Chapter 7: The Carers’ Domain
Zilu stayed for the night at Stone Gate. The gatekeeper said: ‘Where are you from?’ Zilu
said, ‘I am from Confucius’ household’ – ‘Oh is that the one who keeps pursuing what he
knows is impossible?’
The Analects of Confucius, 14.3

This chapter discusses how participants experienced their domain of caring. I
combine the specific aspects of caring that distressed participants. Many of these
aspects overlap with issues identified in earlier chapters; in this chapter, I pull these
disperse issues together into key themes. These themes include time demands and
constraints, relationship failure and alienation, the off-time manner of caring,
described by participants as being not ready or being unprepared for the role, the
difficult area of behavioural management, the financial impact that caring has had on
carers, and family emotional issues, which are described as ‘ever present’.

7.1 The Tyranny of Time
In acknowledging their roles as partners in the recovery process, most participants
were cognisant of their own mental state. Many argued that they had experienced
conditions that affected their ability to make judgements, to reason and interact in a
rational manner and to participate in social occasions with friends and family without
feeling ‘exhausted’. Specifically, they referred to their wider emotional state and
their incapacity to balance caring with various other aspects of life such as travel,
hobbies, further education, social gatherings and employment opportunities. Many
said these pursuits were denied to them due to the demands on their physical and
emotional time. This included transporting care recipients, cleaning, washing,
cooking and interacting with other family members. It was while in this state that
they were required to care and take the time to be a mother (most often) to other
children, a spouse, partner or a friend. Time constraints precluded them from
performing these roles and thereby incorporating a sense of balance in their lives
(which was needed for them to advise and interact rationally with care recipients in
the recovery journey). Many participants noted that quality time-out centres for care
recipients would help alleviate the distress imposed by time constraints and physical
effort. They commented that respite as it existed was most often administered
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according to ‘need’; it was triaged, waitlisted, inconsistent and subject to funding.
Funding was foregrounded by Mind Australia (2016) and NMHC (2014).
Accordingly, many participants said they did not access respite, which resulted in it
appearing to be under-utilised and likely underfunded (Sirey 2008, p. 2).
The data reveal that all participants experienced distress when helping care recipients
in their efforts to achieve a level of harmony in the recovery process. Much of this
distress they attributed to demands on their time. The literature also reports that
many factors inhibit carers in their ability to function adequately. These can include
having little time for themselves, being ‘on call’ or ‘stand by’, being financially
stretched and distressed and suffering from an inability to manage behavioural issues
(McKeague 2003; Rudnick 2004; Tessler & Gamache 2000). These issues were
reported by participants as impacting on their time.
As described in the previous chapter, participants noted they played a vital role in the
recovery of a person diagnosed with schizophrenia or major depression. The
implications of this role have been pointed out extensively in recent reports (Mind
Australia 2016; National Mental Health Council of Australia 2014). Participants
reasoned that their presence was often pivotal in the health and welfare of the person
they either cared for or cared about. This was not valued to the extent that without
them, recovery for a care recipient would be difficult if not improbable. They were
also aware that at times they succeeded and at other times they did not achieve their
aspirations due to the restraints they experienced. These included having limited
alternatives to becoming carers in the first instance. In particular, they related their
own difficulties to being ‘hoisted’ into caring with very little choice. This is well
described by Tessler and Gamache (2000) as the ‘off-timedness’ of caring.
7.1.1 Time and restraints on relationships
All participants in this research (and many carers involved in consultations)
(Commonwealth of Australia Report 2009) commented that in most cases their help
and advice was invaluable to avoid relapse or non-compliance in the recovery
journey. Support of this kind is reported in the literature as crucial (Topor, Borg,
Mezzina, Sells, Marin & Davidson 2006). Such researchers advocate that carers
‘being there’, offering words of encouragement and lending a helping hand
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financially often made a difference in the quality of the recovery journey, especially
if such support was offered by family members. They see this kind of support as
promoting self-esteem and inclusivity. It also demonstrates acceptance and
camaraderie. However, most participants said they were unable to offer such support
because of the alienation that had occurred between family members, a matter
highlighted many years previously by McKeague (2003, p. 71). Most participants
reported their relationships had suffered because of time demands. These
relationships included those of family members and friends, spouses and partners,
clinicians and members of service organisations. There was a strong desire among
carers for more to be done regarding the provision of quality ‘time out’, which would
then allow them time to spend with significant others in their lives. They advocated
for more education on how to preserve and build relationships between care
recipients, families, clinicians and friends. They commented that many relationships
broke down or were strained because participants lacked skills and strategies for
avoiding confrontation or mending relationships. Collaborating with clinicians and
service industry providers to learn about relationship harmony and communication
was suggested as a way to improve relationships. However, participants explained
how this was also accompanied by concomitant problems.
Problems in service delivery pertaining to relationship issues are documented by
Mind Australia (2016). Participants in this research explained that much of the
energy that fuelled relationship exchanges were caused by encounters between their
care recipient and members of the service industry. Negative experiences with
support services lingered well after the actual event and meant that participants had
to call on all their skills to quell what they experienced as aggressive and
confrontational attitudes towards returning for treatment. Causes or fall-outs from
misunderstandings during such exchanges are reported (Mind Australia 2016;
NMHC 2014). Figure 7.1 (NMHC report 2014, p.10) captures the essence of carer
experiences in this context:
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FROM WHERE WE ARE NOW
 Stigma persists
 People with lived experience, families and support people have a poor experience
of care
• A myriad of sources of information and advice
• Distressed individuals having to provide the same information to multiple
organisations
• Vulnerable people left to navigate a complex and fragmented service system
• Families and support people excluded from consultations and planning
• Limited choice
• Specialist services where the clients have to come to them
Figure 7.1. Report on State of Mental Health Australia

Many participants in my research reported that care recipients were often negatively
affected by exchanges that occurred when they interacted with available service
agencies. They explained that the relationship between carer, care recipient and
service agency or clinician was most important in the quality of the recovery
journey.
This is stressed in in the following comments (as reported in Figure 7.1; NMHC
[2014, p. 10]):
Distressed individuals having to provide the same information to multiple
organisations
Vulnerable people left to navigate a complex and fragmented service
system
It is reasonable to infer that if a care recipient experienced high levels of stress,
carers would also experience this in the ensuing interaction with care recipients. The
literature reports that evidence-based practices often compete with recovery
principles and therefore create ongoing relationship tensions (Bland et al. 2009, p.
47).
Such processes must be better managed according to participants, because competing
interests cause ongoing relational issues between participant and care recipient that
affected the harmony between them negatively. The time then required to repair and

155

assuage relationships between participants, family and care recipient generated
further distress, to the point that many participants reported care recipients were
reluctant to attend recovery therapy sessions. This escalated distress in the
household:
He came home from what I thought would be a helpful session with his
therapist and blew his top! When I asked what had happened he abused
me, went to his room and screamed he was not attending the clinic any
longer. Talk about set us back. I had to spend so much time on you know
just talking to him and my nerve, they’re shot! (Julie)
My partner informed me that the programme she was on has been stopped
because of funding cuts. When I asked how this had happened she said they
told her that it was only a three year programme. I had to work very hard
to get her to go and now she has dropped her bundle. My relationship with
her and the people who offered the programme has gone sour. (Rodney)
In the cases highlighted, both participants experienced distress caused by the time
required to easing the tensions caused by interacting with members of service
agencies. In both cases, participants were required to assuage tensions between
themselves and care recipients, adding to their distress.
Rodney refers to a relationship relying on a number of factors to succeed. He refers
to a program that created security and routine for his partner. This process enhanced
his relationship to such an extent that when it was cut, he had to fill the void. From
what he says, this has not been successful. The time and work he expended to get his
partner to attend was considerable. The data suggest that the recovery process is
likely to have been negatively affected. Julie demonstrates that the relationship with
her carer recipient and herself has been affected negatively by the inordinate
amounts of time spent appeasing her care recipient. Time impositions on participants
were clearly evident in participant responses. The reasonable expectations of family
members and friends that they would spend time with the primary carer could not in
many cases be met. Therefore, the need to nurture and foster relationships suffered.
Participants explained that this was often irreparable.
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On the one hand, participants were limited in their capability to spend time with
family members other than the care recipient by the nature of their caring duties; for
example, transporting, attending therapy and treatment sessions, giving therapy and
attending to emotional needs as well as their own. However, when they did have free
time they were in most cases exhausted and unresponsive to the entreaties of wider
family members. These competing perspectives within the family and circle of
friends contributed to stress and relationship breakdown, casing carers additional
distress. In some cases, carers lost a sense of self and direction:
I cannot remember when I had a good night out with my partner. If there is
any tenderness it is most often fleeting and then the guilt sets in, it’s just
not worth it anymore. I would rather be on my own! (Mary)
The literature notes the importance placed on the relationships between carers and
care recipients in improving the care recipient’s wellness. This is emphasised by the
South Metropolitan Area Health Service, Mental Health (2009), where they stipulate
that carers form one aspect of a recovery triangle, the others being the care recipient
and the health services. In their matrix of care, they refer to a partnership of care and
stress, the underlying principles of which include knowledge, information sharing,
non-judgemental communication and a sense of collaboration that promotes selfesteem and self-worth.
The following section discusses how participants viewed their state of readiness for
undertaking the carer role.
7.1.2 The off-timedness of caring
Participants described the process of ‘off-timedness’ as grieving for what could have
been, not just for the care recipient but for themselves and their families. Many
described how they had lost the ability to plan their own future aspirations, travel
and retirement. As a result, this was a direct and constant cause of ongoing distress.
These participants felt that stakeholders were generally not aware of, nor
sympathetic to this aspect of care. As noted earlier, the phrase ‘off-timedness of
caring’ was coined by Tessler and Gamache (2000) and is interpreted to mean that
caring has interrupted or caused the abandonment of the plans and future aspirations
of participants and family.
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Participants spoke of what has been described elsewhere as ‘disenfranchised grief’ or
a grief associated with not having a tangible or present loss. They voiced such
feelings as an emptiness or a void in their lives that they could no longer expect to
satiate through their once long-held aspirations. They related how they felt this kind
of loss was not well understood in the community. At times, they felt they were
viewed as ‘whingers’. Such a ‘disenfranchised grief’ is reported by Corr (1999) and
Doka (1989); it is described as a grief that is not openly understood or acknowledged
socially. Participants reflected that it affected them more and for longer than was
probably realised by service agencies and also noted the lack of social understanding
in this area:
I have never gotten over my son being ill. He’s now scared and almost like
he is running away. It frightens me so much and I try to re assure him I’m
the one who needs reassurance. You tell people and they look at me like I
need help. I do! (Julie)
When I do mention it to friends they all think there is a pill for it and tell
me to get on. But I am so sad all the time. When I think of what we had
planned I just cry. (Mary)
Sometimes I just sit and think, not about anything in particular but about
how it was. When I get asked out I just don’t want to go unless there is
someone who has a similar circumstance and who may understand.
(Wendy)
Participants stressed that their own mental state was a factor in improving the quality
of the recovery process. Many expressed doubts about their ability to perform
adequately when plagued by feelings of grief and sadness. Such feelings were not
necessarily about the loss of the promise of the care recipient but were more to do
with their own feelings of self-worth and status. The disenfranchised grief referred to
was, for many, an all-encompassing feeling of having no choice. As such, it was an
ongoing and nagging sense of loss and grief for what they might have achieved.
Participants reported that a necessary part of their own recovery treatment plan
needed to address this important feature of their profiles.
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The next section discusses how time constraints affect the management of
behavioural issues for participants.
7.1.3 Time restraints on behavioural management
In reference to community understanding and participation in recovery, a participant
in the current research made the following observation:
A lot of these people don’t like authority or being told what to do in an
official way. It’s best to get onto their frequency and to blend in with their
way so that you get things done. However, the average person would not
have a clue how to do this. (Jane)
Jane is aware that confrontation may occur if a heavy-handed approach were taken
when dealing with care recipients in the recovery stage. In this sense, she has
educated herself in the ways of interacting with a vulnerable person in recovery. The
term ‘vulnerable’ referred to in the data also relates to how participants described
those for whom they cared. In particular, they perceived that vulnerability was
exacerbated during exchanges between family members, carer recipients and service
providers, which often resulted in aggression and confusion. For example, care
recipients were reported in some cases as regressing into ritualistic and aggressive
behaviours:
She came home from receiving treatment and advice and went crazy,
smashing things and slamming doors and screaming out the most vile
language. When I asked her what was wrong she accused me of sending
her to the clinic to be treated like a looney! (Chris)
Why is it that when he comes back from getting some therapy he is so
aggressive? He tells me that the F…… people just don’t see him they
patronise him and asks (yells) why I send him. (Lorraine)
The vulnerability expressed by participants was not explained or expanded on to any
extent. However, participants agreed that it related well to them, as well as their care
recipients, when attempting to deal with a diagnosis of a mental disorder. During this
time, care recipients were noted by participants to be in a highly emotional state and
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they required tender and understanding administrations. The literature also reports
that negative exchanges between clients and service providers may contribute to
confrontation between care recipients and carers or family members, or even relapses
(Bland et al. 2009; Bland & Foster 2012; Price-Robertson et al. 2016; Sirey 2008;
Warner 2010). Many architects of deinstitutionalisation argued during the 1960s that
new service designs should include advice on the management of complex
psychological behaviours to support carers and families:
Deinstitutionalisation assumes well monitored, quality, community
programs and reasonable living circumstances (Paul, Stedman & Neufeld
1977, p. 8).
Spicer (2007) notes that families are placed under immense emotional pressure due
to the constant demands of time, skill and energy in an attempt to come to terms with
their altered circumstances. Participants reported that they also needed help with
their own mental state, described by over 90 per cent as depression. However, many
were reluctant to seek help because they could not afford the time required.
Although counselling about behaviours is generally offered to carers in WA (Carers
Quarterly, Issue 2, April 2017), it does appear (from the stories of participants) that
such counselling cannot keep pace with the demands of mental health carers. Help in
the management of behaviour is a theme in studies undertaken by Bland et al. (2009,
p. 244) and Bland and Foster (2012, p. 530). It is also the focus of research
conducted by Price-Robertson et al. (2012, p. 4). That participants are frustrated and
angry about this facet of mental health service is evident in the following statements:
There are so many experts in mental health and believe me they are all
clutching at straws. You know what p….. me off? When I go to bed I am
still on duty and at the end of the working day and week they (professional
people) can go home. I can’t! (Jill)
I just can’t settle without tablets. I feel too wired or something. I need help
in this. (Lyn)
Participants experienced considerable distress generated from dealing with the
behavioural aspects of mental illness. The data reveal that involvement in verbal
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exchanges that became aggressive and unpredictable caused participants, care
recipients, family and friends the most consternation. In some cases, the issues
caused fragmentation and family alienation, such was the veracity of some
confrontations. The time required to learn and to manage such circumstances often
kept carers involved to the extent that other family members viewed the relationship
as unviable, and family relationships broke down.
Participants said they experienced a sense of isolation and alienation because they
could not understand the complexities of behavioural outpourings or their family’s
responses to these. Anger and guilt were expressed because participants generally
felt they needed ongoing training and education in this vital aspect of their
interaction with care recipients, clinicians, family and friends. The literature does
report that practice policies about family education programs are beginning to be
developed, although there is a general acknowledgement that change in this regard is
slow. Bland et al. (2009, p. 244) report that even though there is a tendency for some
in the mental health service industry to consider working with staff as specialist
‘add-ons’, some are beginning to see it as ‘core’ to the work of supporting families.
These researchers refer to work undertaken in Victoria, Australia, whereby a skilled
family worker will work alongside staff in the health service to undertake what is
known as behavioural family therapy. This will, it is reasoned, reinforce and further
develop the skills of families in the important area of behavioural interaction.
The next section discusses how the term ‘participation’ was interpreted by
participants and how they saw their role in progressing the journey of recovery for
care recipients.
7.1.4 Time limitations and the impact on carer participation in recovery
Many participants in the current research reported that if all who contributed to the
welfare of a person in recovery (e.g., partners, spouses, broader family members and
friends) were considered ‘family’, the potential for a more holistic recovery journey
was high. However, all would need to understand what their function was and where
they fitted into the matrix of healing or recovery. Bland et al. (2009, p. 48) report
that participation is a right for care recipients, family and friends, one that enables
them to participate at all levels of policy and service development.
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The data gathered from participants suggests that some in the matrix of the family
were not sure of what participation meant to them. or what role they should play:
When I offer to help she yells at me that she is not a moron. What do I do?
(Catherine)
I constantly ask if I can help and am told to go away. Later there is an
expression of sorrow and I am asked to do everything. Like is this one end
to the other? (Beryl)
What the hell am I supposed to do? One day I am asked to help and the
next I’m told that no help is needed. You have to get the balance right eh?
(Allison)
Middlemiss (2012, pp. 155–157) records the following helpful observations made by
care recipients:
Family expectations are difficult to cope with. You get used to letting your
family make decisions for you.
My family see me getting well and do everything they can to make me
worse.
Sometimes you don’t want to get rid of toxic relationships because they are
all you have and without it, (sic) you have no one.
It is evident that families and carers need to be better informed in the future direction
of a care recipient’s wellbeing (Bland et al. p. 46; Price-Robertson et al. 2016, p. 4).
Morgan et al. (2012) report this. The findings from the current study also reflect that
approximately 75 per cent of families are directly involved in the recovery process.
All are affected to some degree, suggesting that families should be supported in their
interpretations of participating in recovery.
Middlemiss (2012), while acknowledging that there may be problems in family
participation, points out that care recipients need as much support as possible from
their families. It is in their own interest to resolve the negative aspects of
participation so that positive outcomes can be achieved:
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I don’t know how I would have survived without a supportive family.
Value long-term friendships as it is difficult to form new friendships
because it is hard to relate to people when you have a mental illness
(Middlemiss 2012, p. 157).
Such comments are helpful to carers generally, as they give direct information
regarding how carer recipients view participation in their own recovery. PriceRobertson et al. (2016) argue that positivity and wellbeing in the family context will
most likely succeed if it is self-determined. However, they also suggest that if
members of a family are alienated or feel marginalised this needs to be considered
carefully in terms of what support they offer. This research reveals that families were
often not aware of some of their own behaviours, such as being overly anxious or
critical in their expectations. The incidence of verbal and non-verbal responses and
high levels of negative emotional interaction had a remarkably destructive effect on
care recipients. Participants explained how destructive many of their interactions
were. The careful consideration and implementation of strategies designed to help
families, constructed with the family being involved in the direction and design of
helpful interactions and communications, as reported by Bland et al. (2009), Bland
and Foster (2012) and Warner (2010) would clearly have been beneficial.
Participants reported that participation with members of the service industry was
often strained due to the perception that they were being ‘shut out’ from the
treatment of the person in recovery. Many referred to a blame mentality as the
driving force behind such attitudes. A recent report (NMHC 2014) confirmed that
carers and family continue to feel excluded from participating in the treatment
regimens of the person for whom they are caring. In many cases, carers were not
entitled to participate, nor was it desirable for ethical reasons that they be included in
treatment plans. However, opportunities for family and friends to participate in the
treatment for care recipients were often missed, according to many participants.
Furlong (2001) argues that partnerships are vital to the health and welfare of care
recipients and that interaction and participation between clinicians and families
should be fostered rather than diminished. He argues that such participation is often
limited due to privacy and confidentiality issues. While acknowledging these issues,
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Furlong highlights that families, as a resource, could provide a level of participation
over and above the need to access care recipient information.
Participants were clear that the work of all concerned in the recovery process was
predicated on the understanding that the health and wellbeing of a care recipient was
vital. However, they also suggested that confusion over what such partnerships
actually meant was rarely articulated. They expressed a desire to be better educated
in the process of recovery and how they could best serve this process. The matrices
of care, as proposed by authors such as Bland and Foster (2012, p. 530), p. 6) and
Price-Robertson et al. (2016, p. 6) clearly identify what levels and interpretations of
participation and recovery are desirable. They also clearly indicate strategies that
may be followed by all concerned. However, many of these strategies are often
interpreted by those involved in service delivery, rather than by care recipients
working closely with carers. Participants in this research echo such sentiments:
My daughter is the one who needs help yes but she is not listened to nor are
we for that matter. Oh yes, we get the occasional nod but I feel like an
intruder in my own daughter’s wellness. (Wendy)
When my son said he needed to be left alone for a bit, you know in the
house but no hassles, no one listened. We were told he had to get to the
clinic or else! So we took him and he became abusive and screamed that he
just wanted to be left alone. When he settled down he told me that he felt
okay on the meds and he could get better if he could get some space.
(Margaret)
Participants reinforced the ideas of Marshall (2008, p. 75) and Bland et al. (2009),
considering it essential (when working in collaborative partnerships) to clearly
define what ‘participation’ meant for care recipients, particularly in collaborations
with carers, families, friends and service providers.
Participants reported that their relationships with spouses, partners, friends and
family members were often strained because of misunderstandings over what was
best for care recipients. It appears that clearer communication between families,
service providers and care recipients is still a major concern. This must be addressed
in affecting a recovery process tailored for and interpreted by carer recipients and
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major stakeholders, if quality and efficacy are to be achieved in the care recovery
relationship.
A further factor reported by participants as engendering distress among participants
was their exposure to financial stresses that were not present prior to undertaking the
caring role. This will be discussed in the following section.
7.1.5 The financial impact
Most participants experienced acute financial distress. The issue of financial pressure
was such that in many cases, participants explained how they had to apply for loans
to survive. This course of action placed many in debt and contributed to their
distress. Participants explained how they were acutely aware of not leaving the
person for whom they cared in debt should they die. Apart from the need to top up
care recipient allowances, repair breakages and replace items in the household,
participants faced major challenges in this area of their lives. The Australian Bureau
of Statistics’ Survey of Disability, Ageing and Carers (2003) found that the average
income for carers generally was 25 per cent lower than for non-carers. A number of
participants indicated that a large part of their inability to improve their financial
situation was due to them being unable to work because of the stresses experienced
in the caring role.
It was clear that most participants were unable to work because of the ever-present
time and emotional demands required in their role. The lost earnings of carers and
family helpers amount to 4.9 billion dollars per year (Access Economics 2005). Most
participants in the current research had experienced difficulties in meeting their
expenses, which subsequently impacted upon their wellbeing. The literature
highlights this as a problem (Hughes 2007; Rudnick 2004; Saunders 2006). Some
participants identified that they needed to supplement their incomes by working part
time, in some cases without declaring their income lest it affect their pensions. In
other cases, it was reported that working affected their pensions to the point where it
became apparent to them continuing work was pointless. Hughes (2007) suggests
this is an area in which carers could be supported by legislation that allows them to
seek extra work to cover the additional costs borne by caring. Hughes argues that
this would not only enhance carer finances, but also their wellbeing and self-esteem.
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Sirey (2008) reports that generally, older persons who experience depression do not
access treatment because of the perceived costs involved. It is reasonable to suggest
that many older carers would not seek treatment because of these factors. It could
cost as much as $13.9 billion to replace current carers (Mind Australia 2016). Given
the enormous costs involved in funding others to undertake caregiver roles, it would
appear reasonable to provide more financial support to carers. This could involve
income tax relief. Carers could be allowed to seek extra work, receive subsidies for
treatment plans at no cost to carers, receive increases in pension rates or be included
as members of the work force, being paid a wage instead of a pension. The following
observations made by carers (Commonwealth of Australia 2009, pp. 119, 122, 123)
reflect how widespread the financial impact of being diagnosed with a mental illness
is:
We now have no savings, and subsist on the ‘benefits’ from Centrelink.
Currently we are treated like beggars and thieve. The meagre financial
provision Centrelink gives us ensures we do not starve to death while we
care for the disabled and the means test makes sure t we don’t have any
extra money to make our lives more bearable.
I worry about the future EVERY DAY. The money we receive from
Centrelink is pitiful, and well below the poverty level; given that, the cost
of living a decent lifestyle is impossible without incurring debt.
The data gathered from participants in this study amply demonstrates that
concomitant with their role as carers, they are required to contribute to the financial
void that opens when mental illness is experienced by a friend or family member, so
that the affected person can survive and experience recovery.

7.2 Emotional Health
As previously indicated, participants commented that the demands required to give
care placed enormous stress on their relationships. They also reported the toll that
care giving took on their own emotional health, to the extent that most carers felt
isolated, lonely and lacking in status and identity. Their participation in the recovery
process was therefore, as some stated, ‘limited’. The literature reports that the input
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of carers is vital in the recovery process (Geriani et al. 2015; Mental Health Carer
Focus Groups 2009; Mind Australia 2016; Saunders 2006). The fact that participants
experienced a depleted emotional capacity suggests this could impede the journey of
recovery for many care recipients.
Ninety per cent of participants described symptoms consistent with those evident in
depression scales (Beyond Blue 2016; Commonwealth of Australia 2009, pp. 44,
254; Middlemiss 2012, p. 256; Saunders 2006, p. 184). Many admitted they did not
easily adapt to the role of carer or did not possess the aptitude for it. Such
participants appeared to experience distress earlier and more constantly than others.
The distress itself was described as traumatic and life altering. In most cases,
medication and lifestyle changes were prescribed. However, these participants
indicated that taking medication often contributed to an exacerbation of the problem
rather than solving it. They also described the negative side effects associated with
taking anti-depressant medication. The most difficult of these side effects included
‘fatigue’, ‘irritability’, ‘insomnia’ and an ‘inability to settle’.
Beyond Blue (2016) guidelines express that for persons who experience depression
to recover, they should address their lifestyle and make appropriate changes. These
guidelines stress that factors such as guilt, irritability, frustration, sadness,
hopelessness, being tired and exhausted, experiencing sleeplessness and grief are
instrumental in contributing to depression. Most of these factors are reported by
participants as being pivotal in their daily lives. However, they emphasised that
much of the emotional destabilisation in their lives was manageable up to a point.
Given that participants could not readily access respite or relief that could provide
some degree of support, they reported they felt forced to endure the circumstances
they were in. This kind of emotional effect on mental health carers is widely reported
(Geriani Savithry, Shivakumarn & Kanchan 2015; Rudnick 2004). Participants
describe how any collapse or alteration in support from family members or friends
involved in the care relationship often exacerbated the emotional impact on them,
resulting in feelings of being stigmatised, isolation, anger, guilt, confusion,
sleeplessness, grief and depression. In the words of Rosemary:
There is no point in providing therapy for depression if we cannot address
the underlying cause and change our lifestyles!
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The most salient issues participants described as contributing to their depression
were not the caring role per se, but factors such as time demands, relationship
stresses, behavioural complexities and a reported ‘pointlessness’ in seeking therapy
and care that was perceived to add to stigma and social exclusivity. Accordingly,
many participants said they sought to be included at the interface of mental health
care to assuage their depression by being involved in a dynamic team treating mental
illness in care recipients. As observed earlier, the literature also reports that many
older adults with depression do not seek treatment because of associated stigmas and
perceived social and financial costs (Sirey 2008). Interestingly Sirey (2008, p. 2)
reports that health services provided for older mental health users (this would include
carers with depression) are under-utilised as they are perceived as stigma-inducing
and socially isolating due to their association with mental illness. This observation is
supported by the findings in this research. Many declined the use of services because
they were deemed as stigma-inducing and therefore stressful.
This research has highlighted that the majority of participants struggle with a range
of factors that affect them and on their ability to care. In particular, time restraints
meant that for many caregivers, they could not work or earn extra funds to
supplement what they described as meagre support from Centrelink. Time issues also
impacted negatively on family relationship nurturing, often with disastrous results.
Distress was also experienced from not being active socially with friends and family
due to the time restraints associated with caring. Caregivers lamented that being
required to care was in effect out-of-step with the rhythms of family life. For most
caregivers, this caused the most distress; they argued they did not have the aptitude
for such expectations. Caregivers’ perceptions of their own inadequacies in the
caring role were evident (according to them) in their management of behavioural
issues and the financial burdens associated with caring.
For many participants, some relief and satisfaction in the caring role came from
being valued and actively involved in partnership teams of care with clinicians and
members of the service industry. It was in this area that most caregivers experienced
a sense of professionalism and feeling valued.
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In the next chapter, I discuss the practical ideas that participants suggested would
help them cope better. I also outline their suggestions on how their ideal version of
effective mental health services would look.
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Chapter 8: Ideas and Ideals
We must accept finite disappointment, but never lose infinite hope.
Martin Luther King, Jr.

8.1 Introduction
In this chapter, I discuss the ideas various participants expressed about how services
should be conceived and implemented. I highlight the elements of their ideal mental
health system and relate this to how such an emerging and more integrated model is
considered as potentially improving their experiences as caregivers. Participants did
not have the opportunity to share their ideas, but what became apparent during the
interviews was the consistency between many of their ideas and solutions. I link
these perceptions with the literature and foreground participant concerns regarding
their own mental health and what they suggest can be done to address this.
As outlined in the previous chapter, participants argued that their distress largely
related to the emotional and physical time demands placed on them, and their
experience that services did not adequately address this area of mental health care
giving. In particular, participants outlined the need for a one-stop-shop that included
an educational department to help them develop expertise in mental health, including
knowledge about treatment and medication, managing behavioural matters,
relationship and emotional counselling, financial management, along with a general
education component that could provide education and training for future participant
and care recipient employment opportunities. They explained that such a one-stopshop could also help them deal with their own distress as carers.
To group all services in one area in a region would, they argue, help relieve travel
and transport time and allow participants more time to devote to other important
aspects of their lives. These aspects included spending time with other family
members, friends and having time to themselves. A grouped service centre would
provide care recipients with somewhere other than the family home to visit, to
interact and communicate with a broad range of like-minded people, attend
gymnasiums, receive counselling and advice on diet and health generally, and be
involved in social activities that could be provided.
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8.2 Community-Based Mental Health Learning Centres
According to all participants in this research, service systems designed to support
care recipients are critically importance because if they are appropriately targeted,
they can decrease stress levels, making the role of caregiver easier. Participants
reported their preferences for the provision of intense centralised support so that
carers, family, friends and care recipients could—after accessing treatment and
therapy—then progress to further educational or employment opportunities at their
own pace. Participants considered close monitoring of care recipients to be vital if
they and those in recovery were to remain well and advance to varied recovery
pathways. A number of participants suggested courses similar to ‘work studies’
programs presented in school. These could offer a curriculum that broadly prepared
and acquainted students with the nuances of employment and careers. In particular,
work studies programs advise how to present for a job, how to write and structure an
employment application, how to prepare a folio highlighting the positive aspects of a
person’s background and which behaviours to avoid when preparing to seek
employment. These aspects were important to all participants. They spoke of
meaningless and aimless attitudes in care recipients and how they needed to be
engaged in working towards more definite goals. Such goals needed to be
conceptualised in deliberations between the care recipient, their carer and a third
party, preferably someone trained in mental health.
Participants described their wish for locally based community centres of learning
that could provide regular and collegial contact for the mental health fraternity, and
be located strategically and grouped with other services. Participants stressed the
necessity for a specialised Centrelink office for the mental health community, mental
health treatment clinics, gymnasiums, dietary centres, dental service providers,
employment agencies, accommodation avenues and financial advice services. The
costs could be offset to a large extent by re-directing care recipients and their carers
away from heavily demanded and costly services such as emergency centres,
hospitals and clinics, and by employing them in some capacity in these combined
centres. If carers and consumers were to be employed full or part time this would
help reduce welfare dependence, address low self-esteem and reduce stigma in
carers, families and care recipients. Being based in the community, these centres
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could reduce much of the general public’s antipathy towards mental illness as they
would be a familiar part of the community. Participants envisaged that members of
the public could also be trained and employed in such centres.
Participants described the need for well-organised and funded respite-type learning
centres as ‘urgent’ and ‘pressing’. This might assuage the distress instigated by
constant care. It would promote purpose and direction for those in recovery, while
giving them clear objectives to pursue. These participant ideas are echoed in the
proposals of scholars such as Whitley and Drake (2010, p.1250) and Price-Robertson
et al. (2016, p. 12), who affirm the importance of hope and educational awareness as
central factors in recover. Respite-type learning centres could ensure that hope and
worth were enhanced and could become central hubs promoting a sense of belonging
and a point of contact for carers and care recipients.
Most participants stressed that a lack of camaraderie and purpose were evident in the
majority of their care recipients. This generated a sense of distress in participants
also, due to the aimlessness associated with recovery post-hospital discharge. The
scholarship on respite and education testify to the aptness of these ideas. For
example, the notion that education and respite are key to helping the recovery
journey was noted over 30 years ago (Lefley 1987, quoted in Saunders 2003, p. 4).
Lefley studied coping strategies among mental health professionals who had family
members with severe mental illness. Strategies that were ranked highly included
‘education’ and ‘substitute important for them to cope over the long term’. Lefley’s
approach to education was focused on learning about mental illness and medication.
However, participants in the current research stipulated that whereas information
about mental disorders and treatment was important and allowed them to consult
with care recipients and service agencies in an informed manner, education in a
general sense was also vital to create order and direction for a care recipient and
carer. This would provide a definite impetus to achieving certain goals:
I know it’s been a long time but If we can get back to something like a
normal situation, I am sure this will settle her down because she misses
working on her studies, even in a small way, do you know what I mean?
(Wendy)

172

He just wants to get back to being normal like studying or reading at least.
He feels this has been taken from him and wants it back! He feels like he
doesn’t belong. (Margaret)
He was so looking forward to being with the group at school. We should be
able to provide something like this for him as he can’t go to school because
of his attention span and some of his habits he seems to have inherited from
being sick. Isn’t there a correspondence school or something? (Jane)
Participants acknowledged that care recipients were already able to access online
learning or seek to advance educationally via technical college pathways or similar;
however, many participants argued that the incentives to do so were limited because
of the support required and the lack of trained personnel. Security and confidence
and a sense of belonging, as advocated by participants, were possible in a secure
environment and were paramount in their eyes. Attending mainstream colleges and
then ‘slipping through the cracks’ was reported as a source of acute distress for some
participants and therefore a tenuous option for them and their care recipients.
Participants argued that those who relapsed often did so because they perceived their
lives to be aimless and hopeless due to a lack of order and routine.
It was suggested that meaningful ways of interacting with a person attempting to
achieve some kind of quality in recovery may be eased by them attending a local
learning hub. Such hubs must involve personnel who are either trained or are carers
with prior knowledge of interacting and communicating with persons with mental
health problems. Participants related that care recipients were often bored or aimless.
Participants argued they were then required to fill such this void by providing
companionship that inspired or stimulated the care recipients. Even though
participants were willing to undertake such duties, they noted that this infringed on
their available time for others and themselves. If a centre such as a community
learning hub were available to caregivers, this would relieve the stress of trying to
keep care recipients entertained or interested their own welfare.
Much recent literature, particularly that involving consultations with consumers of
mental health services, reflects the ideas of participants regarding the need for
specific mental health centres of some kind. It suggests that such centres can provide
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a sense of belonging and security in the knowledge that recovery is leading to an
outcome such as further learning or employment training. For example, the NMHC
report (2014, p. 2.) report begins with a comment from a consumer of the NSW
public:
I think having two bureaucracies (federal and state) isn’t working. The
money needs to go into one very efficient and competently run system—
not be fragmented across NGOs, GP-referred groups and a lot of semitrained/unregistered service providers. It should be a one-stop-shop where
people tell their story once and an appropriate referral for follow up is
made.
Arguably, being at the forefront of the NHMC report, this comment reflects the
significance attributed to it. It identifies the difficulty the person has had with the
complex myriad of various providers and supports what participants have had to say
about community-based centres. A summary of key participant ideas in the current
research regarding the provision of services is presented in comparison with the
responses made by a consumer from NSW (NMHC [2014] report):
Well-resourced comprehensive centres located centrally throughout the
metropolitan area with ample parking. Such centres would ideally be
staffed by care recipients, carers, family members, mental health workers,
members of the community and appropriate professional staff. The centres
should be periodically evaluated by an independent body and reliably
funded by the federal government of the day.
From what participants said, and given the extensive information reported in the
NMHC report, it is evident that some consistency exists in the findings and general
criticisms of mental health delivery regarding the problems of service fragmentation
and duplication. The reference by participants and the NSW consumer to a one-stopshop or locally based community centre promote conspicuously similar aims:
It should be a one-stop-shop where people tell their story once and an
appropriate referral for follow up is made. (Consumer NSW public):
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Well-resourced comprehensive centres located centrally throughout the
metropolitan area with ample parking. (Participants in this research)
Participants were adamant that the provision of community-based learning hubs
would ease much of the discomfort and distress endured by carers and care recipients
alike. The reference by the consumer from NSW to ‘tell their story once’ suggests
their previous experiences with duplication and the repetition involved in having to
explain their situation to different services. What is salient about this response is the
direct feedback it provides to policy makers and service providers about the personal
experiences of mental health services. All participants in the current research urged
the great need for feedback to be gleaned from mental health consumers. The
importance of this proposition is well noted in the literature (Bland & Foster 2012,
Marshall 2008).
Participants were certain that one-stop-shops or learning (respite) centres could
garner and add to expertise in the management of mental health. They argued that
these could be extended in the future to offer specific courses in the vial areas of
relationship counselling, behavioural management, social inclusivity opportunities
and holistic medicine approaches such as diet and physical training and weight
management. Many participants complained that care recipients were prone to
weight gain because the medications they were prescribed increased their appetites.
This could be addressed through a collegial support approach that could be provided
at community centres in an environment that supported and understood their illness
and associated health issues. Participants stipulated the value such centres could
provide by enabling supervised online educational opportunities for participants and
care recipients. Such centres, if funded appropriately, would also be able to tailor
individual educational programs for students across the curriculum. Participants
reasoned that in this regard, such learning hubs could also offer constructive career
opportunities for those in recovery and provide participants with time and therefore
alternatives to ‘choose’ whether or not to work. Such features of an integrated hub
system are suggested by a number of authors (Bland et al. 2009; Bland & Foster
2012; Rummery & Fine 2012).
Participants argued that, in the case of carers and carer recipients in rural and
isolated areas, coordinated online services could be made available in community-
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based centres and follow-up visits could be arranged on a rotational basis from the
staff pool created in such centres. Participants reported that constant contact and
interaction was essential in the recovery journey for care recipients, especially in
rural and isolated areas.
The above-mentioned suggestions by participants are echoed in numerous recent
reports on the state of mental health services in Australia. For example, the NMHC
research report (2014) and the Mind Australia report (2016) each observe that
Australia’s mental health system does not prioritise the needs of people. An
interesting concern raised in both reports is that the commonwealth’s main focus
appears to be on generating and recording activities, rather than on outcomes. A
similar observation was made by a number of participants:
There is so much going on and so many services for us but nothing seems
to happen to make anyone get better. (Jane)
There must be so much money going into something but what? I can’t see
any benefit for my daughter. She just hangs around the house and won’t go
to any places that may help her because one is here and one is over there,
they are all over the place so she does not bother. Do you know something?
I don’t blame her! (Lyn)
Participant comments regarding unmet needs are reflected in the recent and
extensive report by NMHC (2014). This report proposes interesting and
comprehensive design plans for the future architecture of mental health service
provision in Australia. The information is presented m in a useful graph (NMHC
2014, p. 15), which juxtaposes the situation as it exists with what is envisaged in the
future (see Figure 8.1).
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Figure 8.1. Model of Proposed Shift in Resources

The model recommends a move away from the re-hospitalisation of persons who
have experienced mental illness to a wider community-based system. The various
elements of such a system are advocated by participants, although the primary
structures they favoured were respite-type learning centres located within the
community.
However, participant s reiterated that the design of respite centres for carers and
those in recovery, must (if they are to be valued and therefore accessed) include clear
input into their design from carers, consumers and other stakeholders. As previously
indicated, given that over half the people diagnosed with a mental illness are living
in their family home and over 70 per cent have regular contact with family and
friends, there opportunity exists to involve carers and consumers in the design of
respite and service centres and indeed the future of mental health services generally.
If carers are not involved in co-designing services, not only is a significant resource
being under-used (Bland & Foster 2012), but service provision systems will continue
to fail to meet the needs of both consumers and carers (Bland et al. 2009; Bland &
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Foster 2012; Mind Australia 2016; NMHC 2014; Price-Robertson et al. 2016; Sirey
2008). Participants criticised the location, spread and quality of services in WA. At a
national level, such observations have been made in research dating back over 30
years (Harries et al. 1991; The Richmond Report 1983). Participants consistently
urged that the service systems within which they generally reported feeling ‘lost’ be
re-designed—such comments resonate with the most recent reports and scholarship.

8.3 Concerns About Current Services
Participants related that they, or their care recipients, returned home after attempting
to access services and then had to deal with the frustrations incurred in travelling
from one service to another, due to the scattered locations of services. Most
participants argued that the privatisation of resources meant in many cases that the
cheapest tender was accepted. Therefore, a continuation was perpetuated of unconceptualised human services that did not meet the needs of recipients. Participants
argued that without regulation and thorough evaluation, the way was paved for a
myriad of services to exist. Such concerns have been extensively reported in the
literature (Cebula 2009; McKeague 2003; NMHC 2014; Mind Australia 2016).
The stress reported by participants about waiting times being unacceptably long
caused them and their care recipients in many cases to cease using them. This is also
reported by Sirey (2008), who suggests that services must be perceived as accessible
as well as trustworthy. She emphasises that if services do not consider the
psychosocial factors associated with users they will be under-used. Participants
reported that the 9-to-5 mentality of service organisations and the five-day week and
numerous public holidays and breaks that occurred during the calendar year did little
to assist them. These were experienced as serious impositions and combined with
high staff turnovers, also contributed to carer and care recipient distress. The
problems created by these service arrangements and structures caused worsening
health outcomes, relapses and a disrespect for mental health services.
Participants were highly critical of what they termed the ‘form filling’ required for
evaluating the services they did access. Some participants noted that service agencies
advised participants that quality assurance could only come from their feedback.
However, these participants considered that this was a way to bypass their genuine
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concerns, because the questions asked were pre-set without apparent consultation
with consumers, carer or care recipient input. Participants argued that they rarely saw
evidence of the feedback from such evaluations being implemented to improve
services.
These concerns expressed by participants are reflected in the perceptions of PriceRobertson et al. (2016 p. 3). They conclude that acknowledged gaps exist in the
available services for people with mental illnesses, which result in them not always
receiving timely support of the type and quantity needed. Such criticisms are also
reported by Sirey (2008).
Participant comments about the significance of their role and the importance of
listening to their advice are echoed in the recent report by Mind Australia (2016, p.
1):
Therefore 50 per cent of informal carers, such as a family member or
friend, play a significant role in the care of people with mental illness in
Australia, providing a substantial number of hours of unpaid support. In
the absence of this informal care, the overall functioning and quality of life
of people with mental illness who currently have a carer would be poorer.
Their care needs would either go unmet or would need to be picked up by
the formal health and social care systems, at additional cost to government.
The reference to the needs of participants being unmet or having to be provided by
health care is important, because participants reported that many of their care
recipients did not seek treatment on a regular basis due to the spread of services over
wide distances. Participants suggested that incentives such as subsidised transport
costs and rentals could be instigated for a period to address the stresses experienced
by care recipients on discharge from hospital. The desire for such incentives were
also reported in Carers Quarterly (2010, p. 2), where much of the emphasis was on
appropriate housing for carers and respite services.
Participants reported that much distress was also caused by the referral system that
requires a doctor see the carer and/or care recipient before deciding to whom
participants and care recipients may be referred. To alleviate this process,
participants suggested an online referral system or one that allocated ongoing
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referrals rather than the current system of annual referrals. Participants spoke of
going to and from the general practitioner, getting to appointments with clinics,
therapists and hospital emergency departments located in different areas as all
adding to their distress. Much participant disapproval of services concerned them
feeling marginalised and not consulted or included in the service design. These
problems have been well identified in recent research literature (Bland & Foster
2012; Price-Robertson et al. 2016).
The city state of Singapore offers online psychological therapy to people who, for
whatever reasons, are deemed unable to attend face-to-face therapy and treatment
(Lai 2017). In the case of distance education, students are equipped with a laptop
computer and assigned a teacher for each discipline. A student services officer or
case manager oversees the individual’s progress and welfare, ensuring no one slips
‘through the cracks’. Care recipients could be visited regularly by case managers or
mental health workers. If for any reason a care recipient presented as problematic,
the worker could be given additional support to design and implement individual
programmes. The importance of flexibility and close attention is a feature of this
mode of instruction. In the light of repeated comments by participants about the need
to ‘do things differently’, it is not unreasonable to suggest that such a system be
considered for carers and those in recovery.
Participants complained of a system that needed to be overhauled and re-aligned so
that it was streamlined and more reflective of their needs. They stipulated that only
with their input could such a system be devised and used. They acknowledged that
large amounts of money were being spent on services for them, but they were not
addressing the needs of carers and care recipients adequately. This was viewed by
some service agencies as representing under-use and therefore that the service was
not needed.
Participant ideas about the state of mental health services are reflected in the
previously mentioned study undertaken by Mind Australia (2016), these are broadly
summarised as follows:
•

Based on our findings, it is apparent the mental health system has
fundamental structural shortcomings.
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•

This same conclusion has been reached by numerous other independent
and governmental reviews.

•

The overall impact of a poorly planned and badly integrated system is a
massive drain on peoples’ wellbeing and participation in the community
on jobs, on families, and on Australia’s productivity and economic
growth.

•

This unmet need was highlighted particularly strongly in relation to
people living in regional, rural and remote areas of Australia.

•

People with interrelated and complex difficulties which include a mental
health problem (including those with substance misuse, history of trauma
and abuse or intellectual disability) also are poorly served by a lack of
collaboration across agency or disciplinary boundaries each of their
intertwined problems is viewed and treated in isolation.

8.4 Relieving Emotional Overload
As identified in earlier chapters, participants said they suffered from the inordinate
impact the mental workload had placed on them by being on ‘stand by’ or ‘on call’.
They related this to waiting for something to happen and referred to the uncertainty
and unpredictability that appeared to pervade their role as caregiver. Many asked if
there were examples of research or investigations that attempted to address this
aspect of their lives. For example, Wendy said:
If you asked me if there was one thing that stressed me out then I would tell
you that it was the uncertainty and this was on my mind all the time. What
is she up to? Who is she with? Is she in trouble? On drugs? With the wrong
company? I go to bed and stay awake or drift off only to wake up and
worry all the time. It is horrible. This part of my job is b….. terrible! And
do you know? I can’t talk to anybody about it because they say they worry
about their kids in the same way! They are not vulnerable like these people
are they?
Wendy reflects what many participants expressed as one of their major fears. They
spoke of a vulnerability and naivety that they blamed on the dulling-down effects of
medication and a sense of hopelessness. Wendy’s fears for her daughter are palpable
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and she transmits her inability to settle when her daughter is away from the home.
This was an area of acute concern for participants. Suggestions on how to address
this included the provision of a place for care recipients to go to meet like-minded
people. They spoke of giving care recipients a sense of belonging away from the
family home so that they could pursue their own identities and interests. Being on
‘standby’ or ‘on call’ would be relieved by knowing that care recipients were able to
access safe and secure places of interest, such as a community centre that was open
all hours and not subjected to a ‘9-to-5 mentality’ five days a week.
Participant concerns about whether these were being addressed were the subject of
findings in a recent study (Mind Australia 2016, p. 84): ‘carers also reported being
‘on call’ or ‘on standby’ in close proximity to their care recipient so that they can be
available quickly if needed (e.g., in a crisis)’. The report continues:
The majority of UQ Carer Survey 2016 carers reported providing this
standby time, estimated at an additional 59.5 hours per carer per week.
Since the carer is ‘on call’, they cannot make plans for other activities such
as meeting friends, working, engaging in hobbies or travelling. (Mind
Australia 2016, p. 84)
As previously noted, participants claimed 145 hours per week were spent in caringrelated duties, making it apparent that caring workloads related to time spent in the
role were excessive by any standard. The Mind Australia report records a workload
increase of 37.8 hours of physical work directly related to caring for a person
diagnosed with a mental illness in categories such as anxiety, depression,
schizophrenia, bipolar disorder, personality disorders, eating disorders and
behavioural disorders. The time related directly to being emotionally ‘on call’ or
‘stand by’ increased by 59.5 per cent to a total of 97.3 hours spent on caring-related
duties per week per carer. When the data reported by Mind Australia (2016) are
compared with the data reported by participants, the caring workload is clearly
prohibitive.
Participants argued that the extra workload (for example 145 hours compared with
97.3 hours reported by Mind Australia [2016]) could be linked to caring specifically
for persons with a diagnosis of schizophrenia or major depression. It was also
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implied that the input required from participants in these duties was arguably more
time consuming, intense and distressing than caring for disabilities grouped into
other cognitive/behavioural conditions (autism spectrum disorders, intellectual
disability, other developmental disorders, dementia and acquired brain injury) and
physical conditions. This notion is also supported by Mind Australia (2016, p. 9).
Participants were clear that to contribute to the recovery of a care recipient in a
meaningful and comprehensive manner they needed to be equipped with skills and
support services that enabled them to perform better in the role of carer. These
included providing care recipients with a place to interact other than the family
home. The following participant comments demonstrate their willingness to
contribute to the care and wellbeing of care recipients regarding options, their own
education in mental health, supports and services:
If we are given an opportunity to learn about his illness and how to
respond don’t you think? (Jill)
Going to emergency is so difficult because you know you are going to have
to wait. I think there should be a special emergency department for the
mentally sick… I just don’t bother to go now as it is so upsetting waiting.
They don’t see it as urgent! (Margaret)
My only option was to care or to leave her to the system. (Wendy)
I felt that I had caused it all…(Ron)
My daughter was embarrassed because she said her friends called her
brother a schizo freak who would do anything. (Wendy)
When I told my partner about it she said that she could not expose her kids
to it and broke it off. (Rodney)
My parents said they did not tell people he was mentally ill they just said he
was sick. (Rosemary)
It is not just medication it is seeing his family members around him acting
as if he is normal. That gives him confidence. One way this can happen is if
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we are all given an opportunity to learn about his illness and to respond
don’t you think? (Julie)
It is likely that many of the concerns indicated in the participant comments could and
should be improved through the provision of mental health care practices informed
by carers and care recipients.
Another major area of concern for most participants was how language may be
confused through ambiguity and jargon. Participants argued that many of the
programs they undertook were couched in language that was for them at times
indecipherable. Participants wondered if this contributed to framing aims and
objectives when deciding on service policy directions and if this may also contribute
to confusion and duplication. The next section identifies and discusses some of the
implications of language use.

8.5 The Problem of Language
Many participants were concerned that mental health aims and objectives were so
vague in their interpretation that efforts on their behalf were stalled or confused from
the outset:
I get stuff in the mail and I can’t make it out. You’d think they’d write this
stuff so that the average bloke can make it out. If this is how they do their
programmes no b….. wonder the health department stuffs it up, no one
knows what the other is doing. (Douglas)
Douglas’ implies that words carry many connotations, which if misinterpreted may
confuse their intended meaning. For example, ‘you’d think they’d write this stuff so
that the average bloke can make it out’. If confusion occurs it is reasonable, as
suggested by this participant, that the outcomes may be entirely different and if just
one outcome is confused the ramifications for many other outcomes may result.
Douglas’s comments relate directly to the wording of goals, aims and objectives,
which may have contributed to some duplication, fragmentation and stagnation of
services, as reported in the literature (Mind Australia 2016; NMHC 2014). Many
participants observed how important it is for organisations that help carers and those
in recovery to incorporate evaluative tools in their practices to test the clarity and
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meaning of the language they employ to express their intentions. This is emphasised
in Douglas’ comment, ‘no b….. wonder the health department stuffs it up, no one
knows what the other is doing’.
To extrapolate the observation from the participant, an example of a recent finding in
the NMHC (2014) report may highlight this:
A stepped care approach can also support people to take greater
responsibility for their own mental and physical wellbeing, when
accompanied by the appropriate services and supports. NMHC (2014, p.
16).
The reference to ‘appropriate services and supports’ (NMHC 2014, p. 16) although
broad is vague and open to interpretation. The words ‘stepped care’ do nothing to
clarify what this actually means and how it can be achieved. ‘To take greater
responsibility’ implies an existing degree of laxity in those to whom it is addressed,
whoever they may be. The words ‘accompanied by appropriate services’ suggest that
this will mean the same thing to all who read it. There is nothing specific about the
recommendation, leaving it open to interpretation, duplication and confusion. This
example exemplifies the kind of concerns that participants wished to highlight, and
in particular the comments from Douglas reinforce this.
Given that the NMHC (2014) and Mind Australia (2016) both stress that services are
poorly coordinated, duplicated and fragmented, it may be argued that the language
and manner in which mental health goals are expressed is part of the reason why
services designed for participants and care recipients do not reach their intended
audience.
There does appear to be a history of misunderstandings related to the interpretation
of language. For example, the aspirants of deinstitutionalisation also expressed goals
in broad terms and much of the literature reports that confusion and duplication
followed:
to stimulate improvements to a level of care given the mentally disabled
[and] re-orient these programs to a community-centred approach (Paul,
Stedman & Neufeld 1977, p. 6).
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To reinforce the will and capacity of our communities to meet these
problems, in order that the communities in turn, can reinforce the will and
capacity of individuals and individual families (Paul, Stedman & Neufeld
1977, p. 6).
Both

examples

demonstrate

how

some

key

recommendations

for

the

deinstitutionalisation of the mentally ill were expressed during the 1970s. The words
‘stimulate improvements and re-orient these programs’ are arguably ambiguous and
therefore may be interpreted differently. There are no specifics on how the intent of
the aim would be accomplished or what is to be actually achieved. ‘To reinforce the
will and capacity of our communities’ infers the presumption that communities can
and will take on such a role. The literature reports that deinstitutionalisation remains
a flawed process and is a good example of the need to reverse some processes
(Backlar 1995; Commonwealth of Australia 2009; McKeague 2003; Saunders, 2006;
Warner, 2010; Wesley Mission 2007).
Participants confirmed their misgivings about aspects of deinstitutionalisation, as
well referring to why many services may be flawed in their delivery. Many of them
complained about communications from service organisations that were confusing,
‘jargonistic’ and patronising:
I get stuff which I can’t understand so I ring up and am told to wait as the
person who knows about the stuff is busy. When he comes on the phone he
explains that their policies are all contained in the stuff I received and I
needed to read it. I just put it in the bin as it was a load of rubbish someone
had been employed to write so we couldn’t understand it! (Lyn).
Lyn’s comments, when considered alongside those of Douglas, suggest that
consideration needs to be given to the type and level of language employed when
communicating with a wider audience, in this case caregivers. It appears that
participants often experienced communications from service agencies as confusing,
impractical and incomprehensible. It is emphasised in the NMHC report (2014, p. 8)
that services and support aids for carers and care recipients are in a state of
fragmentation and duplication caused by poor planning and coordination. This may
contribute to what participants referred to as ‘vague’ expression in the language of
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the aims and objectives of such services. The following example of a
recommendation taken from the Commonwealth of Australia Report (2009, pp. 94,
254) further displays how language may be misunderstood, possibly leading to
implementation being fragmented or duplicated:
That the Minister for Health … raise awareness among general
practitioners of the high incidence of mental health problems among carers
and their families and of the options available to them.
While acknowledging that this is a broad recommendation, it does highlight the
important role language plays in their formulation, especially if specific aims and
objectives are generated from the recommendation. For example, the term ‘raise
awareness’ is vague to the point that it becomes meaningless without explaining how
or what to achieve. The recommendation appears to pre-suppose that general
practitioners are fully cognisant of what options are available to persons who care
and that they are capable of reaching all members of a family. The words ‘high
incidence of mental health problems might’ conveys a sense of ambiguity that could
lead to multiple interpretations ending in confusion and ineptitude because ‘mental
health problems’ encompass a myriad of discrete illnesses.
Another recommendation from the Commonwealth of Australia Report (2009, p. 83)
is expressed in the following way:
That the Minister for Families, Housing, Community Services and
Indigenous Affairs and the Minister for Health and Ageing, seek
agreement through the Health, Community and Disability Services
Ministerial Council to extend the Access Points Demonstration Projects to
include disability services and Community mental health services.
Although this recommendation is aimed at a policy audience, the chances of
achieving the recommendation are unlikely due to the broadness of what it implies
and how it suggests this may be done. For example, the words ‘seek agreement’ and
‘extend access points’ appear expressed more in hope than with any realistic
opportunity of achievement. The recommendation could be interpreted as yet another
patchwork measure rather than a solution to an existing problem. There is no
explanation on how and what should be achieved regarding agreement or where to
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place access points; this is left as open to interpretation. Such examples reinforce the
concerns participants have about the language in which much of their mental health
communication is expressed.
An example of a different kind of intended meaning occurs in the Commonwealth of
Australia Report (2009, p. 83), where a comment is made that a one-stop-shop, given
the range of carer and care recipient needs, may never be realised:
The reality is that it may never be practical to have a genuine one-stopshop to help carers and care recipients given the range of their needs and
because they are also likely to need Centrelink for financial services.
Participants emphasised that the requirements for a one-stop-shop should include a
discrete mental health Centrelink office and the provision of mental health
emergency centres in such places or in hospitals. The reference to ‘may never be
practical to have a genuine one-stop-shop’ reflects participant concerns that they are
spoken for rather than spoken with about their needs. Then such decisions, once
made, are reflected in language that offers no hope of them being included in the
dialogue.
Participants stressed the point in a genuine and sincere manner that they were in a
constant state of distress. Language had the potential to offend or to take away the
notion of ‘hope’ by being prescriptive and absolute. Therefore, communications
between them and service agencies should be carefully considered before being
conceptualised and sent to them.
In the next section I present a more comprehensive picture of what participants
envisaged as their ideal mental health service and describe how they thought this
should be structured. I have attempted to adhere carefully to what most participants
described by listing key words and then constructing a diagram accordingly.
8.6 The Ideal Service Design
Participant recommendations for their ideal representation of services are organised
into a flow chart, reproduced here as Figure 8.2. The diagram has not been shown to
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participants because of time and organisational constraints. However, it represents all
aspects discussed with participants.

Carer

Recovery

Central Issue
Time

Financial

Relationships
Behavioural

Emotional

Measureable outcomes
centrally coordinated

Services and Support
Respite/Day
One stop shop staffed by carers, consumers and health
workers. Less welfare
Dental

Fitness/diet

GP’
Employment

Accommodation Services

Centrelink branch for Mental health

Financial Advisors

Therapy

Relief for Carers
Time to pursue further education – hobbies – social activities –
travel – therapy – time to themselves and their own recovery.

Summative evaluation of
measureable outcomes
Figure 8.2. An Ideal Service Design
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Participants suggested that the cost of funding such a model may be offset
employing them, their families, the general public and care recipients. Participants
were very aware that it would be prohibitively costly for any government to replace
them in the care they provided. They argued that if the rate of carer depression
continues to be high, and this affects participants to the extent that their services are
diminished, the alternatives may be dire. These warnings are also reflected in the
report of Mind Australia (2016, p. 190), which presents a flow chart showing the
breakdown of costs involved in caring. This report estimates that it would cost $13.2
billion to replace contemporary family mental health carers.
The idea that a new model of mental health service delivery could arise in the form
of a one stop-shop is given credibility from what the data in this research tell us
about participants’ needs. Participants argued that funding models for a one-stopshop project could be modelled on putting the needs of the mental health community
before economic models based on profit. Several of them imagined that an
‘investment’ that created services that were accessible in one location was
achievable. Such an investment would result in a central community hub which
employed, empowered, provided security, was able to be monitored, educated,
provided treatment and had a focus on providing direction and guidance for those in
recovery and for carers. Participants stressed that mental health benefits and
associated costs could be assessed after a trial period and measured against mental
health delivery in other areas not on such a trial. By placing such a facility within the
community the stigma so often associated with mental disorders could be reduced.
All participants were highly critical of what they termed as ‘tokenism’, especially in
relation to funding programs tenured for brief periods and serving as ‘band aid’
solutions. There is no evidence that all the promised benefits to mental health
espoused since deinstitutionalisation have been achieved. The privatisation of many
mental health services has seen tender processes proliferate. Often, participants
perceived that the cheapest and not necessarily the best was awarded the tender. This
perception of a problem, coupled with aims and objectives that consumers report as
difficult to interpret (because they are often framed in ambiguous language) appears
to contribute to services perceived as going around in circles.
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The majority of participants emphasised that care recipients suffered from having
nowhere other than the family home to pursue their journey of recovery. In
particular, they noted that a community learning hub located in strategic regions
would provide a focus for them, their families and friends, the general public and
care recipients to pursue a way of life that provided the impetus for further learning
and hope for the future. At the very least, participants argued that such centres would
alleviate ignorance and misinformation about mental health by involving and
employing communities in the welfare of their citizens generally.
In the next section, I summarise this chapter.

8.7 Summary
In this research, the data indicate clearly that participants, families, friends and those
for whom they care are struggling amid what they perceive as a flawed service
delivery system. Services are perceived and experienced as duplicated and require
that people attempting to recover from a major mental illness repeat information and
navigate their way through too many obstacles. Participants have proposed a clear
(although admittedly ideal) alternative to the current situation, one predicated on
appropriate consultation with them and ample funding. The discussion here reflects
the desires, opinions and thoughts of the participants, as expressed in the data.
If the journey of recovery and the lives of carers are to be enhanced and improved,
the voices of the principal stakeholders need to be considered seriously. Participants
all argued for services that are centrally coordinated and located, have aims and
objectives expressed in non-ambiguous language, are able to be measured and
constantly evaluated by an independent body and are reliably funded. These centres
should be designed, implemented and staffed by carers, care recipients, families,
clinicians and highly trained personnel so that staff can administer health care in a
comprehensive and consultative and collaborative manner. In doing so, the costs
associated with mental health may improve, along with the mental health of society.
Respite-type learning centres have been discussed and outlined as participants
visualised them. These have been proposed to address the effects of time and
emotional constraints on participants, families and care recipients. They have also
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been suggested as a way to involve the community in the care and welfare of those in
the mental health fraternity. This could contribute in a positive sense to the selfesteem and status of carers and care recipients generally, given that many could seek
employment or training in such centres.
The research question asked why distress in carers was still apparent. The answer,
according the evidence gathered in this research, is that participants felt
disenfranchised in a system that continues to perpetuate past inadequacies.
Participants and care recipients, rather than being adjuncts to their own treatment and
recovery, wanted to operate at the forefront of treatment in concert with other health
professionals. They wished to be trained, consulted and employed to participate in
health teams, as endorsed by Bland et al. (2009, p. 244) to improve the recovery
journey. Participants stressed that their knowledge and experience must be harnessed
and valued in such a way that mental health ceases to be ‘stigma-associated’ within
communities.
Participants hoped to be given a choice of whether to care or not but were able to
contribute to the wellbeing and recovery of a person who would benefit from their
services. Participants were aware that for this to happen there would need to be
change at the organisational level. Agencies would need to be open to training
clinical staff, to work alongside and train participants and care recipients when
treating other carers and care recipients. It was felt that these changes would require
funding models to address the increases in expenditure associated with carer and care
recipient salaries and expenses; however, the benefits and savings in welfare would
help to outweigh these costs. In addition to such changes in agencies, participants
and care recipients would experience the benefits of heightened self-esteem and
status, which were noted in the data as particularly distressing for both groups.
This research reinforces the need for participants and care recipients to continue to
contribute to the welfare of mental health in this country in the circumstances
outlined, and in a way that would enhance their standing in the community, involve
the community at a grass roots level, allow both participants and care recipients to
shake off the shackles of welfare by being employed and to share their knowledge
and expertise with other stakeholders in the recovery of mental health services in
Australia.
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The final chapter concludes with a summary of the major issues reported in the
research.
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Chapter 9: Conclusion
The Master said: ‘To learn something and then to put it into practice at the right time: is this
not a joy?’
The Analects of Confucius

My purpose in undertaking the research was to explore the carer perspectives of
mental health services in WA to understand their experiences. A particular focus was
to investigate whether (and if so, why) caregivers continued to endure high levels of
distress in their caring roles, given that the important role of care giving has been
recognised for some years. One of my early hunches was that many caregivers still
experienced high levels of distress in the caring role despite these varied and positive
developments in mental health service delivery.
I was keen to understand if there were high levels of distress and if this were the
case, why it was occurring and what it might mean in terms of gaps in services. A
particular focus of the research was whether the relatively new and important
concept of ‘recovery’ (as articulated in more recent mental health literature) was
relevant to participant experiences. A further focus was the concept of care giving
itself and the understanding that participants had of the terms ‘carer’ or ‘caregiver’,
as well as the impact their perceptions had on their lives following their adoption of
the role.
The research journey has been exhausting, remarkable and compelling. It began with
my need to understand what was developing in the field of mental health service
design and implementation and how caregivers had responded. The research journey
has also been most rewarding personally. Conducting the research has been a source
of intellectual discovery for me. Although confronting at times and gruelling, it
became a deeply satisfying experience, not just in the sense that it had academic
value but also because of the enrichment and learning I experienced in doing it.
The three research aims were:
1. To examine carer perceptions of current gaps in services.
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2. To provide information of the perspectives of carers and families which
highlighted their firsthand experiences and to explore how they are
coping.
3. To explore the psychosocial experiences of the carers within the
community.
The following research question was posed:
Even after extensive research has been conducted about the impact of
caring for persons with a mental illness and the implementation of
evidence-based social policies to assist, it appears that carers continue to
experience very high levels of distress. Why is this so and what can be
done to address this?
An ever-increasing number of other questions arose during the early stages of the
research. These emanated from discussions with carer groups about how they
interpreted the terms ‘service’ and ‘support’ and what relevance such service and
support had for the recovery journey of care recipients. I wanted to learn how
participants thought services may be improved and what mechanisms they were
aware of that might assist their contribution to and influence on improvements in
services. I wished to know how participants responded to perceived changes in
system design and whether they had a sense of agency in responding to changes.
From these questions others emerged, such as how much and what kind of broad and
specific input did participants have in the design of services? Considering that a very
high proportion of care recipients had daily contact with their caregivers and
families, I wanted to know if (and what type of) cross-consultation between these
two groups took place to improve services and how this information was merged and
evaluated within the mental health fraternity generally. What were the practical and
theoretical implications of new ways of conceptualising and delivering mental health
services? These additional areas of inquiry were explored in narrative discussions as
elements of the research question and in particular, during conversations held as a
result of the open-ended questions.
A mixed-methods approach was employed to gather as much data as possible from a
range of participants. A pilot study group was convened to help construct or modify
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qualitative and quantitative questionnaires. These questionnaires were administered
to 45 participants. The questionnaires were analysed using QSR, NVIVO 8 and
SPSS software and transposed using Microsoft Word.
The journey became an emotional and intellectual exercise that impelled me to
investigate outside the theoretical borders of care giving and recovery in relation to
engagement with mental health services. It appeared that many participants were
experiencing what I conceptualised as a metamorphosis as they discussed their care
giving. That is, during the research they moved from the experience of being passive
members of a health triangle involving themselves, those they cared for and the
mental health provider, to experiencing agency and expressing a strong desire to be
more directly involved in interdisciplinary policy decisions and as equal and valued
members of health delivery teams. It became apparent (from responses early in the
research) that much participant distress was related to the system of health delivery
itself. In discussing this, most participants volunteered suggestions about changes
that they in turn found empowering.
The metaphor I adopted for this metamorphosis was that of a solitary person (the
caregiver) looking at a long serpentine road that branched into a fork and then
appeared to ripple and pause at the edge of a foreboding forest. The forest
represented the relatively dark and mysterious area of mental ill health. The tendency
was to turn away lest something archetypal existed at the end of each pathway,
something that required the person to undertake a quest. On the other hand, there was
a genuine desire on the part of the caregiver to linger, to explore and to learn more,
to confront and not submit to fear or vulnerability. Both choices were perceived as
difficult to surmount because the landscape was unfamiliar. If mental illness is the
forest and the lone figure is the hesitant caregiver, the perceptions of mental illness
continue to appear as threatening because they are not assimilated into a recognised
system of signification. They present as mysterious, dark and archetypal.
My research with these men and women who have been caring and continue to care
for their family member (who is on a journey of recovery and managing a mental
illness) affirms much of the contemporary scholarship and understanding about the
significant and troublesome role of care giving. However, it also highlights a number
of critical elements, such as the caregiver distress associated with time demands that
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directly affect relationships, behavioural management, finances, depression and
stigma, and the complexity of service design and delivery.
Many participants argued that the caring role is so riddled with complexities that
early interventions, such as training and education in behavioural and relationship
issues, would have helped them organise their time and reactions when responding to
these. Given such pressures, participants reported they had little time to address what
they termed ‘depression’. For many, having lowered self-esteem and a lack of
confidence motivated them to address underlying causes. It was in attempting to do
this that they experienced acute frustration; they could not change the basic
circumstances that had contributed to their depression. To do so would mean to stop
being caregivers. As a consequence, many participants advocated for greater
participation in the front line of service delivery and design; they wished to be
included at the forefront of service architecture and implementation to be
meaningfully involved and assuage their own mental conditions. Being ‘busy’ for
many meant to re-formulate their roles and re-direct their energies in helping care
recipients with their recovery, in the knowledge that they helped to formulate the
future directions of care services. It was not that they wished for purely collaborative
partnerships but rather wanted to be involved principally in what is now seen as the
forerunner to the contemporary language and principles of co-design.
Co-design has, since the current research commenced, become a feature of mental
health policy. It is evident in a number of publications and policy documents,
including National Campaign for Consumer—Centred Health Care (2016) and the
Mental Health Australia Report (2017). These documents, among others, highlight
the importance of establishing roles and responsibilities for all parties concerned,
including caregivers, care recipients and mental health providers.
Participants argued for a re-definition of their roles, from being relatively passive
helpers in the recovery process to being vital to the recovery journey of those for
whom they cared, as well as for their own wellness through active participation and
involvement in the co-design of mental health services. This included the need to
address the meaning of ‘carer’ or ‘caregiver’ and the question about how carers are
remunerated. The very notion of recovery (as used in the broader mental health
service policy literature) contains implicit if not explicit requirements for a holistic,
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engaging recovery journey in which carers have an important role. Despite this, most
participants indicated they had no sense of being invited to be part of such a new
paradigm of care. It is of particular interest that none of the participants indicated
they had ever had discussions with service providers about recovery as a new
conceptual paradigm for the care of people with a mental illness.
Care giving was clearly conceptualised by participants in operational terms and
understandably not in theoretical ones. Almost all were dramatically affected by
financial pressures directly related to the caring role. They argued that they wrestled
with daily increases in costs associated with the following: electricity and gas; water
use incurred due to care recipients’ habits of taking lengthy showers and leaving taps
on, breakages that occurred during bouts of destructive behaviour; transport costs;
rental costs (including the forfeiting of bonds paid because of damage done to
property); moving from home to home and incurring associated stamp duty costs,
real estate commission fees, settlement fees and the cost of moving from one place to
another; and credit card debt (usually accumulated because of the unscrupulous
behaviour of some lenders in dealings with care recipients).
Participants described the ideal service structures they thought would meet their
needs as caregivers, as well as the needs of those for whom they were caring.
Importantly, participants highlighted the centrality of respite care as a vital element
of the ideally integrated service system they described as ‘centres’ that included
‘one-stop shops’. Such centres, they suggested, should be able to provide respite so
that care recipients could be meaningfully and educationally stimulated. Participants
explained that if carer recipients were able to attend such centres for a day or several
days, they could rest in the knowledge that the care recipients were secure in an
environment that engendered education and hope and direction while simultaneously
allowing carers respite and time to themselves or with other family members.
Participants suggested that if they and the care recipients, as well as service
providers, were employed in such centres there would be more likelihood that carer
recipients would attend.
There is a need for more research to be conducted in caregiver and care recipient
participation in the provision of services and treatments for them. Co-design
principles, as enunciated in recent public policy documents, provide models for how
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such research can be undertaken with ‘end-users’ (in this case, caregivers) as coresearchers. If a sense of ownership and genuine partnerships is achieved it is likely,
according to the evidence, that the services generated will be accessed and trusted
and mental health generally will be the beneficiary.
Despite the fact that the population for this research was limited to a relatively small
WA cohort, it provides compelling evidence of a high level of dissatisfaction related
to a number of aspects of service delivery for caregivers and care recipients. It would
be valuable to extend this research to a wider cohort.
Whether the ideas proposed by participants about design structures and elements are
realistic, it is evident that the current service structures for these caregivers are not
attuned to their needs. However, it is acknowledged that since the current research
was conducted, many changes in service delivery have been mooted or enabled. In
particular, there have been advances in co-design that recognise the centrality of
caregivers (Donetto, Tsianakas & Robert 2014; Worthington, Rooney & Hannan,
2012; Larkin, Boden & Newton 2015). Co-design recognises and uses the skills and
contributions of family caregivers in the delivery of mental health services. Indeed,
co-design is based on the active, equal and mutual participation of mental health
service providers, family caregivers and significant others (such as care recipients) to
design and implement mental health services. As co-design principles are being
implemented across Australia and internationally, it will be important to evaluate
their effectiveness in relation to reducing caregiver distress.
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Appendices
Appendix 1: Questionnaire One

‘The impact on carers when caring for persons suffering from schizophrenia or major
depressive disorder/s.’

Graded responses from one to four.

1. = No. 2. = Not Much. 3. = Much. 4. = Very Much.
Please circle one number.

•

Mentally Ill Family Member = MIFM.

1. I invest time in my MIFM.
1.2.3.4
2. I spend money on my MIFM.

1.2.3.4.

3. I invest physical effort in caring for my MIFM.
1.2.3.4.
4. I am busy caring for my MIFM.
1.2.3.4.
5. I am ill due to my MIFM.
1.2.3.4.
6. I am in danger due to caring for my MIFM.

1.2.3.4.

7. I lose work due to caring for my MIFM.
1.2.3.4.
8. I lack privacy due to caring for my MIFM.

1.2.3.4.

9. My leisure time is reduced due to caring for my MIFM.
1.2.3.4.
10. I lack rest due to my MIFM.

1.2.3.4.

11 I lack company due to my MIFM.
1.2.3.4.
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12 My plans are inhibited due to caring for my MIFM.

1.2.3.4.

13. I lack assistance in caring for my MIFM.
1.2.3.4.
14. I cannot share with others my concerns for my MIFM.
1.2.3.4.
15. I am angry about the care of my MIFM.
1.2.3.4.
16. I am desperate because of my MIFM.
1.2.3.4.
17. I am ashamed because of my MIFM.

1.2.3.4.

18. I am sad because of my MIFM.
1.2.3.4.
19. I am worried about my MIFM.
1.2.3.4.
20. I am humiliated because of my MIFM.
1.2.3.4.

21. I am exhausted because of my MIFM.
1.2.3.4.
22. I am frightened for my MIFM.
1.2.3.4.
23. I feel guilt related to my MIFM.
1.2.3.4.
24. I feel exploited by my MIFM.
1.2.3.4.
25. I feel misunderstood about caring for my MIFM.
1.2.3.4.
26. I suffer from obligation related to my MIFM.

1.2.3.4.

Adapted (with permission) from:
‘Burden of Caregiver of Mentally Ill Individuals in Israel’ A Family Participatory Study
Abraham Rudnick, MD, PhD, Associate Professor, Departments of Psychiatry and
Philosophy, University of Western Ontario, Canada.
International Journal of Psycho-social Rehabilitation, 9 (1), 147–152 (2006).
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Appendix 2: Questionnaire Two

Questionnaire Two

‘Carers for persons suffering from schizophrenia or major depressive disorder/s.’

•

MIFM = Mentally Ill Family Member.

1. What is your relationship to the person for whom you care?

Father

Mother

Friend

Other

Son

Daughter

Spouse/partner

2. What is the illness of the person for whom you care?

Schizophrenia

Major Depressive Disorder

3. Do you provide care in the family home?

Yes

No

4. For how long have you been providing care?

1–4 years

5–8 years

9 years or more

5. How many hours per week do you provide care?

1–24 hours

25–48 hours

49–72 hours
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73–96 hours

97–120 hours

121–144 hours

145 plus hours

6. What is the gender of the person for whom you care?

Male

Female

7(a). What is your age range?

under 20

21–40

41–60

61 plus

7(b). What is the age range of the person for whom you care?

0–20

21–40

41–60

61 plus

8. In order to care, did you have to relinquish…?

A paid profession

Part time paid work

A part time profession

Full time paid work

Casual paid work of any kind

Volunteer

work
Nil

9. Which range best shows your previous gross (per annum) earnings prior to caring?

$0–$15,000

$16,000–$20,000
$31,000–$40,000

$21,000–$30,000
$40,000 plus

10. What are your average gross (per annum) earnings since becoming a carer?

$0–$15,000

$16,000–$20,000
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$21,000–$30,000

$31,000–$40,000

$40,000 plus

11. My level of education is:

Primary
Secondary up to year 10
Secondary up to year 12
TAFE
Tertiary to Bachelor level
Tertiary beyond Bachelor level

12. The educational level of the person for whom I care is:

Primary
Secondary up to year 10
Secondary up to year 12
TAFE
Tertiary to Bachelor level
Tertiary beyond Bachelor level

13. Since becoming a carer, I have been unable to work…

Please place a number in each box, using the guide shown below.

1. = None. 2. = Not Much. 3. = Much. 4. = Very Much.

Because of my duties as a carer.
Because of the effect on my pension.
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Because of my health, specifically affected by being a carer.
Because of the health of my MIFM.

14. Have your general expenses increased since you have been a carer?
Please explain.

15. Has caring caused you financial burden?
Please explain.

16. Being a carer has caused me stress.

Never

Sometimes

Often

Continually

17. Please rank the degree of stress caused in the following exchanges.

Please place a number in each box, using the guide shown below.

1. = None. 2. = Not Much. 3. = Much. 4. = Very Much.

(a). Dealing with the doctor
(b). Dealing with psychiatrists

(c). Hospital emergency admissions
(d). Dealing with the police
(e). Dealing with MIFM behavioural problems

(f). Having limited experience in the caring role
(g). Fear of MIFM suicide
(h). Fear of MIFM violence
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(i). Inability to obtain urgent emergency help in the home.

(j). loneliness, guilt and emotional pain

(k). Adverse impact on other family members

(l). Lack of community understanding and knowledge

(m). Frustration with the system and its responses to mental illness

(n). Other. (Please explain in a paragraph or two)

18. Caring has adversely affected my relationships with…

Please place a number in each box, using the guide shown below.

1. = None. 2. = Not Much. 3. = Much. 4. = Very Much.

A partner

A spouse

Family members
Other

Additional comments.

19. Caring has caused me…

Please place a number in each box, using the guide shown below.

1. = None. 2. = Not Much. 3. = Much. 4. = Very Much.

To feel ashamed

To experience stigma
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Friends

To opt out of social activities

To feel lonely

To opt out of further education

To lose self-esteem

To abandon hobbies/travel

To have an increased work load

To experience prejudice

Other (Please explain in a paragraph or two)

20. What kind of future support services would best satisfy your needs as a carer?

Please place a number in each box, using the guide shown below.

1. = No. 2. = Not Much. 3. = Much. 4. = Very Much.

(a). More public psychiatric clinics.

(b). Access to specific mental health emergency admission centres.

(c). Extra psychiatric wards in general hospitals, other than Graylands.

(d). More community education on the role of carer for a MIFM.

(e). Home help such as cleaning, washing and ironing.

(f). More home visits from community nursing to monitor medications.

(g). Counselling support and education on caring in the home.

(h). The provision of secure, comfortable and educational day respite centres
for consumers, which allow carers to work or to pursue leisure activities.
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(i). More home help and education in managing difficult behaviour.

(j). Other (Please explain in a sentence or two).

21. Please indicate your current satisfaction, in your role as carer for your MIFM, with the
following:

Please place a number in each box, using the guide shown below.

1. = Not. 2. = Not very. 3. = Much. 4. = Very Much.

Centrelink
Hospitals
Telephone prompting methods
Schools
Bill paying services
Interpreter services
Medicare
Banking
Clinics
General Practitioners
Please add further comment and specific explanation in a paragraph or two if you
wish.

22. Please indicate your satisfaction with the services offered by carer support agencies in
Western Australia. (Use the number scale as above).
Additional comments

Semi-structured questions
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23. Why did you take on the role of carer?

My three specific examples of each are:

24. What is your life like, being a carer for a mentally ill person?

My three specific examples of each are:

25. What is the most difficult part of the role of carer for a mentally ill person?

My three specific examples are:

26. How could the role of carer for a mentally ill person be made easier?

My three specific examples are:

27. Which coping strategies do you find best suited to your role of caring for your MIFM?

My three specific examples are:

28. Regarding after I have gone, …

Please place a number in the box, using the guide shown below.

1. = Not. 2. = Not very. 3. = Much. 4. = Very Much.

I am worried about the future of my MIFM

29. Regarding after I have gone, I would like to see:

Please place a number in each box, using the guide shown below.
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1. = Not. 2. = Not very. 3. = Much. 4. = Very Much.

(a). Permanent independent-style accommodation, grouped on a campus and
staffed by trained mental health workers/carers.

(b). Permanent independent-style accommodation, staffed by trained mental
health workers, carers and consumers, in the style of homes for the aged.

(c). Independent living accommodation scattered throughout the state but
coordinated by mental health workers/carers and serviced routinely.

(e). Carers being able to invest sums of non-taxable or non-deemed money that
may be used to service the extra needs of a mentally ill person still living in the
family home; for example, to pay for land and water rates.

(f). None of the above.

(g). Other

Please give examples:

30. Random Question.

Appendix 3: Carer Information and Consent Form.
Carer Information and Consent Forms – Caring for the Mentally Ill Research
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Title of the Research1 The Differential Impact of Caring, on Carers for Persons
suffering from Schizophrenia or major depressive disorder.

The aims of the research are to help us to understand why it is that some carers
fare better than others in the role of caring for a person suffering from schizophrenia
or major depressive disorder and what the impact is on such carers.

It is hoped that the research may lead to a more sophisticated understanding of the
caring role in these circumstances and how the development of more effective
strategies and support services may contribute to the caring role.

You have been asked to participate in the research because of your role as a carer.
Your participation will involve you in discussion and interview about your
experiences as a carer together with any current or perceived future problems, and
suggestions for the enhancement of the caring role, when applied to caring for
persons suffering from schizophrenia or major depressive disorder.

The interviews will be conducted by Raymond Wells, a Doctor of Philosophy
candidate at the University of Western Australia.

Carer privacy will be protected and will remain confidential.

The interviews will be based on questions taken from structured and semistructured questionnaires and will take approximately one hour and 40 minutes.

You will be requested to answer questions concerning,

1

•

your experiences as a carer;

•

what strategies you have employed,

•

how you deal with stigma and the attitudes of others towards yourself and
the person for whom you care,

•

what supports and services benefit you, or not as a carer.

•

what can be done to enhance the role of future carers.

Original title as approved
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•

how you think the future (after I have gone), for consumers should be
managed from a carer’s perspective.

•

any other comments you would care to make regarding caring.

There are no right or wrong answers just your own personal views based on your
experiences as a carer. The interviews will take place at the rooms of Carers WA or
at The University of WA. School of Social and Cultural policy. In extra ordinary
circumstances interviews may be conducted in a carer’s home. All interviews may
be recorded on audio tape only with your approval.

All data will be stored under lock and key at the School of Social Work and
Public Policy, University of WA. This information will contain no personal
identification details. It will be stored for seven years and then destroyed.

If at any time you find yourself having difficulty or you would like some part of the
research process explained, please do not hesitate to consult with the research
investigator, Raymond Wells on 0431 848 592.

I..........................................................................(PLEASE PRINT YOUR NAME)
have read the information above and any questions I have asked have been
answered to my satisfaction. I agree to participate in this research activity, realising
that I may withdraw at any time without prejudice.

I agree that research data gathered from the study may be published. However, I
am aware that no personal identification information will be used in any
publication or material emanating from the research.

Participant…………………………………………………………………..date……………
…..

………………………………………………………………………………
date…………………
Research Investigator
Raymond Wells
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…………………………………………… …..

date………………..

Chief Research Investigator: Dr M. Sachmann, Discipline of Social and Cultural
Policy, University of WA.

Your participation in this research is recognised and appreciated.

The Human Research Ethics Committee at the University of Western Australia requires that
all participants are informed that, if they have any complaint regarding the manner, in which
a research project is conducted, it may be given to the researcher or, alternatively to the
Secretary, Human research Ethics Committee, Registrar’s Office, University of Western
Australia, 35 Stirling Highway Crawley, WA 6009 (telephone number 6488-3703) All study
participants will be provided with a copy of the Information Sheet and Consent Form for their
personal records.
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