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Abstract

Over the last thirty years the delivery of mental health care has moved from being provided
primarily by large institutions to being provided in the community. As a result, many
families playa primary role in caring for relatives who are living with a mental illness.
Families have not traditionally been supported in this role. Earlier literature drawing on
psychological theories focused on the way in which family rearing practices and
environment contributed to the onset and reoccurrence of mental illnesses. Since then,
researchers have endeavoured to challenge such unfounded theories by understanding the
'burden of caring' and the way in which families have coped and adapted to the caring
role; as well as documenting the subjective meaning given to caring by families.

Several areas in the field warranted further investigation. For example, there were few
published studies conducted in Australia, apd the studies that have been conducted are not
recent and therefore do not reflect the current rapidly changing health care environment.
Secondly, most published literature about family caregivers is aspatial and does not take
into consideration the impact of place l both as a location and a social context on the caring
experience. In Australia, health care in rural and remote communities is recognised as
inadequate and requiring a different response compared to urban communities. Taken
together, the following study examines the experience of rural families caring for a relative
living with a mental illness and considers the data in relation to the recent health care
environment in rural Australia and the current direction of mental health policy in
Australia.

Using a semi-structured in-depth interview approach the study explored different aspects
of the caring experience within the rural context, such as access to services and support,
the role of caring, the main concerns for carers, ways of coping and the impact of caring on
the family within a rural context.

I Place refers to physical location and the social context that differentiates between urban and rural
environments.
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In conclusion this study found that despite the rhetoric of holistic mental health care

espoused in policy, the focus is largely biomedical. This situation intertwined with a lack
of a comprehensive community mental

heal~h

care system in rural areas is placing

significant strain on family caregivers, and hindering the prognosis of their care-recipients.
The research shows a significant inconsistency between the expected roles and outcomes
for both the families and the people living with a mental illness and the resources available
to meet those needs. Moreover, the question of what role the family should undertake in
the mental health care of a relative has not properly been debated, and yet according to
policy and practice they are already 'primary care givers'.
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Chapter 1: Introduction to the lived experience of family caregivers
Mental illness ranks as one of the leading causes of ill health. It is estimated that one in
five adult Australians will experience a mental illness at some time in their life (Human
Rights and Equal Opportunity Commission [HREOC], 1993a; Australian Institute of
Health and Welfare [AIHW] & Department of Health and Family Services [DHFS], 1997;
Australian Bureau of Statistics [ABS], 1997). Further to this, between ten percent and
twenty percent of children and young people experience a diagnosable psychiatric disorder
(Tippett & colleagues 1994: 59). Common conditions reported in industrialised nations
include depression, schizophrenia, anxiety and somatisation disorders, post traumatic stress
disorder, organic disorders including autism and dementias, alcohol and drug dependence,
and antisocial personality disorder (Rey, 1992: 202; Tippett & colleagues, 1994). Suicide
is a major risk for those with mental illnesses.

Australia also has a high rate of suicide

within the industrial world, especially for young males (AIHW & DHFS, 1997: 131).
About ninety percent of adolescent suicides are associated with mental illness, with severe
depression and schizophrenia carrying' a particularly high risk (Commonwealth
Department of Human Services and Health [CDHSH], 1994: 257). Other mental illnesses
associated with suicide are alcoholism, personality disorder and drug abuse (AIHW
&DHFS, 1997: 131). More recently the Australian Burden of Disease study found that
mental illnesses are the leading cause of years lost to disability, and the third leading cause
of overall disease burden (Mathers & colleagues, 2000).

Over the last ten to twenty years the delivery of mental health care has moved from
primarily being provided by large psychiatric institutions to being provided by the
community. The provision of mental health care by larger mental health institutions has
decreased to the extent that many hospitals previously providing mental health care have
closed. As a result of this process, and in the absence of a comprehensive community care
strategy, the families of people living with mental illnesses have, largely by default,
become the primary carers (Hatfield 1987c; Australian Health Ministers [AHM] 1992;
Rose 1996).
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This study contributes to the debate and evaluation of mental health policy but more
importantly policy implementation. It was suggested by Steel & Kidd (2001: 131) that
interpretative research methods can not

contri~ute

to the broader debate about policy. I

disagree. The implementation of policy has profound implications for the day-to-day lived
experiences of family, particularly given that the policy of community care has identified
the family as being the best place for the care of the mentally ill in this country. Policy is
a framework that provides the blue print for action; and the success of policy, in part, is
based on the experience of people.

Therefore those people in the thick of policy

implementation and outcomes, such as carers and care-recipients should be able to
comment on the success of policy and give a picture of their experience at the grass roots
level.

This thesis focuses specifically on rural families caring for a relative living with a mental
illness, in order to understand in greater depth their experience of caring within the
framework of the community care mental health policy. The focus on family caregivers in
no way seeks to deny the validity of other accounts or contributions in relation to this
policy. It is acknowledged that this research only reflects the experience and perceptions
of mainly parents, and that their perceptions and experiences are only part of the story.
Nevertheless, given that family caregivers playa central role in mental health care, it is
important to explore the distinctive features of their role in the light of current policy.
Family caregiver context

It is not known exactly how many people living with mental illnesses in Australia live

with, or receive direct care from, their families.

A study by Carey & Leggatt (1987)

conducted with over two hundred families found that a high proportion of adult children
living with schizophrenia lived at home with their families, some living at home for ten
years or more. In the United States it was found that twenty five percent of people living
with mental illnesses were discharged from hospital to return home to live with families
(Rose, 1998: 363).

Even if family members are not living at home, the family still

provides significant support to the relative (Carey & Leggatt, 1987; Rose, 1998).
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In Australia, research conducted by Schofield and colleagues (1998) represents the most

comprehensive study about family caregivers and gives an indication of the number of
carers in Victorian households. The researchers conducted a random sample of 26,000
households across Victoria including metropolitan, regional and rural areas of Australia,
and they found that five percent of households contained a family caregiver. Forty-one
percent of caregiver households were caring for someone whose disability included severe,
moderate or minor psychiatric or emotional problems (Schofield & colleagues, 1998: 257).
More recently, the Australian Institute of Health and Welfare reported that the value of
unpaid services provided by carers and helpers in the households was $27.2 billion
annually. The unpaid services contribution doubled the $13.7 billion government's annual
expenditure on the welfare sector (AIHW, 2001: 1). These figures relate to a range of
services, such as aged care, mental health and disability services that have gone through
the process of de-institutionalisation. Further to this finding, the number of unpaid carers
in Australian households was 'six times the size of the paid workforce in the community
services industry' (AIHW, 2001: 1). It is clear from these figures that the informal sector
makes a significant contribution toward caring for people with differing health and welfare
needs in Australian society.

The task of caring for an ageing parent with dementia or physical disabilities, or an
intellectually impaired child, or a relative living with a psychiatric disorder has significant
implications for families and other carers outside the family. The Family Caregivers:
disability, illness and ageing study in Australia compared non-carers with carers on a
number of health and well-being variables (Schofield & colleagues, 1998). They found that
carers felt more 'overloaded', were 'responsible for greater household tasks', 'experienced
lower life satisfaction', 'perceived less social support' and 'poorer self-rated health'
compared to non-carers (Schofield & colleagues 1998: 62; Schofield & colleagues 1999:
585). Carers who are 'parents', 'young carers' (under 40), those caring for people with
'psychiatric conditions or intellectual disability' and 'associated behavioural problems'
fared worst in relation to health and well-being.

Importantly the study concluded that

caregiving is an area that requires significant attention and 'presents a distinct area of need'
(Schofield & Bloch, 1998: 406).
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The study reports that family caregivers, because of their distinct needs, should have their
own status alongside care-recipients, and hence specific policy, services and support to
meet those needs.

Caring for a relative living with a mental illness has its own uniqueness because of the
many different factors involved in the process. For example, mental illnesses are still, in
the main, poorly understood - despite efforts by governments and advocacy groups to raise
awareness of mental illness. A report in Australia (REARK, 1993a&b) on community
attitudes to mental illness found misconception or a lack of knowledge amongst the
Australian community about mental illness; ignorance which has engendered fear of and
contempt for, those who suffer from a mental illness. The lack of understanding also
results in less overall extended family and community support. The ways in which mental
illnesses manifest also differentiates them from physical illnesses.

Literature about family caregivers and mental illness suggests that the onset of mental
illness is a 'catastrophic event' (Hatfield, 1990: 19). What is evident in this literature is
that the theme of 'loss' for families is significant, which in part refers to the way mental
illness affects the care-recipient's identity (Tuck & colleagues, 1997; Carey & Leggatt,
1987; Harrison & Carty, n.d.). Families describe a situation in which the essence of the
person they knew before the manifestation of the illness has changed or has become
unrecognisable.

Families, therefore, have a constant need to adapt and re-adapt to the

changes that mental illness can cause to the person, and this can have significant emotional
and psychological implications (Tuck & colleagues, 1997; Wasow, 1994; Carey & Leggatt,
1987; Harrison & Carty, n.d.; Deveson, 1998). The care-recipient's lack of insight into the
illness is another difficult aspect of caring. It means that the person living with the illness
will not seek help and! or accept and comply with treatment (Carey and Leggatt, 1987: 13).
These challenges are complicated by the lingering notion that the family has contributed to
the manifestation of the illness through bad parenting and dysfunctional relationships
(Hatfield, 1987c: 9-15; Hatfield & Lefley, 1993: 80). Given these types of issues for
families caring for a person living with mental illness, it is important to focus on and
continue to discover their unique experience.
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Otherwise there is a risk of generalising these issues to a wider group of informal
caregivers, and developing policy that does not reflect the different and unique needs of
different carer and care- recipient situations.

There is also a history of families being without adequate support in this caring role. Often
patients are discharged back to the family household, without follow-up and formal
support in the community sector (HREOC, 1993a).

Families receive no information,

guidance or support on how to deal and cope with their relatives' symptoms or emotional
well-being and medication (HREOC, 1993a; Deveson, 1998). This has been found to be a
major source of stress for families (Rose, 1996: 70). It was not until the early nineties that
Australia developed a national policy addressing service delivery issues in mental health
and human rights issues for clients and families (AHM, 1992). Since then, Australian
governments and service providers have stated a commitment to building a comprehensive
community-based mental health care servIce (AHM, 1992; Singh & McGorry, 1998).
Under the current National Mental Health Strategy families are recognised as key
stakeholders in relation to the mental health care system and perceived as important to the
overall provision of care for people living with mental illnesses (AHM, 1998). In the light
of these policy and service delivery changes it is fundamental to re-examine the
circumstances of the family, and assess whether the commitment to community care has
also supported the role of the family.
Ru ral context

International literature has addressed the impact and issues of de-institutionalisation for
families caring for someone with a mental illness. However, there is little published
research in the Australian context that has considered the position of carers as an issue in
the overall caring experience. Researchers have extensively investigated the 'burden of
care' that families experience in association with mental illness (Maurin & Boyd, 1990;
Loukissa, 1995; Jones, 1996; St-Onge & Lavoie, 1997); others have investigated family
coping strategies and the needs and strengths of family caregivers (Hatfield, 1987a;
Spaniol, 1987; Doornbos, 1996; Marsh & colleagues, 1996; Walsh 1996; Friedmann &
colleagues 1997).
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Other researchers have evaluated the effect of education and information programs for
families (Solomon & colleagues, 1997 cited in Hatfield, 1997; Heller & colleagues 1997;
& Cook, 1995 cited in Cook & colleagues, 19?7). Published research, however, has not
focused specifically on examining issues for families living in rural communities and the
interplay between place and policy. Many of the issues raised earlier in this chapter about
the experiences of mental illness are accentuated in the rural setting (Foy, 1997).

Rural environments are generally conceptualised as distinctive in relation to the provision
of health and welfare services and support (Blank & colleagues, 1995; Gething, 1997;
O'Reilly & Strong, 1997a&b; Australian Health Ministers Conference [AHMC] 1998;
National Rural Health Policy Forum [NRHPF] 1999; Fuller & colleagues, 2000) and rural
culture and lifestyle (Harvey & Hodgson, 1995b; Yellowlees, 1997; Wainer & Chesters,
2000; Fuller & Colleagues, 2000).

The nature of rural communities such as their small

size, sometimes their isolation from other larger centres, and beliefs and attitudes about
health and illness have been described as factors that differentiate the experience of health
and health care between rural and urban communities (Wagenfeld & Wagenfeld, 1981;
Harvey & Hodgson, 1995b; Humphreys & colleagues, 1996; Fuller & colleagues, 2000;
Wainer & Chesters, 2000). In relation to mental health it has been speculated that families
and clients will experience stigma of mental illness more intensely in rural areas due to a
lack of anonymity and confidentiality, which are characteristic of smaller populations
(Sanders & Tooth, 1996: 318). The intensity of stigma may relate to the possible rejection
by rural communities of mental health problems and disorders because the symptoms of
the illness could be perceived to challenge the rural ethos. or culture (Foy, 1997). The
concepts of work and family are perceived to be valued highly by rural communities, and
to an extent are the bench marks against which an individual's successful progress in life
can be measured. Foy (1997: 41) goes one step further in her discussion of the challenges
of the rural setting and disability, by stating that children are seen as an extension of their
parents, and the child's lack of achievement in the community can place significant strain
on the parents' own self esteem.
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The impact that mental illness can have on a person can significantly affect his/her ability
to achieve fully hislher potential in relation to work and family. Symptoms experienced,
for example, of getting up late, not comm.unicating, not participating in activities,
perceived laziness (Hatfield & Lefley, 1993: 101) are contrary to the characteristics of the
rural ethos. For example, the recovery from a mental illness is not as simple as 'pulling up
your socks' or 'getting on with life' which is characteristic of the rural ethos and the
purported 'self reliance' and 'resilience' of rural people. Clearly these types of issues could
be significant to the experience of families caring for a relative living with mental illness.
Access to services in rural communities

It is extensively documented and acknowledged by academic researchers and governments
that rural and remote areas are disadvantaged in terms of access to health care services
(AIHW, 1998 a & b: 40; NRHPF, 1999: 37).

' ... Compared with their metropolitan counterparts, many rural residents
experience significant problems of inequity with respect to access to, and
provision of health care services' (Australian Health Ministers Conference
[AHMC], 1994: 3).

Special concern for rural populations is highlighted in the National Mental Health Policy
which describes people living in rural communities as being 'at risk' and requiring priority
attention with regard to the provision of mental health services and resources (AHM, 1992:
20). It is acknowledged within this policy that in the absence of specialist mental health
professionals in rural areas, primary care workers have a greater role in the treatment and
care of people living with mental illness. The primary care workers do not have, however,
ready access to specialist services for advice and referral. The lack of specialist services,
as well as the general shortage of primary health care workers in rural settings makes the
delivery of effective mental health care services very difficult (Clayer & colleagues, 1995;
Wolfenden & colleagues, 1996; Aoun & colleagues, 1997; Judd & colleagues, 2002).
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One of the findings from the evaluation of the first National Mental Health Strategy
indicated that in most rural communities very little had changed. This finding referred to
the stated aim of improving people's abilities t? gain access to services during its first five
years (National Mental Health Strategy Evaluation Steering Committee [NMHSESC],
1997). However, this aim was not meet in rural areas; quite an astonishing finding given
that gaining access to appropriate mental health services has long been acknowledged as a
pre-requisite to effective care.

'Inadequate rural services.
Much of the effort over recent years has focused on populations in
metropolitan areas. With few notable exceptions, services in rural and
remote areas are yet to benefit from the activity generated by the National
Mental Health Strategy.' (NMHSESC, 1997: 18).
In the second National Mental Health Plan, it is stated that innovative strategies need to be
developed and implemented in rural and remote communities in order to improve access to
specialist services (AHM, 1998: 18). This dissertation, therefore, explores the extent to
which the rural environment contributes to, or shapes the caring experience for, those
families that provide mental health care. Without this type of knowledge there is another
level of detail that is unrepresented in the development of policy, services and education.
Aims and objectives

The essence or aim of this research is to explore the meanings of community care in mental
health care from the perspective of family caregivers and the reality of its implementation
within a rural environment. More specifically, the research objectives are to explore with
rural people their perceived experience of caring in relation to:
•

the delivery of mental health services and support in rural communities,

•

the role of the family carer and mental health care,

•

the impact that caring has on the family and community relations,

•

the ways in which families have coped with their role as carer, and

•

how living in a rural community has impacted on the caring experience.
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The understanding gained from these objectives can assist with the development of
recommendations for the future provision of mental health care in rural communities,
particularly as it relates to the role of family car~rs.
Definitions of mental health and mental illness

In order to set the scene for the rest of the thesis, it is important to briefly discuss how

mental health and mental illness are defined in society. Currently, the national mental
health policy document takes a 'whole of health' approach in relation to the definitions
used to describe mental health (AHM, 1998). The 'whole of health' concept, originated
from the World Health Organisation, which defined health as 'a state of complete physical,
mental and social well being and not merely the absence of disease or infirmity' (WHO,
1974: 1 cited in McMurray, 1999: 7). Mental illness, according to a 'whole of health'
framework should be conceptualised as being a part of an overall mental health status.
Mental health policy in Australia advocates this notion of 'whole of health' and defines a
range of concepts important to mental health policy and not just 'disease' (AHM, 1998).
This 'whole-of-health' also concurs with the new public health perspective, which expands
health from a cure focus to prevention and promotion, and argues that the social and
economic conditions and circumstances in which people live are significant to their health
status.
Mental Health

The definition used by the AHM (1991: 24) captures good mental health in the following
way:
'Good mental health is a resource for everyday life. It is a positive concept,
which embraces both inner individual experience and interpersonal group
experience. To the individual, good mental health means happiness,
competence, a sense of power over one's life, positive feelings of selfesteem and the capacities to love, work and play. Good mental health also
allows individuals to deal with difficult life events'.
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Mental health is clearly more than just the absence of mental disorder or disease and
encompasses all aspects of living. Mental health is defined as:

'The capacity of individuals within groups and the environment to interact
with one another in ways that promote subjective well-being, optimal
development and the use of mental abilities (cognitive, affective and
relational) and achieve individual and collective goals consistent with
justice' (AHM, 1991: 24f
The notion here is that mental health is more than a disease entity, or a disorder and should
incorporate a broader mental health perspective that is supported in the literature
(Mirowskyand Ross, 1989; Tippett & colleagues, 1994; Weir and Oei, 1996b; Cloninger,
1999: 175).
Mental health problems

A mental health problem as defined in mental health policy as ' ... a disruption in the
interactions between the individual, the group and the environment producing a diminished
state of mental health' (AHM, 1991:24). 'Diminished state of mental health' is to some
extent a subjective concept, but it is held that there are particular indicators that suggest an
individual is struggling with their mental health. For example an individual's withdrawal
from social relationships, or notable sadness, or changed drinking and eating patterns may
be indications of diminishing mental health.

These behaviours may be found to

accompany significant life events, for example, a relationship breakdown, an accident
causing disability or long term unemployment.

A distinction is also made in the literature between a mental health problem or poor mental
health status and a mental disorder.

In Western society most, if not all, individuals

experience life events that cause negative emotions like sadness, anger, hurt, jealousy or
grief in response to situations. These types of emotions can occur frequently, even daily.

The definition adopted by the Australian Health Ministers is an adaptation of the definition of mental health
used by the Department of National Mental Health and Welfare published in 1988 (Tippett & colleagues;
1994, p xii)

2
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The response to these emotions, and even the events that might cau.se these emotions to
emerge, differ from society to society and between groups in society.
however, experience more than their usual

shan~

Some people,

of difficult times.

For example, many people experience the loss of a close family member, but other people
also experience more undesirable situations such as sexual abuse, domestic violence,
bullying and so on. Hence, these situations can have a detrimental affect on a person's
mental health over a prolonged period.

However, an individual's diminished state of

mental health does not necessarily develop into a classifiable mental disorder. The
relationship between these types of life events and the development of mental disorder is
inconclusive (Yellowlees & Kaushki, 1994; Weir & Oei, 1996a; Jones 1998). This will be
discussed in greater detail in chapter three of this dissertation.

A mental illness is more complex and severe compared to a mental health problem.
According to medical constructions of mental illness, an individual's perception of reality
can become completely distorted, thoughts disordered and nonsensical, when living with a
mental illness. A person can lose his/her ability to be able to function. Currently, the
Diagnostic Statistical Manual -edition 4 (DSM-IV) defines a mental illness by separating
what is considered pathological behaviour from normal behaviour.

'In the DSM-IV, each of the mental disorders is conceptualized as a
clinically significant behavioural or psychological syndrome or pattern that
occurs in an individual and that is associated with present distress (e.g., a
painful symptom) or disability (i.e., impairment in one or more areas of
functioning) or with a significantly increased risk of suffering death, pain,
disability, or an important loss of freedom. In addition, this syndrome or
pattern must not be merely an expectable and culturally sanctioned response
to a particular event, for example, the death of a loved one. Whatever the
original cause, it must currently be considered a manifestation of a
behavioural, psychological, or biological dysfunction in the individual.
Neither deviance (e.g. political, religious, or sexual) nor conflicts that are
primarily between the individual and society are mental disorders unless the
deviance or conflict is a symptom of dysfunction in the individual as
described above' (American Psychiatric Association [APA], 1994, xxxi).
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The current definition cited in the Australian National Mental Health Policy reads:

'A mental disorder may be defined as a significant impairment of an
individual's cognitive, affective and/or relational abilities which may
require intervention and may be a recognised, medically diagnosable illness
or disorder' (AHM, 1991: 24).

Another more extensive definition from a text about mental Health and Nursing Practice
reads:

'In the correct clinical application, mental disorder is the term used to

designate changes from normal mental functioning that are sufficient to
become recognised as clinical disorders. It is only when these changes
become persistent, repetitive, recognisable and exaggerated expressions of
disordered thought, disturbed feeling and disruptive behaviour, that the
presentation is correctly referred to as a mental disorder' (Weir and Oei,
1996a:26).

Classifications of mental illnesses

Table 1.1 summanses some of the major mental illness categories, and the types of
changes, behaviours or symptoms that may classify an individual as living with a major
mental illness. The table is compiled using a range of sources and is consistent with
current clinical definitions used in Australia. As it has been stated in the above definitions,
the symptoms described generally have to be judged, as being 'persistent', 'repetitive' and
'exaggerated' before a person will be classified as living with a mental illness. Table 1.1
also highlights that personality disorders are difficult to diagnose and treat. This problem
is due to the fact that an individual's actual behaviour is embedded in his/her overall
personality. The characteristics described in the table related to personality disorder are
not symptoms that come and go, and often people living with personality disorders do not
recognise themselves as living with a disorder. There is also significant disagreement and
uncertainty in the mental health fields about the nature of, and hence treatment of,
personality disorder (Manning, 2000).
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The other difficulty in diagnosing mental disorders is that individuals can suffer from
symptoms of a range of disorders.

Cloninger (1999) has shown that categorical

classifications are inadequate in that there is

n~

evidence to suggest that a set of symptoms

classify a single mental illness. Categories of mental illness overlap each other, so that a
person might appear to be showing both symptoms _of schizophrenia and behaviours
associated with personality dis_order.

It is easy to see how diagnosis of mental illness is a difficult task especially given the lack

of available evidence to support a single cause. Therefore the label of a mental illness is
largely based on the interpretation of the clinician, usually a psychiatrist. The potential
then exists for conflict between families, clients and clinicians over interpretation of
symptoms and behaviours. Importantly, Table 1.1 also illustrates the types of behaviours
and symptoms of mental illnesses that families may be dealing with in their role as carers.
These issues in relation to family caregiving are explored in this research.
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Table 1.1: Mental Illness Classification
'-

Types

Symptoms

Psychotic illnesses

Mood disorders

Anxiety disorders

Personality disorder

•

Schizophrenia
Schizoaffective disorder

Borderline Personality
disorder

•

Delusional disorder

•
•
•

•

•

•
•

•

Narcissistic Personality
disorder

•

Brief psychotic disorder

•

•

Substance induced
psychotic disorder

Antisocial personality
disorder

•

Paranoid personality
disorder

•
•
•
•

•

Major depressive disorder
Bipolar disorder

Hallucinations
Delusional thoughts
Disorganised speech and
behaviour, or catatonic
behaviour
Little insight into the illness
whilst suffering a psychotic
episode

Major depressive disorders are
characterised by;
Loss of interest or pleasure in
normal everyday life
Loss of appetite, sleep, energy
Feelings of worthlessness or
guilt, difficulty thinking and
concentrating

Loss of drive, social,
withdrawal, blunted
emotions

Bipolar disorders are
characterised by manic episodes
of elated spirit, grandiose ideas,
heightened self-esteem,
decreased sleep, flight of ideas
followed by depression (similar
to the symptoms under major
depressive disorder)

>

--

Panic attacks
Social phobia
Obsessive-compulsive
disorder

•

Post traumatic distress
disorder

•

Generalised Anxiety
disorder

Anxiety type attacks are
characterised by periods of
intense apprehension,
fearfulness, terror and
physiological symptoms such as
sweating, dizziness, nausea,
trembling. A person can feel as
though something bad is going
to happen. These types of
disorders can significantly affect
all aspects of a person's life, and
can cause people to withdraw.

---------

---

A personality disorder is
characterised by enduring
patterns of certain inner
experiences and behaviours that
deviate markedly from the
expectations of the individual's
culture. Personality disorder is
pervasive and inflexible, and.
stable over time rather than
manifested by an onset of illness
like schizophrenia. The signs
are more like personality traits
than symptoms of a malfunction
in the brain. It leads to
significant distress and
impairment. For example,
antisocial personality disorder is
characterised by a pattern of
disregard for, and violation of,
the rights of others.
-------

- - - -
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Table 1.1: Mental Illness Classification

Causes

Psychotic illnesses

Mood disorders

Anxiety disorders

Personality disorder

No single cause has been
identified. There is some
evidence to suggest that the
condition may be genetic and
associated with biochemical
substances in the brain such as
dopamine.

Believed to be caused by a
number of factors - genetics,
biochemistry, stress and seasons

Causes are unclear but usually,
not always, triggered by a series
of significant life events.

Personality disorders are under- !
researched and significant
problems and uncertainty
surround the diagnosis of these
types of disorders. There is
some controversy about whether
the person is 'mad' or 'bad'.

I

Environmental stressors are
thought to precipitate onset but
not cause the condition.
----~~-

-----

Sources: (APA, 1994; Commonwealth Department of Human Services and Health [CDHSH], n.d, a,b,c,d; Manning, 2000: 621-639).
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Causes of mental illness

The issue of causation is discussed in greater detail in chapter three. As the table shows
there is acknowledgment that various factors contribute to the development of a mental
illness, and conclusive evidence of exact causes is yet to be found. Note that 'disorder' is
the tenn used in medicine and medical classifications to describe mental illness. The use
of the tenn 'disorder' means that there is uncertainty in relation to the exact causes of the
condition, although the conditions are recognised as 'disturbances of the body system or
mental functioning' (Farhall & colleagues, 2001: 21). The nonnal progress in medicine is
for a disorder to become a disease entity, which implies a known physical cause of the
illness (Farhall & colleagues, 2001: 21).

However, for many mental illnesses this is not

the case.

Sociologists have been interested in the way mental illness has been socially constructed as
a disease entity in order to control behaviour; suggesting that powerful groups in society
are able to label undesirable conditions in society as illness. This gives the condition an
abnonnal status and infers the need to nonnalise or fix the problem. Often the example of
the inclusion of homosexuality as a mental disorder in the DSM is used to illustrate this
point.

In the advent of a visible and more powerful gay and lesbian movement,

homosexuality, since the 1970s has been removed from the list of mental disorders (Short
& colleagues, 1998: 147). Hence, this further illustrates the social impact on definitions of

illness in society. The study by Rosenhan (1973) is also cited regularly in the literature to
illustrate that health professionals are unable to differentiate between the sane and insane
thus bringing into question the entire set of nomenclatures. When critically examining
literature about mental illness and cause, it becomes evident that the definition and
diagnosis of mental illness is a contentious issue.

During the 1960s and 1970s a movement tenned the 'anti-psychiatry' emerged, and this
movement levelled significant criticism at psychiatry and psychiatrists in relation to
psychiatric labelling and the negative effects of institutionalisation (Short & colleagues,
1998: 145; Palmer & Short, 2000: 289).
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The views of the 'anti-psychiatrists' significantly challenged the dominant medical
thinking at the time and established other more radical theories and ideas about the role of
mental illness in society (Palmer and Short, 2090: 291). There will be further elaboration
of the 'anti-psychiatry' movement in relation to its perceived influence on deinstitutionalisation and other factors in the next two chapters. The point here is to note that
the body of knowledge from this movement has contributed significantly to the
understanding of mental illness in Western society.

Notwithstanding the value of the 'anti-psychiatry' movement, the impact of their ideas and
views doesn't adequately take into account the lived experience of families and the people
living with mental health problems. 'Anti-psychiatry' theories to some extent imply, or are
perceived to imply, that mental illness has no physical reality independent of culture and
social institutions. This has lead to families being treated as if they have caused or created
the illness. However, reading Anne Deveson's (1998) account of mental illness in Tell Me
I'm Here, and listening to the interviews with families in similar situations, I have no
hesitation in adopting the position that society must recognise the existence of an illness or
disease process in the field of mental health. However, at the same time, I have some
reservation that all mental illnesses will be found to have an underlying biological cause.

Further to this, society does shape the experience of illness, and I tend to agree with
Hatfield and Lefley (1993: 11-12) that although illnesses such as schizophrenia are being
treated as biologically based 'diseases', the symptoms of the 'disease' are still 'typically
observed as deviant behaviour'. 'Since behaviour always has a social meaning to the self
as well as to others, the disease is therefore experienced as social phenomenon as well as
an illness' (Hatfield & Lefley, 1993: 11-12). Freidson (1988: 209) makes a similar point in
noting that two people can have the same biological illness but the 'social interplay'
between the two 'sick' people can be significantly different.

He states, ' ... while the

disease may be there, it is what we, as social beings think and do about it that determines
the context of an event' (Friedson, 1988: 209).

It is clear that the social model of health

and sociology as a whole has a significant contribution to make to the understanding and
treatment of mental illness in Australian society.
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Mental illness as a social phenomenon is also grappled with and espoused at the policy
level (AHM, 1998; CDHAC, 2000a&b) but the progress in this area continues to be
undermined by a lack of provision of adequate resources, particularly in rural areas
(NMHSESC, 1997; Betts & Thomicroft, 2001) (this debate is expanded upon in chapter
two).

Moreover, it has been argued that the acceptance and appropriate compassion

toward people living with mental illnesses and their families continues to be undermined
by the way society labels the whole person as mentally ill, and does not distinguish
between the person and the illness (Watkins, 1996; Epstein & Olsen, 2001).

'Life with a psychiatric diagnosis is difficult. I can talk but I may not be heard. I
can make suggestions, but they may not be taken seriously. I can voice my
thoughts, but they may be seen as delusions. I can recite experiences, but they may
be interpreted as fantasies. To be a patient or even an ex-client is to be discounted.
Our label is a reality that never leaves us; it gradually shapes an identity that is hard
to shed (Leete cited in Watkins, 1996: 29)'.

Here it is important to consider the social 'dimension of mental health care. Interestingly,
mental health policy documents (discussed in the following chapter) make explicit goals
for mental health care that are based on the social model of health. It is for this reason that
this study evaluates the findings from a social approach - listening to family carers in order
to explore the extent to which these goals are being met.
Summary

Currently there is a need to re-examine the role of the family in the light of the changed
policy direction and the implementation of a National Mental Health Strategy within the
current health care environment. This study makes a significant contribution to the critique
of current mental health policy from the perspective of the family caregiver and contributes
a rural voice to mental health policy development.

More specifically, this thesis

addresses the issues for families living in rural environments and their experiences of
caring for a relative living with a mental illness. To date, in the literature about family
caregivers, the samples of populations included in the research have generally been from
metropolitan locations or there has been no distinction made between the locations of
informants.
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Therefore little is known about how place as a factor shapes the experience of caring.
Rural areas are described as under-resourced, particularly in relation to mental health
services and other community support agencies (Clayer & colleagues, 1995; Best, 2000).
It is fundamental therefore to understand how family caregivers working on the 'front line'
are able to manage the role of primary caregiver given the poorer access to services and
support available in, and characteristic of, rural environments.

More importantly, it is argued here that there is a need to encourage dialogue between
researchers and families in order to continue to develop and document the unique body of
knowledge that families have in relation to caring and mental illness. It is also argued here
that this knowledge should playa key role in the development of higher education courses
specifically the development of the rural dimension of mental health curricula in the
tertiary sector, and mental health care policy and the development of appropriate mental
health practice and policy (Player & Leggatt, 1999: 32).
The structure of the thesis

This thesis is divided into three sections. Part one, the context of family caregiving and
mental illness, provides an overview and analysis of the literature about community care in
the mental health field, the position and role of the family in relation to mental health care,
and the methodological considerations of the research. Part two presents the findings in
relation to the

informan~s'

perceptions and experiences of mental health care. Part three,

discusses and concludes with the implications of these findings within the broader context
of the field.
Part one: The context of family caregiver and mental health

Chapter one

Chapter one is concerned with introducing the key aim and objectives of the research, and
providing a rationale for the study. Chapter one also introduces the key position of the
researcher and introduces the relevant literature in the study area.
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Here it is argued that the lived experience of families is important, and that this experience
is also significant to the understanding of the impact of mental health policy.
Chapter two

Chapters two and three elaborate on the key areas raised in the introduction. Chapter two
has three sections. Section one examines the background to de-institutionalisation prior to
the development of the new mental health policy in Australia in the early 1990s. The point
of this discussion is to provide the context in which the current policy has emerged. The
critique of the early stages of de-institutionalisation provides a basis on which to compare
the current issues in community mental health care. Section two introduces the new
mental health policy in Australia and current critique of the impact of the policy. Section
three explores the interplay between the rural environment and current mental health
policy. The overall aim of the chapter is to present the contextual background in which the
informants in this study undertake their role of caring for a relative living with a mental
illness. Hence, the chapter explains the two key environments that are an integral part of
family caregivers' experience and perceptions in this study; the policy environment and the
rural health care environment.
Chapter three

The question of what causes mental disorder has been fundamental to this study. The
uncertainty of the aetiology of mental disorders affects the treatment and ultimately
experience of the illness. Chapter three therefore explores the conceptualisation of mental
disorder, and the implications that various theories have had on family caregivers. This
discussion leads into a review of the family caregiver literature. The chapter concludes
that, although this literature has made a significant contribution to both the explanation and
understanding of the caring role, it is time now to revisit the experience of families within
context of mental health policy and services.
Chapter four

Chapter four makes more explicit the author's theoretical position in relation to the
research, and discusses to a greater extent the method adopted for this study.
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In this chapter fundamental issues related to the research process are discussed, such as

ethics and validity. All aspects of methodology are thoroughly discussed in order to
improve the transparency of the research proce~s, and therefore increase the reliability and
validity of the study.

Part two: Research findings
Part two presents the findings in relation to the informants' perceptions and experiences of
mental health care.
Chapter five

Chapter five is the beginning of the findings section which describes the overall
perceptions and experiences of informants in relation to formal mental health care services.
This chapter illustrates the way in which families experience the interaction with formal
services in an attempt to help their care-recipient. For ease of reading the chapter is
divided into three sections. Section one de,scribes the characteristics of the informants,
such as years of caring, relationship between the caregiver and care-recipient and so on.
Section two, Carers and health: pre-diagnosis, addresses the perceptions and experiences of
families before they had the illness of their relative confirmed by diagnosis. Section three,
Carers and health services: Diagnosis and ongoing access, addresses the next stage in the
caring experience described by informants. Section four, outlines the informants' use of
health services and their perceptions of the public/private systems of care. Section five,
discusses the informants' concerns about their care-recipients' 'lack of insight' and 'noncompliant' behaviour in relation to gaining access to services.
Chapter six

Chapter six continues with the informants' descriptions of the interaction between mental
health services and carers, and care-recipients but focuses specifically on those issues that
families felt emerged largely as a function of the rural environment.
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Chapter seven

Given the limited work undertaken about rural family caregivers in mental health care,
chapter seven seeks to contribute a better understanding of what families do, outlining also
the implications of their role for themselves and their families. This chapter is also broken
into sections. Section one examines the role of the carer and the issues pertaining to this
role as described by informants. Section two follows from the discussion of the role of the
family caregiver, by describing the impact that this role has on the family. Section three
outlines the types of strategies that informants' described that helped them to cope better
with their role as a caregiver. This section also gives insight into the evolution of the
caregiving role. Chapter seven provides information about family caregivers that is
fundamental to understanding the ways in which the formal mental health care service can
be improved.
Chapter eight

Stigma is a theme that also emerges throughout all the previous chapters and in chapter
eight it is explored in relation to the families' experience of the community and community
attitudes toward mental illness. Chapter eight has two sections. Section one describes the
informants' experiences in relation to community attitudes and reactions to mental illness.
Section two focuses on the informants' views on why physical illness is different from
mental illness. Chapter eight is significant in that it raises the issue of whether the rural
community environment is one that is supportive of families and their relatives living with
mental illness.

Part three: Discussion and conclusion
Part three, discusses and concludes with the implications of these findings within the
broader context of the literature.
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Chapter nine
Chapter nine is the final chapter and concludes the study by discussing the key themes and
issues to emerge from each ofthe findings chapters.

Within the context ofthe

informants' perceptions and experiences of using mental health services, section one
critiques mental health policy and care. Section two discusses two points; one is the need
for serious debate in relation to the appropriate role of the family. The second is that the
findings from the study suggest that the system's underlying assumptions need to be reconsidered so that the whole ofthe families' needs are met. Finally, section three, the
community and place, critically examines the community as an appropriate locus of care.
Each of the sections makes explicit the way in which the rural environment shapes the
caring role and the caring experience.

*1 have purposely chosen to separate the results and discussion, not typical of qualitative
j

research reporting, for ease of clarity and reading. The extracts from interviews are
inordinately long in each of the finding chapters for reasons pertaining to the validity of the
findings. The decision not to trim the extracts was made so that the reader could ascertain
a fuller context, and to show that extracts weren't purposely chosen to support the
argument. As a result of this decision, it was also decided that the in-depth discussion of
the findings would be discussed in a final chapter. It was apparent in earlier drafts that the
flow of the discussion about the findings was interrupted by the long extracts, which
confused the clarity of the argument. The extracts that have been included in the findings
chapters are representative of the major themes and sub-themes ofthe thesis. In fewer
cases are the extracts unique to an informant or only a few informants, and this is identified
in the text. This issue is further addressed in the methodology section.

Use of terms

The term 'mental illness' is preferred by the author because it was consistent with the
language used by the informants in this study. However, 'mental disorder' is used when
describing other people's use of the term, such as the Australia Health Ministers in the
policy documents.
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'Care-recipient' is the term most frequently used by the author to describe the person living
with a mental illness. Sometimes the terms 'relative', and 'son' or 'daughter' are used in
sentences where it is easy to see that these

te~s

refer to the person living with a mental

illness. 'Client' is used in this study when speaking about the person living with a mental
illness in relation to formal services.

'Client' is now the preferred term, although

'consumer' is still used by people. I have therefore only used the term 'consumer' in
relation to specific references.
Referencing

The rules of the Harvard (author/date system) have been applied to the referencing and
style of this thesis.
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Chapter 2: Community Care in Mental health policy: the context of rural
family caregivers lives

This chapter introduces the policy context and the changes that have taken place in mental
health policy since the asylum years. The chapter concentrates, however, mainly on the
time since the 1950s - characterised in the literature as the beginning of deinstitutionalisation and the re-emergence of the concept of community care as the most
appropriate model of mental health care.

The process of de-institutionalisation and the

community care model are evaluated within an historical context and the current mental
health policy envirol1IJlent. The chapter is about the lived experience of carers in rural
communities.

Their

lived

experience

has

been altered by the

process

of

deinstitutionalisation and other subsequent policy changes. It is important then that the
first part of this chapter provides a comprehensive understanding of the policy process and
change. Further to this evaluation, the current mental health policy is discussed in relation
to the family's position in community care and the rural health care environment. The
circumstances and conditions described in this chapter are vital to the overall
understanding of the context, in which family caregivers live out their lives.

Anglo-American experience of de-institutionalisation
To begin, the chapter summarises the development of policy and subsequent service
delivery by briefly addressing the international context but focusing on the Australian
experience. The story of de-institutionalisation of mental health care has been substantially
documented in the literature; and is briefly described by most authors discussing mental
health policy or services and family caregivers.

It is therefore not my intent to give

another comprehensive review of de-institutionalisation but to raise important points that
have a bearing on the current research or are necessary in order to understand the full story
of the family as caregivers in relation to this policy. There exist numerous references that
provide a more extensive reading on the background and analysis of de-institutionalisation
and community care in relation to mental health care both in Australia and internationally.
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The literature cited here represents a range of international perspectives on deinstitutionalisation experience, such as the United Kingdom-Wales (Goodwin, 1989;
Baldwin 1993; Freeman 1998; and Peck &

Par~er

1998) Anglo-American (Scull, 1976), &

Australian (Puckett 1993; Hoult 1994; AIHW, 2001). These accounts of deinstitutionalisation have been recommended because of the similar conclusion drawn in
relation to the experience of de-institutionalisation. Hence the commentators cited have
been generally supportive of the concept of community care but have been critical of the
social, economic and political context in which the policy has been implemented. There are
many parallels between the United Kingdom, the United States of America and the
Australian experience of de-institutionalisation.

Historical development: overview of mental health policy in
Australia
Institutionalisation of people living with mental illness is often referred to in the literature
as the 'asylum era'. The 'asylum era' proceeded as the dominant organisational structure
for the care of the mentally ill from the 1850s to about the 1950s in most developed
countries. Prior to this period people living with mental illness were more likely to be
cared for by the family. Hatfield & Lefley (1987: 4) note the recycling of the community
and the family as the 'locus of care' from pre nineteenth century where families were the
sole source of care. The period from the 1950s onwards has been recognised extensively
in the literature as the time in which there was a 'locus of care' shift from the institution
back to the community.
Community care is not new to the era of de-institutionalisation

However, despite what seems to have been a linear progression from institutionalisation to
de-institutionalisation there is evidence to demonstrate that community care has always
been an essential part of the care of the mentally ill. According to Rossi (1969: 9) the rate
of development of community mental health activities post Second World War gave the
impression that the philosophy of community care was new. Yet, there are examples of
community clinics set up in the United States from the late 1800s through to the-mid 1900s
(Rossi, 1969: 9). These were early attempts by the psychiatry fraternity to keep people
living with mental illness close to family and friends (Rossi, 1969: 9).
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Similarly, Lewis (1988: 35-38) writing about the history of psychiatry in Australia found
that voluntary, early intervention clinics were being set up in different States of Australia
as an asylum alternative. Bartlett & Wright (19?9) establish evidence for a long and varied
history of community care. The authors argue that there has always been a range of
options for the mentally ill and that community care is not a post Second World War
phenomenon (Bartlett & Wright, 1999: 17). Nevertheless, there is overall consensus in the
literature of a definable de-institutionalisation period, where large numbers of people were
discharged into the community after 1945. This period of time has had a significant impact
on the lived experience of families, who, with little support, found themselves caring for a
relative suffering from mental illness.
The reasons for de-institutionalisation

It is beyond the scope of this thesis to discuss the different factors shaping policy and
transitions toward specific mental health policy in different countries.

For further

investigation of these issues, Carpenter (2000: 602-620) discusses and elaborates
comparative development of mental health policy post 1945 focusing on Anglo-American
context, and comparing that with "welfare" countries such as Sweden and Italy. Goodwin
(1989) also provides a detailed explanation of the factors contributing to the development
of mental health policy using social theory to explain de-institutionalisation. The point here
is to show that the evolution of de-institutionalisation cannot be simply described as an
outcome of one or two factors.

The term de-institutionalisation describes the process of change from meeting the needs of
people living with mental illness in State psychiatric institutions to providing care in the
community setting.

The literature describing the process of de-institutionalisation

discusses four main reasons for the shift in care to the community.

These are

conceptualised as medical, moral, political and economic reasons. What becomes evident
is that each of these factors collectively played a role in bringing about policy change. Due
to these changes the context of caring has been altered and hence the experience of the
families with relatives suffering from mental illness.
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Medical reasons for de-institutionalisation

Phannacological advancement in psychiatry is .one of the reasons put forward to explain
the move to treatment of mental illness in the community setting. During the twentieth
century refinements in research and technology produced specific anti-psychotic drugs to
treat people living with mental disorders such as schizophrenia and affective disorders
(Shorter, 1997; Croll, 1995: 484; HREOC, 1993a: 39). In Australia and other Western
societies, the 1950s to the 1970s have been described as the 'Golden Age' for medicine.
This was a period of time marked by the development of new drugs and diagnostic
techniques (Baum, 1998: 27), and coinciding with the era of de-institutionalisation. New
technology resulted in more effective treatment of mental illness, and therefore, people
could be discharged from hospital and cared for in the home (Croll, 1995: 485; HREOC,
1993a: 39).

However, the anti-psychotic drugs were later revealed to be less effective in

treating people for psychotic symptoms, and studies indicated that for most people, unless
they were heavily dosed, these drugs did not provide any therapeutic value (Scull, 1976:
180-181; Puckett 1993: 398). Scull (1976: 178-179) argues that even if the development
of drug therapy was successful, there is no reason why this style of treatment couldn't have
contributed to better in-patient management within institutions.

It might be suggested that a relationship existed between the push toward de-

institutionalisation and the status of the psychiatric profession.

The development of

therapeutic medications provided evidence that psychiatrists were dealing with conditions
that were related to the science of the body.

The core of their work therefore could be

scientifically justified, and therefore, improving psychiatrists' more tenuous status in the
medical field. Given that psychiatric hospitals had previously been suggested to provide a
'custodial' role rather than a treatment/cure role, it makes sense that psychiatry would seek
to disassociate with the long-stay hospital of the past. The development of medicines also
infers a changed role for the psychiatric hospital. Like a general hospital, the psychiatric
hospital can similarly be used for more serious bouts of illness that require the hospital
environment for initial stabilisation of the condition.

Therefore the discovery of

medications facilitated an institutional shift; but underlying the change was an agenda to
further claim legitimacy for professionals working in the broader field of psychiatry.
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This argument is resonant of the critique of the anti-psychiatrists, who will be discussed in
following paragraphs.

Given these criticisms, the argument that the development of anti-psychotic drugs was the
key factor in the de-institutionalisation process is too simplistic. There is no doubt that
these medical developments had an impact on the de-institutionalisation process, such as
facilitating or providing a justification for change, but the role is over-exaggerated by
some.

Perhaps, medications were more useful as proof of the profession's legitimacy, as

opposed to increasing the success of patients' treatments, and ability to stay in the
community setting. Certainly, the development of new medical technology has been
described by Willis (1983: 36) as significant to the continuing rise of medical dominance.
The development of medications in effect further institutionalises doctors as the experts
and, legitimises and sustains this dominance in the wider society (Willis, 1983: 3).
Importantly the reality of families and care-recipients was quite different. They lived with
the repercussions of ineffective medication. This issue is discussed later in the chapter.
Moral rationale for de-institutionalisation

The move toward de-institutionalisation was also strongly supported and argued from a
community derived 'moral imperative'. According to this perspective, institutional care
was 'bad' and restricted the rights of patients, while community care was 'good', providing
the freedom of choice for patients (Minkoff, 1987). Institutional care, especially during the
1960s came under attack for being too paternalistic, restrictive and even abusive, a position
portrayed by the media. For example, the book One Flew Over the Cuckoo's Nest by Ken
Kesey published in 1962, was made into a film and first screened in 1975 and watched by a
wide community audience (Puckett, 1993: 398).

It portrayed a negative image of

psychiatric institutions and raised awareness of therapeutic abuse suffered by mentally ill
patients. Further to this in Australia there had been several investigations into the way
psychiatric patients were being treated in hospital, such as the administration of deep sleep
therapy at Chelmsford private hospital in NSW and the number of associated deaths
resulting from this treatment (HREOC, 1993a: 4).
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Adding fuel to the moral imperative was the 'anti-psychiatry' movement (Palmer and
Short, 1994: 277; 2000: 289), which gained considerable momentum in the United States,
Britain and Australia in the 1960s-1970s

(C~ossley,

1998: 877). The 'anti-psychiatry'

movement challenged the very existence of mental illness. Major thinkers of the time such
as Foucault (1967), Goffman (1962), Szasz (1962) and Laing (1964) raised issues in
relation to legitimacy of psychiatric labelling.

Szasz, a sociologist argued that institutionalisation of people and medicalisation of their
'abnormal' behaviour was about protecting the social, political and ethical norms in society
(Crossley, 1998: 878). Szasz saw mental illness as a smoke screen, to some extent, for the
moral conflicts and problems of living that emerge as a result of social conditions.
Foucault's work focused on the link between power and knowledge of the medical
profession and the increasing surveillance and regulation of people's lives. Psychiatry and
psychiatric labelling then is an exercise in the distribution of power.

Laing and Esterson

(1964) presented case studies in their book Sanity, Madness and the Family, which
concluded that schizophrenia was not an illness with symptoms and its own pathology but
was rather a response by people to abnormal family circumstances, evident in their
communication patterns.

It is somewhat unfortunate, as suggested in the introduction, that these theories have been

utilised in such a way that they alienate one from the lived experiences of mental illness,
especially for families.

Even Goffinan's (1962) writing has been utilised to this end.

However, Goffman's contribution is probably the least dismissive of the lived experience,
given that his underlying belief is that individuals are conscious participants in social life.
His critique is about institutions.

Goffinan's (1962) study on asylums, for example, challenges the lack of therapeutic
judgment within the institutional environment. His work doesn't necessarily implicate the
non-existence of mental illness but it does suggest that the treatment of people was
inappropriate. The hospital or asylum in itself is not necessarily wrong but the treatment
administered within the institutions was unsuccessful.

43

Goffman found that the inmates of the institutions were treated as if they were virtually
inhuman or without human intelligence but in need of regulation and restraint.

This

approach toward patients attacked their sense of purpose, self esteem and self-motivation.
Consistent with Goffman's general belief about individuals and society, patients were not
passive recipients of their treatment. Patients in these institutions developed an 'underlife'
that protected their sense of self from the mundane, highly regulated existence within the
institution (Cheek & colleagues, 1996: 131).

These 'underlife' activities would be

interpreted by staff working within the institutions as deviant or symptoms of mental
illness; in which case patients would be further regulated or restrained. This depiction of
the therapeutic environment and the patients' lives was not unlike that which was
portrayed in the novel One Flew Over the Cuckoo's Nest.

In this literary account of

institutional life, and Goffman's study, doctors and nurses misinterpreted the reflexive
behaviour of patients as evidence of illness. It was thought therefore that the effect of
institutionalisation was worse than the effects of the illness.

In addition, the physical conditions and issues of inadequate resources of many institutions
were having detrimental effects on patient care. A report by Dr Eric Cunningham Dax in
1952 examined the conditions of psychiatric institutions in Australia focusing on Victoria,
and later in 1961 recorded his findings in a book called Asylum to Community. In this
book Dax gives a clear view of the state of mental hospitals generally, indicating the
appalling conditions particularly in relation to overcrowding, understaffing, 'dilapidated'
infrastructure and the poor state of patients 'self-respect' and 'attitude to life' (Dax, 1961:
9). Lewis (1988: 77) writing about the history of psychiatry in Australia states that Allan
Stoller (Chief Clinical Officer of the Victorian Mental Hygiene Authority and KW Arscott
(Commonwealth Department of Health), carried out a national survey of mental health
facilities and found the conditions in Australian psychiatric hospitals to be worse than the
those in United Kingdom, United States and Canada.

Like Dax, they found that

institutions were overcrowded and understaffed, and largely played a custodial role rather
than a therapeutic role in the care of patients. This meant that hospitals required massive
reform in order to improve patient care, including the need for increased spending on
infrastructure and human resources.
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political and economic reasons for de-institutionalisation

Some analysts argued that de-institutionalisation was therefore as much a political and
economic imperative as a human rights and social imperative.

Large institutions are

expensive to maintain and run, and fundamental issues around therapeutic conditions,
overcrowding and staffing would have to be addressed by any government. Bates and
Linder-Pelz (1987: 102) argued that the government had two motives: first, they responded
to the moral imperative by moving toward community based care, and second, they hoped
to reduce the cost of caring for people living with mental illness. Scull (1976: 194) also
suggested that de-institutionalisation ' ... allowed governments to save money while
simultaneously giving their policy a humanitarian gloss.' Others agreed that the pressure
on the budget and the prevailing circumstances of the state funded psychiatric institutions,
namely increasing infrastructure costs and personnel costs were the driving forces behind
the policy of de-institutionalisation (Baldwin, 1993: 7).

It is suggested that the moral

arguments being put forward and the views of the social liberalists coincided with the need
for cost cutting. This was a convenient coincidence (Scull, 1976; Baldwin, 1993; Bates &
Linder-Pelz, 1987). Scull argues in his paper that institutions were a way of providing for
people unable to function adequately in the market place, and in an era of market
dominance this form of care was appropriate.

However, _in the period of time when

societies were moving toward advanced capitalism, and the welfare state, there were
alternative support structures outside the institutions which allowed the move toward
community care. Scull states that the growing expansion of state spending as a result of
the move toward a welfare state put societies like the United Kingdom and United .States
into a 'fiscal crisis' where spending exceeded revenue.

Scull has been criticised for not

taking into account that de-institutionalisation began much earlier than the 1970s fiscal
crisis (Carpenter, 2000: 606).

This situation is certainly true in Australia. The post Second World War period, up until
the 1970s, has been commonly described as the long-boom.

The long-boom was

characterised as a period of economic prosperity and full employment (Forster, 1999: 16).
However, there would seem to be a contradiction between the development of more
sophisticated medical technology allowing people to leave hospitals and at the same time,
the growth of hospitals.
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Further to this situation, an expanding health service budget does not equate necessarily to
spending in all areas perceived as important. Baum (1998: 17) for example suggests that
while health service budgets did increase in this. era, there was little focus on public health
spending. As suggested earlier, mental health was not seen as a priority. This is evident by
a lack of funding for psychiatric institutions. In fact Barrand (1997: 138) suggests that the
impetus for de-institutionalisation in Australia was the emergence of such problems of
overcrowding and abuse experienced by mental health patients within psychiatric
hospitals, and the publication of these issues in various reports; coupled with the
emergence of new drugs to treat psychiatric conditions such as schizophrenia, making it
more possible for these people to leave hospital. Again this changes the context of caring
and transfers the responsibility of care from the hospital to the family home.

Nevertheless, considering that de-institutionalisation did not gain significant momentum or
had not been supported by 'declared policy' until the 1970s (Puckett, 1993: 400), the issue
of 'fiscal crisis' could have contributed to the process, especially given that the full cost of
community care was not yet recognised by governments in Australia. It is likely that the
evolution of mental health policy in Australia is the result of many factors, including
medical advancement, government spending priorities and the move to greater economic
rationalism policies, and the emphasis on the private sector. Moreover, in the 1980s a reemerging defence of the 'traditional family' i.e. the nuclear family, by Western
governments, and an emphasis placed on the family as the 'ideal' organisation for the care
of ill relatives, further contributed to the transition (Steel and Kidd, 200 I: 219; Gilding,
1997: 35).
Critique of early de-institutionalisation

The critique of early de-institutionalisation supports the idea that during the period of
economic prosperity and larger health budgets, mental health care in the community was
not a priority area of spending.

The evaluations of the earlier phases of de-

institutionalisation and community care have clearly illustrated the failure of the earlier
policy to achieve even the moral imperative. Here Croll's (1995: 487) distinction between
two types of de-institutionalisation is useful in conceptualising the initial policy
implementation to the later stages of community care.
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He suggests that de-institutionalisation has been both a people-based move as well as a
service-based move. It is important to note that initially the implementation of the policy
was more about discharging people from psychiatric institutions into communities, and less
about effectively changing the organisation and administration of services within the
community setting to reflect an integrated community support system. The earlier phase of
de-institutionalisation from 1950s through to the early 1990s, therefore, has largely been
recorded as a failure in terms of providing both a viable system of community care and an
environment where people are afforded their human rights (Baldwin, 1993; HREOC,
1993a & b).
Lack of Resources and Funding in the Community Setting

The main criticism of de-institutionalisation as a policy was the lack of funding and
resources provided at the community level to support people living with mental illness. As
was suggested earlier, the promise of the anti-psychotic drugs were not a reality for most,
which meant that clients were returned to the hospital from the community again and
again, a phenomenon most aptly described by Puckett (1993: 398) as a 'revolving door'.
An Australian study (Carey & Leggatt, 1987) interviewing over two hundred families
caring for relatives living with schizophrenia reported that most participants felt that
medications helped to reduce symptoms but were not effective in allowing the person to
resume their usual life. Only three percent of their participants stated that medication had
been effective, in that the symptoms were completely controlled, and they were able to
return to their previous 'normal' life, such as holding down ajob (Carey & Leggatt, 1987:
46).

The period 1975 to the present, has been identified as a declining phase of deinstitutionalisation in Australia (Hoult, 1994: 14-17). Hoult attributes this to the worsening
economic conditions in Australia since 1975 that lead to Government funding cuts to
health care. Prior to this time, Hoult (1994) reports that the community mental health care
system was working better, and for a time, nurses worked in the hospital setting but also
provided follow-up in the community. It was also easier for the mentally ill to get jobs
even if they didn't keep them for long.
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After 1975, the links between community mental health and the hospitals had been
undermined by funding cuts to the sector, and monies remained tied up in the institutions
(Hoult, 1994). Unemployment had also

incre~sed

which made it harder for people living

with a mental illness to gain employment (Hoult, 1994). In this time, other problems that
had been lurking in the background came to the forefront, particularly in relation to the
conditions of boarding houses and special accommodation (Richmond [The Richmond
Report], 1983; HREOC, 1993a). It was argued that these types of places were basically
replicas of smaller institutions, and therefore had many of the problems of the bigger
institutions.
The Burdekin Report

The National Inquiry into the Human Rights of People with Mental Illness (The Burdekin
Report) in Australia is an extensive review of de-institutionalisation in Australia,
containing two volumes documenting the experiences of consumers, carers, concerned
citizens, government and non government 'organisations and clinicians (HREOC, 1993a &
b). The Inquiry found that the intended goals of community care to provide for people
living with mental illness in a more humane, less restrictive environment were clearly not
being achieved by the current service arrangements. Both clients' and carers' reported
experiences of discrimination and alienation by health professionals and the community in
general. Community care was not enhancing people's freedom but in fact making clients
more isolated and alone.

There were reports that institutions and community care

remained separate, so that discharge into the community did not necessarily guarantee
adequate follow-up by mental health staff and often people did not know what services
were available to them in the community. Services were generally fragmented and there
was little or no communication between different providers. As a result of inadequate
services and support, and lack of community and professional understanding, many
mentally ill people added to the homeless and prison populations (HREOC, 1993a & b;
Lamb & Weinberger, 1998).

What is important about the findings of the HREOC is that they clearly demonstrate the
inadequacies of the administration of de-institutionalisation in Australia.
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The findings show that quality of care and life for people living with mental illness, and
their families, would not simply improve by changing the locus of care to the community.
There are underlying issues in relation to the, conceptualisation of mental illness in the
community and the need to provide supportive formal arrangements. Again, it was
Goffinan (1962) who suggested that it was professional perception of mental illness and
the subsequent treatment that affected people's lives within the institutions.

Not

surprisingly, the Burdekin report demonstrates that these issues exist outside institutions as
well. In fact, the move to discharge people from institutions because they were 'bad',
failed to take into account the aspects of institutions that were' good' .
'Throwing the baby out with the bath water'

In the process of de-institutionalisation there was very little consideration of the

advantages of institutional settings.

At least in a single physical setting such as an

institution, it is possible to provide most of the services that people need such as
comprehensive medical care, food, clothing, shelter, social networks and recreational
activities (Bachrach, 1984: 975; Minkoff, 1987: 946; Lamb & Bachrach, 2001). This
notion of comprehensive mental heath care has posed the biggest challenge to caring
within a community setting, namely to ensure that all of these services are provided
coherently and continuously in the community setting. Commentators such as Bachrach
(1984: 976) are not denying the undesirable and even appalling conditions of some
institutions but rather make the point that the 'concept' of total care provided in the
institution should not be underestimated. Palmer & Short (2000: 291) suggested that the
pendulum swung too far ' ... towards the anti-psychiatry and de-institutionalisation
positions.' So in haste, the positive aspects of institutionalisation have also been discarded.
Bachrach (1984: 976) makes another important point about the word asylum, meaning a
place of sanctuary - somewhere that offers people living with severe symptoms of a mental
illness a safe and protective refuge.

Anecdotal evidence from recent conferences and seminars attended in relation to mental
illness revealed that people who are living with mental illness suggest that the concept of
asylum be rethought. They expressed that when they experienced severe symptoms of
illness they needed somewhere to go that felt safe.
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To view institutionalisation as bad and de-institutionalisation as good is overly simplistic,
and focuses on the location of care rather than the needs of people living with mental
illness.
Location of care: secondary to the needs of clients

A paper by Minkoff (1987: 946) raises these important issues in relation to
underestimating the benefits of institutionalisation and the challenges for community care
as a policy.

'The total institution provided psychiatric care, material needs, asylum from outside
pressures in a supportive community, and an enforced identity of "patient," with defined
roles and expectations, to facilitate adaptation to the fact of mental illness' (Minkoff,
1987: 946).

In the community, Minkoff (1987: 946) argues that people living with serious mental

illness have 'enonnous needs' but often, given the choice, do not identify themselves with
being a sufferer of mental illness. Young chronic mentally ill people are the
"uninstitutionalised generation" who do not like to define themselves as 'mental patients'
(Hatfield & Lefley, 1987: 7). They therefore are unlikely to get help or use services or
programs that exist. Minkoff does not advocate the return of institutionalisation in total,
but in fact suggests that the 'locus of care' as the main clinical ideology or goal for
programs needs to be challenged. Clinical practice should focus on what is going to be the
best care to facilitate adaptation to the illness by people living with psychiatric disability.
This includes being able to develop individual treatment plans and recognise that the
acceptance of illness is an important step. It is argued that services must be able to respond
to and help the client with acceptance throughout the illness. Similarly Puckett (1993:
407-408) suggests that the implementation of de-institutionalisation has failed to recognise
that some people living with psychiatric illness are more easily able to be rehabilitated
within the community setting, while for others it can be more complex. So rather than
advocating institutionalisation over community care and vice versa, service delivery modes
should reflect the diverse needs of clients and recognise that some people will need
institutionalisation in their overall treatment plan, whereas others will be better served by
living in the community setting.
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It is important to also reflect on how the issues raised in the above paragraph will place

significant demands on family caregivers. It could be assumed that the care-recipients lack
of identification with the symptoms of a

ment~l

illness would make it difficult for the

family to provide effective support. Ultimately it would be within the context of the family
home that the consequences of various behavioural and emotional issues associated with
acceptance of the illness would be experienced.
Government reports and international pressure

Fortunately in terms of political exigencies, before the release of the Burdekin report,
Australian governments had begun the task of improving the mental health system and
released a National Mental Health Policy in 1992. There was a culmination of factors that
influenced the development of such a policy in Australia. These included many damning
Government reports, such as the Richmond Report (Richmond, 1983) in NSW and the
United Nations (1991) principles for the improvement in mental health care and the
Iprotection of people living with mental illness, as well as the rise of consumer and carer
movements. All of these events lead to the National Inquiry into the Human Rights of
People with Mental Illness (HREOC, 1993) and this report coincided with the development
of the National Mental Health Strategy.

Development of the National Mental Health Strategy

The National Mental Health Strategy was endorsed by the Australian Health Ministers in
1992 (AHM, 1992). This document sets the blue print for reform in mental health care
delivery. The Strategy had three main policy documents, the National Mental Health
Policy, the First National Mental Health Plan and Mental Health Statement of Rights and
Responsibilities.

The strategy had been the result of wide ranging consultations with

mental health service providers, carers and clients. The view remained that community
based care would improve the prognosis for people living with mental illness and their
quality of life compared to institutional care. However, it was stated in the policy that
meeting the variety of needs in the community and providing continuous care would be a
greater challenge in the community setting.
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The Strategy sets out to address this challenge. The broad goals of the strategy, therefore,
were to provide a more comprehensive system of care within the community by:
1. improving and ensuring the basic human rights of people living with mental

illness,
2. implementing standards and monitoring mental health services, and
3. discouraging and challenging the stigma associated with mental illness (AHM, 1992: 11).

Comprehensive system of mental health care

The role of the strategy is to achieve de-institutionalisation (Croll's definition), as a service
based move. The strategy overall sought to create a stronger community-centred system of
care and to link the system together with other essential services in the community. The
rationale was that people living with mental illness should as far as possible be able to lead
a 'normal' life in the same way as other citizens. The framework for a comprehensive
community based mental health care system according to the Strategy should include
access to long term management, rehabilitation, and access to appropriate employment and
accommodation.

In particular, linkages should be formed between the mental health

services and other sectors in the community such as housing, employment and training,
domiciliary services, income support to ensure that people are not experiencing
discrimination and a lack of access to those services.

Community services would be

required to integrate plans into their management that are inclusive of people living with
mental illness; something that had failed to occur in the past without sufficient policy
direction and structures. In relation to the lived experience of the family caregiver, this
policy change should significantly ease their burden of care.

There are several components of the Strategy or policy directions that are aimed at
achieving a comprehensive system of mental health care. These are discussed under the
headings of 'Service mix', 'Mainstreaming', 'Legislation', and 'Standards, monitoring and
accountability' and 'Case management'.
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Service mix component

One objective is to provide a service mix in relation to the types of mental health care
provision available.

Recognising that mental health clients' have different needs, the

strategy suggests a mix of service delivery modes, such as 'acute hospital care, acute home
based care, emergency assessment and day treatment';

'social and vocational

rehabilitation'; and varying degrees of residential support (AHM, 1992: 20).
Mainstreaming component

Fundamental to the Strategy has been the policy of mainstreaming; that is, the goal of
integrating physical health with mental health services, and hence providing mental health
care as part of general health care (under the same roof). The move toward mainstreaming
is not a new idea or direction in mental health service delivery. For example, in the 1920s
leading psychiatrists in Australia argued for voluntary clinics to be set up in the general
hospitals. They saw this as a way to not only save money but to encourage the interaction
between psychiatry and general medicine. This would also raise public willingness to seek
treatment outside the stigmatised larger institutions (Lewis, 1988: 37).

The Strategy,

however, represents the first national commitment to mainstreaming physical health and
mental health services. The move toward mainstreaming services, similar to the earlier
rationale, is to encourage the de-stigmatisation of mental health and illness. The aim is to
also locate people living with mental illness in a setting closer to the community and other
support. Hospital, therefore, becomes a place to treat people when they are

acut~ly

ill,

rather than for long stay.
Legislation component

While previously considered the responsibility of the medical profession, treatment of the
mentally ill is now considered to be a full legal matter, particularly in relation to the
protection of people's human rights. In the past the status of mental illness has tended to
erode human rights and people living with mental illness have not had equal and fair
treatment in society, in relation to basic services such as health care, housing, education,
legal representation, insurance and employment.
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So a goal of the Strategy has been to create the legal structures that reinstate and protect
these rights. As a result of the rights-based framework adopted by the Strategy, mental
health legislation has been reviewed by Australian governments and changed in order to
protect people from discriminative practices. Legislation has also been adopted to give
people living with mental illness the right (in most circumstances) to participate in decision
making about the treatment and care they receive, something which in the past they had
little or no say in (AHM, 1991: 14-15). It is interesting to note here that this change
toward a rights-based approach has created tensions between the rights of the family and
the rights of the mentally ill relative.

This issue is referred to again in the light of

Butcher's (2000) critique of the mental health policy rights-based framework later in this
chapter.

Standards, monitoring and accountability

Another goal of the National Mental Health Strategy was to improve the quality of mental
health care services by implementing National Standards for service delivery. In order to
maintain these standards, structures were to be put in place so service providers could
monitor the outcomes of service delivery and report on these outcomes. A document,
National Standards for Mental Health Services (Commonwealth Department of Health and
Family Services [CDHFS], 1997a) was produced in order to give service providers a bench
mark to rate their performance against. These standards are to be used by service providers
in the process of accreditation.

A recent review of the mental health policy in Australia

revealed that there is widespread acknowledgment of the importance of service standards
and outcome measure, but the implementation stage is incomplete (Betts & Thomicroft,
2001: 13). There exists uncertainty among service providers about the development and
application of such standards and outcome measures within their organisations, and as a
consequence service providers viewed the implementation as 'discretionary' (Betts &
Thomicroft, 2001: 18).
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Case management

Case management is a core component of the .current mental health care system, and is
defined at the national policy level as ' ... an identified and accessible staff member of the
mental health service who is responsible for coordinating the treatment and support
provided to an individual consumer and their carers' (CDHFS, 1997a: 50). In Victoria,
where this study is situated, a client using Area Mental Health Services is assigned to a
case manager who is responsible for the management of the client. This care is intended to
be holistic in nature. Key functions of case managers in this system are:
•

'To ensure that each consumer is provided with a comprehensive
psychiatric assessment, including a need for service assessment, as
the basis for their individual service plan.

•

To develop an individual service plan outlining goals, strategies
and responsibilities for each consumer.

•

To facilitate implementation of the, consumers individual service
plan.

•

To review the individual service plan, at least six monthly.

•

To finalise involvement when the consumer no longer needs
public mental health services and appropriate follow up has
occurred' (Victorian Government Department of Health and
Community Services [VGDHCS], 1996: 15).

Case management often consists of multidisciplinary teams, particularly in larger rural and
urban locations. In the situation of this research, case management teams in the larger
rural communities (popUlation of 50,000 and over) usually consist of social workers,
psychiatric nurses and psychologists.

In the smaller communities (population of 500-

lO,OOO) it is not always possible to have a multidisciplinary team of workers. Case
managers act as a brokerage service in that they coordinate clients' access to other key
services such as access employment, housing, skill share or other welfare agencies deemed
tobe a part of the recovery or rehabilitation process.
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Case managers are required to be aware of the comprehensive needs of the client and the
resources in the community available to meet those clients' needs. Case managers' work
closely with families and families can·contact

c~se

managers if they are concerned with the

clients' behaviour or needs. This is usually only if the client has given consent for the
involvement of the family. The case manager has been described by Intagllata (1982: 680)
as the 'human link between the client and the system and the only service provider
concerned with the responsibility of the whole client.'
Brief summary of the current mental health framework

In principle a client of mental health services should have access to a range of integrated
mental health services, such as emergency or crisis assessment, acute inpatient care,
ongoing treatment and rehabilitation.

In relation to rehabilitation and living in the

community, clients should also have access to a range of other services, such as
appropriate accommodation, employment and training, legal assistance and recreational
activities. As already stated earlier in this chapter, it could also be assumed that the policy
shift outlined would change the context of caring for families. It would allow families to
provide care within a situation where the care-recipient is adequately provided for by
formal services. Again it would be expected that this change would ease the burden for
family caregivers.
A formal evaluation of the National Mental Health Strategy

The Strategy has generally been well received as a forward thinking and comprehensive
policy document (Singh & McGorry, 1998: 435-437; Whiteford, 1998: 432-434; Ramsay,
1996: 53-56; NMHESC, 1997).

Singh and McGorry (1998: 435-437) report in the

Medical Journal of Australia that considerable progress has been made in relation to
psychiatric beds being moved into the general health care sector, and the establishment of
community mental health services.
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Although uncertain about the effect these changes have had on the quality of life of
consumers, they state:

, ... we believe that more individuals with psychotic disorders are now being treated
more appropriately in less stigmatising environments than when the Plan
commenced, primarily because the resources freed by closures have, in general,
followed the patients into the community by virtue of identification of, and
protection of, the mental health budget' (Singh & McGorry, 1998: 435).

In 1997 a report was released that evaluated the National Mental Health Strategy five years

after the initial implementation of the first National Mental Health Plan. The evaluations
concluded, as did Singh & McGorry, that mental health service delivery had improved
substantially over the years from 1992-1996. Funding allocated under the Strategy was
used to meet the objectives of a more community centred and integrated service
(NMHSESC, 1997: 1). For example, national mental health reports have shown that inpatient services such as stand-alone psychiatric institutions have been scaled down to
reduce the number of non-acute beds. There has been an increase in the number of acute
beds for psychiatric consumers in general hospitals (Commonwealth Department of Health
and Family Services [CDHFS], 1996: 45). Overall there has been a steady expansion of
community

based

services

such

as

cnSlS

assessment

and

treatment

teams,

rehabilitation/support services, residential services and domiciliary and outreach services
(CDHFS, 1996: 48). It is evident, based on the evaluation that the Australian government
primarily sought to address the earlier imbalance of funding between the hospital and the
community.

Whilst the report found that there had been positive changes in the implementation of the
Strategy, there were still many problems and 'widespread dissatisfaction' with the mental
health care system (NMHSEC, 1997: 1). For example it was found that efforts to improve
client and carer rights had been undertaken. Anti-discrimination was in place, and the
Mental Health Acts have been reviewed and changed in the light of the Mental Health
Statement of Rights and Responsibilities document. Consumer advocacy groups have also
been set up yet consumers still report significant stigma and discrimination (NMHSEC,
1997: 33).
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Another major concern with the implementation of the policy was its focus on 'serious
mental illness.' This focus has denied access to mental health services for many other
consumers living with mental health illnesses. or problems not deemed to be 'serious'
(NMHSEC, 1997: 13). Other reported problems include:
•
•
•
•
•

Difficulties experienced in accessing in-patient care
Limitations identified in the case management system in relation to a lack of
coordination and continuity of care
Consumers are not able to access adequate rehabilitation and personal recovery
support
Limited communication between the private and public sector
Variation and under-development in services across States and Territories, and
between rural and urban areas

The Evaluation committee suggested that meeting the objectives of the NMHS would take
a long time given the state of disrepute and disrepair of the mental health care system at the
commencement of the National Mental Health Strategy (NMHSESC, 1997: 1).

The

authors suggested that government and service providers were experiencing new and
fundamental shifts in service provision in mental health, for example, the development of a
new partnership between the Commonwealth and State government and new partnerships
or linkages between different service providers (NMHSESC, 1997).

With no other

international precedent around implementing a National Mental Health Policy, the authors
emphasise that changes will only happen over time. and not over night (NMHSESC, 1997:
1-2).

Development of the Second National Mental Health Plan

In the light of the Evaluation Report and the National Mental Health Reports, Australian
Health Ministers released the Second National Mental Health Plan in 1998, which will
proceed until 2003. This plan has a strong focus on promotion of good mental health and
prevention of mental illnesses within a public health framework.

In this sense the focus

has extended from 'serious mental illness' to include other mental health problems that
may not be classified as psychosis, such as some depression and anxiety disorders, and
emotional and social well-being.

Health promotion and community education will be

targeted at key settings such as the family, school and the workplace.
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The framework used to implement promotion and prevention strategies is made up of three
concepts:
Universal preventative measures - targets the population in general;
Selective preventive measures - targets people deemed at risk of developing mental
illness; and
Indicative preventive measures - aimed at people who have experienced symptoms of
mental illness, in order to reduce the illnesses development to a more serious condition
(AHM, 1998: 13).

The plan also addresses the continuing issue of linkages with other types of community
services, and makes the improvement of partnership arrangements a priority of the Second
National Mental Health Plan. The plan states that specialist mental health services can not
adequately provide a comprehensive system of care without the help of other key sectors in
the community including:
•
•
•
•
•
•
•

•
•

Consumers, families and carers
General practitioners
Private psychiatrists and the private mental health care sector
Emergency Services (for example - police, ambulance officers, staff of
emergency departments)
The wider health sector (for example - maternal and child health, geriatric and
paediatric services)
Other government services (for example - criminal and juvenile justice
systems, the welfare sector and drug and alcohol services)
Non- government agencies (for example - disability support services,
residential psychosocial rehabilitation programs, supported housing and respite
care)
Community support services (for example - housing, home help, recreation,
employment and education, family support)
The broader community (for example - employers, community leaders, service
organisations)
(AHM, 1998: 16-17).

Further to this, two other documents have been published and released which
comprehensively address ways in which to implement the goals of promotion and
prevention. These are the Commonwealth Department of Health and Aged Care, 2000a,
Promotion, Prevention and Early Intervention for Mental Health - A Monograph, which
outlines the concepts and theoretical underpinnings of the Commonwealth Department of
Health and Aged Care, 2000b, National Action Plan for Promotion, Prevention and Early
Intervention for Mental Health.
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Substantial progress has been made in establishing agreement over standards and
objectives of service delivery, and the development of strategies and plans. In principle the
policy documents, particularly the Second Nati~nal Health Plan could be said to reflect the
framework of the New Public Health (Baum, 1998: 37) through their acknowledgment that
mental health care and health care should be perceived within a broader societal context.
Mental health care in these policy documents states that a range of public policies affects
the likelihood of an individual's successful management and recovery of a mental illness
within the community. Since the Second National Mental Health Plan there has been
greater acknowledgment of prevention and promotion issues in mental health, and a move
from a focus on serious mental illness. The re-orientation of services from a hospital cure
centre focus to a more community-based focus, and the changes made to legislation has
also occurred.

All of these types of considerations are in line with a New Public Health

perspective (Baum, 1998: 37,49-50) and the Strategy overall appears laudable. However,
the following section outlines some of the significant concerns in relation to the ability to
fully implement the Strategy.
Contemporary critiques of community care as a policy in mental health care

In examining current literature addressing the situation in mental health care, it became
evident that there are still significant issues, not dissimilar to those raised in relation to
early de-institutionalisation.

It seems that despite the intention of policy to provide

comprehensive care in the community, both clients and carers are still struggling with
quality of life issues. Butcher (2000) sheds light onto the reasons why this might be the
case by suggesting that the rights based framework of policy is fundamentally flawed. He
also suggests the focus on the medical model in relation to mental illness obscures the
other needs of people living with mental illnesses, again undermining quality of care
issues.

It would seem that, overall, the social needs and the real cost of community care

are still unresolved.
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Rights based framework

The findings from the Evaluation of the Strategy five years after its implementation stated
that there have been demonstrable changes to the mental health care system since the
implementation of the National Mental Health Strategy.

Singh and McGorry (1998)

agreed but could not indicate whether these changes had improved the quality of life for
clients. The Evaluation report suggested that there was still a long way to go in relation to
improving the quality of life for those living with mental illness. There were significant
complaints by clients and carers who still experience discrimination and exclusion from
service providers, and do not have access to quality treatment services and other resources.

In light of these persistent issues, a paper by Butcher (2000) provides a fundamental
critique of the current rights-based framework that underpins mental health policy and the
implementation of the policy. He argues that the rights based framework advocated by the
United Nations document and the Burdekin report is at odds with the provision of effective
care for people living with mental illness. Butcher (2000: 85-97) argues that the 'rights
based' framework is inadequate for the following reasons:
1.

A human rights approach, to be effective, requires people to be autonomous and
independent and able to actively fight or claim their rights, however people living with
mental illness are often unable to claim these rights because of the symptoms of their
illness (Butcher, 2000). Further, this policy infers that people have the right to
participate as far as possible in the development of mental health ,.care. However, in
order to achieve this they need resources, wealth and knowledge (Butcher, 2000). In
that sense there will be significant inequalities for different populations living with
mental illness, and their families.

2. Within society there are competing rights (the rights of patients versus caregivers and!
or the wider community); and competing loyalties, (such as a worker's loyalty to a
particular organisation and their loyalty to a client of that health service or other
workers). Butcher states that there is no recognition of these competing rights and no
mechanism for reconciling any conflict that can emerge.
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In the caregiver literature, Butcher's point has been made on many occasions m

relation to conflict between the client-doctor confidentiality agreement, and the
families need to know in order to fulfil

the~r

responsibilities as primary carers (Furlong

& Leggatt, 1996). This conflict has been a struggle above and beyond the existing

mental health policy arrangements.
3. The current political and economic situation in Australia means that rights are often
secondary to economic concerns. In the current environment of health care budget
funding, people with mental illness or their families have to be able to fight for scarce
resources, and be able to gather public attention and support for their cause, in order to
improve their political clout. In the current funding system there won't be enough
funding to keep groups operating with the ability to be able to lobby effectively
(Butcher, 2000: 93). This point about political and economic issues will be taken up
again under the heading ofthe real cost of community care.
He suggests, therefore, that the document's language creates the

'illusion of

empowerment' (Butcher, 2000: 92).

Notwithstanding the achievements of policy, and in particular the increased participation of
carers and clients in the mental health care processes (Betts & Thornicroft, 2001: 11) since
the early 1990s, Butcher (2000) makes a compelling critique of current policy. It needs to
be recognised that the voice of carers and clients has improved significantly in the last
decade, and it would be wrong to suggest that carers and clients haven't made inroads in
the mental health care field. Nevertheless, there are still significant disadvantaged groups
recognised in this area, such as rural and remote populations, and Aboriginal and Torres
Strait Islander people (Betts & Thornicroft, 2001: 12). One could also assume that people
living with mental illness without supportive family and friends would find it difficult to
'claim'rights.

Butcher's work can be supported also by Mulvany (1998: 264) who discusses the
difficulties people living with mental illnesses have confronted. This is in particular while
trying to find accommodation.

For example, she comments on the logistical difficulties

experienced, such as a lack of transport in which to inspect houses and not enough money
for up front bonds payments and furnishings.
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Mulvany said in her study that people felt they had been discriminated against based on
their psychiatric status or because they were in receipt of a pension. This example shows
that Butcher's contention is right, legislation .may be in place to prevent discriminatory
practises in institutions such as the housing industry, but the legislation by itself doesn't
ensure that people's rights are enforced.

Butcher (2000: 92) also suggests that the primary focus of rights is set within the medical
model, so that it is treatment rights in relation to psychopharmacology that receive greater
attention.

Therefore attention to 'social dislocation and disability' are minimised

(Butcher, 2000: 92). Here lies the problem of quality of life for people living with mental
illness.

Again, Mulvany's (1998) work sits well with Butcher, in that she describes the

key role of housing in the improvement of life quality. Mulvany states that housing is a
core issue in meeting the needs of people living with mental illness in the community
setting, and yet the rights of people in this area are problematic.

'It [housing] plays a pivotal role in facilitating or constraining access by people living

with psychiatric disability to a range of community activities and supports. Factors
associated with housing location, such as proximity to transport and friends are of major
importance if consumers are to be able to access community facilities and services,
engage in work and recreational activities and be able to visit friends and relations. The
location and form of housing can facilitate or retard social isolation and the
development of confidence and self respect' (Mulvany, 1998: 266).

Place and health

Here Mulvany's notion of place and where you live shapes your social existence. Where
you live affects your ability to interact meaningfully with others, and gain access to
facilities that contribute to social well-being.

Mulvany (1998: 265) demonstrates that

appropriate housing options for people living with psychiatric disability are limited in
terms of both availability and appropriateness, often resulting in homelessness and/or rehospitalisation.
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She points out that other factors are not considered when providing housing for people
suffering psychiatric disability such as their low income, lack of social contacts and the
experience of the symptoms of chronic

illnes~;

locating people in unsatisfactory conditions

adds to their stress and isolation. Therefore the significant role of place and location is not
fully considered in the implementation of policy. As suggested above, the existing policy
and legal structures in society to help people in the community may not be a reality in
practice.

Keams (1993), in a paper that redefines medical geography, supports the idea of place or
location as providing the context in which health and health care are reflexively set.
Keams (1991) in an earlier study found that community clinics (under threat of decline) in
Hokianga, New Zealand, were more than just a medical service. The community clinics
provided a place where significant networks and substantial interaction between local
people occurred, and in another way contributed to the overall well-being and sense of
place for the Hokianga community. Place, as described by both Mulvany and Keams,
offers dimensions of different experiences that can either enhance or hinder the health and
health care of populations.

Reflecting back on the earlier criticisms about institutional care leading to a policy of deinstitutionalisation, the point was made that the institution itself may not have been the
central issue in the failure to care appropriately for people living with mental illness. Here
I think Butcher, Mulvany and Keams illustrate that the same issues of inappropriate care
can occur just as easily within the community setting.

A recent extract from The

Australian (Walker, 200 l) quoting a family caregiver illustrates this perfectly:

"'You have to walk a fine line between the closing of institutions, which was
terrific, but then you have to define what an institution is - is it a place of isolation
with no sense of community? . .I could argue that my life - living with my son and
daughter with no support and feeling very isolated - is often similar.'"
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The key issue here is isolation, and it resounds in many aspects of mental health care,
irrespective of the location of that care (institution or community).
participation in a community depends on,

a~

Meaningful

Butcher (2000) suggests, a person's ability to

claim their 'rights' to space and hence place in society. This assumes, however, that
people share equality in their ability to have their needs met.

In regard to the families lived experiences the notion of place is also significant, given that
it is often the family home in which relatives suffering from mental illness return to if they
cannot find other suitable accommodation. The important issue is whether the family
home is the right place for the care of adult children suffering from mental illness. Further
research is required to address the extent to which the family home is able to offer the
dimensions of place that allow for the social integration for care-recipients advocated by
community care policy. From the perspective of other family members the question is
whether their quality of life is reduced as a consequence of their home becoming the place
of care. This question is even more important for women in families who are often left the
primary responsibility of caring (Dalley, 1988; Gleeson, 1997). These issues are not
addressed adequately in mental health policy.
The real cost of community care

It is argued in this thesis that earlier critiques of community care in relation to the failure to
review the real 'costs' of community care still exist today. For example, Baum (1998: 93)
questions whether the move toward greater community participation is a way of
. supplementing and supporting the welfare state or a vehicle used to wind back state or
public provision and encourage individuals and communities to rely on their own
resources.

Gleeson (1997: 214), in reviewing community care, believes that many

governments 'have managed to disguise as progressive social policy a more unpalatable
reality; notably, a shift in costs of care from the state to individuals (especially women),
families and local communities'.
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Minichiello (1995) agrees stating that 'community care tends to be all things to all people' .
Jones & colleagues (1978: cited in Minichiello, 1995: 455) commented that:

'To the politician, community care is a useful piece of rhetoric; to the sociologists, it is
a stick to beat institutional care with; to the civil servant, it is a cheap alternative to
institutional care which can be passed to the local authorities for action - or inaction; to
the visionary, it is a dream of the new society in which people really do care; to social
services departments, it is a nightmare of heightened public expectations and inadequate
resources to meet them. '

It would seem that much of what mental health policy is trying to achieve is impeded by
the current economic and political climate of rolling back the role of the state.

Even in recognition of the importance of a 'whole of care approach' or a social approach to
care, other essential services required by clients and carers are outside the mental health
sector and located in the welfare sector. It is interesting to note that the welfare sector is
currently struggling to meet an increased level of demand for services with inadequate
funding; and as result, the welfare sector relies on significant unfunded efforts by staff and
volunteer work (Australian Council of Social Services [ACSS], 2001).

The welfare

sector has reported that it has extended waiting lists for clients in need, and is concerned
about inadequate social security payments, tougher penalties and the shortage of crisis and
low cost housing (ACSS, 2001).

It is within this context that issues for family caregivers are important to the debate about

community care. Gleeson (1997) suggested earlier that the cost of care has shifted from the
State to the individual, particularly women.

Similarly other key authors agree.

For

example, Hatfield (1990: 14-16) raises the following questions around the role of the
family: what role should the family undertake? Who is financially responsible and legally
responsible for providing direct care? Is it a 'fait accompli that families be designated for
that role'? Additionally Lefley (1994: 351) questions whether volunteer efforts relieve
local governments of their responsibilities to provide for disabled people? Will we see a
two-tier system of resources for people with and without family support?
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It is easy to conclude that there is a need for considerable discussion about what the role of

the family should be. The debate described here is acknowledged in the broader literature
about community care but is not

specifi~ally

addressed in mental health policy or the

implementation of that policy.

Further to this the gender care debate should also be acknowledged. Reiterating Gleeson's
(1997) point that the cost of care is often shifted to women. Caring is primarily perceived
as a natural process for women and an unnatural process for men (Dalley, 1988: 12).
Women have therefore been subordinated to the home environment to care for small
children, and men are naturally the providers and work in the public sphere. 'Thus in a
society where standards of success are measured in terms of the public sphere of male
achievement and where female work, both at home and outside, tends to be dominated by
routine, often physically onerous and often unrewarding activity, the cost women pay is
high (Dalley, 1988: 15). In light of community care policy women are further bound to the
private sphere by their responsibility to care for mentally ill relatives. It seems community
care primarily means family care, which in tum means women (Finch, 1990). Questions
raised by Hatfield and others in the above paragraph, should focus on the family and more
specifically on the division oflabour and gender inequality.
Family caregivers and rural environment

Current policy recognises families as fundamental to the success of the community mental
health care system. There is much research today supporting the benefits of families being
a part of the 'treatment and caring proces&' (Player & Leggatt, 1999: 28).

Service

providers are encouraging a collaborative approach between families and clinicians in the
overall care of people living with mental illness. Families are also considered to be one of
the key stakeholders. In the Second National Mental Health Plan it is stated that service
providers should continue to forge partnerships with family caregivers, as a matter of
priority (AHM, 1998). Within mental health policy documentation it is recognised that in
the past, families and other carers have had to provide a 'substantial amount of the
practical and emotional support', without adequate services in the community (ARM,
1992: 1-26).
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There is, at least at this point, recognition of families in the caring process and a move
away from blaming families, however, there is still some way to go in supporting the
fundamental role that families play in the mt?ntal health care system.

SANE3 (1998)

reported that carers of people with a mental illness are still largely unsupported despite the
policy rhetoric. There exists a contradiction between the acknowledgment at a policy level
of the primary role of families in mental health care and the reality for families who
receive little support and acknowledgment in this role (Sane, 1998: 3).

The report

concludes that families are still subordinate to the client and their specific needs are not
recognised.

Interestingly, Player and Leggatt (1999) stated that carers have been

significant in their efforts to advocate for the clients but not for themselves.

The carer

support groups, usually organised and run by carers themselves, take on the greatest
responsibility for supporting other carers. Despite the words in policy documents like
'partnerships' and 'collaboration', it still appears that carers struggle to be included by
health care workers (Entsch, 1999; SANE, 1998).

Generally there is very little support on the ground for carers. It is expected that money
from mental health services will trickle down to carers. They are not specifically
acknowledged in budgetary accounts.

Whilst there are some innovative programs for

carers they tend to be few and far between, and are the 'exception rather than the rule'
(SANE, 1998: 3). The report also states that the 'special needs of carers' living in rural and
remote locations are not recognised, along with carers from 'non-English speaking
backgrounds and Aboriginal and Torres Strait Islanders' (SANE, 1998: 3). The key issues
from this report were raised by Senator Allison (July 1998) in an address to the Senate in
which she highlighted the title A long way to go as accurately describing the situation for
carers (Allison, 1998).

SANE (Schizophrenia A National Emergency) is an independent national organisation that seeks to
improve the conditions for people living with mental illness. The organisation conducts research, produces
education resources and acts a lobby group for mental health issues. (Not Govt. funded).
3
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Further to this, another MP Warren Entsch, in a speech to the House of Representatives,
raised concerns for carers in Far North Queensland outlining the grim reality for many
carers living in rural and remote areaS. Entsch states:

'Families are left to pick up the pieces when someone they love is diagnosed with a
mental illness. In Far North Queensland there is no-one for carers to tum to in times of
desperate need, no agency, no support group, no hotline, no qualified counsellor whose
job it is to help these families' (Entsch, 1999).

Caring for a relative living with a mental illness in rural and remote communities is
problematic in terms of the lack of access to services and support. It is within this context
that this research has focused on investigating how the rural environment has shaped the
caring experience and the content of caring.
Rural health as context

Rural health and health care delivery is an aspect of rural life that has gained significant
attention from researchers, service providers and governments over the last decade. Health
of rural populations is well accepted as an area of special concern for the sustainability of
rural communities, and has been conceptualised within the wider context of the political,
economic and social processes that impact on health status (NRHPF, 1999). The concern
for rural health has emerged from the recognition that many residents in rural communities
are characterised by a poorer health status and are disadvantaged in terms of access to and
provision of health care services (AHMC, 1994; AIHW, 1998 a & b; NRHPF, 1999).
Specifically, rural mental health has not received the same attention as physical health in
the literature and in the past has tended to be a sub-category in rural health policy
documents. This is not surprising, given that the same pattern of paying greater attention
to physical illness existed at the national level also. Rural health policy documents have
considered mental health as a special area of concern at least since 1994 (AHMC, 1994:
22-23); although in the more recent 'Healthy Horizons' rural policy document (NRHPF,
1999) there is very little discussion in relation to mental health.
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Health status

Based on a range of indicators the health status. of rural and remote people has been shown
to be worse than that of urban people (Judd & colleagues, 2002: 105). 'These differences
are demonstrated by consistently higher levels of mortality, disease incidence and
hospitalisations, and health risk factors experienced in rural and remote locations' (AIHW,
1998b: 1). For example, hospitalisation rates for injury are much higher in rural and
remote areas compared to metropolitan centres, and death rates for all causes of injury in
males living in remote areas are double those of males living in capital cities (AIHW,
1998b: vii). These reported differences vary depending on geographical location. There is
a general pattern that shows that with increasing remoteness, the risk for poorer health
status is greater (AIHW, 1998b). The reason for such a pattern is in part reflective of
locational disadvantage such as the inaccessibility of health services, lack of transport
options, higher costs and travelling times to health services (Humphreys & colleagues,
1996: 10). However, location or rurality is not the cause of poorer health in rural health.
Other factors, are important in shaping the health status of rural populations, including
social, economic, environmental and demographic characteristics of rural and remote
communities, as well as the beliefs, values and attitudes about health, illness and disability
(Fragar & colleagues, I 997a&b ). It should also be recognised that the positive association
between poorer health status and remoteness is in part reflective of the substantially higher
proportion of indigenous people living in the remote areas (AIHW, 1998b: ix). Sadly,
Indigenous people still have the worse reported health status of any other popUlation group
living in Australia. Location, therefore, has a compounding effect on already existing
social inequalities (Fincher, 1991)
Population size and distance to services

The smaller size of rural popUlations often means that it is considered uneconomic to
provide stand-alone services for every community.

Many rural communities therefore

have a limited range of services, or no choice of service provider or no local service. This
situation has meant rural people have to travel greater distances to larger rural centres or
capital cities to access services.
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Humphreys and colleagues (1996: 30) provide a pyramid that illustrates the three levels of
health care, tertiary health care, secondary health care and primary health care. Figure 2.1
shows that as the population size decreases, tpe less likely rural people will be able to
access all levels of care within their community.

Highly specialised care is primarily

located in the metropolitan areas, and secondary care is concentrated in metropolitan
centres and other large urban centres. Rural and remote residents will have to travel in
order to access most tertiary and secondary health care. Therefore the rural environment is
characterised by a specific organisation of health care based on popUlation size, density
and economies of scale.
Population diversity

There has been some misconception that smaller and socially closer populations are also
more homogenous.

If this were so then the delivery of services would also be less

complicated because people would have similar needs. This, however, is not the case.
Rural populations are characterised by diverse socio-economic and demographic
backgrounds (Hugo, 2000). A diverse population also means there is a plurality of needs.
In rural communities in terms of service delivery it is difficult to cater for the variety of

needs, given that many communities do not have a large enough population size to support
a range of services and opportunities. Given also that rural people come from various
socio-economic backgrounds, their ability to access services in terms of cost is an
important issue. It was found in a study in Northern NSW that people living in more
isolated communities tended to fare worse on major economic indicators such as
unemployment, annual family income, one parent families and Aboriginality compared to
rural NSW as a whole (Humphreys & Mathews-Cowey, 1999: 26).

These populations were disadvantaged further by the fact that they had to travel for most,
and sometimes all, health care services, coupled with socio-economic disadvantage. The
interplay between the geographical and socio-economic characteristics of rural populations
and the provision of health services, described above, is relevant to health in general and
therefore inclusive of mental health. Nevertheless, rural mental health has its own issues
different in some ways from other rural health issues.
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Figure 2.1: Health Care Pyramid

Frequency of Condition and Size of Target Population as
Related to Levels of Care in the Health System

SIZE OF TARGET POPOPULATlON

I,OOO,OOO±

Skilled and specialised
care for more technical
health problems

IOO,OOO±

Essential health services for
care of common problems as
well as health promotion and
illness prevention

LEVEL OF CARE

Less Frequent

Common

FREOUENCY OF CONDITION

Source: (Humphreys & colleagues, 1996: 30)

Rural Mental Health

As has been indicated, there is a level of consensus that rural health is worse than urban
people's health across a range of physical conditions; there is less certainty about how this
applies to mental illness. Nevertheless, it is generally accepted that rural people suffer
from mental illness at a rate, at least on par with their urban counterparts.
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· Patterns of Mental Health Problems in Rural Australia

On the whole there is very little systematic evidence showing the incidence and prevalence
of mental disorder in rural Australia. In fact Yellowlees and Hemming (1992: 152) state
that there has been a marked absence of published research on psychiatric disorders in rural
areas, other than a few specific studies on Aboriginal mental health and suicide. Other
notable exceptions include research by Yellowlees and Kaushik (1992), and Clayer &
colleagues (1995).

The work by Clayer & colleagues (1995) is important in that the study methodology allows
for comparisons between their own findings about the rural environment and that of urban
areas. Further to this, Clayer & colleagues surveyed the community in general as opposed
to surveying the populations that already access services. Given the situation described
throughout this thesis of a lack of health services in rural areas, only surveying the
populations using mental health services' could very easily underestimate the number of
people living with mental illness. This situation is avoided in the Clayer & colleagues
work. They surveyed over one thousand people living in the Riverland Region located in
rural South Australia. The study examined the prevalence of psychiatric disorders in a
sample of the general community, and compared the results with other studies conducted
on a national scale (in the United States of America) and other urban areas (Christchurch in
New Zealand).

The prevalence of psychiatric disorder in the Riverland region was

comparable to, and sometimes higher than, that reported in urban settings. In the main
findings it was concluded that twenty-six percent of the people surveyed had suffered at
least one psychiatric disorder within six months before the survey. The major disorders
were: depression! dysthymia, anxiety disorder, phobic disorder, alcohol abuse and
dependence, and somatisation syndrome. Males were more likely to suffer from alcohol
abuse and dependence compared to females.

In contrast, females suffered more from

depression! dysthymia.

The study also highlighted the fact that while the prevalence rate of mental illness in rural
communities was similar to that in urban areas, the availability of mental health services in
rural areas was much worse.
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There is a significant body of literature that supports Clayer & colleagues' findings. In
fact, it would seem from the literature that availability of services is a key issue in
understanding the mental health care environment.
Access to mental health services in rural communities

There is a level of consensus at the policy level and service delivery level that there is a
lack of mental health services in rural Australia (Best, 2000: 135). One significant issue for
rural and remote populations currently is a lack of 'specialist mental health services' - in
particular, psychiatrists. The Australian Institute of Health and Welfare (l998b: 99) found
that Medicare utilisation rates for specialist, psychiatrists and consultant visits in 1995-96
were strongly associated with rurality. "People living in 'large rural centres' use around
twenty percent less specialist services than those living in 'capital cities'; whereas for
'other rural areas' the difference is almost fifty percent" (AIHW, 1998b: 99). A more
recent study concluded that people living in remote locations had a low use of specialist
mental health services for mental health problems and disorders (Parslow & Jorm, 2000:
997).

The evidence would suggest that this different level of use by rural people is a

function ofthe availability of specialist services in the rural areas.

Specifically, the literature indicates a sparsity of psychiatrists in relation to popUlation
numbers, and compared to the urban situation. Yellowless and Hemming (1992: 153)
raised the issue of the mal distribution of psychiatrists in rural and remote areas. They
reported that psychiatrists working fifty kilometres from a metropolitan centre serviced an
average population size of sixty thousand to eighty thousand, and psychiatrists working in
metropolitan centres, or within a fifty kilometre radius of a metropolitan centre, service a
popUlation of about eight thousand to ten thousand. The Burdekin report (HREOC, 1993b:
678-679) found that psychiatric services are even more inadequate in rural areas and that
there was a sparse distribution of psychiatrists.

Recently the Australian Medical

Workforce Advisory Committee [AMWAC] (1999: 9, 52) reported that psychiatrists
mostly practise in capital cities (86.1 percent capital city; 5.4 percent major urban centre;
4.9 percent large rural centre; 3.5 percent other rural or remote location). Nine percent of
psychiatrists in total work in rural locations.

Fourteen percent of metropolitan-based

psychiatrists provide outreach to rural locations (AMWAC, 1999: 52).
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The evidence presented here clearly shows the inequities in the availability of psychiatrists
in rural areas compared to urban areas. The inequities appear to correlate with population
size.

It would be fair to say that difficulties accessing psychiatrists is at some level also
experienced in urban communities.

Therefore there are some common issues and

experiences across the locations. In rural areas there is inadequate access to both private
and pliblic psychiatrists.

In urban areas there is inadequate access to qualified and

experienced psychiatrists in the public sector. Accessing private psychiatrists is difficult
for many families because of the cost.

The Australian Medical Workforce Advisory

Committee (1999) consulted with clients and carers about the adequacy of access to
psychiatrists by state and territory. They found that generally the public mental health care
system is characterised everywhere with problems related to: waiting times for diagnosis
and non crisis situations; a lack of time spent by psychiatrists with the person and family;
treatment being only medically based; and little follow-up.

All of these factors were

exacerbated in rural areas by distance and even a greater shortage of public and private
psychiatrists. Even when services located in the larger rural centres provide outreach to
smaller communities, these services are often spasmodic and sporadic (AMWAC, 1999:
150; Gething, 1997: 522; HREOC, 1993b: 684).

Rosenthal (1999) highlights in a rural

case study, that the excessively long waiting times for families and clients to receive a
comprehensive assessment from a psychiatrist, as well as the inability of small rural
hospitals to manage complex psychiatric cases, lead to significantly inadequate formal
help.

Although the attention is directed at psychiatrists, the shortage of health professionals in
mental health care is widespread.

Other professionals pertinent to good mental health

care, such as psychiatric nurses, case managers, psychologists, social workers,
occupational therapists, are also under-represented in rural and remote communities
(Gething, 1997: 523; Harvey & Hodgson, 1995a&b: 197; Dunn, 1996: 11; Judd &
Humphreys, 2001: 256-257; Harvey, 2000). A lack of other mental health professionals
limits the choices for people and the holistic treatment plans for the management of the
illness.
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Other issues related to the notion of holistic care in rural areas include a lack of supported
accommodation. Gething (1997: 525) found that most of the responsibility is placed on
families to provide accommodation. There ,is also a lack of non-government rehabilitation
and support services outside metropolitan and provincial cities, such as advocacy, carer
groups, club houses, community education, outreach, consumer groups, psychosocial
rehabilitation, living skills development, outdoor adventure and employment opportunities
(HREOC, 1993a: 153-155).

This overall shortage in specialised mental health care and

other resources means that the responsibility of care falls on the general practitioners.

The inclusion of only two paragraphs about other mental health care specialists and other
resources in the community required to provide holistic care does not suggest that these are
less important issues. It does however indicate sparsity in the literature in these areas, as
compared to the investigation of the needs and issues pertaining to psychiatrists. There are
some exceptions, for example, Grigg (2001: 143-145) argues that the skills and knowledge
of psychiatric nurses, to an extent, has been undervalued in the contribution to the
interdisciplinary team approach to mental health in the community.

This is partly

explained by the continued association of psychiatric nurses with the institutional or inpatient mental health care setting. Grigg (2001: 144) argues that psychiatrically trained
nurses may be one solution to the difficulty in recruiting mental health practitioners,
especially given their breadth of skills in providing assessment, treatment, counselling and
rehabilitation, as well as leadership and management skills.

Given the nurse practitioner

projects in Victoria that are working toward establishing nurses in advanced practice, it is
likely that in the future, psychiatric nurses could take on much greater responsibility in the
. community mental health field.

However, there is some concern in relation to the

proportion of undergraduate students choosing psychiatric nursing as a career. Happell
(1998: 229) argues that the unpopularity of a career in psychiatric nursing has been one of
the negative implications of the policy, which abolished in 1993 the existing separate
undergraduate education in psychiatric nursing.

The role of the psychiatric nurse in

community mental health is possibly a significant advantage in improving service delivery
in rural communities; however, this should be examined in the light of improving the
curriculum so that more students are interested in this type of career.
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General Practitioners and mental health care in rural communities

Another key issue in the rural mental health care literature is the reference made to the role
of general practitioners (GP's) in mental health care. As a result of the absence or scarcity
of specialist mental health services, general practitioners are major frontline providers in
rural mental health care (Aoun & colleagues, 1997: 37; Parslow & Jorm, 2000: 997). The
nature of smaller and more dispersed popUlation means that primary health care services
are the only service considered viable at the local level, although it could be argued that
health services ought never to be considered in terms of viability but rather in terms of
necessity.

Problems emerge in relation to mental health when the GP is not trained or skilled in the
detection and treatment of mental health problems (Judd & colleagues, 2002). A study of
general practitioners' needs and perceptions of rural mental health care found that GPs felt
they lacked education in mental health counselling and had significant concerns about
communicating with mental health specialist and about the lack of availability of referral
services (Aoun, 1997: 80). Other workforce issues such as difficulties in recruiting and
retaining doctors in rural areas and the current shortage of doctors in rural remote
communities make the situation even more difficult for health service providers and clients
(AHMC, 1994).

The emphasis and reliance of GPs in health care is also very much a part of the rural
'psyche' or what could be termed 'rural culture'. People living in rural settings have stated
in research studies that they have a preference to visit general practitioners over other
service providers (Humphreys & Weinand, 1991a&b).
Rural culture

Further analysis of Clayer & colleagues (1998) findings from the study of mental illness in
rural communities found that forty-eight percent of people living with mental illness in the
study area required assistance with daily living, and eighty-nine percent of those people
accessed this help informally through family and friends.
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This could be both a function of a lack of formal support as well as a rural cultural issue.
Harvey & Hodgson (1995b: 197) in explaining the findings of Clayer & colleagues suggest
that rural people are more likely to rely on tpe family or people in the community to help
solve problems, rather than look to professional organisations.

Harvey and Hodgson are not alone in suggesting that cultural attributes of rural
populations play an important role in understanding health (Humphreys & Rolley, 1991,
1993; Humphreys & colleagues, 1996) and more specifically mental health issues in rural
communities (Yellowless, 1997; Fuller & colleagues, 2000; Wainer & Chesters, 2000).
For example, a lack of formal services impacts on culture, shaping the characteristics of
self-reliance, stoicism and independence so often ascribed to rural populations (Standing
Committee on Social Issues [SCSI], 1994; Foy, 1997; Harvey & Hodgson, 1995b, Fuller &
colleagues, 2000; Wainer & Chesters, 2000). In a process of socialisation these cultural
attributes are passed on, leading to future influence on people's interaction with formal
services.

These cultural attributes are both positive and negative in relation to mental health. As
expressed aptly by Wainer and Chesters (2000: 143) it is 'neither romanticism nor despair.'
For example, inner resourcefulness is both an asset and a deficit in mental health care.
Inner resourcefulness can greatly enhance a person's ability to respond positively and cope
with a range of stressful situations, but on the other hand, constructs of self-reliance and
stoicism may stop people seeking help when they need it.

Even more concerning, is the

situation for rural people living with mental illness, whose ability to be self-reliant and
resourceful is impeded by the symptoms and other effects of the illness.

Yet the

expectations of these qualities of self-reliance mean that mental health problems can be
perceived as a moral failing and a weakness (SCSI, 1994; Foy, 1997).

It is argued that mental illness is a much stigmatised illness, and that the association

between moral failing and mental illness exists irrespective of place (Goffinan, 1963;
HREOC, 1993a; Saunders & Tooth, 1996). This perception of mental illness would
probably be true in most Western societies.

78

Nevertheless, this is a point at which the physical characteristics of rural communities and
rural culture imply a different experience of the same phenomenon. Small populations, a
lack of formal services, leading to reliance on self and community and hence a closeness of
communities, impacts on issues of anonymity and confidentiality. Therefore, there is a
significant possibility that the experience of stigma generally associated with mental illness
will be magnified by the nature of the rural environment.

Here the work of Dempsey (1990), supported by others (Finlayson, 1995; Davey, 1995;
Melton, 1983; Humphreys & colleagues, 1996) is useful in demonstrating the 'dark side'
of community closeness. The longitudinal research by Dempsey (1990) in a small rural
town in Victoria found that the community in his study had distinct social norms about the
expected way to behave, and that these norms were perpetuated by measures of social
control. This meant that people in the community, not fitting the expected social norms,
were marginalised and made to feel as though they didn't belong (Dempsey, 1990). It has
also been found that some communities try to preserve a positive image of country living,
and hide existing problems, like mental illness, drug and alcohol, or domestic violence
issues (Mathews-Cowey, 1999). Therefore it would seem as though people could be just
as easily invisible, as they are visible in rural communities. In fact an earlier study about
mental illness in a rural community found this to be the case. Day and Dunt (1994: 29-31)
described the community's attitude toward people as one of ignorance, suggesting that
' ... those sort of people don't exist in the community.' It was not surprising then that
through the research process of the study, mentally ill respondents and their families
discovered for the first time the existence of others in the community experiencing similar
problems (Day & Dunt, 1994).

Place and culture, therefore, are important factors in

mental health, and key considerations in future service delivery (Fuller & colleagues,
2000).
Innovations in service delivery

The following research articles address rural and remote mental health care and possible
strategies to improve service delivery.

The key issue is that the following strategies

consider the context of rural and remote geographic characteristics as well as cultural
Issues.
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First, Aoun & colleagues (1997: 41) state that innovative mental health service delivery
must recognise the importance of primary health care services in rural communities, in
particular the GP. They suggest that as a

solu~ion,

education and training to help generalist

practitioners to deal more effectively with mental health problems and illnesses is
important. They also suggest that the presence of a specialist mental health worker located
in the rural general practice will reduce travelling for rural residents and reduce the stigma
attached to visiting designated mental health clinics. Hence these authors also consider the
rural cultural context. A model similar to the one proposed by Aoun and colleagues was
trialled in rural Tasmania (Malcolm, 2000: 170-171). Their research studied a local mental
health worker. This worker was located at a general practice to consult with clients and
GPs about diagnostic and treatment issues. The model proved successful for a number of
reasons: it improved the GP's ability to diagnose and treat anxiety and post traumatic stress
disorder, and improved GP counselling skills. GPs also reported feeling less isolated and
more supported in treating mental illness.

Notwithstanding the importance of the GP to the overall cultural landscape of rural health,
it would also seem advisable that other health care workers, such as generalist nurses and
community nurses were able to also adopt a similar model.

In some communities,

especially smaller rural communities, the only local service may consist of nursing staff,
and therefore they also need education and support in relation to mental health issues
(Humphreys & colleagues, 1996; Siegloff, 1997; Humphreys & Mathews-Cowey, 1999;).

Telepsychiatry has been another model used in order to increase health professionals'
access to specialist advice, and education and training.
trialled as

a means to provide

Telepsychiatry has also been

psychiatric consultation to rural

clients via

videoconferencing (Clarke & Hafner, 1997: Hawker & colleagues, 1998; Dossetor &
colleagues, 1999; Best, 2000; Victorian Department of Human Services [VDHS], 2001).
Telepsychiatry is definitely a useful way to improve the smaller rural communities' access
to specialist services.

Telepsychiatry again only represents one component of mental

health care, and will present limitations and constraints in terms of the cost of the service
for providers and the perception by clients of this service delivery mode.
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Despite a range of pilot projects trialled in rural areas in the context of improving the
mental health status and access to services, the rural health review found that the pilot
projects, although successful, have been short Jived and unsustainable (Best, 2000: 138).
Best (2000: 135) stated that funding from the National Mental Health Strategy, National
Youth Suicide Prevention Strategy and the National Suicide Prevention Strategy had been
distributed to rural communities but most of the funding was 'self-limiting' and 'sporadic'.
It would seem therefore, that the challenge lies ahead for service providers, local

communities and politicians to commit to improving mental health care in rural
communities.

I began this section suggesting that mental health and mental illness are not
comprehensively represented in rural health policy. The review of the literature would
suggest that despite some inroads into developing innovative service delivery models, there
is still some way to go before rural mental health services are able to adequately meet the
mental health needs of rural people. I tend to agree with Judd and Humphreys (2001: 254)
in relation to their call for the development of a Rural Mental Health Policy. Currently the
situation is that there exists a National Mental Health Policy that recognises rural and
regional people as having special issues in relation to mental health and illness, and a Rural
Health Policy that recognises mental health as a special issue. It would follow then that
there is a clear argument for bringing the two areas, rural and mental health, together, into
a focused policy, which states in more depth the blue print for meeting rural populations'
specific mental health needs.

This study provides an account of family caregiver

experiences that would be useful for specific rural mental health policy. It is important to
have a policy that thoughtfully considers the lived experience of those people affected by
its possible implementation.

Summary
Much has changed in the provision of mental health care over the last fifty years in
Australia. The de-institutionalisation process of policy implementation began in an ad hoc
way, and therefore was unsuccessful in relation to the care of the mentally ill and those
responsible for their care (families and friends).
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By the early 1990s, the Australian Federal government had begun to address the urgent
need to change the mental health care system, and to re-orient services in such a way that
community care was more supported,

structur~d

and comprehensive. Whilst considerable

progress has been made to a system that was in disrepute, it would seem that there is still
some way to go. The implementation of the policy goals and objectives has not been as
achievable within the current economic climate.

Further to this situation, the rural

environment is characterised by a health care system that doesn't adequately cater for rural
populations.

It is within this context that families undertake their role as primary

caregivers in the mental health care field. This thesis explores the meaning of this context
to the everyday lives of sixty-three carers.

Chapter two has presented a significant part of the contextual background in which
informants in this study undertake their role of caring for a relative suffering from a mental
illness. It provides an understanding of the broader structural issues that impact on the
caring role by comprehensively discussing the interaction between policy environment and
the rural health care environment. However, this does not tell the whole story in relation to
the factors that contribute to the family's experience of caregiving. The following chapter
focuses more specifically on the way in which mental health and illness have been
conceptualised over time, and the subsequent influence this has had on the lived experience
of family caregivers and their relatives suffering from mental illness. Both chapters draw
out similar conclusions.

That is that the role of the family in community care is

contentious and not properly recognised by mental health policy, and that the social model
of mental health care must be engaged in order to understand the role of the family and
improve the implementation of mental health policy.
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Chapter 3: Understanding mental health and illness and the experience
of the family in mental health care
This chapter begins by examining the theories of mental illness in Western society, and
reviews the current use of mental health care models in the Australian context.
Interestingly, the experience of the family is shaped by the conceptualisation of mental
illness and its causes. Past psychological theories inferred that the family environment was
significant in the cause of mental illness; but since the rise of the biomedical model in
explaining mental illness, families have felt less at fault.

Family caregivers or the

organisations representing families have, therefore been generally supportive of the
biological approach to illness. However, it will be argued in this chapter that the
biomedical approach is not adequate in addressing the needs of families and their carerecipients. Mental illness is as much a social phenomenon, as a biological phenomenon,
and hence, requires a social approach.

As a consequence of the past theories implicating families as the culprits, a significant
body of literature has emerged on the caregiver experience related to mental illness. Much
of this research also works with the premise that mental illness is a biological
phenomenon, and seeks to explain and understand the experience of the family within this
context. However, the focus also needs to be returned to the family and the broader
interactions that occur at a society level, and the micro interactions at the family level. I
would argue that the role of the family caregiver needs re-examining in the light of new
mental health policy and service delivery contexts. It is also useful to return to the systems
model approach, which acknowledges that mental illness experienced by one family
member will affect the whole family.

Overall it will be argued that the biomedical model

is too reductionist in its approach, and that a social approach to understanding the
experience of mental illness, is better able to recognise and respond to the family
caregivers' lived reality.
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Theories and models explaining mental illness in Western
cultures
Throughout history theoretical perspectives have differed over the ongm of mental
disorders.

Theoretical assumptions have mirrored the "nature/nurture" debate.

The

biological paradigm and the paradigm of the 'anti-psychiatry' movement sit at either end
of the spectrum. The former emphasised that mental disorder is a disease of the brain,
perhaps genetically based, while the latter emphasised that mental disorder has been
socially constructed by psychiatrists and society in general (Short & colleagues, 1993;
1998).

However, the literature demonstrates that in the Western world at least, the

tendency was to push for the biologically-based approach.
The rise and fall of the biomedical approach in mental health

Gallagher (1980: 7) writes that early philosophers such as Hippocrates (460-367 Be),
Alcamaeon (700 Be) and Aristotle (384-322 Be) had hypothesised the biological causes
of mental illness, but it wasn't until the early nineteenth century that psychiatry tried to
establish itself as a science. During the nineteenth century universities, especially in
Western Europe, began the first scientific endeavours to find the causes of mental disorder,
investigating the anatomy ofthe brain and the possible factors causing mental dysfunction
(Shorter, 1997: 69). However, the search was relatively unsuccessful. For a period oftime
the biological revolution came to a standstill. The sciences had failed to discover the
nature and cause of mental problems, and following the rise of Nazi Germany and their
misuse of genetic and heredity ideas, the biological paradigm lost its appeal (Shorter,
1997). Harari (1999: 449) in reviewing Shorter's history of psychiatry agrees that the
nineteenth century is characterised largely by the failure of 'asylum doctors' to adequately
and effectively treat their patients. Shorter believes, cynically, that the biological
revolution was largely halted, or rather hijacked, by the rise of psychoanalysis. Harari
(1999: 450) disagrees, stating that the obstacle to continued scientific endeavour was
clearly that science had failed to provide the answers to mental illness in the way that it
had for physical illness. He believes psychoanalysis and psychotherapy emerged in
response to the need to discover better ways of understanding and treating mental illness in
the absence of any other solutions.
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The later part of the nineteenth century is described by Gallagher (1980: 10-11) as a
struggle between those who advocated a biological explanation and those who explained
mental illness as a product of early childhood e~periences (psychoanalysis or
psychotherapy).

The rise of psychoanalysis and psychotherapy in the nineteenth and twentieth century
offered a competing understanding of the nature and origin of mental illness, and ways of
treating and helping people. The paradigm did not deny the existence of the illness but
produced different views of how it emerged. Freud, for example, the founder of
psychoanalysis, believed that traumatic experiences in the development of personality
through interpersonal experiences could cause mental illness (Gallagher, 1980: 4). The
neo-Freudians believed overly protective childhoods or neglected childhoods and
pathological family patterns caused mental illness (Gallagher, 1980: 4). Whilst it may be
considered important that through time the biomedical model is challenged by other
paradigms, these particular theories were detrimental to families, who were then, as a
direct result of these explanations blamed fQr their relative's mental illness.

In America during the twentieth century, psychiatry was largely dominated again by a

biological paradigm; although in the early part of the century, theories were emerging in
relation to the role of the sociocultural and environmental factors in the development of
mental disorder (Gallagher, 1980: 11-12). There is, however, a discrepancy in the literature
between Gallagher and Shorter, as Shorter does not see the re-emergence of the biological
paradigm until much later in the twentieth century. Shorter (1997) saw the second
biological revolution as coinciding with the development of anti-psychotic drugs. This
occurred in the middle to later twentieth century. Shorter also believed that at this time,
the systematic genetic research using twins (same genetic material) separated at birth (to
control for environmental factors) demonstrated that mental illness had a hereditary basis.
Currently, research shows that there is no single gene that causes mental illness but there
are many genes which moderate effects (Bassett, 1991: 189; Cloninger, 1999: 176). These
multiple genes are said to interact with environmental factors, and hence, understanding
the aetiology of specific mental disorders is a complex task (Cloninger, 1999: 176).
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Other documents have described the trends in historical thinking about mental illness in the
Western world, for example, the Human Rights and Equal Opportunities Commission
[HREOC, 1993a&b) inquiry into the rights of p~ople living with mental illness. In the
HREOC Report it was stated that the nineteenth century was largely dominated by the
medical model, while the first half of the twentieth century saw the' elaboration' of the
psychoanalytic and psychotherapeutic approaches in the 'Western world'. In the second
half of the twentieth century the medical model was reinforced by advancements in
genetic, biochemistry and neurophysiology (HREOC 1993a: 39). Although HREOC
document does not elaborate on the relative influence of psychoanalytic and
psychotherapeutic approaches at the time, it would seem these approaches challenged the
medical model but did not take a dominant position.

Understanding the aetiology or cause of disorders or conditions has obvious significant
implications for the subsequent treatment, not only of the condition, but of the person
living with the illness. Clearly to set mental health problems within a biomedical model
legitimates the suffering of people in relation to the condition or illness and offers a
biomedical solution. However, the previous account in the literature shows that throughout
the history of mental illness, the biomedical model has failed to provide the specific
aetiology of mental illnesses. Nevertheless it has remained dominant in Australia.

Lewis (1988: 54) in his book about the history of madness stated that the medical model
remained the governing model in mental health care in Australia, and theories of
psychoanalysis were never very prominent. The Melbourne Institute of Psychoanalysis
was opened in 1940-41 but its contribution remained small, and was frequently attacked by
orthodox psychiatrists (Lewis, 1988: 54). The bio-medical model continues to assert
dominance in psychiatry in Australia as it does throughout most of the Western world. In
recent times the decoding of the human genome project and the attention that genetics is
receiving as a cause of ill health (Bushfield, 2000: 543) has reasserted the medical model's
authority in the field. Given the medical profession's power and the power of the
pharmaceutical companies to influence decision making in the health care sector, it is not
surprising that the biomedical model maintains momentum.
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As Bushfield (2000: 543) states it is also convenient for society to believe that any problem
has a biomedical solution. On the surface it provides an easier solution than if the
. problems were found to be embedded in the organisation of society. In mental health, it is
also expected to serve the purpose of de-stigmatising mental illness. Policy espouses that
mental illness is like any other illness or disease and therefore, people living with mental
illness should be treated the same way as people with physical illness. The idea is that the
biological approach is an advantage in tackling issues of stigma and discrimination which
attach to families and clients of mental health services. As it was stated earlier, the
biomedical model acts to legitimate the suffering of people and their families.

Nevertheless not all-mental health problems are defined within the biomedical model. The
literature on mental illness and definitions of mental illness makes it evident that there
were two separate ways of conceptualising mental health problems. Distinctions are made
between serious mental illness (i.e. schizophrenia, bipolar disorder or personality disorder)
and poor mental health (i.e. social difficulties, emotional problems and behaviours) (Jones,
1998: 1). Serious mental illness is treatable'by drugs to correct abnormal biological
functioning; and poor mental health problems are likely to be issues dealt with by
counselling professions. Although recognising the role of social factors in intensifying the
person's experience of the mental illness they are not viewed as the cause of the disease
(Jones, 1998: 2). These distinctions are reflected in policy definitions of mental health,
mental health problems and mental illness (see chapter one).

There seems to be a general perception conveyed in the media that mental illness is not
related to the conditions of society. For example, in the Weekend Australia Hawley (1999:
32) writes 'It [mental illness] strikes across socio-economic borders: children ofjudges,
politicians, scientists and unskilled labourers, from exemplary or dysfunctional homes, are
equally at risk.' Whilst there would be some truth in this statement, research shows that
patterns do exist that demonstrate the importance of social and economic factors in the
experience of mental illness (Mirowsky & Ross, 1989; Robins & Regier, 1991; Rey, 1992;
Link & Phelan, 1995; ABS, 1997; Mulvany, 1998). In effect, a statement such as the one
above moves the phenomenon of mental illness from the social context primarily into the
medical domain, and hence allows society to evade any responsibility it might have in the
development of such human conditions.
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Overall there are mixed blessings in this the approach. If society or communities come to
understand mental illnesses as illnesses like other physical illnesses, then the stigma of the
. illness would be reduced. On the other hand,

th~

biological paradigm is reductionist in

nature, and by pushing the biological approach people stop searching for other reasons for
their own or, other people's unhappiness (Kaiser, 1996).

The dominance of the medical model, therefore, has not been without its critics. The antipsychiatry movement of the 1960s and 1970s was discussed in chapter two in relation to
the de-institutionalisation process. Here their ideas are also important in understanding the
critique of the biomedical model.

Remembering that this movement (consisting of

sociologists and psychiatrists such as Szasz, Laing, Goffman, and Foucault), raised
concerns about the practice and exact scientific nature of psychiatry (Palmer and Short,
2000: 283-292). The movement inferred that a label of mental illness was damaging to
the person, assigning them to a less than human status. Beyond the treatment aspect, some
people in the movement suggested that these people were not insane themselves but
reacting to an insane world.

Other sociologists have contributed to the understanding of mental illness from a similar
perspective. Bushfield (2000: 544-545) adds to the critique of the biomedical model by
drawing on a multitude of commentators. She writes about the contribution of sociology to
mental health and within the review links the development of ideas back to Durkheim.
Durkheim explained pathology and normality as different sides of the same coin, you need
both forms to understand the other, or as Bushfield (2000: 544) suggests 'the normal and
the pathological are mutually constitutive.' The norm was culturally and socially derived,
therefore pathology was also relative to the culture and social context. Hence the link
between Durkheim and others is in the assertion of the subjective or socially constructed
nature of the definitions of insane and sane. Thomas Scheff, a sociologist also influential
in the field of mental health (Bushfield, 2000: 545), argues that the labelling theory of
mental illness has significant merit. Despite the theory's subsiding influence in the last
twenty years, Scheff argues that new evidence continues to support the retention of this
theory (Scheff, 1999: 15). He explains symptoms of mental illness as residual deviancethe non-conformity to unspoken social norms that 'revokes a strong reaction by people',
consequently resulting in a label (Scheff, 1999: 31-67).
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This label of mental disorder is reinforced by, often, the involuntary incorporation of the
role of the mentally ill by the labelled person. In this way Scheff (1999: 69-98) explains
chronic mental illness in society.

However, labelling and deviance theories like those postulated by Scheff (1999) invariably
lead to the conclusion that illness is a social construction. Consistent with the theoretical
position of this thesis, I agree with Mulvany (2000) that to deny the existence of mental
illness denies the lived experience of people, making the work irrelevant to those living
with mental illness and their families. Nevertheless I still find Scheff's ideas useful in
arguing for a broader social approach to illness.

What is appealing about Scheff's (1999) work is that he doesn't wish to discount other
theories explaining mental illness, (such as the biological or other psychological theories)
and suggests that they contribute to the overall endeavour to understand human conditions
and behaviour. What his work does do is to move the explanation from a purely individual
pathology perspective, to a social context. His work makes you consider the possibility of
almost anyone being able to experience psychiatric symptoms, given the right context and
sitlJation.

'It is widely granted, however, that psychiatric symptoms can also arise from external
stress: from drug ingestion, from the sustained fear and hardship of combat, and from
deprivation of food, sleep, and even sensory experience (Scheff, 1999: 59).'

Scheff's labelling and deviance theory and his apt description of how social interactions
and relationships contribute to cognitive processes, and behaviour, allows room to explore
reasons beyond the biological for the symptoms of mental illness. This helps to avoid a
singularly reductionist approach to the understanding and treatment of mental illness.

I tend to agree with Scheff (1999) that it is potentially futile attempting to assert one model
over the other to provide an explanation of the causal agents of mental illness in society.
The tendency is, as already suggested, to uphold the medical model. Emphasising the
disease approach demystifies and simplifies the human condition, which is in fact very
complex.
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Hiday (1995: 128) reviewed a significant body ofliterature that both supports the premise
that neurobiological pathology is a causal agent in severe mental illness, and that social
disorganisation is a causative agent in the

dev~lopment

of disorders. Hiday examined the

literature in the context of mental illness and violence. As an outcome of this review she
developed a model (figure 3.1) showing the links between the two causal variables,
neurobiological pathology and social disorganisation, and the associated consequence of
violence.

Hiday (1995) suggests in the model that mental illness has neurobiological

explanations and social explanations, and that violence (often wrongly perceived to be
more prevalent among the mentally ill) is the outcome of social context, rather than the
outcome of a neurobiological process.

'Placing mental illness and violence in this social context gives a more balanced view
than the dominant medical model's focus on the etiology, prognosis and treatment. The
model incorporates neurobiological causes of severe mental illness, but emphasizes the
social nature of its course, manifestation, and links with violence' (Hiday, 1995: 130).
In this model the link between the individual and the social system is maintained, whereas

in a disease model, although allowing for external influence in the causation of the illness,
the focus tends to be on the individual (Scheff, 1999: 19).

Another interesting study, also cited earlier in chapter two, raised issues about the role of
the social context and mental disorders in a small rural New South Wales town.
Yellowlees and Kaushik (1992) researched psychiatric disorder and life problems seen in
patients presenting for psychiatric treatment at a mental health clinic. Compared to an
Australian wide survey, Yellowlees and Kaushik (1992) identified specific disorders that
they found were more prevalent in the rural community. These disorders included alcohol
abuse and dependency for both men and women, and a rare psychiatric syndrome called
morbid jealousy. Nineteen cases were documented and a considerable number of women
seeking help described male partners with symptoms of morbid jealousy (see Yellowlees
and Kaushik, 1992: 203-204).

The authors also found that life long problems of sexual assault, incest and domestic
violence showed a marked occurrence in women presenting with psychiatric disorders
(Yellowlees and Kaushik, 1992; 1994).
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The authors speculated a possible link between mental disorders and the social condition,
which they perceived as being driven by patriarchal cultural ideologies, dominant within
this particular community. Again, the authors h~re extend the psychiatry field beyond the
medical field to the social context.
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Figure 3.1: Hiday's Causal Model Linking Social Stratification with Mental Illness
and Violence

Moderating Factors
Age

Gender
Supportive Relations
Medication Compliance

Threat/Control
Override
Symptoms

Source: OHiday, 1995: 130)
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Models in the mental health field
In mental health practice there is a range of different conceptual models employed in the

treatment of mental disorders that operate with range of causal and external influences.
Farhall & colleagues (2001: 20-41) provide a comprehensive overview of conceptual
models in Mental Health in Australia: Collaborative Community Practice.

Here I will

only address two models because of their dominance or wider application in the mental
health field - the Biopsychosocial model and the Stress Vulnerability model.

The Biopsychosocial model
The Biopsychosocial model focuses on three integrating dimensions, the biological,
psychological and social dimensions. It is a term used to contrast the more narrowly
defining biomedical model, with a systemic approach to mental disorder (Farhall &
colleagues, 2001: 22). It was originally designed to view health in general as a part of a
systems hierarchy, including subatomic particles to the individual, family, community,
culture, society and biosphere, and within that hierarchy any part of the system could
become the focus (Farhall & colleagues, 2001: 23). Broadly each part of the system can
be defined as the biological, psychological and the social. According to Weir & Oei
(1996b: 163) depending on the presentation of the conditions anyone of the factors may be
the predominant factor in the aetiology of the illness and hence the diagnosis and
treatment. For example, problems deemed to be more psychological and social should be
assessed more as problems of living, rather than as 'disease' caused by biological factors.
Although the model broadens the concept of health, its critics state that the biological
aspect ofthe model is more influential in its implementation and the social part especially
remains rhetoric (Knight, 1998: 145).

The Stress Vulnerability model
The Stress Vulnerability model, also known as the Vulnerability-Stress Coping model is in
line with the current move toward preventative health care.
Its significant contribution is the way the model incorporates diverse or different
explanations into the one model (Farhall & colleagues, 2001).

93

The early proposition of the model appears similar to the overall message of Scheff (1999).

"Zubin and Sping proposed that everyone is potentially at risk or 'vulnerable' to a
disorder such as schizophrenia, and that episodes of psychosis can arise in anyone given
'suitable circumstances'. However, people differ widely in the degree of vulnerability
they have for any particular disorder. These vulnerabilities are multifactorial in origin,
arising both from genetic factors and also from life events such as traumas, perinatal
complications, adverse interpersonal environments and soon" (Farhall & colleagues,
2001: 32).
This model has largely been translated as meaning that individuals have a genetic
predisposition to developing a mental illness, and it is likely that environmental factors will
trigger the illness (Department of Human Services [DHS], 1997). There are specific
environmental stressors that can trigger the manifestation of the acute symptoms of mental
illness, such as transition in the lifecycle, inadequate social support, and relationship
breakdowns. In this model, treatment plans incorporate a range of factors into the overall
management of a person living with mental illness, from their coping skills, personal
attributes, and social supports to their use of medication (DHS, 1997). In this sense, I feel
the model has been modified to advocate the more dominant belief that genetics (biology)
is still the underlying causal agent, and external factors are precipitators, closing the
boundaries again on the possibility of other underlying causal agents. Nevertheless the
model does provide for greater scope in the possibilities of modifying the effect of mental
illness over time (Farhall & colleagues, 2001).

Despite the uncertainty about what causes mental illnesses, currently it is accepted that like
physical health problems, a range of complex factors interact to determine a person's or
population's overall mental health status (AHM, 1992; AHM 1998; CDHAC, 2000a&b).
People are described as having a geneticibiological predisposition to developing a physical
condition or mental disorder but within government policy there is recognition of the
substantial evidence showing that other factors shape the experience of illness.
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· Chronic mental illness

As for physical illness, issues related to the' chronic nature of the condition are also
influential in shaping the experience of mental illness.

Most mental illnesses can be

chronic in nature, although there is some evidence to suggest that early intervention in first
episodes can halt the course of the illness for some people (McGorry & colleagues, 1996).
All of the informants in this research were living with chronic mental illness, that is, it was
likely that they would continue· to suffer from the illness for the rest of their lives.

Chronic illness compared to acute episodes of illness has a different status in the medical
field and society. Chronic illness can't be cured in the short term given current medical
understanding. Yet the cure component of medicine is much more revered, or has a higher
status and therefore attracts more professionals and funding. There is often difficulty in
attracting medical personnel to areas such as rehabilitation and palliative care (George &
Davis, 1998: 278). Overall, chronic illness does not receive the same level of attention as
curable illness.

Outside the medical sphere, people living with chronic illness who are unable to participate
actively in the workforce are constrained also by the assumption by government that
welfare is a short-term solution (George & Davis, 1998: 278).

Therefore, long-term

impairment or disability is a financial drain and burden on the person living with a chronic
condition.

A person's financial situation then impacts on their ability to participate in

society.
Stigma associated with chronic mental illness

Further to this, people's productivity in society is a sign of their status and acceptability.
Therefore, people with chronic illness who are considered unproductive because they can't
necessarily contribute to the formal economy, are stigmatised.

If a person suffers from

chronic mental illness, they in a sense experience a double stigma response. First, they
may not be able to participate in the formal economy and second, they may be considered
dangerous or morally deficient as a result of their mental illness.
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Epstein and Olsen (2001: 12) who represent people experiencing mental illness, state that
society generally views people living with a mental illness as deficient, incompetent,
dangerous. In this case, even if a person was able to work in the fonnal sector, finding an
employer who might be sympathetic to hislher situation and willing to employ him/her is
difficult.

This affects then a person's self esteem and identity. As Goffman (1963)

suggests, a label of mental illness often means a 'spoiled identity.' Social beings absorb
others' judgements, shame, fears and disgust, and these negative attitudes can be
internalised as self-fear, self-disgust, and self-judgement (Epstein & Olsen, 2001: 13). The
disadvantages experienced by people living with chronic mental illness are both structural
and personal.
The sick role for chronic patients! clients

Related to the expectations of people's behaviour in response to their illness, chronic
illness, again compared to acute illness, has a different status.

Freidson (1988: 235-236)

described how acute illness is accepted 'in society and by the health care profession,
provided the person actively works toward returning back to their normal healthy status.
Chronic illness or disability can't have this same expectation given that people don't
necessarily recover from chronic illness (Freidson, 1988: 235-236).

Therefore the

expectation placed on people living with chronic disease or disability is that they do
everything they can to be a less of a burden on society. That is, they must try and maintain
nonnal social relations and improve themselves (Freidson, 1988: 236). Hence issues of
'compliance' and 'non-compliance' of medical direction and advice is just as important for
chronic illness as it is for acute illness.
'Compliance' and 'non-compliance'

Whilst 'compliance' and 'non-compliance' are equally relevant to physical illness, they are
also of particular importance to mental illness. In fact Cramer and Rosenheck (1998)
reviewed the literature on 'compliance' and 'non-compliance' of physical and psychiatric
illness and concluded that compliance to psychiatric medication regimes was much lower
compared to physical illness. They qualified this by suggesting that the variation might
have been attributable to different methods used for estimating 'compliance' and therefore
more research was required.
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Nevertheless medication compliance in the mental health field is of considerable concern
(Perkins & Repper, 1999; Smith & colleagues, 1999; Kampman & Lehtinen, 1999; Moore
& colleagues, 2000).

It is suggested in' the literature that 'non-compliance' to

psychopharmacology is responsible

for relapse and re-hospitalisation,

increased

symptomology, increased cost to the health care system and added burden for both clients
and carers (Smith & colleagues, 1999: 296; Fenton & colleagues, 1997: 637). Therefore,
researchers are documenting the reasons for 'non-compliance' of drug therapy in mental
illness.
Reasons for 'non-compliance'

'Non-compliance' in the mental health field in the past has been conceptualised as a
consequence of the patients' / clients' lack of insight.

More recently, discussion and

research in the area suggest that the determinants of 'non-compliance' are 'multifactored.'
'Non-compliance' is being made sense of by using the Health Belief model. This model
explains 'compliance' and 'non-compliance' as being determined by the client's subjective
assessment of the disadvantages and advantages of taking the medication.

This also

includes external constraints such as a lack of support or supervision, lack of money or
transport (Fenton & colleagues, 1997: 645).

Other factors include lack of insight,

substance abuse and the clinician-client relationship (Fenton & colleagues, 1997: 645).

Whilst these reasons may also be relevant to physical health, there is one clear distinction
in mental health compared to physical health in relation to 'compliance'. The mental
health profession has been given much greater power to use force to get people to comply
(Perkins & Repper, 1999: 118). Again this relates to the perceived irrationality of people
living with mental illness and their inability to make choices and decisions about
medications. Not surprisingly clients may wish to avoid services altogether and! or avoid
the label of mental illness.

Perkins & Repper (1999) argue that 'compliance' should

become informed choice. In other literature this is referred to as adherence. Adherence
allows for a much more collaborative approach to medication-taking, whereas compliance
implies that the patient will follow the doctor's orders (National Asthma Council, n.d.).
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Returning back now to the expectations placed on people living with illness, 'noncompliance' is interpreted as defiance, or laziness and even negligence, and therefore their
suffering can't be socially legitimised.

Therefore, people living with chronic mental

illness and who are also described as 'non-compliant' would seem to be beyond
redemption. This is the ideological, conceptual and practical context in which families
care for relatives living with mental illness.
The family and causes of mental illness

The uncertainty about the aetiology of mental illness has consequently provoked stigma
and blame, not only to the individual but also to their families. The position of the family
in relation to the part they played in the causation of mental illness has changed over time.
During the asylum era (1850-1950), discussed in an earlier chapter, the families were
largely excluded from the treatment process. Clinical theories at the time suggested that
families had failed to prevent the emergence of the mental health problem in their relative.
This position was held irrespective of whether or not mental illness was considered to be a
medical phenomenon. If the family hadn't directly caused the condition by bad parenting,
then they had failed to prevent the manifestation of the illness, and hindered the recovery
of the relative through bad parenting. This notion of dysfunctional family backgrounds
and the link to the development of mental illness continued throughout the 1950s and
1960s. Ironically, from the 1950s onwards, families were expected to become primary
carers, as many individuals living with mental illness were discharged from hospital into
the community (Bland 1987; Chapman, 1997).
Blame and family caregivers

Even though the history of mental illness indicates that the medical model increasingly
gained popularity in explaining and treating mental illness, the family caregiver literature
still discusses 'blame' as a dominant experience for families, even today. So whilst the
psychoanalytic approach, especially in Australia was not the dominant approach, the
'notion of bad parenting was still an issue in clinical practice. Perhaps the way Western
societies perceive the role of the family contributed to the generation of blame.
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functionalist perspective of the family dominated through the 1950s and 1960s, and
s perspective explained the family as a basic and vital social institution (Gilding, 1997:
37). Apart from the importance of procreation, the family kept society functioning by
providing a socialising role. It taught family members about the values and norms of a
~~~""'T",

ensuring that they were able to adapt to a successful adult life, and to eventually

themselves form their own families. Despite more critical perspectives emerging about the
natural and normal family in Western society and its role in social organisation (van
Krieken & colleagues, 2000: 327), the expectations have carried over to the later centuries,
at least in the conduct of everyday life. Even as the family has become more diverse, the
role of socialising younger family members to be well-adjusted adults is fundamentally
jmportant to most families. Therefore a mental illness challenges this normal or expected

So in the light of the stigma of mental illness and the expected role of the family, it is easy
to understand how families view themselves as failing to meet social expectations when a
son or daughter suffers from a mental illness.

Perhaps this notion is reinforced by

clinicians, who often are themselves, parents guided by the same expectations and social
mores. It follows then that families also experience shame and stigma as a consequence of

a: family member's label of mental illness (Goffman,

1963; Phelan & colleagues, 1998).

Moreover, families are also a part of the dominant society that views mental illness as
moral failing.

They too are guided by social norms and have socialised responses to

situations that deviate from these norms. Walsh, cited in Carey and Leggatt (1987: 88-90)
aptly describes the situation in which families have to adapt to alternate ways of thinking
about phenomena which society largely rejects:

'We are taught how to behave at work, in love, in common social situations, and at clan
ritual, like funerals and weddings, but our only model for how to treat the mentally ill is
to ignore and shun them. Most of us have to throw out the one existing model right
away, for we don't want to ignore and shun those we love no matter how
incomprehensible their behaviour ... This navigational uncertainty takes its toll for it is
hard to take a life's journey as a caretaker of a relative with no map and no
guide ... Working from scratch, families have to make up a whole new set of social
responses, and mistakes, if they make them, can have serious consequences for all
concerned (Walsh cited in Carey & Leggatt, 1987: 89).
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The situation described by Walsh was enhanced by the fact that clinicians did not engage
families in any meaningful way in the care of their relative, even when the families had
primary responsibility for the individual. Whet?- families, especially parents, sought help,
health professionals often made them feel incompetent and responsible for their son or
daughter's condition (Hatfield, 1990; Reisser & Schorske, 1994: 7). This lack of inclusion
of the family described during the asylum era, continued also into the early phases of deinstitutionalisation (1950s-1980s).

The moral imperative advocated by the 'anti-psychiatry' movement further alienated
families due to disclaiming the actuality of the illness. As Bushfield (2000: 547) states the
denial of the existence of mental illness undermines or questions the 'reality of the pain,
difficulty and suffering' experienced not only by the clients but also by their families. At
the same time theories used in clinical practice and theories supporting the move toward
de-institutionalisation were essentially placing blame on families.

They did this by

suggesting families played a role in the manifestation of mental illness (Bloch &
colleagues, 1994: 109-110). Laing, for example believed schizophrenia could not be
understood unless it was understood within the relationship of the family (Haralambos &
Holobom, 1995: 325). Laing also argued that the behaviour of people with schizophrenia
was a normal response to an abnormal family environment or a dysfunctional family
environment. The situation, as suggested early, was somewhat ironic. Families were given
full responsibility for treatment and care of their relative outside of the hospital as a result
of de-institutionalisation but at the same time were being blamed for bad parenting.
Family systems theory

Family systems theory was the basis for much of the early understanding of the role of the
family and mental illness, particularly in America.

'From a systems perspective, the

behaviour of one family member can be understood only by examining his or her
interrelationships with other family members' (Biegel & colleagues, 1991: 35).

The

systemic model can start with the assumption that the illness itself is an expression of
family dysfunction (Riesser & Schorske, 1994: 9; Moltz, 1993: 412), or that the illness is a
biological manifestation but the experience of the illness is shaped by family dysfunction
(Moltz, 1993: 412). The goal then is to uncover family dynamics in order to address the
cause or the symptoms of the illness (Moltz, 1993: 412).
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Within the framework of the systems theory, other theories about the family environment
emerged to explain mental illness. One theory extensively studied in relation to family
carers is called 'expressed emotion', referring

~o

the emotional environment of the family.

Over time researchers established a link between the level of expressed emotion of family
members and the relapse of patients. According to this perspective/ theory, the higher a
family's expressed emotion, measured by critical remarks, hostility and emotional overinvolvement, the more likely it was that a patient would relapse (Hatfield, 1987c: 60-61;
Rose, 1996: 73). However, there were inherent problems in the methodology of these
research studies. Other variables such as the severity of the symptoms experienced by the
patient, or the degree to which the patient had been followed up by professionals in the
community were not considered within the study design.

Further to this problem,

measuring expressed emotion when the relative is admitted to hospital is problematic
(Hatfield, 1987c: 61).

There is a strong possibility that the results recorded are

demonstrating a reaction to a crisis rather than the family'S long term coping strategies
(Rose, 1996: 73; Bloch & colleagues, 1994: 144).

Consideration therefore needs to be given to the actual reality and experience of families in
these situations. Again, returning to the extract from Walsh, families found themselves in
situations they knew very little about and without adequate information to help with good
coping strategies. Families were dealing often with bizarre inexplicable behaviour and
learning through trial and error, not sound education and support (Carey & Leggatt, 1987:
48). These issues are not accounted for in theories such as expressed emotion. So it is not
surprising that theories like expressed emotion and family systems have been challenged.
To date many studies based on environment and family dysfunction have been discredited
for these types of reasons (Riesser & Schorske, 1994: 14).

As already suggested in this review, theories like expressed emotion had been harmful in
the way that they labelled families as 'good' or 'bad', and failed to examine the real
experience of families from their own perspective (Spaniol, 1987: 210).
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The legacy of these theories have been concisely summarised in the following quote:

'Although the literature does not indicate that families were blamed for causing mental
illnesses, the fact that they were accountable for prevention during childhood and their
family environment was being assessed, conveyed the implicit message that an illness
signalled a failure in parenting, and made it more difficult to publicly acknowledge their
problems and seek help. Later family systems theories made this implicit message,
explicit, by looking at all mental illnesses as symptomatic of family dysfunction. '
(Reisser & Schorske, 1994: 9).
It is important to recognise that systems theory has also been critiqued for largely ignoring
the power relationships that exist within family systems. The theory assumes that men and
women are equal within the family unit, and ignores the patriarchal structure of Western
families (Cheal, 1991). The theory does not acknowledge that it is women who are often
assumed responsible for providing the day-to-day care of a mentally ill relative, and are
further restricted by this role to the private sphere (Dalley, 1991; Finch, 1988). This means
that in the use of the 'gender blind' family systems approach existing power structures and
the division of labour will remain unchallenged (Cheal, 1991). This is problematic as it
may be the inequalities found in relationships within the family that contribute to the
mental health of family members.
Re-conceptualisation of systems theory

Systems theory, however, hasn't completely lost its relevance to mental health practice and
the family. The critique given in relation to the earlier legacy of systems theory is not to
deny the importance of understanding family relationships and their possible influence on
mental illness. However, these relationships should also be recognised within the context
of the inequalities that exist between men and women in the family.

Interestingly in

Australia, the models outlined in an early section, especially the Biopsychosocial Model,
imply a systemic approach with family as a part of that system. Similarly the StressVulnerability Model also implies the assessment of the family environment. It would seem
the acceptance of a range of possible causes and influences in mental illness requires that a
form of reconciliation between the systems approach and the family are undertaken.
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As it stands the biomedical model or the 'bio-psychiatry approach' reduces completely the
possibility that family relationships may contribute to the experience of mental illness
(Scheff, 1999).

The family system model is ,critiqued for the same narrowed focus, as

McFarlane & Lukens (1994: 98) suggest:

' ... earlier theories failed simply because they were not systemic enough to incorporate
the actual complexity of the family with a mentally ill person and to then go on and
design acceptable and effective strategies for providing assistance. '
In light of the critique of the family systems approach (including psychoanalytical theories
implicating families as causal agents), and that of the pure biomedical approach that
excludes the family as causal agents, there is an important compromise to be made
between these explanations and others. It has been shown that implicating the family as
causal agents of the illness alienates and creates a difficult relationship between the family,
their un-well relative and service providers. It seems that placing blame creates barriers
rather than effectively addressing the needs of families and clients in the healing process.
Interestingly, the biomedical model has a similar alienating effect by only locating the
problem within the individual and not addressing the significant environmental factors that
impact on the experience of illness.

A compromise would mean that the benefits of

science in relation to establishing biological reasons for the illness are recognised, and the
social factors that impact on the illness experience are also recognised. This would include
acknowledging the broader impact of a person's socio-economic status and a more micro
impact in relation to their relationship with other family members. A systemic approach is
advocated because it is more able to deal with the complexities and uncertainties of
psychiatric practice whilst avoiding the focus of blame on the family.

Not surprisingly these theories of family in the past prompted an important reaction by
families and generated a body of literature that focused mainly on the experience of the
family. Up until then the ordeal endured by families caring for relatives living with mental
illness was largely unrecognised in the literature. This literature coincided with a general
'uprising' of suppressed groups in society during the 1960s and 1970s.
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Family caregiver research

The 1960s and continuing into the 1970s was a time of social change, where specific
groups of people began to take action against a society that had been largely exclusive of,
and discriminatory towards, different groups, such as ethnic minorities, women and the gay
population (Ramon, 1992: xxi). Reay-Young (2000) suggested that self help groups and
consumer groups 'mushroomed' in the 1970s. Specifically, organisations for families who
were carers of relatives living with mental illness developed in many Western countries
such as the United States, Britain, Italy, Scandinavian countries and Australia (Ramon,
1992: xxi).

The rise of self-help groups for consumers and carers represented a

culmination of the knowledge and experience of carers of the past, and their determination
to 4elp and support others through the same experience. It could be suggested that those
who pioneered without the 'navigational tools' had now become a valuable source of
knowledge and social support for others in the same situations. Similar to other social
movements such as the women's movement or the gay movement, families of people
living with a mental illness, and clients, began to define their own identity and destiny
(Hatfield, 1990: 10; Chapman, 1997). These groups provided a significant voice
advocating on behalf of clients and carers and challenged the existing inadequate formal
mental health care system. Families expressed their concern about being blamed for their
relatives' mental illness, and about the lack of support for families and those living with
mental illnesses (Hoult, 1994: 17).

It was the emergence of self-help groups that legitimised family research and mental
illness as a valid area of inquiry (Riesser & Schorske, 1994: 14; Cook & colleagues, 1997:
172).

The interplay between the two improved the voice of family caregivers.

Particularly in America, vast bodies of research began to be published demonstrating the
burden of family caregiving, through to understanding the way in which families cope and
adapt, and understanding families' strengths and resilience. The research in this field has
largely been in response to earlier theories about the aetiology of families and mental
illness, and the impact of de-institutionalisation on the family (Cook & colleagues, 1997:
172).
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The research focuses on the processes and outcomes for families with relatives living with
a mental illness rather than searching for causes or explanations for the illness.
Burden of Care

The 'burden of care' research in particular has been carried out in response to the earlier
theories about the family's role in the aetiology of mental illness (Maurin & Boyd, 1990:
99). The research has re-focused the attention on the family toward a description of the
impact on the family.

The 'burden of care' research, since the 1960s has been

conceptualised as objective and subjective burden.

Objective burden refers to the

measurable and observable burdens such as financial costs, everyday tasks and support for
daily living and the change in family relations as a result of the illness. Subjective burden
refers more to the feelings and emotions people experience and their personal appraisal of
the situation such as feeling trapped and isolated, feeling obligated to the person,
resentment and guilt (Chesla, 1989: 376; Maurin & Boyd, 1990: 99; Jones, 1996: 77). A
number of variables have been studied in relation to the 'burden of care', such as length of
hospital stay, personality traits of caregivers, households with children, social class, living
arrangements, social stigma, financial strain of treatment, marital disruption, type of
diagnosis and the formal health care environment. Several variables stood out as important
contributors to family burden. These were the symptomatology, low level functioning and
difficult behaviour of the client (Loukissa, 1995: 250).

In the literature, although there are inconsistencies in the findings, subjective burden rather

than objective burden has been the most powerful predictor of psychological distress for
family caregivers (Maurin & Boyd, 1990; Jones, 1996: 77). Caregiving became much
more burdensome and difficult if the care-recipient was uncooperative, disruptive and
made excessive demands (Jones, 1996: 81). Some studies according to Jones (1996: 77)
show a correlation between objective burden and subjective burden, and other studies show
a weak or no correlation. What has been concluded from the family caregiver research is
that emotional distress, emotional responses or personal appraisals of caregiving cause
more stress for caregivers than the performance of tasks (objective burden). It makes sense
that it is less of a strain to care for a person whose behaviour is easier to cope with.
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Carey & Leggatt (1987: 13) support this notion; they found in their study conducted in
Australia that the hardest aspect of caring was coping with and coming to terms with
difficult behaviour, such as 'underactivity', 'erpotional negativism' and other more bizarre
behaviour associated often with schizophrenia and psychosis.

It would appear that extra

tasks and activities related to an illness are more easily accommodated than behavioural
issues that cause emotional upset and unease in the relationship between caregivers and
care-recipients.
Coping and adaptation

Overall the 'burden of care' literature has a number of methodological limitations which
are outlined in the article by Maurin and Boyd (1990). In general, other researchers have
suggested that it is time to move beyond burden to understanding a more holistic caring
experience.

Notably Hatfield (1987a) critiques the burden-of-care work for being

atheoretical. She argues for the application of the coping and adaptation framework to
explain the initial, sudden or insidious disruption to, and the ongoing functioning of, the
family.

Research using the coping and adaptation framework focuses on identifying

coping strategies that are important to families and explaining the way families adapt to
such extraordinary circumstances (Hatfield, 1987a; Spaniol, 1987).

For example, on

families who adopt positive attitudes about the illness and realistic expectations of their
relatives abilities tend to cope better. Carers who participated in activities, hobbies, or
meaningful work away from home and participated in carers' support groups tended also to
cope better (Spaniol, 1987). Families describe making a conscious effort to keep family
life as 'normal' as possible. Setting boundaries and limits on their relative's behaviour and
encouraging independent living (living in accommodation outside the family home) are all
strategies that improve families' abilities to function (Spaniol, 1987).

Social support and other resources are also identified in the literature as important to the
caring process. Chesla (1989: 381-382), for example, found in a review of the literature
that a range of resources that enhance coping mechanisms such as respite care, financial
support, inclusion by professionals in treatment, and education about the illness and coping
strategies are important.
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Other issues that are important to families include having a person they can talk to and who
can respond to their needs and concerns in relation to caregiving, and play legitimate role
in the care of their relative (Chesla, 1989: 382) ..
Strength and resilience

Other research has examined the positive aspects of caregiving by documenting the
strengths and! or resilient characteristics of caregivers. This literature seems to be an
extension of, or the building of, the coping and adaptation concepts.

The research

continues to challenge the notion of dysfunctional families and re-focuses on families'
ability to cope effectively. For example, Doornbos (1996) found that although families of
the mentally ill experienced a greater number of stressors, their coping strategies were
greater than those for normative families. They could use a variety of positive and healthy
strategies in a range of different situations, such as seeking social support, spiritual support
and using community resources more often than normative families.

Doornbos (1996)

showed that families were able to change and adapt to the stressors that arose with mental
illness which supported the coping and adaptation theory. Doornbos (1996: 218) argues
that health professionals therefore need to acknowledge the ability of these families to
adapt and cope significantly above the norm and use this knowledge as a guide for family
intervention and care.

It is clear that many families coping with persistent and or serious mental illness do

develop strengths beyond that of other families not coping with mental illness. Related to
strengths is the concept of resilience. Marsh & colleagues (1996) sampled one hundred
and thirty one families and the research found that 87.8% of participants reported family
resilience. Their participants described the ways in which the family had 'joined forces' in
order to survive as a family, and reflected on the effective coping skills that they had
gained as a result. Their participants spoke of the family becoming stronger as a result,
and feeling gratification for the contributions they made to caring (Marsh & colleagues,
1996: 8).
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However, the authors stated that burden is still probably the most significant dimension of
caring for a person with a mental illness. Marsh & colleagues (1996: 7) write, 'Even when

responding positively to our questions, family members often portrayed an anguished
struggle to survive.'

The point raised here is important to the ongoing relationship

between family and clinicians, and policy development. The strengths of families should
be encouraged and recognised by mental health practitioners; yet the notion that these
families are not at some level struggling and in need of services and support is wrongly
assumed. A situation can arise where those families perceived to be coping receive little
help from formal services, while others not coping may become the focus of resources
(Twigg, 1989; Lefley, 1994).

It is also important to keep in mind that families that

participate in these studies are often families who also attend support groups, have higher
formal education and are from white middle class Anglo-Saxon backgrounds (Riesser &
Schorske, 1994: 15). The findings, therefore, should not be generalised to all families
caring for someone with a mental illness, whose experiences may be very different.

As a result of such research, a large number of variables have been studied in order to
understand family caregiving and mental illness. The vast majority of the studies in this
field demonstrate the way in which families respond to their relatives' mental illness, from
the point of view of coping and adapting. It also identifies those variables that affect the
ability of families to cope and adapt, such as the availability of social support, carerecipient characteristics, caregiver's perceived stress and burden and so on. This research
has provided a vast body of knowledge from which have emerged theoretical perspectives
on caregiving. These theoretical perspectives are useful frameworks for explaining the
different variables that impact and influence the caregiving experience (Biegel &
colleagues, 1991).

It is in part this body of research that has increased professional

knowledge and understanding of the families' plight and that has provided a framework for
the development of education and family support in the mental health care services
(Hatfield, 1990). Professionals in the field of mental health are now more likely to ask
families about their experiences, and see the family as being in a collaborative and
partnership role, and hence be more inclusive of the family in formal care (Bartol &
colleagues, 1994; Reisser & Schorske, 1994: Bradshaw & Everitt, 1995).

Research,

therefore has successfully challenged earlier theories of family dysfunction and their key
role in the aetiology of the illness.
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Future research

Researchers, such as Hatfield, (1997: 254-260); and Cook & colleagues (1997: 172-176)
are pushing the family caregiver research in new directions, suggesting the possible
research areas of 'the next generation'.

There are gaps in the literature in relation to the

diversity of family types and contexts in which caregiving and mental illness takes place.
Cook & colleagues (1997: 173) suggest that in the literature, the 'voices of racial and
ethnic minorities' have been 'silent'. This to a large degree is true; with the exception of
the work by Guamaccia and Parra (1996: 243-260) that compared family caregivers from
different ethnic background in relation to their experiences with mental health services,
perception of mental illness and family burden.

The study found that there were

interesting differences between ethnic groups that had fundamental implications for the
accessibility and acceptability of services. Cook and colleagues (1997) outline a number
of studies completed in the late 1990s that addressed new research themes, such as ethnic
diversity and the differences in the burden experienced, the effectiveness of carer support
groups and education, and the role and experience of siblings and other family members.

Future research ought to be directed to investigating care giving from a longitudinal
approach from onset of illness to understanding the long term processes in caring; or to
understanding the life-long process (what changes for families over time, what are the long
term outcomes and so on) (Hatfield, 1997: 174). Further to this, researchers are beginning
to investigate family caregivers in relation to the client, and how the client's motivation for
recovery impacts on the caregiving role (Hatfield, 1997: 255). Hatfield's (1997: 259)
concluding words are an accurate summary of the nature of past research and the future of
research:

'Challenges to the next generation of family researchers are enormous as they move
beyond the more global concept of family that has characterized earlier studies and
begin to address the heterogeneity of family caregivers.'
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Much of the discussion in regard to past and future research has been proposed by
researchers who have generally applied a quantitative research methodology to explain the
situation of the family. At this point it is

import~nt

to also acknowledge the contribution

that qualitative research methods have made to the exploration ofthe family and mental
illness, and future contributions of research using this methodology.
Quantitative to qualitative research

The research about family caregivers has tended to focus on quantifying the burdens of
caring and correlating these with various factors, and or quantifying different coping skills
or mechanism used by families. The methodological decisions made in the earlier research
on family caregivers to use a quantitative approach are interesting. One explanation is that
positivism had a strong hold over social research at the time. Perhaps it was also due to the
push by professionals and carers to view mental illness within the framework of the
biomedical model, and this model's propensity to legitimate quantitative methods of
inquiry over qualitative. Despite the reasoning behind these decisions, this has meant that
there have been fewer research studies undertaken within the framework of the qualitative
tradition. There are, however notable exceptions discussed here to show the way in which
interpretative research has revealed the inner world of family caregivers (Rose, 1998;
Chesla, 1994; Tuck & colleagues, 1997; Jeon & Madjar, 1998).

The qualitative studies that have been conducted provide another perspective on existing
knowledge about family caregivers by engaging families in 'meaningful' dialogue and
building an in-depth and contextual understanding of the experience of caregiving.

As Rose (1996: 73) suggests the interpretative approach to family caregiving has a
significant role to play in understanding the richness and complexity of caring practices.
Qualitative study designs help to further clarify the quality of the caring experience. For
example, Chesla's (1994) research has noted qualitative differences in caring and other
dimensions of caring that have not been reported in the burden and coping and adaptation
literature.

Employing a mixed methods approach, Chesla both conducted qualitative

research using in-depth interviewing and observation, and used the Berkeley Stress and
Coping interpretative interview.
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Chesla (1994) found four main caring types emerging, which she called 'engaged care',
'managed care', 'conflicted care' and 'distanced care'. Engaged care reflected parents who
. were committed or devoted to the care of their ,child, even if the child was adult, they still
saw their role as an extension of their parenting. Conflicted care in contrast described
parents who were angry and dissatisfied with the situation - they on the one hand wanted
to help their son or daughter, but on the other were resentful of the sacrifices and impact
that this had on their own life. Managed care described parents who saw their role in a
more objective framework - they relied on more external scientific literature to guide their
caring practice and less on the understanding of the ill person's experience. The difference
between engaged care and managed care was that in the latter, the role was perceived as a
job rather than an extension of parenting. Distant care described mainly fathers who had
decided to leave the everyday care to others, normally mothers, and only provided the
occasional attention to the situation. (See Chesla for more in-depth description of each
category). In relation to her findings and the burden-of-care research, Chesla discusses
how parents who practised conflicted care and managed care would probably rate
themselves significantly high on the subjective burden scale; however, the nature of that
burden would be distinctly different.

The next quote demonstrates the qualitative

differences that are overlooked by the 'theoretical grid of family burden':

'In Conflicted Care, parents searched for a satisfactory way of relating to the situational
demands. They had not accepted the disease and were disgruntled, wishing a way out
and finding none. In contrast, parents who practised Managed care were at home with
the care situation because they found a way to care through personally constructed
"therapies" and found a space for hope in science. Their burdens arose only because the
child's need for therapy was unending; therefore caring was a drain' (Chesla, 1994:
180).

This research clearly provides a much more in-depth understanding of how families
perceive the caring role, outside of perceived burden and coping strategies. Here we can
understand better the different meanings and assessment that the family construct around
their role, and hence the emotional and relational exchanges in these processes are much
clearer also. For example, parents whose content of caring reflected managed care, whilst
providing a supportive and purposeful role to the person who is unwell, also had a
tendency to overlook their child's own concerns (Chesla, 1994).
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Similarly, distance care often meant that fathers did not in the end establish a meaningful
relationship with their son or daughter, and this created some emotional problems within
the family (Chesla, 1994). This type of resear~h demonstrates again the complexity that
will inherently be a part of allocating primary care to families.

The work of Tuck & colleagues (1997), although quite different from Chesla's study,
provides an even more in-depth understanding of the internal struggles or emotional
complexities involved in realising and coming to terms with a son or daughter's onset of
mental disorder. The study describes two main stages, pre-diagnosis and post-diagnosis outlining the parents' initial assumptions that the problems they were experiencing were
reflective of normal adolescent's development, until the behaviour became too bizarre and
difficult to handle. The search for help is equally confusing, with different explanations
from professionals, and a time lag between seeking help and an accurate diagnosis. Whilst
the diagnosis confirms there is a problem and offers some relief for families, the next stage
is filled with grief, loss, endless caring, and the search for meaning.

'Caring is embedded in the struggle to remain lovingly connected to
this child while coming to terms with loss, gathering the meaning of
experience, and seeking to separate and preserve self '(Tuck &
colleagues, 1997: 123).
The prognosis for the families' adult-children in this study was not positive, which seemed
to give the findings an overall negative overview of the experience, unlike in Chesla's
work. Tuck and Colleagues work (1997), nevertheless, emphasises again the complex
emotional outcomes of caring for an adult child living with schizophrenia.

The transformation of the loved child as a result of the schizophrenia appears the most
difficult aspect to come to terms with; it's like a death and yet there are glimpses of the
'old person' that give hope (Tuck & colleagues, 1997: 123). Thereafter, a story ofloss and
hope - then back to loss, is played out. What's striking about this data is the deep sense of
sadness that radiates from the quotes Tuck & colleagues (1997) have used to illustrate the
families' experiences.

These are complex emotional experiences, and as Tuck &

colleagues (1997) suggest, are not well recognised by formal services.
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A study conducted in Australia by Jeon & Madjar (1998) drew similar conclusions. They
stated that health professionals did not fully understand the personal and familial
engagement and subsequent emotional and soci~l costs of caring on a day-to-day basis.

Similarly, Rose's (1998: 363) research sought to understand how families 'make sense of,
or derive meaning from, their role as caregiver for a relative with a serious mental illness'.
Again this type of understanding is essential if family caregivers are to be supported
adequately in the current mental health care field. In her study Rose also outlines the
relationship between the context of meaning and context of factual conditions such as
length of caring. Like Tuck & colleagues, Rose found that the illness did obscure the ill
person's 'self from the family, and that most families tried to remain connected to the
person they knew before the illness.

They did this by conceptualising the illness as

something covering the 'self, so that the essence of the person was still there; although
participants varied on their perceptions of hope in relation to the person's recovery. The
data in Rose's study reveal that the role of parents is about assessing how best they can
help their relative deal with the symptoms of the illness, e.g. by talking to them or not
talking to them when they appeared distressed.

These decisions made by parents are a

part of everyday interactions and ongoing interpretation of the relationship between the
parent and the illness. For example, Rose (1998: 371) discusses a situation in which a carer
noted over time that her son was dependent on her during a crisis, but otherwise functioned
independently. The carer made a decision that she should continue to minimise her
involvement with her son on a day- to-day basis in order to enhance his self-reliance.
Hence Rose's work demonstrates the unique understanding most carers develop in relation
to the meaning of the illness, not only for their loved ones, but also for themselves. Rose's
study also demonstrates the way in which carers make conscious decisions to affect the
outcomes.

It is timely now to revisit through research family caregivers in a post de-

institutionalisation context. The point is to continue to engage with families about their
caregiving experiences, in order to inform mental health policy. This thesis has also
chosen the qualitative research methodology in order to understand in more depth the lived
experience of family caregivers.
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. The family caregiver literature and mental illness as a whole focuses primarily on making
sense of, and explaining, the experience of the family. It is evident that families also have
to engage with the dominant understandings and constructions of mental illness, and as a
consequence experience associated stigma.

As a legacy of past theories and explanations

of the family's role in the aetiology of mental illness, and the general stigma attached to
these illnesses, the role of the family requires addressing. The 'burden of care' research
and the application of coping theories have found that balance by reporting the experience
of families as caregivers.

In addition the interpretative research has expanded the

knowledge of family caregivers, with a more in-depth understanding of the process and the
meaning of care giving in relation to mental illness. However, the focus has been generally
on the description and analysis of this role, outside the debates of the appropriate models of
mental health care. So whilst this research is guided by the caregiving literature, it seeks to
broaden the focus toward the experience of family caregivers within a policy and service
delivery context.
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4: Methodology
methodological section will outline each stage of the research process, the theoretical
researcher, and the way in which the researcher has developed
tru~;;twonJ[llnt::s:s'

or dependability of the work (Bradshaw & Stratford, 2000:

46).

research, like quantitative research is required to be rigorous and transparent to
the extent that colleagues, supervisors, examiners, community members, community and
'public organisations and informants can make an assessment of the credibility of the
,"tesearch and the findings derived from the research.

Hence, this chapter describes the research design and the rationale for conducting the
research as a qualitative inquiry. The research process itself will be extensively discussed
,giving particular attention to significant issues around recruitment of informants,
,organisation and conduct of fieldwork interviews, and the use of respondent validation
during the process to improve the descriptive validity of the project. The main research
questions are stated and how and why these questions were investigated is discussed.
Following this will be a description of the study area and how informants were recruited,
including a discussion about the logistical difficulties of conducting research in rural
environments. This is followed by a description of how the data from the interviews were
coded, interpreted and analysed. The next part outlines how and why the findings from the
study were taken back to the field and presented to informants and other carers (who did
not participate in the study). The final section will address the strengths and limitations of
the study design.

The theoretical assumptions: Critical realism
The researcher has approached the issue of care giving based on the assumption that people
construct their own reality and these constructions of reality are shaped by a broader
societal context.
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In this case, families caring for people living with mental illness have constructed the

reality of caregiving within the context of mental health policy, the delivery of mental
health services, society's view of the family and society's view of mental illness. Further
to this, the study seeks to consider 'place' as a context that shapes the construction and
experience of caregiving. Fundamentally, it is these constructions of social reality that are
important to the overall understanding of social life and the effect of wider social
processes.

In tum, people's interpretation of their experiences and their perceptions of everyday life

determine to a large extent the demand of, and success of, a social policy or service
delivery.

To put it another way, making sense of the world and the interpretation of

experience creates a version of social reality that is directive of the way people respond to
situations and events.

It is, therefore, fundamental to understand and explain the

constructed reality of people's lives, or people's perceptions of their experiences, in order
to bring about broader social change and

m~ke

informed decisions about the relationship

between institutions, like mental health services, and the people that use or need those
services.

The researcher recognises that people's interpretation of events and the way they tell their
stories are their own constructions of events, shaped or influenced by the presence of a
range of different factors and the presence of a researcher seeking information about a
specific topic. The decision made about whether an informant's construction of reality is
shared at the broader social level in this research, is based on whether or not these
constructions are extensively shared between informants. Responses, where appropriate,
are also supported with reference to other literature and research relevant to the issues of
this study.

Some issues raised by informants were deemed important even if other

informants did not raise similar concerns.

When this occurs, it is made clear in the text

that the experience or issue was important for only one or two informants.

However, this research does not deny the objective existence of mental illness and the
family's experience of this illness. This position has been clearly stated in the introduction
and subsequent literature chapters.
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A pure social constructionist view and a pure biological view of mental illness are both
limited by their inability to account for the entire lived experience of people. A social
constructionist view implies a 'cultural

relativi~m'

and

'~ihilism'

(Pilgrim & Benhall,

1999: 271); and a biological view ignores the fact that any experience of illness varies
from one culture to the other despite the physical reality of the disease (Freidson, 1988:
207).

This thesis is therefore founded in the critical realist tradition, which accepts a

physical reality or reality separate from the consciousness of people.

Danermark &

colleagues (1997: 6) write that there exists 'both an external world independently of human
consciousness and at the same time a dimension which includes our socially determined
knowledge about reality'.

Hicks (2001), author of An Interpretation of Religion, also

summaries succinctly the critical realist approach in 'A Note on Critical Realism.'

He

states that critical realism rejects the 'naIve realist position that people experience the
world just as it is, and also rejects the idealistic position that what people experience is
only the contents of their own consciousness. 'Critical realism was the view that we do
perceive a world that exists independently of our perceiving it, but not it as it is in itself,
unperceived, but always and necessarily only as humanly perceived' (Hicks, 2001). Which
means a physical reality is interpreted in terms of our 'culturally informed conceptual
systems and our intellectual, aesthetic and valuation capacities, which can vary widely'
(Hicks, 2001). This implies that science or any kind of knowledge is socially constructed,
and that it is important for social scientists to be critical of both scientific and other forms
of knowledge (Sayer, 1992: 6).

To reiterate the position taken in the introduction, chapter two and three, the critical realist
approach is the most relevant and appropriate view of mental illness, in the light of
people's lived experiences. The critical realist approach allows the latitude in which to
accept that mental illness, perhaps not all mental illness, have both a neurobiological
explanation and a social explanation. To suggest that mental illness only exists in the
consciousness of people denies the lived experience of both people suffering from illness
and their families.

It denies the physical or biological existence of illness and the

associated symptoms and hence denies those aspects of the illness that are experienced as
real by people.

The implication of this position can lead to the alienation of people

suffering from mental illness and their families from service providers and society in
general, which was discussed in greater detail in chapter two and chapter three.
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Nevertheless, to take only a biological view, denies that disease or illness is also a social
phenomenon and the fact that, it is the way people think about disease and illness that
determines the context of the experience.

Consistent with the hermeneutic approach in social research, this study does not claim to
have reached a 'transcendental truth' of the phenomenon under study (Ezzy, 2002: 25).
There are many other actors who have valid perceptions and experiences in relation to
mental health care and mental health policy and are not represented in this study via
primary data collection.

This study represents an initial exploration of the lived

experience of caregivers in mental health care, and is therefore at the beginning of the
'hermeneutic spiral' (Bauman, 1978: 28). Furthermore I recognise that the interpretation
of the data in this study is a negotiation between my own preconceptions and the
informants' interpretations of their own realities (Ezzy, 2002: 27). It would be naive to
suggest that data are collected, and made sense of, outside of the researcher's own
understanding and experiences of the world.

However, every step was taken in order to ensure that the most accurate representation or
interpretation of the informant's lived experience was obtained. Also consistent with the
hermeneutic tradition, I approached data collection as an outsider, and listened in order to
engage with each of the informants' meanings rather than my own meanings (Bauman,
1978: 31). Therefore, as explained by Ezzy (2002), during data collection I made every
attempt to move between my interpretation of the informants' accounts and the informants'
intended meanings. I achieved this by creating dialogue with informants whereby I could
express my interpretation of what I was hearing, and ask the informants if this
interpretation reflected their intended meanings. 'Thus interpretation involves an ongoing
circular process of moving between one's own perspective and the perspective of the other
person ... .' (Ezzy, 2002: 27).
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The objectives and intended outcomes of the research
The overall objective and intended outcome of this research in relation to interpretative
inquiry was to report accurately the phenomenon of caregiving in rural communities within
the context of mental health care policy. It is intended that the information will contribute
to future mental health policy, specifically policy around caregiving as well as to the
implementation of that policy and current mental health practice in rural communities.

Refining the topic: a history
I suggested earlier in this chapter that the collection and interpretation of data in most
research is influenced by the researcher's previous understanding and experience of the
world. I felt therefore that it was important to include in the methodology a description of
the reasons and motivations behind this study. I believe that this process is important in
order to improve the transparency of the study methodology.

At the beginning of the study I was broadly interested in continuing to research in the field
of health with a specific focus on the rural context. This interest follows from conducting
research previously in this area. I have worked as a research assistant on two different
rural health projects, which introduced me to issues and realities of health care delivery in
rural communities as well as to the realities experienced by people living in these
communities.

Although these projects did not specifically focus on mental health, I

became aware that mental health and mental ill health was an area that deserved more
attention in the rural context. This research experience and a subsequent teaching position
in health policy shaped my interest in the outcome of broader policy at the more complex
micro-level of inquiry.

As it was stated in the literature review, policy is shaped by ideology and not based on
people's everyday experience of those situations that require government intervention, like
the care of the mentally ill in the community. It was for this reason also that a qualitative
research methodology was regarded as appropriate, as this methodology encourages a
complex level of understanding of social life.
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I also had an interest in conducting research that would be useful to, and inclusive of, the
infonnants and have some application in the mental health field.

During the early development phase of the research question, I contacted and infonnally
discussed issues with mental health care workers including a mental health educator, case
manager, and people associated with the writing of the National Mental Health Strategy.
Emerging from these consultations was confinnation of the paucity of studies about carers
in rural communities and their role in mental health care. People working in the field
therefore welcomed the study.

I also had an opportunity to participate as an observer and note-taker for focus groups
conducted by the local mental health services with rural mental health care workers, clients
and family caregivers (Fraser & Nunan, 1999). The focus groups raised my awareness of
how the delivery of mental health services had changed over time from institutional care to
community care, and how this had impacted on people at the grass roots level.

My

knowledge of the current rural health care environment, rural culture and then hearing the
stories of family carers was inspirational. In particular, a participant in the focus groups,
who was also a mother and a carer of a son with a mental illness, caught my imagination.
She seemed to have extraordinary resilience and a quest for life, as well as a wise
interpretation of the human condition, and this attracted me to the carer's reality.

I am

interested in the way people overcome difficult and relentless events in their lives, and
develop a unique richness and depth to their understanding of the world. I am equally
interested also in why others may not be able to operate with this level of understanding.
It was for these reasons that I became interested in hearing the collective voice of carers.

As stated in the previous chapters, it was also evident from the review of the literature that
research about family caregivers had not taken into consideration the context of rural
settings in the carer experience. The research also seemed timely in that much of the
previous research had focused on de-institutionalisation prior to the implementation of
National Mental Health Policy.
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Key areas of investigation
Given that there was so little research conducted with rural families caring for a relative
living with a mental illness, it was important to explore a range of different areas that were
fundamental to the understanding of the experience of families in this situation.

The

following are the key areas of exploration in this study:
•

Background questions about the relationship of the unwell person and the
carer (i.e. son, daughter, and partner), the type of mental health condition/s,
living arrangements, and the length of time the participant had been in the
caring role, the time of the onset of the illness and the time of diagnosis.

•

Access to health care services and specifically mental health care services the good things and not so good things, the gaps in service delivery and main
areas of concern for carers when accessing services.

•

The role of families in the caring role - what do carers do for their un-well
relative and what impact does this have on other relationships in the family?
What are the main concerns that carers have about their role and about mental
illness?

•

Managing the illness - what are the ,sorts of things families do to survive or
cope with their role as a carer?

•

Community attitudes- are communities supportive and do they show that
support, and how important is it to carers to have a supportive community?

•

Living in rural communities - what are the advantages and disadvantages
generally of living in a rural community in relation to the caring role?

Given the combination of the specificity of data needed and the complex nature of the type
of areas under investigation, it was decided that the most appropriate research method to
use was the semi-structured interview technique. The characteristics of the method, and
the rationale for deciding to use this method is discussed later in this chapter.

Ethics
Substantial evidence follows about this research process, indicating a commitment to high
ethical standards required in social research.

Informants were made aware of the

objectives, aims and outcomes of the study, the voluntary nature of the study and
confidentiality issues (see appendix A).
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Importantly the confidentiality of informants has been maintained throughout the study.
There are some concerns in qualitative studies that identities of informants can be gleaned
from the reporting of the contextual and

i~-depth

information.

This is particularly

problematic in relation to qualitative studies in rural communities, where others perhaps
know people's situations in the community. For this reason pseudonyms were used for not
only informants' names but for any persons' names used in the course of the interviews.
Names of place and location were also omitted and replaced with location one, location
two and so on, or were called large rural centre, or metropolitan centre. This is consistent
with the Accessibility/Remoteness Index discussed later in this chapter. In some cases the
gender of the informant and/or the care-recipient has been changed to protect
confidentiality.

Gender has not been a focus of this study so these changes do not affect

the interpretation of the findings.

The relevant ethics committees approved the research and monitored the progress of the
study through annual reports submitted by the researcher.
•

La Trobe University Bendigo, Human Research Ethics Committee - no. A
19/98 (see Appendix A)

•

Bendigo Health Care Group, Human Research Ethics Committee - no
00010/98 (see Appendix A)

Interviews
Given that this research is concerned with the SUbjective experience of caring within the
context of the rural environment and the policy of community care, the most effective way
to understand these issues and what they mean to {Jeople is through in-depth conversations.
The face-to-face semi-structured or unstructured interview techniques give far greater
scope for providing explanation and illustration to show how and why something is
important or not important (Minichiello & colleagues 1990; Seale 1998: 202- 216; Rice &
Ezzy, 1999: 51-70; Dunn 2000: 50-82).

Interestingly, carers I met in the early stages of

recruiting confirmed this notion without prompting. Many expressed a frustration about
filling out forms and surveys, stating that they felt questionnaires did not allow them to
adequately explain their experience of caring. They were pleased to find that this study
would entail face-to-face interviews, with feedback to follow.
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Given the policy and service context in the mental health care field and the early
experience of family caregivers outlined in chapter two and chapter three, it was agreed
that the interview procedure would be appropriate. The topic being studied is complex and
sensitive and required a methodological approach that could take these issues into
consideration. The face-to-face in-depth interview encourages the building of rapport and
trust that is not always achievable with the use of survey forms, telephone conversations or
focus groups, and hence increases the validity of the data that are collected (Grbich, 1997:
84-85).

The validity of research is reliant on creating a research environment and using a

research tool that informants feel comfortable with so that they can speak openly and
honestly about their experiences.

Further to this, the literature about family caregivers indicated that families had been
silenced in the treatment and care of their relative, despite increased care responsibility in
the post-institutionalisation era.

In-depth interviews provide an appropriate format in

which family caregivers can speak, and be listened to.

This circumstance, coupled with

confidentiality issues and the need to collect meaningful data, meant the interview method
had the greatest advantages.
Semi-structured Interview

As stated, the information was gathered about the key areas outlined using a face-to-face
interview. The interview schedule was designed as a semi-structured interview with five
sections and thirty-eight individual questions (See appendix B). This design ensured that:
•

all the key areas in which information was needed to meet the objectives of
the study were discussed,

•

the interview stayed focused and

•

every informant addressed the same main questions, although flexibility was
allowed for informants to discuss issues that they thought to be important

Although a 38-item interview schedule sounds like a high level of structure, I should
emphasise that the interviews were conducted in a style that allowed for the generation of
in-depth data.
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Broad areas were addressed and explored by the researcher with informants and they were
given the opportunity to discuss in-depth issues they felt were significant. Further to this,
many of the questions were opened ended.

St~ctured

interviews are usually the reverse,

with most questions being closed ended and fewer questions open ended, which doesn't
allow the participant to respond in their own words (Bryman, 2002).

The semi-structured approach was also chosen instead of an unstructured format to avoid
the need to develop questions during the interview. After reviewing the literature on the
interview technique, it was decided that unstructured interviews required a significant
history and experience in using the interview method.

The researcher conducting an

unstructured interview needs to create coherent questions in situ (Minichiello &
colleagues, 1990; Dunn, 2000: 54).

Given my limited experience using this technique, it

seemed more appropriate to partially pre-determine an interview schedule with clearly
worked out questions before hand. This meant that the time in the interviews could be
used to concentrate on listening and hearing, and checking with informants that my
interpretations of their responses were accurate.

Semi-structured interview has the

advantage of allowing for flexibility in the interchange as well.

Further to this, the sensitive nature of the subject matter made it necessary to fully inform
the ethics committee about the likely questions to be asked. Again this explains the very
detailed and structured nature of the interview schedule itself.

Conducting a semi-

structured interview allowed for the inclusion of an interview schedule, hence this
procedure provided greater clarity and reassurance of ethical standards in the process. The
semi-structured interview format was also valuable reassurance for me that these ethical
standards were being maintained in the field.

The semi-structured approach to interviewing provides advantage for informants too. It
allows informants to be initially guided in interviews and assured that they are talking
about things that are useful to the study. It generally helps informants to feel more at ease
with the process (Minichiello & colleagues, 1990). However, despite the semi-structured
nature of the interview schedule, the responses to each question or groups of related
questions were discussed at length and in-depth.
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For most interviews, informants discussed their experiences and addressed the questions
with very little prompting. My role became one of mindfully checking that all areas had
been addressed through the conversation,

an~

probing for greater depth or clarity of

experiences and issues raised by informants. Minichiello & colleagues (1990) suggest that
interviews sit along a continuum with the in-depth interview characterised by open-ended
and unstructured approach at one end, and the structured interview characterised by fixed
questions and closed responses at the other end.

The semi-structured interviews sit

somewhere in between the in-depth and structured interviews.

The interviews in this

research, although semi-structured, gathered very dense or in-depth data.
Piloting the interview schedule

The questionnaire and interview process was piloted initially with two family carers who
understood the objectives of the pilot interviews and consented to this process. They were
also people who had been providing care for over ten years and were involved in helping
other carers through support groups. They had vast experience and understood well what
other family carers were going through. The objective of this exercise was to determine if
the questions in the interview were:
•

sensitive to the experience of caring,

•

worded in such a way that was not upsetting to carers, and

•

inclusive of the important or fundamental aspects of caring.

As a result of this process only one interview question was removed because of its
repetition.

The two informants felt confident that the interview would be a positive

experience for carers and would prompt the carers to tell their story. They suggested that
the issues raised or questions in the interview would be addressed without any need for the
researcher to ask the questions.

They felt that carers would begin to tell of their

experiences, and within those descriptions would be the answers to the questions. As
stated earlier, this was found to be the case in the conduct of the interviews.
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Sampling
The sampling technique was characteristic <;>f purposive sampling commonly used to
recruit informants in qualitative inquiries (Patton, 1990). The types of cases selected were
determined by the research topic itself, and therefore the sample recruited consisted of
people caring for a person with mental illness.

Sampling was also, in part, one of

convenience, given that carers were recruited primarily, although not exclusively, from
established carers groups within the region. This took into account the fact that there is no
easily obtainable list of carers available from which to recruit from.

The study design included carers who were closely related to the person that they were
caring for e.g. parents, partners, siblings or adult children.

The choice to include only

close family caregivers in this research is based on the assumption that a family member
caring for another family member is different from a voluntary informal caregiver. Parents
or partners, for example, do not usually,choose to be carers and they also have other
relationships and responsibilities within the family system.

Family itself represents a complex situation and no longer reflects the 'traditional nuclear
family'. There is a greater diversity of family structures recognised in the current Australia
Bureau of Statistics definition of the family:

'Family: Two or more persons, one of whom is at least 15 years of age, who·
are related by blood, marriage (registered. or de facto), adoption, step or
fostering; and who are usually resident in the same household' (ABS, 2000;
2002)

Family members have responsibilities within and beyond households (Bateman, 1996).
For example, parents may not always live with their children, children may be caring for
ageing relatives, and parents may be caring for children living independently and living
with chronic illness.
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Further to this, families are

increasin~ly

expected to be 'self-reliant' despite the increasing

trends of more complex family relationships, higher numbers of single or lone households,
and dual income families (Bateman, ·1996). The increased mobility of family members has
also had an impact on people's accessibility to their 'extended familial relationships' and
hence a 'vital social support system' (Bateman, 1996).

As stated previously, for these reasons family carers' issues may differ from other informal
carers in society, such as voluntary care workers, or a neighbour or friend who has taken
responsibility for caring. This study does not discount the importance of understanding
these issues for different groups of informal carers; it was decided to exclude these groups
in order to work within the scope of the study in line with a PhD study.
Caregiver

The term caregiver could describe anyone's role in a family situation but the definition
here, and the use of the word caregiver, is quite specific in meaning. The issue of whether
someone was a 'family caregiver' was based on the perception of the informant. People
selecting to be in this study perceived themselves to be a relative whose life was largely
affected by a family member's mental illness, and perceived that their role in this person's
life differed from what it might have been if they had not been living with a mental illness.
That is, they had to take on roles and responsibilities that in other circumstances, or in the
absence of mental illness, they would not have taken on. The researcher also uses the term
'care-recipient' or 'client' to represent the relative who is living with a mental illness.
'Client' is currently the term used to describe a person, who is using health services
generally, including mental health services.
Rural family caregivers

The intention was to recruit informants living in different rural communities within a
region, however, three informants attending support groups in rural areas were actually
living in urban residence. The decision to include these informants allowed the researcher
to gather information that might help elucidate variation and common patterns based on the
rural-urban comparison.
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Pation (1990: 172) refers to this as 'maximum variation sampling,' where the intention is
not to provide any basis for generalising the findings, but to provide a representation of
different or diverse cases.

The sample

chara~teristics

reflected a diverse range of caring

experiences, for example, some parents were caring for adult children and others for
adolescents, different lengths of caring and so on. These characteristics are elaborated on
in the next chapter. The implications for findings from this type of sampling is that there
are common themes emerging across all interviews, and at the same time different and
unique experiences recorded for individual cases.
Study area

Informants were recruited from a region within the state of Victoria in Australia. In order
to maintain confidentiality of the informants and the mental health service providers and
workers that are referred to in the study, the exact location and place names will not be
used in the thesis document.

The study area was chosen for two reasons:
1. Preliminary investigations with local mental health, carer support and other family
support workers identified that such a study had not been done before in the region
and that the information from the research would be beneficial to carers and people
working with family carers.

Hence, this was in keeping with the ethical

requirement to study areas where there is potential for producing worthwhile
outcomes for informants and society as a whole.
2. The feasibility of conducting the fieldwork within the time restrictions of
postgraduate work and the costs associated with travelling to rural locations for
fieldwork. Therefore, the reason is also one of logistical and resource practicalities.
Recruiting informants

The recruiting of informants was something that I considered very carefully. Given my
non-clinical background, it was not appropriate to be in a situation where counselling or
clinical knowledge was required.
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It was also important to maintain the validity of the research by keeping the role of the

researcher separate from the role of a counsellor. The informants were therefore aware and
comfortable with the notion that I was a

re~earcher,

and unable to provide counselling

advice.

For this reason it was important to recruit informants who were known to a particular
health worker or support worker on a professional basis or as part of a support group. If
informants for some reason were upset by the interview the researcher had an avenue for
following up the situation with the appropriate health care worker/support worker if
necessary. This situation arose only on one occasion. I let the informant know that it was
okay if she did not want to continue with the interview, however, she wanted to continue.
At the time, the carer, from my own assessment, seemed to be feeling very isolated and
perhaps needing someone to talk to so the I gave the informant a name and contact number
of the carer resource worker and suggested she could call her. The researcher later rang
the carer resource worker to let her know about the situation and to confirm that the
situation had been managed correctly (it wasn't necessary to mention names so
confidentiality was maintained). The researcher also felt confident that the informant's
partner was supportive and caring and would be able to help. This incident was also
passed onto the ethics committees, with no further consequences.
Rural and remote classification

In Australia there are different classifications of 'rural' and 'remote'.

The

Accessibility/Remoteness Index for Australia (ARIA) measures geographic location
against remoteness in terms of accessibility of services.

This method requires the

statistical calculation of population density and distance to services to determine the
degree to which a location can be considered 'highly accessible', 'accessible', 'moderately
accessible', 'remote or very remote' (Commonwealth Department of Health and Aged
Care [CDHAC, 2001). ARIA has superseded the previous Rural, Remote & Metropolitan
Areas (RRMA) Classification measure that was based on population density and an index
of remoteness.
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However, this study was not as concerned about the objective measure of rural and remote
and accessibility but about people's experiences and perceptions of 'place' and access to
services. In relation to the issues of purposive sampling and maximum variation sampling
the researcher aimed to recruit from a range of different communities from a particular
region. For the purpose of discussing the findings from this study, communities have been
described as:
•

large rural centres, which are equivalent to a regional centre (population size
over 50,000);

•

smaller rural centres which describes the surrounding smaller communities
within the region (population size ranges from 500 to 10,000), and

•

metropolitan centres (suburbs of the closest capital city).

Overall informants were recruited from sixteen different places within the region. Table
4.1 show how many informants were from each type of location.

Table 4.1: Location of Informants
Location

Interviews

Large rural centre

14

Small rural centre

25

Metropolitan centre

4

Recruitment Stages

•

Stage 1: Contacted health workers and other support workers for their advice
about the best way to recruit families for the study. At this stage names of
convenors of carer groups around the region were given to the researcher.

•

Stage 2: Convenors of the six carer groups from the region were contacted
and informal interviews arranged to discuss the aims and objectives of the
study. Convenors advised a time in which to attend a carer meeting.
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•

Stage 3: Researcher gave a pamphlet about the study (See appendix C) to
each person attending the carer meetings and gave a presentation about the
aims and objectives of the study. At the end of the presentation permission
was given by each convenor to send a piece of paper around the room so that
carers interested in participating in the study could provide contact details. It
was made clear that, within the next week, I would contact the people who
volunteered their names to arrange a suitable time and place for the interview.

It was also stated that the study was voluntary and that at the point of
telephone contact and any time thereafter they could withdraw their interest.
•

Stage 4: The researcher was invited to speak at the carers' Christmas party
run by the local mental health service, and later at two carer forums run by
the mental health carer resource worker. The carer forums were advertised
widely through the relevant health care services and local newspapers and
were designed to improve access to services and support through the
provision of information from a broad range of service providers.

The

forums were held in two rural locations, north and south of the regional
centre. The same process of presentation and recruiting already described in
stage three applied to each of these situations.
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Table 4.2: Recruiting Informants

Date

Organisation

Catchment

Nov

ARAFEMI - Carer
group in location one

1998
Dec

1998
Feb

1999

March

Volunteers

Informants

Carers generally
from the regional
centre

3

3

Division of
Psychiatry - Carer
Christmas Party

Carers invited from
across the region

8

6

Schizophrenia
Fellowship - Carer
group held in
location two

Carers generally
from rural to\\{ns
south of large rural
centre; some carers
attend from places
on the outskirts of
the metropolitan
centre

9

9

Carer group

Carers generally
from location three
area

6

6

Carer information
night held in location
four run by the carer
resource worker

Carers from
location four and
surrounding towns
invited to attend

1

1

Carer group

Carers from
location four and
five

4

4

Carer group

Carers from
location six

10

10

Carer information
night held at location
seven run by the
carer resource
worker

Carers from towns
to the South of
location one invited
to attend

1

1

Division of
Psychiatry run
education and
support group

Carers generally
from the location
one

3

3

1999
April

1999

May

1999
July

1999
Sept

1999

Nov

1999

Table 4.2 clearly indicates that the most effective method of recruiting carers was through
attending the individual support groups. It was within this context that the researcher had
the greatest opportunity to spend time with carers and build rapport. The convenors of the
carer groups also continued to follow-up the recruitment by letting other group members
who missed the meeting know about the research.
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Convenors were very supportive of the research and took on this role without any
prompting. Six of the informants were recruited via this follow up by convenors.

Throughout the study, contact was maintained with the convenors of the groups to keep
them informed about the research progress, and this information was passed on by the
convenors to the group at the next meeting. It was important to keep respondents informed
of the research, particular given that often the research process tends to exclude informants
once the data is collected. They are often unaware of the outcomes, and hence unable to
use the research findings.

Recording, transcribing, coding, interpretation and analysis
Each interview was tape recorded with the permIssIon of the informant and later
transcribed.

Notes were made during the interview discretely so as not to appear

preoccupied and more extensive field notes were written immediately after the interview.
'This was to ensure that data were not lost if it was discovered during transcribing that the
taping had been difficult to hear or some technical problem had occurred during recording.
Data as a resource of information

The intent of the study is to describe the families' experiences and perceptions on
caregiving as closely as possible to their own words and stories. A deliberate decision was
made not to impose a theoretical framework that requires the interpretation of language
itself or are-representation of the facts. This study fundamentally uses communication as a
'resource' of information, and not as a 'topic' itself (Seale, 1998: 205-210; Sandelowski,
2000: 336). Hence, the purpose of the study is to represent, as accurately as possible, the
perceptions of family caregivers in the light of community care.
Thematic analysis

The main method of analysis used was thematic analysis. Typical of qualitative research,
analysis of the data was interrelated with data collection.
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Interviews were transcribed and coded during the data collection stage, and notes or
memos were made throughout data collection in a process of preliminary analysis (Ezzy,
2002: 65).

A preliminary coding system

wa~

devised from early research data, and this

coding system was used for the following interviews. The initial coding of the transcripts
was reflective of open coding. Each paragraph of the interview was given a code name to
represent the phenomenon being described.

For example, in relation to families

describing their role as a caregiver, paragraphs were firstly coded to reflect the nature of
the task, like cleaning and washing, cooking meals, financial support, monitoring
medication, providing transport. Other descriptions of role were not as concrete, such as
motivation and encouragement. The more interview data available for analysis, the easier
it was then to allocate these task specific categories, such as practical support, emotional
support and medical support. This highlights the fact that codes or themes were updated
and expanded during the data collection and data analysis phase.

When all the interviews were complete a second phase of data analysis was completed.
Here each transcript was re-read to determine the linkages between categories, and to
grapple with the core themes. This second phase of coding incorporated both axial coding
and selective coding strategies. Returning again to the example of the families' role, it
seemed that for most interviews, carers were aiming to improve their relatives' quality of
life. From this core theme, there were a number of perceived barriers that linked back to
services, community and family.

The coding and data analysis described here is

consistent with the process of thematic analysis and grounded theory (Rice & Ezzy, 1999;
Seale & Kelly, 1998), although this is not to suggest that this was a grounded theory study.
It is simply recognition that the coding technique used in the thematic analysis is similar to

that pursued in grounded theory.

A final reading of the transcripts was undertaken after each of the chapters of the thesis had
been drafted.

It was decided that this should be completed in order to ensure the

interpretation and analysis in the writing phase was still well supported by the original
data. It was a final validity check.
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Content analysis

In conjunction with thematic analysis, a

va~ation

of content analyses was employed.

Although this is usually a method associated with quantitative analysis it seemed to have
some merit for this study. The process differed from quantitative coding because of the
greater flexibility in developing 'codes as they emerge and adding new insights about the
data (Sandelowski, 2000: 338), rather than beginning with pre-determined categories.
Nevertheless some of the broader categories were pre-determined by the nature of the
semi-structured interview format, such as categories like health services, role of the carer
and so on. Thereafter, thematic analysis was pursued.

The main point of content analysis employed in this study was to count responses in order
to gauge the strength of themes, rather than for the use of statistical calculations
(Sandelowski, 2000: 338).

This then aided the writing up process, and allowed me to

suggest, in relation to particular findings that most carers felt a certain way, or that only a
few carers reported the following experience.

Again, the aim of this exercise was to

maintain transparency in the research processes.

Each transcript was then 'worked through' and coded after the interviews according to the
following categories.
•

Accessing mental health services - good things and bad things from the
informants' perspectives.

•

The nature of mental illness - when families talk about their experience of
the illness and what their relative is like when they are unwell.

•

The role of the family - what things the families mentioned that from their
perspective they did in order to care for their relative

•

Coping and support - what from their perspective has helped or hindered the
carers' ability to cope with the role of carer

•

Family life and family relations - what issues or situations have emerged for
families as a result of caring for a relative living with a mental illness

•

Community and stigma

•

Place - when families discussed what it was like living in a rural community
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The main issues relating to the category were noted and arranged systematically in a table
format. For example:

Table 4.3: Category - Accessing mental health services

Theme

Issues

1. Pre-diagnosis - the time
between when families are
feeling there is something
wrong and accessing services
is difficult.

2. There is some sense of relief
when families finally find
help and understand what is
wrong with their relativehowever, a new battle begins
in terms of continuous care
and support.

•

•
•
•

Many families had been caring
for a person for a long period of
time before being able to access
help and get a diagnosis. Why?

•

Problem is not recognised
by health professionals

•

Families put it down to
difficult teenage years, and
therefore did not recognise
the symptoms

•

How families got into the
mental health care system

•

Situation reached a crisis
point before families could
access a mental health
service

•

Referral from GP or other
health provider

Crisis oriented services
Services don't respond to early
warning signs picked up by
families (early intervention)
Services tailor off once the
relative is stabilised and don't
help the family address, with
the client, issues like selfesteem, stigma and selfconfidence.

The number identifying the interview was entered next to each issue that was relevant or
discussed in the interview. This allowed the researcher to count the frequency in which
issues emerged, giving an indication of the strength of the theme or issue (see Table 4.4).
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The documenting of the interview in this way also improved the ability of the researcher to
systematically check the context of issues for each informant and locate relevant quotes to
illustrate the theme or issue.

Table 4.4: Category- Community and stigma
Themes

Issues

Interview no.

Carers describe the
attitudes toward
people with mental
illness in the
community

Negative attitudes in the
community

1, 2, 4, 5,6, 9,
11, 14, 15, 16,
17,18, 19,20,
23, 32, 33, 35,
38,39,41,43,
Total 22

Misconceptions about people who
suffer from mental illness (violent,
dangerous, lazy, putting it on)

1,2,4, 5,6,9,
11, 14, 15, 16,
17,18,19,20,
23, 32, 33, 35,
38,41,43,39
Total 22

Fears of the unknown - people
generally don't want to know about
it.

1,2,3,6,8,9,
10, 11, 12, 16,
17,23, 32, 33,
35,41,43
Total 17

A third table examines each interview individually in relation to each category so as to
avoid losing richness, uniqueness and meaning in the data.

It provided a systematic

summary of themes and issues in each interview, which made it easier to compare and
contrast some of the experiences that different carers discussed. The category tables were
effective in condensing a large data set into a format that was easier to refer to during
analysis (See Table 4.5)

Table 4.5 provided the opportunity during data analysis to determine whether patterns
emerged in relation to factors such as the types of services used by the care-recipient, the
advantages and disadvantages of services and where the person lives. The table showed
details and characteristics about the use of services and about change over time.
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For example, Table 4.5 showed that services were not always accessed by the carer's
relative from local mental health services and that some carers had moved during the
process of caring from a metropolitan area to the rural area. Table 4.5 enhanced the
analysis process by giving the researcher the ability to view the data and raise questions
such as:
•

Does living in a small or large rural centre make a difference to the carers'
experience of accessing mental health service?

•

Does the type of mental illness and how it manifests impact on caring e.g. is
the relative compliant to treatment and does that make a difference to the
caring role?

•

Does whether the care-recipient lives at home or independently have any
impact on the caring role?

Tables like this were constructed for all the major categories entitled, pre-diagnosis and
diagnosis, mental health services and ongoing support, family life and family relations,
stigma and community, and the caring role, concemsand coping strategies.
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Table 4.5: Category- Mental health services and ongoing care
Inter.
No.
2

ICurrent
place of

Description of service use

Advantages

residence

I Large rural Finding out what was wrong was a Once Brenda (carer) saw her son as being in Brenda spoke of having to let things get to a crisis
centre

long and arduous process.

the system and was seeing a psychiatrist and point before services would intervene.
case manager she felt that things were better.
Case managers although good really need to
Illness was not diagnosed for some
years after the initial onset of the She was generally happy with the quality of listen more to what the carer is saying because the
difficult behaviour and was picked care from case managers.
client can put on an act in front of the case worker
up by a naturopath. GPs had not
Tum-over of psychiatrists was also problematic
picked up the problem.
especially since the first psychiatrist was
excellent but the ones proceeding did not listen to
Eventually Gareth (care-recipient)
was using the local public mental
Brenda.
health care system including a
psychiatrist and case manager.
Gareth had been in and out of
hospital.
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Disadvantages

Small rural Henry (care-recipient) is currently
being managed by a local GP. In
centre
the past he has been seeing a case
manager but the continuity of the
service has caused some difficulties
and Fran (carer) is uncertain if her
son will continue to use the public
mental health system.

Fairly happy with case manager when he/she
is available.

IRapid turnover of staff is a problem.

Henry
(care- recipient is sick of telling his story over
and over again).

Happy with the care of the GP. Reported a
time when the GP made a special home visit Access to case managers is difficult because they
during a difficult time (carer felt this was are so overworked.
beyond what others would do)
Lack of local 24-hour service makes it difficult in
times of an emergency.
Fran (carer) wishes that there was at least a parttime psychiatrist locally for those times when
case managers can't handle the medication issues.
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Ensuring rigour
Fundamental to ensuring rigour and 'trustworthiness' of research is to build into the
research process, points at which the work can be checked and evaluated by others
(Bradshaw & Stratford, 2000: 47).
Checking with informants

Early in the year 2000 the researcher returned to each of the six carers groups to present
the main results from the study (see Table 4.6).

Each session was advertised in the

newsletters sent to carers from their respective groups. The two main objectives of this
process were 1: To inform informants of the results of the study and 2. To determine
whether the findings derived from the forty-three interviews met with reality. Did carers
feel their experiences and views were represented accurately, did they feel the core of the
issues were covered and were there other important issues that had been overlooked?

Table 4.6: Reporting back to carer groups about the findings
Organisation

Date

Attendances

Informants

Carer group from
location one

7 April 2000

12

2

Carer group from
location six

19 April 2000

12

6

Division of Psychiatry
education and support
group

26 April 2000

8

7

Carer group from
location three

10 May 2000

14

5

Carer group from
location two and seven

11 May 2000

11

11

Carer group from
location four and five

31 May 2000

3

1

Reporting the findings back to the carer groups resulted in positive feedback.
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In general those attending the sessions indicated that the data collected, and key findings
reflected sensitivity, accuracy and insight in relation to the carers' perceptions of their
experiences. During these sessions carers also Clarified or expanded further on some of the
issues. The data collected were further enriched by the discussions developing in these
sessions, and extensive notes were written after each presentation. The fundamental part
of this exercise was to ensure the accuracy of my interpretations of the data, and to clarify
any themes or issues that were not clear from the interviews. Importantly at this point of
the research no new information emerged, which gave me further confidence that
saturation had been reached.

The notion of saturation or the point at which no new

information is emerging, is used primarily in qualitative research to draw a boundary
around fieldwork and data collection or sample size (Seale & Filmer, 1998; Rice & Ezzy,
1999; Bradshaw & Stratford, 2000)
Responsibility to informants

The comments made by the informants during and after the presentations, reinforced that
in-depth, face-to-face interviews had been in these circumstances the best methodology to
use. The following quote by a carer describes why this is so:
Carer: I have answered a lot of surveys and ticked a lot of boxes but none of
them have ever allowed me to show how complex things really can be.
Another carer expressed his thoughts about the way the research had been conducted:
Carer: Not many people are prepared to sit and listen the way you did, or are
prepared to travel to your home to ask the questions. We get so many surveys in
the mail, and we never really know who is doing the research and what happens
to the information afterwards.

As stated earlier the overall research question or aim determined the method chosen to
collect the data However, the method of data collection was also chosen in order to meet
high ethical standards in relation to informants, and to encourage informants to speak
openly and honestly.

The feedback from carers after interviews and later in the group

meetings indicated that these objectives had been achieved.
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Subsequently, convenors of the carer groups have been provided with copies of a published
research paper and conference paper (detailed in the next section). Communication that
took place between the researcher and the conv~nors in relation to the dissemination of this
information invited the wider distribution among carers and colleagues, as well as any
comments about the research.
Checking with the broader mental health and academic community

The preliminary findings of this research have been made available to the broader mental
health and academic community through the publication of a paper in an academic journal
and the presentation of a paper at the tenth Annual Mental Health Services Conference.
•

Mathews-Cowey S. 2000: 'Too much responsibility, too little help: Family
carers and the rural mental health care system,' Journal of Family Studies, 6
(2): 267-271). (See appendix D)

•

Mathews-Cowey S. 2000: 'Rural family carers' perceptions and experiences
of prevention and promotion in rural mental health care', Tenth Annual
Mental Health Services Conjerence,Adelaide, SA. (See appendix E)

Further to this, the researcher was asked by the Executive Director of a peak National
Mental health body, SANE [Schizophrenia A National Emergency] Australia, for
permission to use the above documents to include in a submission for funding to improve
services for carers in rural areas.

Limitations of the research design

•

This study makes no claims of being representative of a broader population of
families caring for relatives living with a mental illness.

It is a systematic

qualitative inquiry that has sought to document the fundamental issues for rural
family carers in Victoria. It has also sought to understand in-depth what these
issues mean in the daily lives of carers. Where it has been relevant the findings
from this research have been compared and contrasted with pre-existing literature
including other research studies.
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•

The sample was made up primarily of parents of adult children living with mental
illness and of people who are born in Australia from an Anglo-Saxon background.
Therefore the findings of the study do not claim to represent the issues relevant to
other cultural groups or specifically the views and experiences of other family
members, such as siblings and the extended family such as grandparents, uncles
and aunts.

•

Some of the interviews were conducted as joint interviews with both partners, and
it should be recognised that a joint interview may mask some issues that would be
revealed in separate interviews. It is thought that perhaps either informant in the
presence of the other is not at liberty to reveal important issues that might offend
the partner. For example, the female partner may wish to reveal that her level of
commitment far exceeds that of her partner, and that this role is expected of her
because she is the female partner. Although the focus of the study was on the team
approach and coping with a mentally ill child, it is still important to acknowledge
that this approach does not fully challenge or raise issues in relation to the gender
inequalities and caring. On a more pragmatic note, it was difficult not to interview
people together as it was often the informants who requested that there partner be
present at the interview. Their reasons for wanting this arrangement were that they
perceived each others contribution as important and felt comfortable to be
interviewed together.

•

The data collected represent a cross section of carers' experiences and not a
longitudinal study. The data therefore represent how a carer felt at a particular
point in time rather than over a long period of time. It was evident during informal
discussion with informants at the presentation of the findings, that from the time of
their interview to the current time their circumstances had changed significantly.
For some, the situation had improved, for others it had worsened or it had been a
constant up and down situation. It was at this time that the researcher noted just
how unpredictable everyday life is for some family caregivers.

•

In some ways the inclusion of long-term, medium-term and short-term carers in the
study allowed for a sense of evolution of the caring role. This to some extent
captures the changes over time of the caring process.
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•

The sample is largely one of people who participate in support groups, and one of
the main critiques of caregiver research is that the sample is drawn from these types
of organisation. Therefore the data do not necessarily represent the issues or views
of the vast majority of carers who do not participate in carer groups. The rationale
for recruiting from these groups has been presented in this chapter. The decision
was largely determined by an ethical concern about interviewing people who were
not connected to a support group or health care services, and about (a possible)
blurring of the roles of researcher and counsellor.

•

To overcome this limitation, to some extent, presenting the research at the carer
information nights, and distributing pamphlets with key health care workers was an
attempt to attract carers who may not be a part of support groups. This however,
was relatively unsuccessful. In all, fourteen informants were not actively involved
in a carers group. Some knew about a carers group and received information from
the convenor but did not attend regular meetings.

Others had only recently

contacted a carer group or organisation but did not feel their case was serious
enough to warrant being there. The small proportion of carers not actively involved
in carer groups or organisations were useful to this study.

Their perspectives

helped to understand some of the reasons why people might not join carers groups.
•

The study itself illustrated that there are a number of contingencies or variables that
impact on the caring role, but because of the spread of the sample these individual
variables have not been analysed in-depth. However, there have been significant
advantages of a diverse sample, particularly related to the range in caring years
shared by informants. This range has been able to provide a sense of process in the
different aspects of the caring role.

Summary
Despite these limitations, the study employed a methodology consistent with the nature of
the research questions. Importantly the theoretical position of this thesis has been
maintained in the methodological section. Critical realism is a theory that acknowledges
and incorporates interpretative research, and is also the theoretical position that explains
best the assumptions made about reality in this study.
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A qualitative methodology was also chosen in order to elicit meaningful data about the
caregiving experience, in light of current mental health policy. The data were collected
using a qualitative semi-structured interview method, which as a research tool has the
advantage in allowing for the collection of systematic data between interviews and the
flexibility in order to collect in-depth data. Data analysis was also considered thoroughly,
and conducted in such a way so as to increase the transparency of the findings for the
reviewer and to also maintain confidentiality for informants.

Ethical considerations have been fundamental to the research process of this study. Ethical
standards have been at the forefront of the decision making at each stage of the research.
Particular effort has been made in the way the research was conducted and finally
documented to ensure the confidentiality of the informants.
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Chapter five: Informants' perceptions and experiences of the
early stages of recognising and diagnosing mental illness and
ongoing care
The first section of this chapter describes the demographic characteristics of the informants
in this study, and includes other information such as length of caring, and types of mental
illness. This type of detail was deemed important at the beginning of the findings chapter
so as to provide the background circumstances of the informants in this study. These
descriptions demonstrate or clarify whose experiences are being represented. Section two
of this chapter addresses the informants' experiences with mental health services and
health professionals. Inevitably, informants discussed the whole experience of mental
illness, from the onset of the illness to diagnosis of the illness up until the time of the
interview.

This chapter is therefore structured around the series of stages identified and

experienced by the informants. They are, first, the issues around recognising the illness and
gaining access to mental health services, second, issues related to ongoing care from
mental health services, and finally currenf perceptions and experiences of the public and
private mental health services. The chapter also illustrates these experiences within the
context of changing mental health policy and the changing focus and structure of mental
health service delivery over time.

The chapter highlights the barriers described by informants at each stage of accessing
mental health services and their perceptions of the implications of these barriers to the
mental health of their family member. The findings illustrate that gaining access to a
mental health service depends on the recognition that a mental health problem exists, and
that a person is a potential client of that service.

This recognition requires

acknowledgment by the family (including the un-well relative) and the service provider
that the relative is living with a mental health problem serious enough to warrant help from
mental health services. In the final section of the chapter, the families' perceptions of the
client's lack of insight into the illness and the relationship of this with 'non compliance'
and service delivery will be described.
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Section one: Characteristics of the informants3

The literature about family caregivers demonstrated that there were a range of variables
related to caring and the care-recipient that influenced the carer's ability to cope. This
research collected data to account for some of these factors in the analysis of the findings,
and in order to provide adequate description of the sample. These factors included:
•

relationship between the caregiver and care-recipient

•

type of illness

•

age of care-recipient when diagnosed

•

current age of care-recipient

•

length of time of caring

•

living arrangements of care-recipient, and

•

other demographic information about the carers.

Relationship of carerls and the mentally ill relative

In all, fifty-eight carers of a relative living with a mental illness participated in the study

and forty-three in-depth interviews were conducted. Most interviews were conducted with
a parent (sixty-five percent) or parents (twenty-eight percent), and fewer with someone
caring for a partner (husband/wife) (five percent) and sibling (two percent). Although two
informants had more than one adult child living with a mental illness, they had decided
before the interview to select the one they were most involved with or had the greatest
primary role in their care. The findings therefore relate to a total of forty-three carerecipients.
Years of caring

Carers were asked how long they had perceived themselves as being in a caring role.
Some informants measured this time from when they first felt things were very wrong and
others decided that they became carers once a diagnosis of the illness was given.

3

Note that percentages are used to describe the informants in order to maintain confidentiality.
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Informants had been caring for different lengths of time, and ranged from caring from
under one year up to twenty-seven years. Categories of informants were developed to help
in the interpretation and analysis of the findings based on length of caring and the state of
the mental health policy environment over that time. The informants could be sorted into
three distinct groups, outlined in the table.

Table 5.1: Length of caring and the policy environment

Category

Policy environment

Long term

Carers in this category
have experienced the
process of deinstitutionalisation from
the early stages, and from
the time that predates the
first national policy on the
delivery of mental health
services in Australia
(National Mental Health
Strategy).

37

Carers in this category
started caring around the
time the First National
Mental Health Strategy
was implemented and at a
time when more attention
and awareness was
directed toward mental
illness both nationally and
internationally.

28

Carers in this category
started caring at a time
when many of the changes
required by the National
Mental Health Policy had
been implemented.

35

Over 20 years

Medium term
6- 10 years

Short term
5 years and under

Percentage of
informants that
fell into each
category
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The rationale for sorting the informants into these categories was to determine whether
policy changes had an impact on the day-to-day lives of informants, and how informants
experienced these changes. For example one long-term carer commented:

Carer: When I first started caring for my daughter I couldn't get her out of hospital
and now I can't get her into hospital. I think de-institutionalisation has gone too far
the other way.

Carers' age, gender and birth place

The majority of informants were born in Australia and only four percent of informants
were born outside of Australia (Germany and England). Sixty-nine percent of informants
were female and thirty-one percent were male, and the vast majority of carers were aged
between 45 - 64 years. This finding reflects the general characteristics of caregivers in
other research. For example, research by Schofield and Herrman (1993: 21-26) reported
that while males were caregivers as well as women, seventy-nine percent of caregivers
were female. The age of carers ranged from young to very old but the majority of carers
(seventy percent) were in the middle range of years (30- 59). This was consistent again
with Schofield & Herrman (1993: 21-26) description of carers.

In their study, they

conducted a large random sample of caregivers across Victoria.
Table 5.2: Age of informants

Age in years

Percentage
informants %

Less than 25

0

25-34

5

35-44

2

45-54

36

55-64

41

65+

16
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The type of mental illness

Schizophrenia was the main diagnosis of the care-recipients. This was not surprising given
that many of the carer groups from which the sample was recruited from originated as
schizophrenia fellowships. The organisation also offers support to clients and carers
dealing with other types of mental illness as well. Schizophrenia is also classified as a
serious mental illness, which since the National Mental Health Strategy, along with bipolar
disorder has received the most attention in terms of service provision and support.
probably makes this group of people more visible and accessible.

This

Two informants

described their son or daughter's illness as being undiagnosed; this is despite their off-andon contact with mental health care services.

Table 5.3: Type of mental illness experienced by the
informants'relatives
Broad
classification

Type of mental
illness

Percentage

Psychotic illnesses

Schizophrenia

58

Psychosis

7

Bipolar disorder

13

Depression

7

Anxiety disorders

Generalised
anxiety disorder

7

NA

Eating disorder

4

Personality
Disorders

Anti social
personality
disorder

2

NA

Undiagnosed

2

Total

100

Mood disorders

In twenty-six percent of interviews carers identified the care-recipient as living with two or

more types of mental illness therefore the table percentage is worked out from a total of
fifty-four rather than forty-three.
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Gender of care-recipient

Sixty-five percent of care-recipients were male" and this is congruent with the differential
rates of disability between males and females at a broader level (Schofield & Herrman,
1993: 21-26)
Living status

It was thought that the location of the carer in relation to the care-recipient would make a

difference to the caring experience. In ninety-one percent of interviews, carers identified
the care-recipient as living at home during the course of the illness for an extended period
of time. Currently forty-four percent of clients are living independently but in the same
town or in a near by town. Forty-two percent of clients are living at home with the carer/s,
and nine percent are living independently but in another place some distance away.

Four

percent of clients are home some of the time depending on the state of their illness.

The informants in this study were primarily Australian born carers, and most were a parent
or parents' of an adult child living with mental illness.

There are a range of caring

experiences in terms of length of caring as defined by the informant, which is useful in
order to gain a sense of the evolution of the caring role, and to note change over-time.

It

was also interesting to interview parents and to hear from fathers who have a significant
role in the caring process. Often the voice of the father is absent, either because they don't
see themselves as the primary caregivers (Dalley, 1988: 12), or they defer activities, like
participating in research, to their female partner.

Section two: Carers and health services: pre-diagnosis
Recognition of a mental health problem

Without prior knowledge and understanding of mental illness many informants described
the difficulty in interpreting what they now perceive as early warning signs.
It is important to remember that the informants in this study represent families who have

struggled through situations that most people know very little about prior to the experience.
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The extracts to follow demonstrate the various circumstances that informants described as
leading to an eventual diagnosis of the illness.

June: At an early age she started living with quite serious periods of depression but
we unfortunately put it down to the teenage years. It [illness] crept along
insidiously until a local GP referred her to a psychiatrist - which was almost ten
years later.

Other informants reflected on the period before their relative was hospitalised, or
diagnosed with a mental illness, and again there was a shared perception. Informants felt
that perhaps the behaviour they were witnessing, whilst seemingly unusual or different
than how the relative normally behaved, was somehow related to a difficult time during
adolescence.

For this reason, the behaviour became more disturbing to the point where

families had no choice but to ring for help. One informant described a six-month period
where he felt something was wrong. His son was withdrawing from social interaction in
the household and resigned from a job he enjoyed, and began staying up all night. The
informant described this behaviour as out of character for his son. The situation then
became progressively worse, as the following extract describes the events leading up to
hospitalisation.

Michael: I was in town one day, my wife phoned me up and said I think you better
come home real quick; Nigel [care-recipient] has gone really crazy. It turned out
that what he wanted to do was take all his clothes off and walk down the middle of
(place name) road. She persuaded him that it wasn't really a good idea. By this
time, well by the time I got home he was sort of calmed down a bit. But he had
been telling my wife that he had been riding down [street name] hill on his push
bike without putting any brakes on. He was taking his hands off the handlebars and
coming straight down the hill. We said, why do you do things like that? He said, I
thought it was a good thing at the time, or I felt I needed to do it. Things like that.
But as it turned out - um .. .it was the voices that were telling him. He wouldn't
acknowledge it but I think that was the way it panned out in the end. But anyway,
at that stage, we thought oh well, we better get him seen too. So I took him straight
into [hospital name]. One of the interns in there did an assessment. He said, I think
you need to talk to these people [referring to professionals involved in an early
intervention program for young people suffering mental illness], and get all the
information on it. Anyway they came out eventually at home and gave an
assessment. He didn't willingly go into hospital. They put a community treatment
order on him. That was a bit tough. In fact, you have to admire the people that do
the job. They came out to take him to the hospital and he wasn't prepared to go.
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We spent hours and hours trying to convince him that it was the right way to go.
But by about one o'clock in the morning enough was enough, and of course these
people were there for hours trying to convince him. One of the fellows there, he
had obviously been through the mill many times before, so he was a bit of rough
and tough bloke. He just said, Nigel if you don't come, I am going to ring the
police. They went out to the car to use their car phone, in the intervening period
Nigel decided yes he would go. Quick as a flash we got him and bag out to the car.
We went over in our car to the hospital. It was a pretty rugged time. Of course my
wife was devastated by the fact that Nigel had gone so far down the track and we
both sort of never really picked anything up other than a few odd things. It really
had to get to that stage.

For other informants the time leading up to hospitalisation or diagnosis was quite different.
Although, like other informants they still describe caring for a long period of time before
receiving confirmation or explanation for their relatives' unusual behaviour.

It is also

different from the above case study in that the informant felt the behaviour of her relative
was perhaps just reflective of a difficult personality, rather than a diversion from their
usual behaviour. This was the case for several other informants who had described their
relative, in these cases, sons' or daughters' as having a different and more difficult
personality in comparison to other siblings.

The extract here provides the opportunity to understand how families continue to live their
life under circumstances that are difficult, but for which they have no real explanation for.
Despite ongoing contact with the medical profession, the behaviour is not recognised.

Brenda: We only used health services at the last. We managed along by ourselves.
I wasn't told he had schizophrenia. The people in the medical profession never told
me he had schizophrenia. It ended up he was having treatment for something at the
naturopath and she happened to mention to me: You know he's got schizophrenia.
He would have been ... twenty-five years old. He'd been to the doctors for all sorts
of things but we just thought he was irrational and being stupid and being Garreth.
He was always a bit arr, he reminded you of someone who had an attention deficit
or something but an older version. In the early days we just went to the doctors for
general problems but nothing was ever said about it. It was infuriating that the GP
did not pick up on it. He ended up getting him self in trouble and that's how we
ended up with the psych. Services. He abused drink and drugs and that type of
thing. And he would get in such a state that he would end up at the psychiatric part
there.
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That was after I had been told he was schizophrenic. And then when he was there,
the best thing that ever happened to him, person who was treating him was
[psychiatrist's name]. And that was the only person who was able to tell me what
was what. No one else ever did. The. naturopath had known for a while but she
didn't realise that I didn't know and then she did, and she said to me you do realise
that Garreth has schizophrenia. I said no ... I did not. Well he use to go on
walkabouts, I could never understand why he did it. It was unbelievable to deal
with behaviour when you don't know why it is occurring. He would ring up at any
hour of the night, he would say can you come and pickme up. And you would say
yes and he would tell you where he was. Which I remember going to [place name]
at 2 o'clock in the morning. It is difficult when you don't understand why you are
doing what you are doing.

The events leading up to a diagnosis of a mental illness are, therefore, quite different for
different families. It is dependent upon the family's interpretation or assessment of their
relative's behaviour, and or the health professional's ability to recognise symptoms of
mental illnesses.

It was common in this study for informants to describe how they

interpreted early behaviour as perhaps related to adolescent development. Other studies
have also found this to be the case, for example, Tuck and colleagues (1997: 121) found
that carers initially framed behaviour as normal adolescent behaviour. They expected a
'rocky' time through adolescence with their son or daughter. This study, however, found
that informants also interpreted the behaviour as being inherently a part of their son or
daughter's personality. This was the case if their behaviour has always appeared different
and problematic compared to other siblings.

Other informants were convinced that the behaviour they were witnessing was not
adolescent 'acting out' and had actively tried to find the right help. In comparison to other
siblings, parents felt that the behaviour they were witnessing was not 'right', and could not
be explained by adolescent problems. However, these informants experienced difficulties
in finding a service that would recognise their son or daughter as clients because of their
young age. Professionals were telling the families that the problem was one related to
adolescence.

In one case, an informant described being told by professionals in both the

public and private mental health service that their son had a communication problem
normal for adolescent boys. The informant described the frustration of trying to get help
for her son.
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[Terre sa and Anthony are parents who were interviewed together]
Terresa: He [care-recipient] is twenty-two and I feel that it started in his early teens,
so he would have been sixteen or seventeen when we noticed there was something
other than normal behaviour going on.. And we went absolutely every where and
they said they couldn't diagnose it because it was very difficult in the teenage years
to pick out what is normal and what's not. But when you have got other teenagers
in the house - we have got four children - we knew that it wasn't normal. That
was what was so frustrating. Anyway that was the worst of it, trying to get
someone to listen. We were seeing someone in the mental health services for a
while, not a psychiatrist or case manager he was more a consultant doctor. Anyway,
he virtually told us that there wasn't a big problem with Scott [care-recipient] and
we said there was - and anyway. He [Scott] went away for three months and when
he came back he was in a real mess. We were lucky to get him back [he seemed
suicidal].

It was at this point that the informants (Terre sa and Anthony) were able to get help for
their son but they continued to describe their frustration in trying to get a professional to
listen.

They described how they were 'brushed off' time and time again. The extract or

the experience described by Terresa and Anthony is reflective of other informants'
experiences, especially parents with younger children or adolescents seeking help.

The informant continues to discuss the frustration and anger that was associated with
seeking help. What is evident here is that the experience of the family must be validated
by the behaviour of the client/relative at the time of service delivery.

This becomes

problematic if the client/ relative presents well on that day.
Teressa: By that time [after being told by the mental health service they were
unable to help again] Scott's 'psychosis' was really bad. I still have trouble dealing
with that because he was so paranoid it was so obvious that he was ill ... the thing is,
and all the people at the carers meetings say the same thing - the kids present
beautifully - you take them to someone and that particular day they perform
beautifully, and say and do all the right things. And they don't take a lot of notice
of us because this is the patient and he is old enough to you know - it is not until
they get to the point where they no longer have any control at that time. And they
are actually showing all the signs I suppose - so they can easily diagnose it. By
then the trauma and the turmoil has gone on for years. I just think that there must
be times when they listen to the people that are looking after them. When they
should see through that short term performance. I mean you wouldn't keep turning
up with this child day after day, week after week, with the same problems if it
wasn't there - that is what I find so difficult. We weren't turning up with the other
kids. We actually did take him to private psychologists and things like that too. A
couple of those agreed with us that there was a problem, but when they got close to
the problem, he refused to go ....
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We get help now because it is recognised as a mental illness but it is the years
before. The trauma is the years before not once it is diagnosed because then you
have a piece of paper that says the person is sick, and people are listening then. It
is the years of trying to get people to l~sten before hand that I think is the most
difficult time.

The informant continues to address her concerns for young people who are not diagnosed
early and remain sick for long periods of time without effective treatment. Again other
informants in this study support this informant's concerns.

Many described the

consequences of delayed treatment for the client, such as loss of their youth, loss of friends
and social networks, the breakdown of relationships within the family and the cessation of
education and! or employment. The irony in the informant's experience is that while this
family was initially told that the problem they were dealing with was one of adolescent
development, the actual problem, as it was diagnosed later, disrupted their son's necessary
development.

Terresa: ... we get so frustrated over the fact that it took so long to get a diagnosis
because had he [care-recipient] been diagnosed early and he was on medication
there would be so much less for him to deal with. He has no social group or
anything because of the behaviour. I mean of course most people ran or hid - so
his isolation is a huge problem... nothing had been put in place to break this
down ... Basically they need to be diagnosed and treated earlier and then they need
help to get back out there so that the gap is not so huge - like six years in a young
person's life is a long time.

Other studies have similarly described the early interaction between health professionals
and family caregivers (Carey & Leggatt, 1987; Tuck, 1997).

Families received no

explanation or non-committal advice, and or suggestions that the problems were related to
adolescent well-being and adjustment and therefore not a problem for health services.
Without the perception of the health care professionals involved in these decisions it is
difficult to provide an explanation.

It would seem that the professional's task in

diagnosing a mental illness is difficult, given the lack understanding about the exact nature
of mental illnesses, and the blurring of symptoms with other problems of living. Further to
this, the unwillingness of the client/relative to perhaps interact with professionals would
prove difficult. Importantly, some informants also acknowledged the difficulty for service
providers to act, especially if the care-recipient was able to appear 'normal' at the time of
the consultations.
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Nevertheless, there is extensive documentation about the problems family carers have had
in the past trying to get professionals to listen and believe their experiences (Carey &
Leggatt, 1987; HREOC, 1993; Deveson, 1998).

Many of the long-term carers who

participated in this study echoed these experiences in their own stories of the early days of
seeking help. They described the situation of knowing something was seriously wrong,
and reaching a crisis point, sometimes over and over again, but still not being able to get
help. They described the situation of not being able to get a psychiatrist or OP to believe
the family's side of the story, and the family was dismissed as being 'over protective' or
'dominating' and 'inteifering'.

[Bonnie and Hugh are parents who were interviewed together]
Bonnie: We were really raw recruits in those days because you never really had
case managers - psychiatrists wouldn't talk to you and it was very difficult to get
help.
Hugh: The attitude was too - with professional men back in those days - was with
any sort of mental illness - their stock answer was it is an over possessive mother
and dominating father - that is why they said our daughter reacted in the way that
she did. Of course things have changed now and they have a different slant now on
things and professionals will listen more.

Although the response of clinicians to families is changing, and the suspicion around the
family's role in the manifestation of the illness is also changing, this research has shown
that 'blame', 'suspicion' and 'not being heard' are still found in the experience of caring
today.

The following text, fitting the norm, demonstrates that professional denial of

families' stories in relation to mental illness still occurs within the context of the new
mental health policy and service provision. Informants with younger children were more
likely to report this difficulty compared to informants seeking help for adult children.
Informants' have their own reasons for this situation, which will be elaborated in the
following segments.
Fitting the norm

In three interviews, informants described how their children, displaying symptoms of
schizophrenia, had their symptoms dismissed by professionals.
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Their children were considered to be too young to develop schizophrenia because the onset
nonnally occurred in late adolescents and early adulthood. One informant said that the
family was advised that their daughter was going through a 'stage' in adolescence.

[Andy and Lucy are parents who were interviewed together]
Andy: I have never known anyone to go through a stage where they continually try
to kill themselves ... she [daughter] knew there was something wrong -she is a
pretty sharp kid. She diagnosed it herself years before the professionals diagnosed
it .. .it just took us a long time to get any sort of help or anything.
Another infonnant stated that the professional she sought help from for her daughter felt
that she had the problem.

The infonnant felt she had to prove or demonstrate that the

behaviour was not just the observation of a 'neurotic' mother.
Agnes: They thought it was me that had the problem they wouldn't believe it
because it is really rare. I don't know my statistics but the onset of the illness is
usually in the later stages of .adolescence or in their 20's ... so GPs and
paediatricians probably don't come across it very often ... but they weren't listening
to me ... I w~s so upset, it was just devastating because she was doing such bizarre
things ... they weren't going to listen to me and it wasn't until I took my husband
along that they really stood up and started to listen.

Here the infonnant is knowledgeable of the facts about mental illness, and is aware that her
experience differs from the statistics about the aetiology of the illness.
understands the professional's reluctance to diagnose.

She therefore

However, the infonnant is also

aware that her experience counted for very little in the overall decision-making process.
There is also an important gender issue here. The informant is not taken seriously until her
husband supported her story. It is not clear how to interpret this but it seems to suggest a
level of irony in the treatment of women, given that the infonnant is faced with the day-today care of the relative and is understandably upset by the care-recipients behaviour but is
not listened too. While her husband, who probably is not as involved with the day-to-day
care is able to present to the health care professionals as 'coping' very well and is therefore
listened too. This illustrates, to an extent, the differential status given to men and women,
and an interesting area in which to pursue issues of gender inequality and the caring
process.
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In all these cases, families accessed services but were denied continued care because the
perception of the professional about the problem differed to the perception of the parentis.
In some cases, the problem was perceived to

b~,

not only, an adolescent problem, but also

the family's inability to cope with an adolescent child. In each case the consequences of
denied access have caused further frustration and trauma for the family. At least two
circumstances identified by the informants could have ended in suicide. These experiences
also give some insight into why families, despite the dominance of the bio-medical model
in treating mental illness, feel blamed in the process. (See chapter three)
The 'right diagnosis' for the 'right treatment'

The stories discussed thus far have been about a delay in obtaining a diagnosis, but in the
following case, receiving the wrong diagnosis leads to significant delays in obtaining help
also.

Informants described being given a diagnosis by mental health professionals that did not fit
the mental health care service, for example a drug and alcohol problem or a personality
disorder which resulted in many years of searching for the right help but getting no where.
Informants then faced exclusion from other services such as drug and alcohol services
when the problem did not seem to fit their inclusion criteria for treatment either. In the
case of a diagnosis of a personality disorder, there is virtually no help available. Given that
families are reliant on the 'experts' for help in relation to mental health because of their
lack of initial knowledge of the issues, they are dependant on the 'right' advice.

[Sam and Mandy are parents of Luke but were interviewed separately]
Sam: Once we started to read the books and understand what the symptoms were we realised he had these classic symptoms for a long long time - we didn't knowwe were advised something different by the medical people he was seeing so you
know - you have to go with the judgement that they give you because they are the
experts - and it was wrong Mandy: Now that he has a diagnosis [of living with a mental Illness] he gets
treatment, where as before when they thought it was a behavioural and personality
problem, and a drug related problem we couldn't get any treatment. I find it absurd
that one word can alter the way people [professionals] look at you and treat you.
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The infonnant Sam went on to describe the consequences of the family's search for help,
and confided that it wasn't until their son attempted suicide that they finally received help
from mental health services. Finally their son was diagnosed but in the meantime the
infonnant is open about his feelings at the time. Here the question of the impact on the
family as 'primary caregivers' begins to emerge, and remains an important theme
throughout this study.
Sam: No I think we gave up in frustration eventually - unfortunately that was - it's
hard to say but I got to the point of not wanting to have anything to do with Luke ...
so yeah, I can't speak for my wife but I gave up - I didn't want to hear from him - I
just wanted a day when he didn't ring me and ask for something that I wasn't able
to give - so yeah - it was really tough.

Another infonnant describes a situation where the mental health services insist that her son
has a drug and alcohol induced psychosis, and as result of this they are unable to help him,
they are also reluctant to diagnose the condition as a mental illness. This has several
implications, without a diagnosis of a menta~ illness such as schizophrenia the GP is unable
to refer her son to a private psychiatrist. Jeremy has been hospitalised on many occasions
and prescribed medication but he won't take the medication.

This 'non-compliance' is

described as another reason for the mental health services unwillingness to help.
Jude: He won't comply with the medication he's given and because he won't
comply and go to them [mental health services], they won't comply with us and
come to us. My husband won't put him out because he is too frightened he will
suicide, which I think is quite possible. We can't go on forever, we need a
diagnosis. We need a diagnosis for our other kids too - I need to know what's
there. Ifhe is schizophrenic I need to know.

The infonnant believes her son is unable to gain access to alcohol and drugs; he has no
money and lives at home, and often spends most of his time in his room. She believes his
behaviour, whilst perhaps initially made worse by alcohol and drugs, is not caused by these
substances. She says her son still hears voices and exhibits unusual behaviour without
access to drugs and alcohol.

The infonnant stated that she has reached the point of

considering taking her story to the press in hope of receiving help for her son.

Whilst at

the time of the interview this was a current situation, the level of desperation that the carer
felt was similar to the desperation carers experienced before the improvement in mental
health policy and services.
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At least two of the long-term carers spoke in the early days of deciding to put their 'kids'
out on the street because it was only then that the services would have to help. A quote
from an informant who had been caring for

ov~r

twenty years described the early days of

seeking help, which has a striking similarity to the informant (Jude's) current situation.

Pearl: Twenty years ago people did not know anything or not enough about mental
illness. They kept blaming the situation on to drugs and alcohol. It took a long
time to get people to listen and we had to decide to take some very drastic measures
in order to get help. We had to literally abandon our son so as he could get help. It
took a long time but now he has a diagnosis and has less problems ... things are all
in place now and he is stabilised.

In contrast to these stories, where informants are convinced the problem is one of mental ill

health, one informant is not convinced that the diagnosis of a mental illness has been the
right diagnosis. Therefore the treatment is largely ineffective. In this case the informant
describes knowing that something was wrong for years, and she felt the problem was
related to learning and coordination problems rather than a mental illness.
Iris: I always say her hands and brain don't coordinate. That's her biggest problem
as far as I can see. You can tell her to do something - it's going on up there [carer
points to head] but she doesn't know how to do it. I've told the doctors but they
don't seem to agree or think that is a major problem ... she's now thirty-four and this
all started when she was twelve. They just say now that she is schizophrenic - I
think that was the easiest way out.

The informant throughout the interview made it clear that she had thought the problem was
more an intellectual problem or a learning disability. She wanted to get her daughter into a
specialist school but instead they put her in a psychiatric ward. The informant said one of
the psychiatrists who saw Susie (care-recipient) agreed with the informant that the problem
wasn't a ~mental illness but a learning disability related to an intellectual impairment. This
psychiatrist tried to arrange special schooling but by this time Susie was too old and the
school wouldn't accept her. This was frustrating for the carer who simply said at one
point. '/ just haven't been listened to.' This illustrates that some carers struggle to avoid
the label of mental illness (appropriately or inappropriately) and others struggle to
convince professionals that their relative is mentally ill.
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Overall, these various experiences and incidences described by infonnants show that the
voice of the infonnants and their perceptions of the problem are not adequately
acknowledged by professionals (as mentioned eilrlier). Here the issue of what constitutes
valid knowledge is important.

It would seem that in this study when experiential

knowledge goes up against expert, scientific knowledge, the latter is likely to be relied on.
This is despite the uncertainty that still exists in relation to aetiology of mental illnesses.
This is also despite carers' perceptions of the health professional's inability to correctly
diagnose mental illness, as has been the case for many infonnants in this study, including
long-tenn, medium-tenn and short-tenn carers.
Reaching a crisis point

What has become evident in these finding is that services are more likely to intervene
when a crisis emerges. A finding of great concern was that over half the carers described
reaching a state of crisis before they found out what was really wrong and before receiving
help from mental health services.

The infonnants' stories have shown that 'crisis' was defined by unusual and difficult
behaviour that gave sufficient reason to contact the police or seek advice from a GP or the
local mental health care service. Not dissimilar to the extracts used earlier in the chapter to
describe the circumstances that lead to initial help from services.

In some cases the

relative had become suicidal and/or had attempted suicide. As a result, the family member
was usually hospitalised or assessed by mental health services. Although, as it has already
been described, some carers met with a 'dead end' even after gaining access to mental
health services.

Section three: Carers and health services: Diagnosis and ongoing
access

In this study, most infonnants agreed that a diagnosis was a positive outcome, and as

already illustrated by the struggle to gain access to services, it is not surprising that this is
the case (a topic explored further in chapter seven).
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Paradoxically, diagnosis was also for many informants, the beginning of a continued
struggle to find effective treatment for their relative. Interestingly, treatment was centred
on the administration and management of medications.
Medication

The study clearly showed that most informants conceptualise mental illness as a medical
condition, and that medication is a key component of the treatment process. I asked one
informant about whether she had any concerns about the management of medication, and
her reply was: 'That was everything.

If that wasn't right nothing was right.' There were

many other informants that agreed with this sentiment, although some informants indicated
a level of reservation.
[Ken and Sonia are parents who were interviewed together]
Ken: I am an optimist - always have been - and I say to Francis that they will find
a cause and once they find that they will find a cure. It might take the next ten
years. I mean it is already a lot better - fifteen or ten years ago if Francis had
medical treatment, he would be zombied out - because those medications were
virtually chemical butchery. The medications my son is on fortunately does not
have the side effects like other medications, like involuntary movements and
shaking ... you know they are young people - thirty years old, and I can see - how
do you get that old person back - so we were lucky and I think the new drugs
coming on the market are better you know.
Polly: I make sure he takes his medication; that to me is the main thing - the most
important part of his day. I am really stressing to him that it is important he takes
responsibility for taking his medication.
Oscar: Well it worries me that she still has to take [medication name - type of
sedative] and when she tried to get off she started getting all upset. She is only on a
really small dose but I don't really like the way she has it available all the time and
so much of it. I mean I don't like her being on any drugs. But it is the only way
she can ... well, I don't know - I mean she became really crazy - she was living in
some other world. She was talking to herself, she was hearing voices - she just got
really detached from reality. When she went into hospital they put her on drugs gradually she came out of it. So they seem to playa role.

The following extract from an interview with an informant shows a strong faith in
medication.

163

The infonnant had experienced significant opposition from friends and family about her
approach, but the following dialogue gives a clear indication of why she has reached this
conclusion. She describes finding the right medication as being able to draw the carerecipient back out into the 'real' world, as opposed to the world of psychosis.

This

perception is similar to Oscar, who seems sceptical about medication, but concludes that
medication has helped the symptoms of his daughter's illness.

Helen: I'd never believe that anything could work except medication - I've seen
now it's a chemical - this is how I see it anyway - that the problem is a chemical
thing happening in the brain and it takes a chemical to change that brain ... much to
a lot of people's urn ... you know - much to a lot of criticism that I was under by a
lot of people that I was putting her onto something that was experimental - that I
was playing around with her brain all sorts of things like that - but ... [long pause]
Researcher: Could you describe why you feel so strongly about medication?
Helen: Well it's the answer - and whatever - and that's exactly what it has donegiven me an answer and I know now - that there is a chemical and it's [drug name]
for Jodie [care-recipient] - and that it's just been a miracle - absolute miracle - and
it doesn't happen straight away - because you know the person - has deteriorated in
themselves - cos she's had ten years of deterioration - often years of no life
because you know when your medication isn't working you don't communicate
with people - you don't watch television - you can't read books - can't do any of
those things - so your life is just lying in bed staring ... being psychotic and talking
to yourself and laughing to yourself - and it's another world - it's a world of their
own - so when Jodie began to - when the medications started working for her - she
did have a few problems - like her heart beat going up to two hundred - so she had
to take a tablet for that - but other than that - everything went well - she had the
blood test and we just held our breaths and just hoped that you know - it went up
and down and up and down - but it seems to be ok - you know cause they have to
have blood tests - and urn anyway - ah out of it - four years down the track - or
three and a half years down the track since [drug name] - she has just improved and
improved over the years - and now she is a person that is in meetings - goes to
meetings - she's in the community - she's a consumer representative - she goes to
art classes. She could never even have imagined going to an art class with people
that didn't understand her illness - she couldn't even go anywhere - let alone go on
a train - she couldn't go on a train - she couldn't do anything by herself - and she
was too fearful to even leave the house so we have just seen - what ... a miracle and it's (drug name) that has done it.
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Medication improves quality of life

The extract showing Helen's experience gives some sense that finding the right medication
can lead to an improved quality of life for people living with mental illness.

Other

informants agreed with Helen's experience with her daughter. In fact, these informants'
described their main frustration and difficulties with medication as a result of health
professionals' decisions. This was coupled with the fact that clients or care-recipients of
these families are also eager to stop taking medications. Although informants are aware of
confidentiality rights of clients, they feel that the advice on medication given is not made
in the light of the lived reality of carers or the care- recipient.

[Mavis and Marty are parents who were interviewed together]
Mavis: We did have hassles early in the piece with medication. She took herself
off it and we had all sorts of problems and it was down to me to remind her to take
it. She was on some medication morning and evening and it got to the stage where
I was the person forcing her to take the medicines and she didn't want to take it. It
is good now though because she is only on evening medication and she
knows ... she takes it herself because she realises that she is getting a better quality
of life when she is on it. She is good she takes itself; I don't have to remind her
now to take it. Early we had terrible hassles. We even had to have the team
out...really early they had to come out every day for a week to make sure she took
it.
Marty: One time there the relieving psychiatrist at the mental health services told
Emily [care-recipient] there was nothing wrong with her - and give away her
medication and everything and after that she went off medication she really went
down hill and she ended up in the psych. centre for a while. But ever since then
she's been on her medication and it has helped a lot. But this one said, your parents
are overacting there's nothing wrong with you, you are just a normal teenager.
Mavis: She wasn't living with her and didn't see what she was doing [talking about
the psychiatrists]. She has improved with age though [now talking about Emily].
She has matured. She's better on it than off. I think she is enjoying a better quality
of life now. She is much better on this new medication than what she was six
months ago. It is no different than having a heart condition or cancer or blood
pressure - you take a pill every day to give you a good quality oflife.

[Marius and Holly are parents who were interviewed together]
Holly: Management of medication is a big problem. It is a problem at the moment
because he has decided to take himself off his tablets. I sort of blame the
psychiatrist a little bit because he was very lethargic and sleeping all the day and
that was worrying him. The OP rang the psychiatrist to say that Ben was sleeping
and she thought it might be the tablets. So the psychiatrist suggested that Ben leave
his tablet off for a day and to see him in a month.

165

Once you give him pennission to stop taking his tablet you are in trouble - so he
stretched to two days and three days was the last I heard. He had been good with
the tablets until the psychiatrist mentioned going off them. But that is taking Ben's
word, as I say we don't have any contact with the psychiatrist. Whether Ben is
telling the truth we don't know. He did say it when he came back from the
psychiatrist - because he is on a very low dosage as it was. The problem is they
portray themselves as being well. I mean Ben manages pretty well on the whole
considering all the problems he has had. I mean he looks after himself - he gets
untidy, especially when he is feeling down but on the whole he manages pretty
well. He has always had a problem with the medications making him feel lethargic
and sleepy and he hates that. This did seem to help for a while, and then he went
into this sleepiness again. It worries me sometimes that they don't look any further
than their mental illness - I mean he could have had low blood pressure. But
because they have psychiatric problems they think that all their health problems are
related to the psychiatric problem. Including the GP. They could be right but I
don't think it would hurt to have him tested for other things.
Marius: Medication is an ongoing problem - I mean you can understand that they
want to get off it if they can but once he is off it he is on a high but you can't get
away with for that long. We don't know whether the doctors have said to cut back
or not - I guess it is hard for them trying to gauge it. If it was a burnt ann you can
tell by the look but with this you don't know. That is an ongoing concern.

The idea discussed by the infonnant Holly' during the interview, whilst not discussed by
others is nevertheless important, and an area to be explored in the future. The infonnant
suggests that from her perspective professionals are quick to relate symptoms of ill health
back to the medication for mental illness or the mental illness itself, and cease looking for
other reasons for a particular health problem. A client ceases to be a 'person' and becomes
a condition.
The miracle of medication

Returning back again to the extract from Helen; the infonnant Helen's experience

IS

reflective of many of the descriptions given by infonnants in the interviews about
medication. In particular, the infonnants who had been caring in the period pre-national
mental health policy in Australia had similar experiences to share in relation to medication
issues. The critique of de-institutionalisation by other researchers suggests that this has
been a widespread issue for families and their relatives. The earlier support for the miracle
of medication and de-institutionalisation was challenged when it was discovered that antipsychotic drugs did not have long-tenn benefits, often resulting in people returning to
hospital again and again (Puckett, 1993; Baldwin, 1993).
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It is important to note that these problems are continuing to be experienced by informants

at the time of the interviews. This suggests that despite advancement in drug technology,
similar problems still exist in the use of drugs post National Mental Health Policy. What is
particularly evident in these extracts is the experience of side effects from medication
noted by informants.

The study by Carey and Leggatt (1987) researching carers and

schizophrenia in Australia, noted from families, similar types of side effects, such as
lethargy, fits or blackouts, lack of motivation, weight gain, rocking backwards and
forwards or continually swinging their legs. The study (Carey & Leggatt, 1987) also found
that medication could dampen the person's self, as described by Chris and others in
relation to their relatives.

Frederick: We have a lot of problems with side effects of the medication - and they
have to [psychiatrists] constantly change medication because they work for a while
and then they stop having any positive effect on the voices - some have made him
very lethargic and difficult to get up in the morning. He also suffered blackouts
with other medications. Carl [care-recipient] can't really manage the medication on
his own - he forgets and then he is' confused about what he has taken and what he
hasn't taken - so Carmel [other parent] has to manage his medication.
Agnes: The best medication for her we haven't tried because you have to have
regular blood test - she doesn't like needles. She has got her medication now - she
is running out of the medication that she can have which is a bit scary. Because she
had to go off two already because of really bad side effects. But this seems to work
a little bit sometimes - like at the moment we are really going through a bad patch.
The only one we have got left is [medication name] but we have ruled it out
because of her reluctance for blood testing.
Chris: As I said we went from one of the earliest medications, we went through a
whole list of them. Every fortnight it worked out she was on something different.
Because one wasn't working and they would take her off that one and put her on
another. They started her on [drug name] and she was on it for two years. Early
this year she went off it suddenly and didn't say anything ... she is usually fairly
compliant .. .I think it may have been because of the side effects. She was very
statue like and she never had that true bubbly personality corne out. She was
always very even in the way she thought and functioned. Bit sort of like the way
she moved, she moved a bit statue like and her thoughts were like that - very slow.
Her true personality wasn't really there. When she went off the drugs earlier this
year - that was the old Melinda that we knew before she was sick. She was just
back to normal and that was so wonderful to see. So you realise then how much the
drugs affect them.
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Medication is not enough

Even the informants in this study that described positive outcomes of medication, such as
improving quality of life conceded that medication was not enough in the overall
management of the illness. This particular issue is raised again and again by most
informants, despite their support for the medical model.
[Marty and Mavis are parents who were interviewed together]
Marty: That time we took her to [place name -metropolitan location]. She was
really in a bad way when we took her down. We rang the psychiatrists. We
couldn't really handle her - could we? He [private psychiatrists] said well take her
down to this place in [place name -metropolitan location]. We took her down on
the Friday night. Left about six o'clock at night. We got down there and we talked
her into staying and she said she would stay two nights. If she stayed any longer
she would run away. They weren't locked in or anything. We were frightened to
leave her in there any longer. But she was in a bad way. We just couldn't handle
her. She was doing silly things and wandering off. Violent mood swings. Lying out
in the middle of the road. Smashed and kicked a window.
Mavis: We think now it was a lot of frustration with the voices. Because she was
hearing seven voices in her head.' The medication subsides it but it still flares
up ... there is little said about how to manage the voices or how to manage stress
that leads to the voices, and the behaviour caused by, we think, the frustration over
the voices.

Another informant shares this same sentiment. Medication is important in the management
of the illness but it doesn't address other important issues, such as how to manage stress
associated with the illness. It is clear from the informant's perspective that medication
helps with subsiding some of the symptoms but it is not completely effective.

June: He will only see her for 15 minutes every month. If she hasn't been as good
or she has changed her medication. Then he would see her every fortnight. He was
quite attentive regarding that part of it [talking about medication]. I mean the
medication has definitely helped deal with aspects of the depression but it didn't
help with social relationships - over thinking and her analysing everything, and the
effect of stress.
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'Non-compliance' to medication by care-recipient

There is a distinct relationship emerging in thes~ findings between medication as the major
treatment mode, side effects, and the care-recipient's 'non-compliant' behaviour toward
treatment.

It seems that 'non-compliance' to treatment from the point of view of

informants is related to the perceived side effects of medication, particularly side effects
that appear to 'dull' the mood or change behaviour to the extent that families describe it as
a loss.

Further to this, most informants in this study agreed that medication does not

relieve symptoms of the illness completely. It would therefore be understandable if carerecipients were not willing to persist with drug therapy.

It can be concluded from the informants' perspectives, that whilst medication is important
in treatment, it does not adequately deal with these issues of side effects and efficacy.
What is more, the informants' experiences would indicate that drug therapy is the main
form of treatment provided by services, and therefore its ineffectiveness is significant.
Drug therapy in its past and present form is perhaps reinforcing 'non-compliant'
behaviour.

In trying to understand 'non-compliance' there was another explanation that was offered
by one informant based on his own observation.

[Lucy and Andy are parents who were interviewed together]
Here they discuss issues related to their daughters, sometimes resistance to the use
of medication.
Lucy: We can always pick up when she has missed her tablets - she hates that.
Andy: Lucy picks it up from her body language I pick it up from her eyes - I have a
real thing about eyes with people. So I can pick it with her eyes but Lucy can pick
it with the way she moves, the way she talks.
Lucy: Occasionally she will forget to take her tablets and back she will go but she
doesn't go back to the extent that she use to.
Andy: Part of it is - it is like a life lost. I mean the life they had when they were
delusional - when the medication works they have lost that urn well there is an
emotional thing that is not there any more and sometimes they would actually like
that to be again. So it is sort of like playing at the edge of a cliff - I don't want to
fall over but I just want to walk on the edge.
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Here the theme of loss is spoken about from the perspective of the carer who is trying to
understand the resistance to medication from the care-recipient's position. The informant
suggests that to an extent, there is an attraction ,to some of the experiences of psychosis,
and while medication reduces these symptoms, he describes this as a 'life lost' for the carerecipient.

From the carer's perspective, finding the right medication at least improves

'quality of life', to a certain extent. However, for care-recipients, medication may have an
entirely different meaning, and indeed a more subtle effect on their own thoughts of
identity and loss. This highlights the complex relationship between carers, care-recipients
and service providers, and acknowledges the importance of understanding the perspective
of the care-recipient.

This complexity revealed here and the potential relationship

between different variables related to treatment outcomes will continue to be explored
throughout this thesis.
Hospital isation

The literature review revealed that the role of the hospital in mental health care has
changed since the policy shift to community mental health care.

In the past, hospital

institutions were there to primarily provide long-term care for chronic mentally ill people.
They currently function in a similar way to the general hospitals, where patients are
admitted in acute phases of illness, and discharged on recovery.

Informants raised the

impact of this change in the interviews. Long-term carers discussed early hospitalisation
of their relatives and the use of ineffective and sometimes damaging treatments. They also
described poor and sometimes abusive conditions endured by their relatives, again
consistent with other evidence revealed in the literature review.

Helen: They just gave her a massive dose of whatever the medication was and then
she sort of turned into like a blob - and she didn't know what day it was and she
ended up putting on an extreme amount of weight.. .lots and lots of side
effects ... they kept her in hospital for three months, I think at that stage that was
about the standard time they keep people in and then discharge them. When they
sent her home she didn't appear any better in fact she appeared to be worse.

Another informant spoke of the experiences her daughter had in institutional care, stating
that she found it hard to think about those days.
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She felt that many of the difficulties the family currently experienced in relation to her
daughter, and her daughter's poor prognosis was the result of the treatment she received in
the institutional setting twenty years ago.

For this reason the informant was an advocate

of community care in principle but didn't believe there was enough help in the community
to make it work properly.
Asylum: a safe place

Nevertheless many informants expressed the importance of hospital care for the carerecipient, especially in relation to managing a psychotic episode in an appropriate safe
setting for the client. The extracts reveal a perception among informants that the system
has become imbalanced.

This reflects Palmer and Short's (2000: 291) notion of the

pendulum swinging too far in the other direction, as a result of the 'anti-psychiatry'
critique of institutions.

Violet: Just being in a safe place would be I think a great advantage. So these are
sick people - not physically but they are sick mentally - it's an illness and hospitals
are for sick people - so why can't they go there? You know they take the aged, the
infirmed, they take people who have accidents - epilepsy all that sort of stuff - why
not mentally ill- how unfair.
Helen: See right back then it was really hard to take people out of hospital - now it
is really hard to get them in - you know so it is quite the reverse - it's like you
know it's the extremes.

Overall, most informants remained critical of the therapeutic value of institutions even
today, and noted the loss of services provided within the institutional setting, such as
occupational therapy. The hospital setting, like the community setting would seem to focus
also on drug therapy, as opposed to other types of treatment.

Marty: I honestly don't think her going into the psych. centre done her any good.
She was just up there wandering around with the people she didn't want to mix
with. I actually don't know why they had them in there - I thought if they had
them in there they might have tried to get their motivation up and get them doing
things. But they just let them walk around. And she didn't like them old chaps
asking her for cigarettes.
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Polly: I said to him [psychiatrists] every time he comes out of the psyc. Centre in
Bendigo he is worse - they seem to load him up with medication.
Whilst informants believed hospitals are needed

i~

mental health care, they stated that they

currently don't help with the prognosis of the illness.

For example, there is little

opportunity for counselling or spending one-on-one time with the un-well person. There is
even less time for counselling and time spent with the family in the hospital setting.

In

some cases informants stated that it was useful to have their relative hospitalised because
this finally granted them access to a psychiatrist to complete an assessment. Hospital in
this sense was, at least, a way into the system. Overall, however, the time spent by carerecipients in the hospital had not helped with other issues pertaining to the management of
the illness, other than from a drug therapy approach.

Section four: Carers and health services- perceptions of the
public and private system
The findings so far have described the difficulties informants have encountered with
professionals.

Particularly in relation to feeling as though their voices are not heard, and

that the families' experiences are not considered in the decision making process. This
account of the carer-professional relationship has been important at the pre-diagnosis and
post-diagnosis stage. It is, however, important to note that interviews with informants
revealed some distinctions with these experiences based on whether they were dealing with
the public or the private mental health care system. The following extracts, therefore,
describe the informants' negative and positive experiences in relation to ongoing access,
but specifically related to the private and public system.
Carers' description of their clients current use of mental health care services

At the time of the interview the majority of carers said that their relative accessed help
from the public mental health care system, which meant they were being case managed.
Some care-recipients being case managed were also seeing a general practitioner, for
medication purposes. A few care-recipients were using the private system only, either a
GP or a psychiatrist.

Three care-recipients were described as not currently using any

services for the management of mental illness.
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Case management

Most families said that having their relative case managed in the public health care system
was an advantage, especially if the consumer got on well with the case manager and
responded to their help.

Some of the informants specifically made a point that their

situation seemed to improve as a result of case management. One of the main reasons for
this improvement related to the fact that informants felt that they finally had someone in
the system that they could contact and talk to about the care of their relative. Private
psychiatrists on the other hand, for these informants, were reluctant to include carers, and
this lead to feelings of isolation.

[Mavis and Marty are parents who were interviewed together]
Mavis: We didn't really know how bad she was early in the piece because of the
confidentiality thing - the psychiatrist wouldn't tell us much at all ... the best thing
we ever did was get onto that - the public health system... We have found that
since she has got a case manager that it has been a lot better. Emily tells the case
manager a lot more than she used to'tell the private psychiatrist. We find her really
excellent [case manager].
Marty: There was someone the other day knocking the case managers a little bit
saying they don't discuss things with them. But the one we have got is really good.
You can ring her up and she would discuss things on the phone with you.
Tom: The case managers' work was absolutely excellent.. .they had compassion,
they had professionalism.
They followed things through and they were
thorough ... but I think in times of difficulty the thing that impressed us was that
they would be there literally at the drop of a hat.

The issue here about confidentiality and the responsibility of carers as primary caregivers
for· often, adult children, transcends both the public and private system.

The next

informants clearly articulate the issues involved in sharing information and the possible
conflict of interest between carers, care-recipients and professionals.

[Penny and Lindsay are parents who were interviewed together]
Penny: This is another thing that we do find though, especially at this age. He is an
adult. We sort of get the feeling that they don't really want to talk to us [talking
about health professionals]
Lindsay: Where is the line drawn as carers and receivers of information from
support people when you are caring for an adult? What are our rights as carers to
know what medication they are going to change or what things they are going to be
doing that will change his [care- recipient] behaviour?
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If we don't know, we can't put strategies into place to deal with it. If the case
manager or psychiatrist doesn't tell us it makes it very very hard. We are not
always told what is going on.

These informants described their attempt to be aware of early warning signs and to ensure
that their son is taking his medication - he suffers from bipolar disorder. When their son is
'going along okay' and the situation is stable, they make a conscious effort to give their
son the space and freedom required by a young man. However, during more difficult times
they feel they need to be more vigilant because of the outcomes of their son's behaviour if
he is unwell, such as extravagant spending and elated spirit, and the consequences of this
afterwards.

Penny: When things are good and well it doesn't matter
Lindsay: We only need to be told things on a need to know basis. Anything that is
going to affect his behaviour changes could be the timing of his medication. If we
don't get informed - we don't understand what is happening with him.
Generally families supported the case managers, although there were clear concerns in
relation to the availability of case mangers, which will be discussed in more detail in the
next chapter. Overall, fewer informants were happy about their treatment in the private
sector.

Informants described feeling cut off from the process because they have no one

they can talk to about the treatment or the status of their relatives' health. It appears,
particularly in the private sector, that psychiatrists have a strong confidentiality agreement
with their clients, which on the one hand, are important arrangements and are a significant
part of the service. However, the practicality of this confidentiality agreement and care
arrangement is challenged by the fact that the families remain responsible for the carerecipient on a day-to-day basis. It was from this position of exclusion by the private sector
of the primary caregivers (families) that some informants are supportive of the role of case
management in the public system.

Ellen: I don't think there's any comparison really - private psychiatrists you just
get a visit and once you are out the door that's it you know and the next one
in ... they are not as compassionate - and they are so busy that you know - you ring
up and it would be two weeks wait - people with mental illness get really sick and
need help straight away ...
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The public system includes the families more but then again they have too - if they
don't have the carers involved and everything that goes with the carers - they are
left on a limb and they have to look after them.
This informant is happier with the public system but somewhat cynical too about the
reasons why the public system includes families more in the service. The informant feels
that the families playa significant role in the care for the mentally ill and the system would
find it difficult without families. This illustrates that the public system probably as a result
of a lack of resources relies on the families or takes the support of families for granted.
This raises important concerns in the delivery of mental health care services alluded to
already in the literature chapter. Will there be a two-tiered system, for example, a system
that relies on the family and offers little support; and the other system that only provides
resources to those people without families? Perhaps this is already the case, and needs
further investigation in order to document it.
Not happy with case management

Not all the informants were positive about case managers. The experience described by
informants about case management depended to some extent on the individual case
manager and their compatibility with the client and family.

Oscar: The case manager my daughter is using at the moment is totally
unsatisfactory - it is ridiculous that he has this sort of job ... he doesn't have a
sympathetic personality and doesn't seem to have the capacity for empathy ... the
case manager before that was never there. There are certain things that case
managers are supposed to do to help their clients. Like helping them cope with life.
They should be prepared to talk to them when they are going through a crisis. My
daughter doesn't get any of this type of support.

Using private psychiatrists

Some families had found good private psychiatrists, who were able to provide answers to
problems and successful treatment beyond what had been achieved in the public sector.
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They found that the private psychiatrist was able to spend time with their relative
discussing the issues with them about their illness and recovery, and were able to make
sensible informed decisions about medications because they monitored the client's
progress. They had not been able to achieve the same sort of results in the public system.

Helen: I am afraid I've got to say that we've had more response from private
psychiatrists - the first one in [metropolitan centre], and he worked with her on
grief and that sort of thing, and [name of psychiatrists] in [large rural centre] who
worked really hard on getting the right medication. I am just saying we were lucky
enough to get those two - now if we had got another private psychiatrist - it
wouldn't have maybe worked as well.

Other informants moved to a private psychiatrist because the public mental heath service
was under staffed and under funded, and they experienced difficulties with continuity of
care.

Polly: We are using a specialist. I was using the community mental health in [small
rural community] which I didn't know existed until this took place and this was on
the recommendation of my local GP. But I have found after using them after four
months that I just needed more answers- I needed more expert advice so I went to
the private psychiatrist in [large rural centre] ... But I didn't leave on bad terms or
anything - they were excellent but I think the work load is too great for them. You
don't get the continuous one-to-one treatment. But with the specialist I speak to
one fellow and you get the one opinion and the continuation and Harvey has a great
rapport with him. At the local mental health centre he had a good rapport with one
of the case managers but then the case manager shifted. He dropped his bundle and
I did a little bit to.
Many of the informants' satisfaction with services were about the issue of inclusion or
exclusion from the caring process by the service provider. Importantly, the findings
illustrate a general perception by carers that the mental health care system has improved,
particularly in relation to the implementation of the case management system.

It is the

case management system that, overall, has improved the recognition and participation of
the family's position in the treatment and caring role. However, this is not a conclusive
finding of this study, as some informants described the care provided by the private system
as better.
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Whilst the public system may have been more inclusive, there were other issues that
informants stated were important such as continuity of care and availability of care when
you needed it.

These were not provided as 'Yell by the public system. Hence some

informants moved to private psychiatrists. The issues raised here about continuity of care
and availability of care is important and will be addressed in more detail in the following
chapter.

Section five: Carers' descriptions of 'lack of insight' and 'noncompliance'
Informants described other further complications in relation to seeking help and their
relative's behaviour. This next section addresses the fundamental concerns for informants,
which they termed during the interviews as a 'lack of insight' and 'non-compliance' to
treatment.

It is interesting that the informants had adopted the terminology used also by

the medical profession or mental health services to describe care-recipients. It would seem
to show an allegiance with the advice and meanings attributed to certain behaviours by the
medical profession. The term 'non-compliance' tends to be entrenched in the vocabulary
of informants, although, as stated in chapter four there is some challenge in the mental
health care literature to the use of the term 'non-compliance'.

It would seem that

compliance is associated with forced and non-participatory treatment.

Nevertheless, the informants' experiences of 'lack of insight' and 'non-compliance' are
important.

These two issues increased the complexity of an already difficult situation in

relation to gaining access to services.

What needs to be considered is that informants in

this study expressed their sole motivation of wanting to help their relative.

The care-

recipients 'lack of insight' and 'non-compliance' to treatment made this a difficult process
for the carer, care-recipient and the professional. Earlier extracts at the beginning of this
chapter illustrated some of the circumstances that lead to families seeking help from
services, which indicated in most cases, but not all, that the care-recipient was not a willing
client of mental health care services.

The following extract illustrates the unsettling and frightening circumstances that families
can be in. It shows the effect of 'lack of insight' on the process of seeking help.
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The infonnant described a situation where her son became very upset, 'ranting and raving'
about a 'powerful force'. The informant did not live with her son but had felt something
was wrong during phone calls, so she and her partner travelled to visit Bradly (carerecipient). By the time they arrived, Bradly appeared very unwell.

Leonie: By the time we arrived he was saying and doing quite strange things. And
finally Marvin [partner] looked a me and he said' Leonie, I think we'd better call
the police.' I went to a cafe and called the police. Well an hour and a quarter went
by before they arrived. By that time Bradly said to Marvin, after some time and
obviously he realised, well whether he realised or not I'm not sure, but he knew he
had to calm down or something because he said 'Marvin, I'm going to try and
meditate myself to a stage where I can cope with this force', and so forth. So he
did and he sat down on the stairs apparently, and he started meditating. And then
because an hour and a quarter went by from when I called the police to when they
carne, and they did warn me urn before they even saw Bradly or Bradly saw them,
that unless he was really bad they couldn't really take him to the hospital.

However, after some time Bradly did begin to get agitated again, and the police were able
to transport him to hospital where he was assessed and considered to be seriously mentally
ill. He was hospitalised, although Bradly did not believe himself to be ill and was upset
with Leonie and Marvin for allowing this to happen to him. The infonnants' reference to
their relative's reluctance to be hospitalised and disbelief that they were mentally unwell is
an issue that emerged throughout many of the carers accounts. These extracts also present
the context in which people living with mental illness may be forced to comply with
treatment.

This can sometimes mean police intervention.

For these reasons, it was

difficult for families to seek initial help for their relative.
Public and private behaviour

The extract above shows that the care-recipient had been acting extremely unwell in the
horne environment but in the event of the police or a mental health care team arriving, was
able to behave relatively nonnal for a period of time. This was a common experience for
the infonnants in this study.

Informants stated that, unless their relative who was unwell

was acting in a violent manner or perceived to be a threat in anyway to him or herself or
others then it was difficult to get help.

178

Some infonnants acknowledged that it was difficult for professionals, given that they had
to observe the behaviour themselves before being able to act.

Ellen: You get very frustrated at times because you can't do anything you know your hands are tied. You can speak to the case manager and things but they can't
do anything ... we try to get him into hospital. The case managers are pretty good they have a fair idea - but a lot of people with psychotic disability present to a
doctor and really put on a good face for half an hour or an hour or for the time they
are there- and two hours - you know it is completely different. And the doctors
don't see it - they can only read reports and a lot of them won't take any notice
unless it is there in front of them.
Violet: I mean I suppose on the one hand I can understand their situation [case
managers/psychiatrists] because of patients' rights these days - but on the other
hand you know the carers are witnessing it hour-by-hour - and a person can be
terribly violent towards the carer maybe or behaving in terribly strange ways and
the carer gets the c.A. T. [crisis assessment team] in or finally persuades them to
come - and the person is the same as you or I - so that's where the problem lies I
think - it's just they've got to see them acting like that at the time.
This particular phenomenon resulted in what infonnants felt were crisis-oriented services.
The theme 'crisis' therefore, has become an issue that is crucial at the initial stages of
seeking help, before diagnosis, and as a part of the ongoing service delivery. Whilst this
issue needs to be expanded upon, especially in relation to the implications of this type of
service delivery for families and care-recipients, it was an issue that people specifically
suggested reflected the current rural mental health care environment. Therefore, further
discussion of this issue will appear in the following chapter. Important here also, is the
observation of parents that care-recipients can control their behaviour at certain times but
are then described as lacking insight into their illness.
A lack of insight and ongoing care

Infonnants described the care-recipients' apparent lack of insight about the illness as being
a key factor in the management of the illness, and presenting significant problems in
obtaining effective mental care and support.
Pam: The word insight is the key. If the patient has no insight how can they be
helped? Unfortunately a lack of insight goes with the illness.
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Infonnants stated that a 'lack of insight' was often linked to the client's lack of cooperation
with treatment for the illness, which families described as 'non-compliance'. Most carers
interviewed discussed 'compliance' or 'non-compliance' to treatment as being an
important issue in the management of the illness. 'Non-compliance' has been addressed
also earlier in the chapter within the context of medication but here it is addressed in a
more general context.
Sandy: She doesn't have any insight into her illness. So we have had problems
with medication right through.
Liza: The biggest problem with Wanda [care-recipient] and the sort of disorder she
suffers from is the lack of insight. They virtually have no insight into what the
problems are at times. It is very much the rest of the world has gone mad, not me.
Felicity: I think the services are better now - like if Logan [care-recipient] would
go - urn they'd be quite helpful- but it is hard to get him to go, isn't it?
Max: Yeah, we're satisfied with the services - it is just that we can't use them
properly because it's a question of the person who really needs it is uncooperative.
Jude: It is like, I have got a child that needs help and I can't get help because he
will not go to the doctor. I have tried everything to get him to go to the doctor. No,
he doesn't need to go to the doctors there is nothing wrong with him [her reference
here is to the belief of her son - that he is not sick and therefore doesn't need help].
I say no, that's what you say but the rest of us think you have a problem. That's
when he goes to his room and closes the door. Bang.

There would appear to be a direct relationship between 'insight' and 'compliance', and the
subsequent management of mental illness in the long-tenn. It would seem that informants
in this study hold these two issues as the keys to success in managing mental illness.

Tom: So there seemed to be a bit of insight when the psychosis was really bad, he'd
often call us up - which seemed often like a call for help and yet when you sort of
want to do something about it he would back a way from it. If he had an insight
level b~fore his treatment of say five percent then it might have risen to twenty
percent. But it is not what I would call enough to be effective for long term self
care ... The difficulty of getting the person to treatment is very large. The difficulty
is that most consumers don't have much insight into their problem. I think of our
own situation and I think of friends who are in a similar situation right now, and
they are almost powerless to move because their son sees no problem.

180

Informants whose relatives do have 'insight' into their illness and are 'compliant' with
treatment are grateful that the situation has always been that way or has gradually reached
that stage overtime. They perceive their

experi~nce

to be in contrast to families whose

relatives do not accept their illness.

[Ken and Sonia are parents who were interviewed together]
Ken: He had insight from the word go and he sought help without us, he went to the
police and to see a psychologist and then admitted himself to a psychiatric clinic
and he said can you please help me ... he responded well to treatment and has never
had a relapse. He takes his medication because he doesn't want to get sick again.
Sonia: Once you have a greater understanding of the illness and you have a patient
who will take it inside and accept the illness too and take the medication that makes
it easier.
Holly: He has developed insight to his problem - even from the beginning - it took
him a while to accept that he had a mental problem but once he accepted that he
had, he built up quite a good way of managing his life and getting over the
depression and that sort of thing has been very good [the depression was a result of
being mentally unwell from schizophrenia].
Interestingly, while most informants saw these issues as barriers for professionals and
families, one of the informants questions the reason why mental health care services can't
help, especially if 'lack of insight' and 'non-compliance' are related to the phenomenon of
mental illness. She suggests that the issue of insight and compliance should be addressed
by mental health services, otherwise how do people living with mental ill health and their
families ever improve the situation. The informant makes an important point, that there
has to be more to managing the illness than convincing unwell people to comply with
medical treatment.

Jude: If a lack of insight is a common characteristic of mental illness, why is there
not more effort by mental health services to address the issue?

The way that 'non-compliance' is generally dealt with is by the use of community
treatment orders. This means that mental health services ensure that the unwell person is
taking their medications. For some families this was the only way they could gain any
relief from the situation, although they would prefer their relative to 'comply' willingly.
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There is a clear need to address the reasons associated with a 'lack of insight' and 'noncompliance', and working out ways people can be helped when they present with these
characteristics.

In this study the majority of informants had stated within the time of caring for their
relative that at one stage, if still not the case, a 'lack of insight' and 'non-compliance' were
issues they were faced within seeking treatment.

One informant suggested that these

characteristics and others determined whether or not a care-recipient received effective
treatment.

She suggests that issues of no family support, 'lack of insight' and 'non-

compliance' to treatment virtually affected half the population living with mental illness in
her experience.

Whilst this statement is the informant's perception, it suggests

nevertheless, important ideas that require further exploration in terms of mental health
care.

In fact it seems "logical" that people willing to support the diagnosis are rewarded

over those who are not.

Violet: I don't see things being improved much - I guess it is working in some
cases - I'm trying to put a percentage on it - I think it works for people who have
got diligent carers um who are compliant and I can think of few people like that in
this area but for the difficult ones, who make up about fifty percent at least, it is
difficult.

Informants' explanations for a 'lack of insight' and 'non-compliance'

Some informants speculated on the reasons for a care-recipient's 'lack of insight' and
'non-compliance' to treatment, suggesting that it is related to the social aspects of mental
illness, rather than it being a medical phenomenon. Some informants suggested that the
stigma associated with mental illness could explain the reaction of many care-recipients to
a label of mental illness.

Pam: The stigma is the reason why so many of these ill people will not accept that
they are ill. And that is the sadness, so many lives lost, and friends hide, just
because of the fear of the unknown.
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Liza: I would say to him: look you have an illness there is nothing to be ashamed
of. But it is like that he was totally obsessed with the idea that no body must know
what was wrong with him. Which was really hard - it sort of showed that even in
young kids that they felt that there was a stigma attached to a mental illness.

The extracts show that illness itself is largely viewed as a biological phenomenon and
therefore, if people would accept that they were sick, then they could work toward getting
better. This is very much reflective oflocal cultural construction of how sickness should be
dealt with. In chapter four, it was stated that in the case of both acute and chronic illness,
an ability to improve oneself, if sick, was acceptable. On the other hand, the extracts also
indicate that informants accept that there are reasons why this isn't an illness like any
other; that to be mentally ill is interpreted as shameful.

The following informant describes her son's 'lack of insight'. The quote demonstrates
how, many informants felt they needed to convince care-recipients that they have a mental
illness. This is because acceptance of a rr,tental illness from the perspective of many
informants resulted in or would result in progress for the care-recipient.

In this study it

seemed that informants wanted their relatives to be able to accept, manage and move on in
their life. This in part happened in some of the stories but many of the others it didn't, and
as the next informant suggests, perhaps it is the care-recipient's way of coping with the
diagnosis of mental illness. The informant begins by addressing her concerns about
medication, and ends with a concession that perhaps 'lack of insight' is a way of coping.

Rhonda: No, I don't have any concerns now because he has to have it because he is
on the CTO [Community Treatment Order]. But if wasn't on that then yes I would
have concerns. He tried to have that revoked last December [the CTO]. I was
present at it. We had talked about it previously - about him needing his medication.
We went through the form and he said I haven't got chronic paranoid
schizophrenia. I said do you know what it means? Do you know what the word
chronic means and he said, 'yer real bad terrible.' I said 'no, it means it is
continuous.' I said do you know what paranoia is and we went through it, I said do
you know what schizophrenia means. He had the wrong idea of schizophrenia.
Through the educational program that they have conducted at (place name), I was
able to explain better to him what schizophrenia was. He was ready to listen. I was
talking about judgement and disordered thoughts and stuff like this. I was giving
him some examples from himself. And at the end of the conversation which took
about three hours - We had emotional bits, at one stage I am ready to walk out the
door in tears and he said come back here mum and give me a cuddle instead.
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After we got through all this he said, I suppose I could have schizophrenia. I
thought wow this is a break through, and I told the case manager and everything
and about three weeks later we go to the interviews for the eTO, and this bit on the
form that said something about the last hospital admission was due to him acting on
delusions or something. He said, I never had delusions and I shouldn't have gone
in and he got so defensive, and he just said there is nothing wrong with me. I don't
need medication. That was it. They made sure he didn't go off the eTO. I
couldn't believe the change. So now we can't get back into it. I thought there
might be some progress but there hasn't been. So I really have to be careful that he
stays on his medication... I am not concerned at the moment because he is on a
eTO but I would be concerned ifhe wasn't unless he had complete insight ... I say
you just don't understand do you. He says what don't I understand? I said if I tell
you, you won't believe me. It affects me, I just get really sad. We can't do
anything about it. It is sad that he doesn't recognise it. But I am afraid also that if
he does recognise it he may not be able to cope with it. Maybe that is why. I think
deep down he knows but he won't admit that he recognises it because he is afraid
of what that outcome might be. I have sort of thought about that a couple of years
ago. I think it might be his way of coping with it.

The findings from this study indicate clearly that there are significant areas of potential
(

hardship for families who perhaps have come to accept the illness themselves but are
struggling to convince their relative to also accept. This situation raises the issue of the
effect of labelling people and their subsequent reactions to these labels. It also appears
from these findings to be a complex area to understand, given that at times relatives are
able to control their behaviour in order to avoid being treated or diagnosed by
professionals. It is difficult without understanding the perspective of the care-recipient to
know what this means. However, it might suggest there is enough insight to avoid the
situation of being labelled mentally ill. Interestingly, some informants also described their
relatives as being very guarded about their experiences and avoided talking about their
voices, as though there is an awareness of being different.

However, it is too

presumptuous to assume what these incidences in this study actually mean to the carerecipient.

It does, however, suggest that further research is needed, especially in the

psychological and social field to understand better the phenomenon of a 'lack of insight'.
Summary

In summary this chapter has covered some of the main issues raised in the findings related
to informants' perceptions and experiences in seeking help for their mentally ill relative.
Three main stages were identified in the findings.
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•

The pre-diagnosis stage and the ability of families and service providers to recognise
the signs of the development of mental illness;

•

Diagnosis stage and the ability of service providers sought by families for help to
diagnose effectively that enabled ongoing support; and

•

Ongoing access influenced by whether health professionals include or exclude families
in the caring process and the care-recipient's willingness to continue to comply with
treatment.

To some extent informants understood the barriers not only for themselves but for GPs,
case managers and psychiatrists. Informants suggested that professionals had to observe
the unusual behaviour themselves before acting, which was problematic given that the
care-recipients were able to hide symptoms. Further to this, diagnosis and treatment in the
field is often complicated by the fact that professionals and clients have confidentiality
agreements, which exclude families. This is despite their role of primary caregivers, and
their feeling of responsibility for the well-being of their relative. In this sense mental
health care raises many complex issues about the relationship between parents or spouses
and their mentally ill relative, the care-recipient and the professional caregiver.

This

appears to be still a concern for informants, and hence unresolved areas in mental health
care, at least in their mind. Interestingly, these concerns are those of Butcher (2000) cited
in chapter two of this thesis. He critiques the rights-based framework of mental health
policy, for these very reasons.

It would seem therefore that there are conflicting interests between carers, care-recipients

and service providers. This study shows that the formal and informal carers want similar
things, for example, an accurate diagnosis and results from treatment. However, in respect
to the interaction that occurs between the formal and informal carers and the carerecipients in this study, there is less known about what diagnosis of mental illness and
treatment means to the person who is unwell. Here the phenomenon of a 'lack of insight'
needs greater investigation. This investigation should be undertaken to determine the link
between a 'lack of insight,' the aetiology of mental illness and the emotional and social
effects of mental illness on an individual.
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A key issue, from a more positive perspective, is the seemingly more inclusive position of
mental health care service delivery at the current time, compared to families' past
experiences of these services. In particular, the case management system was recognised
by informants as a useful part of the service, and provided greater contact and participation
for caregivers in the formal care of their relative. Although informants described their
encounter in the private sector as more of an exclusive experience for families, there were
some informants who felt private psychiatrists had been able to help the most.

Nevertheless, despite the changing ideas about the role of the family in mental health care
and the move away from placing blame on families for their relatives, there were still
numerous examples of experiences where informants felt they were the ones under
examination. Further to this, many informants felt their day-to-day lived experience and
observations went unrecognised or unacknowledged in the decisions made by professional.
It would seem that experiential knowledge is still largely discredited knowledge, when

pitted against expert knowledge, or

alternat~vely

experiential knowledge is still largely

dismissed in professional decision making in the health care field. Again this is contrary to
the family's key role in mental health care and indeed the rhetoric of collaborative practice
espoused in mental health policy.

The other important issue to emerge from the findings presented here is in relation to the
primary role given to the medical model of treatment. Invariably informants spoke of
treatment in terms of medication and hospitalisation, medication being the primary
concern. They also used medical terms to describe their care-recipients such as 'noncompliant'.

Whilst, understandably most informants perceived finding the right

medication as the most important step in the long term treatment of their relative,
informants still raised issues that reflect the inadequacies of the medical model in this field.
For example, medication was perceived not to deal with all of the symptoms or the reaction
of the client to those symptoms, both physically and emotionally. It is possible these sorts
of issues affect a person's willingness to develop 'insight' and 'compliance' to medication.
The medical model is largely ineffective in this sense.
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Chapter six: Rural mental health services and the lack of resourcesinformants' perspectives and experiences
The content and thematic analyses of the last chapter are expanded upon and explored
further in this chapter, focussing on the service delivery issues that informants raised
specifically in relation to the rural context and ongoing formal care.

For example, the

theme of a "crisis oriented service", although raised in the last chapter was discussed by
informants as characteristic of the rural mental health care environment. Although, in the
last chapter informants showed support for the case management system, this chapter
reveals how this system in the experiences of the informants undermines the effectiveness
of case management. The study also highlights again the informants' general support of
the medical response to mental illness and hence the significant concern with the lack of
psychiatrists in rural areas. However, there are also important insights made by informants
in relation to the inadequacies of the system, especially in relation to the provision of social
support. In any case, it would seem the overall rural mental health care environment is
having significant consequences for the carers of people living with mental illness and for
the prognosis of the care-recipients.

Although the sample contained only a few people caring in the urban environment these
findings are utilised to provide an exploratory comparison between rural and urban
environments.

Clearly further investigation is required to be able to draw conclusive

statements. Nevertheless, the discussion raises important issues in relation to pathways of
care and access to specialist services in metropolitan areas that provide a holistic approach
to mental illness.

Living in a rural environment and the families' experiences of the
mental health care system
Interestingly, in the light of the general appraisal of the case management system and in a
few cases, private psychiatrists, carers described significant difficulties gaining access to
these services in the rural environment.

Carers in the larger rural centre (33%) were

generally more satisfied with the availability of services compared to carers living in the
'other' rural areas (58%).
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Each of the issues and problems were experienced in the larger rural areas but seemed to
be exacerbated by fewer resources in the other rural areas and distance to larger centres.
For example, in the larger rural areas carers were

~ble

to gain access to a psychiatrist more

easily than people in the other smaller rural areas. In some circumstances in the smaller
rural communities, families complained of no crisis or emergency help available after
hours.
A lack of specialist mental heath services in rural communities

It was virtually unanimous among carers (87%) whose relative used services in rural

communities that the mental health system is under- resourced. Informants' opinions of
how and in what areas the system was particularly under-resourced varied given their
different circumstances as well as their location, but generally informants agreed on the
following issues.
Lack of psychiatrists

The lack of psychiatrists in rural areas is strongly supported in the literature and addressed
in the literature review. There were two main issues raised by informants:
•

lack of available psychiatrists and the implications for the care of the client; and

•

lack of continuity of care related to the perceived high turnover of
professionals.

Further to this, informants noted that an overloaded private system has meant that
carers/care-recipients did not have the option of seeking advice from outside the public
system.

In some cases families couldn't even get an appointment with a private

practitioner because the books were closed. Some informants were under the impression
that if they did seek help outside the public system they would lose their case managers
and other support. Other informants discussed how the overloaded public system and
private system resulted in a delay of treatment.
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Delay in treatment

Many informants felt that their concerns and experiences related to a lack of psychiatric
help.

This situation is reflected in the following extract. The lack of this help again

creates another delay in getting appropriate treatment and help for their relative. It also
delays the time in which families can better understand what they should be doing to help
the care-recipient.
Tom: The basic problem to our way of thinking is the lack of psychiatric
assessment - very good care at the case management leve1... but it took weeks for
our son to get any sort of psychiatric assessment by the psychiatrist. It just seems
incredibly difficult to get to see a psychiatrist. .. we wanted to discuss the situation
with the psychiatrist but we couldn't get to him. At that stage we were quite
concerned about where we fitted as carers ... there were specific questions we
wanted to ask about how we should handle the situation.

The issue raised here is typical of informants' concerns. Informants felt that there was a
lack of availability of the most appropriate professional at that time. The informant Tom
was happy with the support of case managers but felt there was a need to seek more
specialist advice from the psychiatrist.

Some informants stated that they thought

psychiatrists are the professionals that know about the mind and therefore have the greater
ability to make decisions about the correct treatment. The informants' perceptions fit with
reality in the sense that psychiatrists are at the top of the mental health care hierarchy, and
have authority over diagnosing and prescribing medications, which others in the field do
not have, such as social workers or community nurses. They are medically trained and
therefore have dominant occupational status in their field, similar to the way a medical
doctor is dominant in the general health care field (Bland & colleagues, 2001: 144).

This illustrates that access to a service is a crucial issue in the caring process; however,
access has several dimensions. The actual availability of the service is of first importance
but beyond this is the need to have the right level of expertise at particular times during the
illness process. It is not enough to provide a service or any service on the ground; the
service must meet the perceived needs of the family and the care-recipient. However, this
is not to suggest that other mental health care professionals should be overlooked.
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Despite the perception of the carer or care-recipient, these practitioners could be the most
suitable people in certain circumstances.
Managing medication

The consequence of a lack of psychiatrists in rural areas continues to affect the caring
process. This effect extends beyond the need for advice and education about the illness to
the medical management of the illness. The role of specialist mental health professionals
is to give advice on, prescribe and monitor treatment such as managing the side effects of
medication and finding the right medication. Without this help families tend to encounter
hurdles and difficulties in their role as carers.

An informant, who lives in a smaller

community (other rural), where access to the psychiatrists is limited, discusses why the
availability of a good psychiatrist is viewed to be so important by informants.

Don: A lot of people [care-recipients] won't take their medication ... one reason
why they won't take medication is because of the side effects. That is why it is so
important to get good psychiatrists out in the country to monitor their medication
more closely.

This extract could have been used to support informants' perceptions of medication in the
previous chapter.

However, the decision was made to place it here in order to illustrate

the link between 'non-compliance' to medication and the problems of gaining access to
psychiatric services in rural areas.

From the perspective of the informant, battling with

finding the right medication, minimising side effects of medication and dealing with 'noncompliance' are compounded by a lack of psychiatrists in the rural areas.

The following extract could have also illustrated the side effects of medication, especially
in relation to hospitalisation, which was discussed in chapter five. Nevertheless, including
it here shows how in the absence of a psychiatrist, a family takes on the role of
administering medication themselves to compensate for the lack of help.

It is difficult to

tell how widespread this situation might be, as this was the only description in these
findings of carers who actually have altered the dosages of medications.
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Many other informants in this study described monitoring and administering medication,
but not changing the recommended dosages. Nevertheless, it is an example that shows the
circumstances that families could find themselv~s in without adequate formal support.
[Andy and Lucy are parents who were interviewed together]
Lucy: It was a lot of years and just doing it on your own and struggling through.
Like in the end she [daughter] wouldn't go back to hospital because she just hated
it there. So between me, Andy and Erin [care-recipient] - we had to manage it.
They had her on so many tablets that she was just nothing - she was a vegetable you could more or less say she could not communicate. Her eyes were dull. So
Erin and I worked out her medication.
Andy: Lucy and Erin did an amazing job with the medication. They had to balance
the effectiveness of the anti-psychotics and then balance the medication that
handles the side effects of the anti-psychotics. So there were three types of tablets
- they did a brilliant job.

While it is easy to understand why a family might try to adjust medication, it is potentially
very dangerous. There are physical dangers to the client related to side-effects of particular
medications (Casey, 1997).

It also gives rise to the possibility of families becoming the

scapegoat if a tragedy or disaster did occur rather than an examination of the service
availability and funding issues. This situation is one example, which demonstrates how an
inadequate mental health care system is failing carers and care-recipients.

Many informants in this study described a 'burden of care' beyond their capability and
resources, rather shouldering responsibilities that required the expertise of a trained mental
health professional. This raises an issue that will be elaborated and discussed in the final
chapter, related to the inappropriate expectations placed on families by society and
inadvertently via policy and policy implementation.
High turnover and the erosion of rapport

Further to a lack of psychiatrists, especially in the smaller communities (other rural), other
informants described problems with the rapid turnover of psychiatrists in the public mental
health care system. Another issue raised in the previous chapter by informants was the
importance of communication and the rapport built between psychiatrists, the carer and
care-recipient.
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It was in their experience that these characteristics of a service made it more inclusive of
the carer and the care-recipient, by spending more time over a period of time. Informants
living in the larger rural centres referred to

thes~

aspects more frequently.

So whilst

smaller communities (other rural) identified gaining access to a local psychiatrist as a main
priority, the group of informants living in the larger rural centres who had better initial
access to psychiatrist were concerned about the high turnover and lack of continuity of
care. The informants suggested that a high turnover of psychiatrists in their local area leads
to broken communication, difficulties with medication and a lack of trust in the system for
both the client and the family. The presence, therefore, of a local service, such as a
psychiatrist did not necessarily mean a good service or effective service, and illustrates
other dimensions of access beyond availability.
[Lindsay and Penny are parents who were interviewed together]
Penny: We are in a bit of a muddle now but it is the fault more of the system. The
psychiatrist has moved again .. .it is fair enough, it is a free system and you have to
put up with that sort of stuff but it makes it difficult with our son's medication. His
[son] medication has been reduced by the previous psychiatrist and he was going to
take him off another one but he is gone - and that leaves us left up in the air. We
feel someone should look at his medication ... but there will be a long wait now until
we can get to see anyone.
Lindsay: They seem to have a big tum-over of staff and mostly people in important
positions. To me it is just like anything I suppose it just happens. But it is
upsetting for the clients. Marty who just gets the confidence with one case
manager or psychiatrist has to jump through all the hoops again when they leave
and new one arrives.
From the view of the informants it is clear that the rapport built between a client and the
mental health professional is a key component of access in the mental health care system.
A client is more likely to access a service if they trust the person they see, and
consequently more likely to comply with treatment and speak openly about their illness.
Again, access is about the professional relationships built between service providers and
clients as well as the availability of the service.

Therefore, the mental health care

environment in rural areas is perceived by informants as contributing to the phenomenon
of 'non-compliance' and 'lack of insight.'
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Seeking help in the city for diagnosis

It is also well documented in chapter two that rural people have to travel to access

specialist services, and it is generally acknowledged that highly specialised services are not
economically viable in rural communities.

However, some informants in this study

described accessing services in the city that existed locally because they had received no
response from local services. It was described as a turning point for them in the treatment
and management of the illness. Although the distance to the metropolitan centre was a
barrier, these informants were prepared to travel and pay the cost, if it meant finding the
right answers and finally getting the help they need.

[Lucy & Andy are parents who were interviewed together]
Lucy: It took us a long while to get any sort of help or anything. Through
frustration we piled the kid in the car and drove to (metropolitan centre). Got her
into a hospital - we don't know how we did it to this day - we said we are not
taking this kid home until she is diagnosed.
Andy: Here (other rural centre) no ope could help us. They weren't even armchair
experts ... they weren't smart enough to know they were out of their depth. Until
we met one lady who was a psychologist and she sort of guided us in the right
direction. She was the first one that was smart enough to admit they couldn't really
help. So that is why we decided to head to (metropolitan centre).

Accessing care in a metropolitan centre: not a long term option

Other informants discussed gaining access to services in a metropolitan centre because the
type of care they needed was not available in the rural areas. The informants viewed this
proposition as an inadequate long-term solution for the management of the illness,
reporting that the logistics of continuing to access this care at such a distance was too
difficult. They had to then opt for the local service. In each of these cases, carers were
discussing younger children rather than adults. Informants indicated that the local service
was not always ideal because of the lack of expertise and experience with issues pertaining
to younger people and mental illness. These informants stated that there was a gap in
mental health services for young people who are living with a mental illness, especially if
the illness is not considered to be normal for that age group or if the condition requires
specialised care.
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Agnes: Harriet [care-recipient] had specialist adolescent hospital care and we had
to go to a [metropolitan centre] for that because there was no such service in the
country. It deals with things like anorexia - all sorts of things. You start off by
going to your GP and they start off eliminating any physical things. Then he
referred us onto a paediatrician because she was an adolescent. .. While we were
with him he referred her onto to a psychologist that use to work in his same practice
and she used to come up from [metropolitan centre]. Because she was an
adolescent you need specialist psychologists that work with adolescents and there
were none available and eventually - I have lost my time frame ... So then she was
sent to a private psychiatrist in [large rural centre] because things were getting out
of hand a bit and they couldn't handle it. He was reluctant because she was still an
adolescent. He really deals with adults but he was prepared to take her on because
there was really no one else. Things got progressively worse - and the
psychologist wanted to see her more frequently. She said if we had've lived in
[metropolitan centre] she would have wanted to see us daily. But she used to only
come up once a fortnight. So the psychologist and the psychiatrist in conjunction
with each other decided that she should go down to a specialist place for
adolescents - so she was sent to [program name]. She was in their six weeks and it
was really difficult because at the same time my dad was really ill and in hospital. I
can see the ideal thing would have been to have her go in as a day patient but it is
just not - I mean I had a job and I had a critically ill father in [large rural centre].
You just can't up and leave because you don't get your job back and we have got
three other kids as well. So she had to go their full time and I was worried about
things like ... they have urn the boys and girls are sort of together ... we were told
later at her stage of her illness she was veryvulnerable ... and then she had to be put
in this situation - she got through it but it wasn't ideal either. In the end she was
just getting too homesick and had to come home, but she was still really sick when
she came home. We had never had anything to do with community health - we
were referred to community mental health here and she was given a case manager
immediately. That case manager was a social worker - she was fantastic but it
really wasn't the ideal - you really should have had a psych. nurse. She did
specialise in that area... In between times we went back to [metropolitan centre] to
her psychiatrist from that hospital that was probably about three visits. Then we
were referred back to her private psychiatrist in [large rural centre] and he was
happy to take her on. But again he was lacking expertise in - he has been fantastic
but it is pretty difficult when it is a highly specialised area and there is no one up in
the area.
Liza: Accessing services for her [daughter] has been nearly impossible. Because
she doesn't fit neatly into a psychiatric box, they are very reluctant to do much with
her [talking about the local service] other than a cursory visit .. .I wanted for
somebody to have an ongoing role with her ... there is a support group for people
with her illness in [metropolitan centre] but she won't travel down there.

These extracts demonstrate the obstacles that families face in seeking appropriate care, and
the frustration in knowing the service they need is in a metropolitan centre. It highlights
while travelling to the metropolitan centre in the short-term may be manageable, over the
long-term the lives of families must return back to 'normal'.
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Informants state here the complexity of their lives as families and the various
responsibilities they have within their family, such as caring for elderly parents and the
needs of other siblings. It is within understanding the context of families' lives in totality
that it becomes much clearer why local support in relation to a mental illness is important,
and why travelling to metropolitan centres is in the long-term unsustainable.
Case management

In the literature it was demonstrated that case managers have a mandate to work with
clients needing acute care, as well as coordinating services to aid the client's recovery and
rehabilitation (CDHFS, 1997a & VGDHCS, 1996). Whilst most informants felt that case
managers were accessible during an acute phase or episode of the illness, they did not feel
that this support continued as the client moved into a recovery stage. Case managers
(especially in the smaller communities) are too few and can not provide a comprehensive
service. Informants perceived the issues to be about the availability of a comprehensive
service to meet the needs of the client and family over the long-term but were generally
happy with the quality of case manager service.

Informants' dissatisfaction was a

consequence of the lack of resources to adequately run the case management system and
the dependence of the system on the family to provide this type of care. Clearly, the
informant perceives the issue here of broken contact with the service as one that is created
by a lack of staff availability, so that those people working in the service can only respond
to the acute stages of the illness.

Liza: The case manager was excellent during the acute period, the service was
excellent. They wasted no time - they got the referral from the GP through their
emergency number and the local service in this area contacted us the next day. So
the initial tapping into that service was excellent. .. there started to become a
problem when Byron moved out of the acute care type situation ... but it was
obvious that he needed an ongoing psychotherapy type situation. The case
manager knew that but the service was so stretched .. .I mean the resources were
minimal that they could barely deal with just the acute stuff.
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Although many carers expressed that they felt they could get an initial response from
services if their son or daughter or relative became acutely ill, other informants, especially
living in the smaller rural areas, stated that they. had experienced difficultY in accessing
help during a crisis, especially after hours. Although there is a twenty-four-hour crisis
number, carers had experienced a lack of willingness of health care workers to travel to the
outlying areas, or they were unavailable because they were dealing with a crisis
somewhere else. This meant that families were left to deal with a relative living with an
acute psychotic episode at home. The concern raised earlier about families given too much
responsibility in relation to medication is applicable to these situations.
Hospitalisation and resources

Examination of hospitalisation is an issue carried over from the last chapter where
informants saw 'hospital' as an important part of the overall management of mental illness,
but were less satisfied with the type of care administered in hospital. This was not a
criticism of staff at hospitals; it was more a ,critique of a lack of care other than medical
treatment.

Largely informants described their care-recipients as being medicated in

hospital but other issues were not addressed, such as the emotional and social impacts of
the illness. However, there were specific issues raised that reflected the rural mental health
care environment.
Not enough beds and early discharge: a cost issue

Living in rural areas was perceived by informants to have an impact on the availability of
hospital care, the availability of ongoing treatment in the hospital setting and appropriate
hospitalisation.

There are not enough hospital beds for clients when they are acutely

unwell. In some smaller communities carers felt there was nowhere for the care-recipient
to stay locally or even for a night if they became acutely ill. Informants in the larger rural
areas where a psychiatric unit exists still described difficulties with accessing hospital care.
For families in the smaller rural centres it was perceived as almost impossible to access
hospital care. This concurs with Rosenthal's (1999) finding that small rural hospitals do
not have the resources or the specialist staff to care for people living with acute episodes of
illness.
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[Penny is from a larger rural centre]
Penny: Actually there is a complaint. The hospital is not big enough. The
psychiatric wing is not big enough. They have got twenty beds for the whole [place
name]. N ow that is not big enough. Marty was sick and we tried to get him in
recently. For three days there wasn't a bed available ...
[Sam is from a smaller rural centre]
Sam: If there is a problem - we have got nowhere to place the patient at the time if Luke is hearing voices or feeling as though he needs some assistance - he's got
to see his case manager and if there is a problem he has to be hospitalised in the
regional centre. There is no safe place or unit here where he can go ... he spent time
here (smaller rural centre) in the general ward for a night when he wasn't feeling
right - but that is not suitable because they are not trained - you are not dealing
with trained psychiatric nurses ... so it puts them under pressure and Luke under
pressure.

One informant was able to compare her experience of living in a metropolitan centre and
living in a rural centre. The informant stated that gaining access to hospital care in the city
was much easier than accessing hospital care in a rural area.

Eva: So they went from a hundred and twenty five beds to twenty beds - that is
ridiculous - like I said to his doctor the other day - what happens if he gets sick because if he does relapse - he does go into hospital - and I was told that if I send
him up there he would be given medication and sent home. In the city you could
ring them up - they'd either come around or they'd put Neil in hospital straight
away. In the city Neil would voluntarily admit himself if he felt that is where he
had to be - but here you have got 'buckleys' [meaning no hope] because there are
not enough beds.
The informant also stated that this situation made managing her husband's illness difficult,
particular in the case of protecting the children from the care-recipient's unusual behaviour
when he was acutely ill.
Early discharge leading to re-hospitalisation

Another issue raised by informants about hospitalisation is early discharge, which became
even more complicated if there were not enough resources within the community to help
the family with the care-recipient after they were discharged.
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Informants again undertook the role of managing their relative in the community and often
compared the situation to a 'revolving door.' This study demonstrates that the problems of
de-institutionalisation in the past still persist

(d~scribed

in chapter two), especially in the

rural areas.

Barbara: People are discharged into the community before they are completely
stabilised - even when they have changed their medication - which is maybe okay
if the correct back up is in place in the community - but it isn't...for example,
when Warren [son] was discharged from hospital with a history of non-compliance
- he was to be supervised by the case manager ... he did it for a week and then gave
Warren take home tablets ... so Warren started throwing them out. We noticed and
persevered ourselves trying to get him to take them but he spat them out when he
could. And he became really unwell with severe side effects.
Without adequate resources in the community the family takes on the responsibility of
monitoring medication and the care-recipient's behaviour with limited success. It was
clearly identified by informants that service delivery in rural areas, including the situation
described above, was inadequate in relation to ongoing care and management.

Crisis-oriented service
This next section outlines the extent of the informant's concerns about the lack of a more
holistic mental health care service. It further illustrates the extra burden placed on families
in the rural environment. It also illustrates that despite informants' alignment with the
medical model, that they also perceive the need for other types of care and support.
Crisis point

The notion of crisis-oriented service and the implications for informants and clients was a
main theme throughout the thesis. Informants described frustration with what seemed to
be a real battle to get anyone to respond to problems before they became a crisis.
Everything had to reach a crisis point before services would/could intervene.

Joan: Everything has to be at a crisis point and then even when you are in a crisis
and you ring them [services] and say look there has been some terrible things, this
and that happened - they really don't offer much help.
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Brenda: In the end if you wanted something done you had to let things go ... you
had to let things run their own course and get as bad and as horrible as you could
possibly let them get. Then you would know something would be done ... don't get
me wrong you wouldn't let it go until the person would hurt themselves or someone
else but when you knew things were progressing along and you were still in control
you would let it happen.

In the case of getting help early, some informants did not always feel they were being
listened to by case managers about early warning signs.

Families in their vast experience

of reading the signs and the symptoms of an impending acute episode of illness can
recognise early warning signs and were frustrated by the fact that they could not get help.

Barbara: My main concern for carers is getting a response quicker, for people to
listen to you ... you know the person better than anybody else. They think that
because they are professionals that they can judge better ... but you are seeing them
everyday. I think as a carer you know what they are like when they are normal and
you know what they are like when they are ill.
Brenda: At the last there I was really cross, this was before Gareth committed
suicide, and he was just so crook. [Gareth, the care-recipient had suicided before
this research begun, so Brenda was no-longer officially a carer but she still
participated in the carers' group] I could see he was withdrawing, and he told me
what he was going to do. He'd said that many times but 1 was really worried. And I
had mentioned about it. The lass had visited a couple of times, but when they
[talking about Gareth] have their visitors come like that. .. they quite often welcome
them and put on an 'I am okay mate' sort of thing and they're not. It was a real
worry. That is the point where mental health workers really need to listen to carers.
It is most important they do. 1 can understand when they think the carer is just
being overly protective. They've got to realise that we do know how they behave,
and we know when there is a crisis coming up.
A few informants spoke more positively about being encouraged by case managers to
prevent psychotic episodes, and they could ring the case manager who would advise them
on what to do. In most of these cases the client was compliant to treatment, easier to
manage and living in the large rural centre. However, other informants living in the large
rural centre still spoke of problems accessing services before a crisis.

It seems therefore,

that the crisis oriented service, perhaps reflective of a lack of resources, is described by
informants as unable to deal adequately with the more difficult cases that require ongoing
counselling and service intervention.
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The need for an early response to signs of recurring illness

Carers discussed the reasons why early respon.se to signs of recurring illness is so
important. The following infonnant illustrates the complications that arise if a person
experiences another full episode of illness.

Chris: ... It is all the other complications that come out of it.. .it is like the time I
could see my daughter getting sick again and I kept saying to her case
manager. .. we need to deal with this before it gets worse and worse .. .it was just
compounding. The sicker she got the more compulsions and different behaviours
she got. Now you have to undo all that - even though medication would start
working for the illness - there is still a lot of those habits and behaviours that she
learnt while she was really ill - they all have to be slowly unwound again jf you
know what I mean ... Then you have got months and months of like what we had
last time - I mean I worked with her on a one-to-one, I spent hours talking to her
about problems she had communicating with people, obsessive thoughts she had. It
was just so much more complicated once she got severely ill again.

Another infonnant agreed that the more episodes a person experiences the worse the
situation becomes, and she speaks with authority given the years she has spent caring for
someone living with schizophrenia.

Stella: It is important not to let the person get really sick again. Every time they
have a psychotic episode it is another twelve months of my life to make Molly
[daughter] well again. Every time it happens I just think they get worse, and it is
going to take longer next time to get better. . .1 believe their behaviour each time
they have an episode gets worse and worse. There is so much more damage done,
not only mentally but emotionally because they have to face up to all the shit they
have given out. So their self esteem even becomes - I mean their whole life,
everything goes down and they have to try to get back out there again - face people
who have seen them psychotic. This is not something the doctor has told me, it is
my point of view based on years of experience. I have been around it for years, not
just my daughter but my mum, and I have friends that suffer from schizophrenia.

Help with recovery

Infonnants felt that they and the care-recipients did not receive enough support from
mental health services after episodes of illness to help them fit back into the community
and regain their life.
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Maria: They lose confidence and it is a big chunk out of their life too. Bert really
struggled with his self-confidence and the stigma of the illness. He's got it on his
mind that ifhe has to explain why he hasn't been at work for a long time is because
of a mental illness, that people will immediately think he is violent or irresponsible.
1 think one of the things they need - when people are going to be discharged from
hospital 1 really feel they need one-to-one or two-to-one classes - about helping
them get a better opinion about themselves - even initial help to fill out forms.
Pam: There is no counselling for Jacob, rehabilitation back into the community,
there is nothing. There is just medication and that is it - the case worker is pretty
good - he is always talking about things he is going to do for Jacob but he never
does - they haven't got the time. The psychiatrist doesn't have time to spend
either ... l would love a bit more help but the resources are just not there.

Holistic care

Informants highlighted the current inadequacies associated with the existing community
care model in rural areas, while at the same time challenging the biomedical approach.
Informants acknowledge through experience the importance of medication as a
fundamental component of mental health care. However, they also highlight the gaps in
other forms of psychosocial treatment. Interestingly, in chapter three it was noted that the
models used by clinicians for treating mental illness, should be more holistic. This was
because in the models it is implied that professionals should consider a range of factors in
the management of the illness. In reality, however, especially in rural areas despite
rhetoric, the medical model is still the dominant model in use.

Doug: 1 have got a criticism ofthe profession ofpsychiatry, mental health services
and people doing research - they concentrate solely on medication and not on the
other things - they don't use psychology, psychotherapy or occupational therapy
nearly enough .. .it would be no good increasing resources unless the psychiatry part
of it works in conjunction with the therapists.

Rehabilitation

Informants described rehabilitation as the opportunity for their relatives to participate in
the wider community and build social relationships with others.
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However, in relation to rehabilitation most informants in the large rural centre and other
rural centre said they had significant concerns. There are not enough opportunities for the
care-recipient to reintegrate back into society an~ carers expressed their sadness for their
relative who seemed so isolated and alone. Most informants revealed that their relative
had virtually no contact with friends of the past as a result of the illness. There are some
opportunities in the large rural centres to participate in groups, set up for people living with
a mental illness, plus a more generic service for people who are experiencing a disability.
However, quite commonly informants stated that their son or daughter did not see
themselves as being as 'mad' as some of the people in the groups, and did not want to
spend their time with 'crazy' people.
Brenda: It was just the drink. He was an alcoholic. The alcohol was his outlet.
There wasn't anything for him to do. If he could read there might have been
something for him to do. But he couldn't read. And if he was somewhere he
couldn't see TV, what was he going to do. He didn't have a workshop or anything
like that; he didn't have a job. He didn't have friends, so all he had to do was to go
down to the pub of an evening and hope to have someone to talk too. I couldn't
imagine what it would be like, it would be terrible ... The groups for people with
mental illness, he doesn't really like' either. He said, 'Mum there is some real mad
people there. I don't like that ... they pester one another.' Some of them were quite
aggressive, and there would be a bit of pushing and that go on at times. He would
come home and wouldn't go back. He got accused too of selling drugs there.
It was also about the care-recipient having the confidence and self esteem to join clubs or

groups, and start to reintegrate back into society, which was compounded by a lack of
social infrastructure to aid the process. Informants stated that care-recipients living in
other rural areas experience a lack of transport opportunities and finances, and therefore
find it difficult to access service and support in the larger centres.

Helen: It is too hard for people to go to [place name] because they are on a pension
so they can't afford to go up and down there every day. So you need something
available locally ... I feel that now services have been de-institutionalised there
ought to be money going into having a centre that's there five days a week.
Somewhere people can meet like their own clubhouse; they run these types of
centres in [metropolitan location]. I think as carers rip here we could run a place
almost five days a week and have it so it is run mostly by the consumer but with the
help of other people. It is all very well talking about being integrated back into the
community but really it is pretty unrealistic for a lot of people. There are some
people who do work in professions but I think many people living with mental
illness have missed their youth and it is very hard for them to catch up in their
thirties. But they need to have a life.
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I don't think in this day and age, unless the person has finished university or
something before they got ill, that they would be able to get work. Especially if
they are a bit up and down with their illness. A clubhouse could provide
opportunities for work ... maybe they could do meals on wheels, or cleaning cars or
providing lunches ... that all goes back into the community.
This extract highlights various issues in relation to community care. Here the informant
agrees with Butcher (2000), Mulvany (2000) and other commentators cited in chapter two,
about the fact that there is a lack of real opportunity for people living with mental illness to
integrate meaningfully into the community.

There are numerous obstacles in the

informant's view such as lack of money, lack of confidence, and specifically in the rural
areas, lack of opportunities. The informant makes another important point, and that is that
not all people living with mental illness will be able to participate in the community in the
same way as they might have before the illness. This is despite the idealistic notion of the
liberalist perspective that community care provides freedom for people living with mental
illness from the confines of an institution. This is important in that it means consideration
must be given to how people can become active informants in community life given the
disability associated with the illness, and what level of support do they need. It's not likely
to be the case that one level of support and care is applicable to all people.

Other issues raised by informants supported the idea of barriers and lack opportunity, such
as a lack of access to supported accommodation. In fact informants described supported
accommodation as almost non-existent in the rural areas.

Barbara: It would be very good if when people are discharged from hospital that
they could go into supported accommodation like community care cottages. Even
in the [larger centre1there are very limited numbers ~ I mean there are long waiting
lists for people to get into them.
Some informants, however, stated that their relative is currently working either in the
employment they had previously worked in or had found work via an employment agency
that helps people with a disability find appropriate work.

On the whole, however, there

were significant concerns about the future of their care-recipients as active participants in
society. This issue is taken up in more detail in the following chapters.
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An alternative view: a lack of knowledge about resources

Interestingly one informant felt that the problems

~xperienced

weren't necessarily a result

of the lack of mental health resources in rural areas. Instead the issue was about the lack of
knowledge by case managers and other health and welfare workers about the availability of
mental health resources. She felt the system was and still is making people dependent when they could be productive in the community.
Stella: I think we have got the resources here; it is just whether you know they are
here. Like I said with employability. Just say my husband and I weren't here and
Molly was here by her self I doubt Molly would have been sent to employability.
This is my opinion, with people like Molly - they have stop thinking about what
they can't do and start thinking about what they are capable of doing. I am sure
Molly would have been left there as a Schizophrenic with no opportunity to
continue her life and make a normal life for herself. I don't think all the
caseworkers know all the resources that are here. They should know them. I
should know them too because I am her mother but I think the case workers should
know about them to -like I said if someone didn't have parents here and they had a
case worker and they don't use there resources for them. It is like making people
dependent on them. Molly has had her job for two months now and it has changed
her life.
This point is an interesting one, and even though it is only one perception of the situation,
it tends to fit with other informants' accounts of case managers having too much work, and
therefore do not have the time to spend with individual people.

The role of case

management in rural environments is something that requires further exploration, and is
discussed in more detail in the final chapter. It also raises the issue of what people do,
especially young people living with mental illness, if their family isn't supportive or if
their family is not as capable as others at finding help. Interestingly, the extract also
implies that there exists a persistent attitude that a person is a schizophrenic and therefore
does not have anything to contribute.

Extracts show then that there is a risk of placing too higher expectations on people, as
suggested by Helen, and as expressed by Stella, there is the other extreme of having no
expectations. It could be assumed that both situations would create a feeling of failure for
the people concerned.
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The extracts overall have raised some fundamental points about community care and
mental health policy. First, there has not been a committed effort to resource adequately
rural communities so that care-recipients have

ac~ess

to a comprehensive system of care.

This is both supported in the literature discussed in chapter two, and here by the
informants' experiences. It seems that this situation in rural areas has a fundamental effect
on the role of the family in caring.

Metropolitan experience4

A small number of informants (9%) at the time of the interview were living in a
metropolitan area and their relative accessed metropolitan services. These people attended
carers groups in rural locations, and hence became a part of the study through the
recruitment process. They were included in the study in order to explore differences that
might arise from using services in urban areas as opposed to rural areas.

During the

analysis of the interviews, there were some differences in the experiences of these
informants, compared to people gaining access to rural mental health care service.

Two of the interviews indicated that in urban areas there is a better chance of young people
accessing early intervention and prevention programs that are designed to help clients
prevent further episodes of illness, and begin rehabilitation. Both care-recipients had been
a part of these sorts of programs. The early intervention program lasted for two years, and
thereafter both care-recipients participated in other programs designed more for people
with ongoing illness.

Both of these programs required the care-recipients to live in a

hospital setting for continued rehabilitation and ongoing care, with the aim of equipping
them with skills to live independently.

As a result of being a part of these programs, the

care-recipients were then entitled to ongoing support in the community and housing
options.

Both care-recipients at the time of the interview lived independently and have ongoing care
and support from health professionals. One of the clients has two case managers, and the
informant described them as being very supportive.
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He explained how they would pick the care-recipient up and go out for coffee to discuss
issues of daily living as well as encouraging the care-recipient to join clubs. These case
managers also meet with the parents once a month .or more often if necessary to talk about
treatment and any questions the parents might have about the situation. Importantly, this
shows that it is possible for support to be given which allows parents to be parents, and not
'primary caregivers' with a significant responsibility of the management of the illness.
Rory: The support is pretty good now, and we [Rory and partner] actually go and
visit the case managers. He has got a case manager and a back up case manager.
We actually visit them when we want to but usually it is about once a month. Just
to catch up or if we have any worries about anything or if we want to know
anything. They will go to Patty every morning and give him medication. When he
is on top of himself they will leave him a week's supply in a doset [tablet box], and
he takes it. But when he is not taking it they call every morning. Quite often the
case manager will call in two or three times a week depending on how Patty is
travelling and he will take him out for a coffee. He'll talk to him about ideas and
how he could perhaps get a job. At the moment they are saying, how about joining
clubs ... like a sporting club. Which he can do when he is on top of himself and
travelling okay? But when he slides back that is when the problem starts. What we
would like to see happen is for him to get a little job, just a few hours a week.
Nothing too much, and perhaps join a new club. Do something he enjoys where he
is meeting new people and making new friends. That is what we would like to see
happen.

However, in this particular case, the informant describes similar difficulties to other
informants in relation to dealing with the care-recipients mental health. Initially, they had
considerable trouble with gaining access to services. The informant describes not knowing
what was wrong initially, and struggling along through the care-recipient's adolescent
years. Eventually the parents suggested to their son that he needed to see a psychiatrist,
who hiter diagnosed a mental illness complicated by a personality disorder.
Rory: I couldn't believe what I was hearing. If we had known we probably would
have handled things a bit differently because we would have understood what was
happening. We were expecting him to be a normal young adult and to function that
way. But he wasn't. .. we were wondering why he wasn't but once we found out we
understood.

Note that the extracts presented have been de-identified further because of the small numbers of informants
from urban locations.

4
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The infonnant described issues similar to other infonnants about confidentiality and the
private psychiatrists. In this case the care-recipient didn't want his parents to be told what
was going on and parents reluctantly respected this wish. Similar to the findings so far,
this infonnant describes problems in relation to the care-recipient and medication,
including side effects and 'compliance'.

Generally, despite the extra support, the

infonnant still felt he was lonely and without friends.
Rory: We had no idea what was going on. I did try to contact him [psychiatrists]
one day and he couldn't talk to me. I guess he was trying to build up the confidence
with him. So he had confidence in him and he didn't want to speak with me. Then
he told Patty I called which I was very livid about. Because that caused a problem.
Then he [care-recipient] confronted me with it. From then on I wasn't game to ring
him [psychiatrists]. It scared me off a bit. So it was a long time and we were
getting pretty desperate when I contacted him again eventually... After we saw his
psychiatrist that last time - he [care-recipient] wouldn't allow him to give him
medication. He wanted to give him medication but he wouldn't. We were saying
look when you are not well, like you have a headache or something you take a
Panadol, why won't you take this? You know, we were trying to get him to see
that it was just like taking medication for another type of illness. But no way, he
wouldn't. So in the end he couldn't treat him anymore and because he was private
he couldn't force medication on him. So he handed him over to [early intervention
program]. They can be in that program for two years.
From that time, the care-recipient finished the program and refused to take medication
resulting in another hospitalisation, and thereafter he was put into another program.
Through this the care-recipient was eventually able to gain access to housing, and was
helped by employment agency dealing with people with disabilities to find a suitable job.
It appears from this case study that care-recipients have more opportunities to be a part of

programs designed to help with the ongoing management of the illness, and as a result of
these programs are able to be helped with housing and working conditions. This meant
that the care-recipient could live his own life, and outside the family home. The infonnant
felt this worked better for the family as whole, as the care-recipient failed to thrive at home
and was basically resistant to medication. The infonnant described that whilst the carerecipient remained at home, the family and service providers were powerless to help.

Rory: They [mental health services] were going no where with him [care-recipient]
and we couldn't deal with him at home but at the same time we wanted to help and
support him.
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But once he gets home you have real problems getting him out again. Like if he
refuses to take medication and he goes down hill again, it is a battle to get him back
into hospital for treatment. But until he agreed there is nothing you can do about it.
Unless he is a danger to himself or someone else, they [mental health services]
can't take action. Which they have had to do a couple oftimes.

The above informant found that having his son at home made it more difficult for the
whole family and less conducive to gaining access to other support. Their son living
independently allowed the parents the opportunity to be supportive but not the sole carers.
Because of their son's independent living, mental health services took more ofa role in the
care of the person. This situation contrasts with the experience described by many rural
informants. It seems for rural people, a care-recipient who is perceived and classified as
'non-compliant' has very few options but to stay at home or move out in unsupported
accommodation.

The other case study of an informant whose care-recipient is accessing services in the
metropolitan areas presented some interesting similarities with rural carers but also some
dissimilarity. As I said earlier, this care-recipient has also been a part of early intervention
programs and thereafter, programs that help manage the illness in the long term. The carerecipient was living independently at the time.

The informant similarly viewed mental illness as a medical problem or a disease, and saw
medication as an important part of the treatment. However, she did discuss the situation
with her daughter [care-recipient] who was more concerned about medication, and has a
more 'holistic philosophy', in the words of the informant. According to the caregivers, the
care-recipient has quite good insight into the illness now, although initially was like others
and refused to believe anything was wrong or accept hospitalisation.

It seems the

opportunity for the care-recipient to access support from people who coincide with, or
support, her mental health care philosophies has helped the situation.
Beattie: The general understanding that most people have and the understanding
that I have is that, what ever has gone wrong, it is an imbalance of chemical in the
brain. Now that is a fairly basic thing that people talk about. Whether it is right or
wrong I don't know because they keep telling us they don't know why. They are
getting better at it. But they still don't know why but they are getting better at the
treatment.
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Hence some of Shannon's concern about treatment, and the long-term effects of the
drugs and she has read up on that, and that is a concern and that is understandable.
You have to weigh that up, and even more so she had to weigh it up. If you give
away the medication you can fall in a hol~ again but if you keep up the medication,
twenty years down the track you will fall in a hole for some other reason.

The care-recipient was at the time of this interview managed by a OP who specialises in
mental health.

This particular OP was chosen for the care-recipient by her past case

managers because of the perceived congruence between the client's philosophy about
holistic care and that of the doctors.

She also sees a counsellor who shares a similar

philosophy, and as far as the informant is concerned has been excellent for people living
with mental illness. The informant believes finding health professionals who can relate to
the care-recipient are important, and gives the client incentive to work with the health
professional to manage the illness. This is in stark contrast to the experience of living in
rural communities, where informants have described not only a lack of availability of
mental health professionals but also the problem of establishing long-term and trusting
relationships with these professionals.

What is also interesting about the extracts from the interviews with Beattie are that they
indicate how a lack of certainty about the causes of mental illness, raises also significant
uncertainties in relation to treatments.

In this case, the informant is concerned that

medication is important and that ceasing this part could be detrimental. The care-recipient,
however, is concerned about the effects of medication and wants to manage the illness in
other ways.

It shows also the potential conflict again between the family caregivers, the

professionals and care-recipients. Nevertheless, the point here is to illustrate that in some
locations of the city, there are professionals in the mental health care field who are
prepared to try other treatments in conjunction with, but also outside of, drug treatment.
This gives care-recipients more options and perhaps leads to more successful outcomes in
terms of the management of the illness.
Beattie: The local fellow here, [name of counsellor]. He is a fellow that has a fairly
good reputation with dealing with people who have mental illness. He runs
seminars around the place and he has written a couple of books. He's um pretty
switched on as far as that goes. He looks for the holistic approach rather than just
the straight traditional medicine side of it.
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He acknowledges that it's all got to playa part but when you look at the traditional
medical side they don't look too far outside ... Yes and Shannon has sort of been
dealing with him for some time now. That has really set her up pretty well. She is
still on medication but she is now doing a program where she is reducing. I am a
bit concerned that she is going to fall over the edge again. It is done, hopefully
under the control of the medical person. And if she abides by the rules it should be
worthwhile.
Again, the informant expresses, similarly to other informants, how it is difficult for people
who suffer from mental illness to re-establish themselves, and talks about the time that it is
lost while the person is unwell.

However, with this particular case, there are more

opportunities for the care-recipient to participate in other types of social activities.

The

informant describes a rehabilitation program that her daughter participates in, and despite
problems with her daughter's motivation at times, the people running the program continue
to encourage her participation.
Beattie: I really feel sorry for her. When you come out of this illness, it is a case of
you really have to re-establish yourself in society. Because she has basically had
three or four years just sort of sucked out of her life because she has been in zombie
land all that time. Her friends have moved on or they are not tolerant of the
situation so they disconnect. So she now has to make a new circle of friends. And
it is very hard to make a circle of friends when you are involved in the mental
health system. Because you are dealing with people that are ill. You are dealing
with people that are carers. You are in the loop. And I don't mean that unkindly,
but if you stay in that loop forever you would never get to experience the outside
world and you would never gain that confidence. I am kind of keen that, while that
it is a protective shell in the mental health system, I am kind of keen to see Shannon
take steps out of it. I thought the recreational program that they run down here, is
just brilliant. Shannon has done a couple of exercises with that, and arr, I went to a
presentation that they have - where they issue people certificates to say that they
have survived all that sort of thing. But they might run - I think it all depends on
the funding. What they do is, and they have a couple of good people involved in it.
The fellow in particular, but I know there is a young woman there too. They have
particular skills in outdoor activities. Canoeing, abseiling, camping. All sorts of
things they get into. What they do is they get a group of people in and say right oh,
we are going to learn about being self sufficient, being part of a team. All that sort
of thing. They give them those sorts of basic skills. They do all that ground work
before they go out. So they have to go to sessions over there, like little scenarios.
This is to give them the confidence and experience to take on things. So that when
they go away they have certain responsibilities. They have this ethic of not letting
the team down. Which has just been great. It has probably been easier for Shannon
because she was mixed up in the guides- camping, and the team leadership is
probably something that she feels reasonably confident with because she has done
it before. I have to say that she probably doesn't remember a lot of that. Because
that is a problem with the illness.
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You lose those sorts of skill - things that you have had previously. So that has been
a big plus. But the interesting thing about it is that she really had to be convinced
to go. I give this mob full marks. They phoned her up and wrote her letters. They
invite them in for an assessment. Do you really want to do this, if you don't then
that is okay. She went to all those introductory sessions, then phone them up and
said she didn't want to do it. This must happen regularly, but they phoned her up
and spoke with her. Look Shannon why don't you come over for the first half day,
just too really see if you would like to go on this activity. So she would go over,
and at the end of the time she said he would go. So they managed to get her to go.
She went away and had a great time. They run programs, say like for a week, two
weeks or then they might do a three-month or six-month one. I have tried to
encourage her to go on these others. She has not taken it up. But she has done the
odd one-day thing. So she's got some connection there.

Both these case studies demonstrate how care-recipients had more options for care and
opportunities for independent living.

They also illustrated that the care-recipients were

still closely monitored and helped by health professionals. There was an element of choice
and appropriateness of treatment, as well as case managers spending time with clients on
daily living issues and not just responding to crisis episodes. These types of individual
situations were not as evident in the experiences described by people living in rural areas.
The success of some of the care-recipients in rural areas were perceived by infonnants to
have been entirely due to their ongoing commitments, dedications and encouragements,
combined with situations in which the care-recipient had insight into their illness.

Even

given the success, the infonnants had complained of a lack of options and opportunities for
their care-recipients to re-integrate back into the community.

Summary
The need for continuous care and support in the rural environment was described by
infonnants as an area of concern for the family and for the care-recipient.

Many

infonnants had difficulty in continuing to access help from services, especially carers
living in 'other rural areas', although not exclusively.

The findings demonstrate that

families living in the larger rural centre also experienced mental health services as crisisoriented. The findings from this chapter reveal the implications for the care-recipient in
relation to a lack of early intervention and the prevention of further episodes of illness,
such as the worsening of the symptoms, a longer recovery time, and overall, a poorer
prognosis.
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Informants indicated that they felt they were on their own again in tenns of helping the
care-recipient to deal with issues in recovery and with medication, although they do not
have the appropriate skills and resources.

There have been improvements in the delivery of mental health care services outlined by
infonnants in chapter five, but the experience generally of rural infonnants still reflects
inadequacies in the community care system reminiscent of earlier problems associated with
de-institutionalisation.

In tenns of the complexity of access raised in chapter five, the

findings in this chapter add the rural dimension, which further complicates the situation.

Although there were not enough case studies of urban caregivers to support strong
conclusive statements, they did reveal some interesting patterns.

Generally, rural

infonnants who described their care-recipients as having insight into their illness and
compliant to medication had less difficulty in gaining access to mental health services
(keeping in mind that this does not include 'other types of services such as housing).
Infonnants' whose care-recipient did not have these characteristics described much more
difficult circumstances, such as everything having to reach a crisis, time and time again.
However, in the urban case studies there was much greater scope for care-recipients to
participate in programs whether they recognised their illness or not. Although the situation
initially reached a crisis, thereafter there were other options for the care-recipient. Unlike
the rural areas, where the care-recipient is returned home after a period of hospitalisation,
and infonnants remained the primary caregivers, in the urban areas, the care-recipients
were looked after primarily by mental health care professionals. Here again, this raises the
issue about the appropriateness of the rural carers' role in mental health care. This role has
primarily been shaped by a lack of services, both medical and social, in the rural health
care environment.
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Chapter seven: Understanding the caring role
The family is described in mental health policy as being fundamental to the mental health
care system but there is a lack of understanding about what that means in reality. Chapter
five and six have demonstrated the significant role that carers undertake in relation to
compensating for a lack of resources in the mental health care system in rural
communities. Informants described themselves as being responsible for monitoring of
medication, keeping appointments and encouraging aspects of rehabilitation.

Chapter

seven makes a fundamental contribution to further understanding the role of the family
caregivers and the impact that this role can have on the family as a whole. The chapter
also illustrates the processes that families from their perspective go through in order to
survive as primary caregivers, and raises the question about families who are not as
supportive or able to care for their relative living with an illness. This chapter illustrates
not only the practical concerns of carers but also the difficult emotional and psychological
issues that are endemic to most situations of

~aring

for someone with a mental illness.

Importantly, it is within the context of the informants' experiences that the meanings of
long term commitment to the mentally ill starts to take shape, and adds flesh to the bone of
policy.

The family's role in caring as described by informants is both practical and complex. Here
'practical' means that families ensure that their relatives eat, and take "care of themselves",
and take prescribed medication.

The role is complex in that they provide significant

emotional and psychological support such as helping their relative come to terms with the
illness, setting boundaries for their relatives' behaviour, and encouraging independence. It
has to be acknowledged at this point that the type of care that families are providing is
beyond what the average or 'normal' family would provide, particular in the case of adult
children. This issue is a significant one throughout the next chapter, and gives some
perspective to the caring role and the implications for families, as well as challenging the
assumption that families should be the 'primary caregivers' .
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Section one: The role of the carer
Family carers talked about what they perceived to .be their role as a carer. Many compared
their role to that of a clinician or case manager. The professional caring role is nine-to-five
but as parents or as a partner caring is twenty-four hours around the clock. The family
caregiver's role differs from the professional caregiving role. Families spend more time
with the care-recipient and as a consequence develop a depth of knowledge about how
their relative reacts to and is affected by mental illness. This knowledge, however, has so
far been a contentious issue, in that it is often not factored into the decision making process
in the provision of mental health services. For example, chapter five raised the theme
about experiential knowledge versus expert knowledge in the circumstances leading up to a
diagnosis. In chapter six, informants described their frustration about recognising early
warning signs but not being able to gain access to professional help until reaching a crisis.
The findings presented in this chapter will illustrate the way in which informants describe
their interaction on a day-to-day basis with the care-recipient. It will also demonstrate the
way in which significant knowledge and. understanding about the care-recipient is
developed as a result of these day-to-day interactions.
The practical things

A part of the role can be categorised as the practical things and everyday things. More
importantly, informants see their role as continuous or constant on a day-to-day basis. The
following quotes represent the role of a family caregiver on a daily basis.

Brenda: You are full on all the time. It never stopped. Well in the morning you
walked in to see if they were alive and then you got them up. You got them doing
something. You walk back and forward until they got out. Usually he didn't get
out until just before lunch. You are continually seeing that they were occupied.
You had in your mind what there would be for them to do for the day. It was like
having a child in the house.

Lila: We listen to her - which is very important. Lunch is available daily if she
wishes - that goes for everything if she wishes. I encourage her to attend anything
that might be suggested by [a local organisation that provides some programs for
people living with mental illness].
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I have got to admit that she does try by going along to some things but it doesn't
seem to do her much good. She doesn't relate well to other people.
Fran: I suppose my main role is just being here - he knows he can always come
here - if I know he is not well I go around more often and just check that he is all
right. If he doesn't feel like coming for a meal- I will cook something up and take
it around urn often he wants something done that he can't manage himself well you
know he'll ask me - might be a bit of mending or something like that.

Most informants were caring for an adult relative but were undertaking tasks for their
relative that exceeded the expectations of what informants would do for their adult children
or for their adult partner. Some informants described doing all the cleaning and washing
(all the domestic chores), and cooking meals for their relative. These were things that the
client neglected or did not appear to have the motivation to do.

Informants described

providing transport, accommodation and financial support, and help with everyday life
matters such as filling out forms. Families either provided the accommodation at home or
they helped their family member seek accommodation elsewhere. It was not unusual for
families to pay for extra expenses incurred by their relative, such as money for cigarettes,
or food, or bills that were unable to be paid for by the care-recipient. In some cases the
relative would need to be 'bailed' out in terms of debts that they had accumulated by both
a lack of disposable income and difficulties in budgeting.

Families also provided the

transport to and from appointments and other social engagements. In my opinion these
types of sacrifices by parents or partners are not necessarily acknowledged as part of the
cost of community care.

Brenda: You never had any money yourself because you were paying for things for
him. I would have to draw out an extra forty dollars a week for sundries, like
smokes. I use to give him twenty dollars and have another twenty dollars up my
sleeve for later on.
Iris: I bring her home for tea or take tea down for her every night. I don't do a lot
of work for her now because she has got a girl that comes there to help .. .! have
been taking her into exercise but it's so expensive. I said to Susie, I don't think we
will be going too often - it cost me about two thousand dollars a year because it is
one-on-one situation. It is costly and it takes it out of me running her in and out
[informant is elderly]
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It has already been outlined in chapter six that carers are also primarily responsible for a

range of other types of practical issues such as ensuring their relative take their medication
and keeps appointments. However, informants also described a complex role in managing
their relative's illness in relation to the more intangible matters, such as helping their
relative come to terms with the illness, setting boundaries for their relative's behaviour,
encouraging independence and coping with difficult behaviour.
Reconstructing a life for their relative - motivation, support and encouraging
independence

Informants were concerned about the quality of life of their relative, which was also
addressed in chapter six in reference to a lack of support for mental health issues. Quality
of life was closely associated with clients regaining and developing independence. Even
though a level of dependence exists in relation to carers and care-recipients, a main
concern of the family was to encourage independence. One of the most difficult issues for
families to observe is their relative losing their social networks and becoming dependent
within the home environment. Much of their role is spent working toward encouraging
and supporting their relative to regain independence.

Barb: You have to push and you have to let them see that there is still a life out
there whether they are sick or not. There are plenty of people out there who are
sick but it does not mean they can't lead a normal life.
Mike: The way I see it. My role is to try and get Nigel set up so to be self sufficient
and independent. It was a case of let's get Nigel set up so that he learns to deal
with the day-to-day living. Having to deal with people - and hopefully that will
boost his self confidence and his skills in dealing with day- to-day things that come
up. The fact that he has got a budget, he's got to pay the rent, that sort of thing on
time. While he is living under my umbrella that is never going to happen. So he
needs to get that experience.
Lindsay: 1'd like Marty to be well enough to be able to support himself in a
residential unit and to be able to be independent, and give us some independence so
we can perhaps plan some long term goals for ourselves ... The community in
general need to put more pressure on the government to get more funding, and to
make more facilities available for people who are unwell and need to live away
from home. At the moment there is just not that residential support.
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Working towards independence was definitely perceived by infonnants as a process and
not something that was achieved easily. The following extracts demonstrate this process as
well as illustrating the types of things families do to help their relative. One infonnant still
plays a fairly significant role in her daughter's life - especially around providing company
and encouragement to participate in outside activities. However, the infonnant would like
to gradually see her daughter become more independent and feel confident enough to do
things herself. The process, from the infonnant's perspective, has to be gradual.

Helen: Well - she's independent - but at the same time urn - she still needs me to
take her places. I mean as you know - I'm living out of town a bit - and so she still
needs that sort of help - and also I think that she is beginning to make steps toward
being even more independent - like for instance - this week - I didn't go to the
group's meeting in [place name] - but I drove her over to a friend's who took her
there - so that was a good move - but still - it is small steps ... she's coming with
me to things because she feels secure with me - but at the same time when she gets
there - she talks amongst the people - so yeah there's still a need - but one day there
may not be - that's what we're working towards - that she will one day be you
know - cause I'm not here forever - be an independent person. But I learnt that
throwing her in the deep end didn't work - and that was what I did when I came to
[place name] when she lived with her brothers and friends in the house - you know
if I had stayed there maybe and been cooking the meals and seeing her that she was
getting regular food and she was being cared for - maybe doing things for her - she
might have been able to keep going to urn you know arts school - without
deteriorating. So I just feel that people have got to be helped for years to get to the
point where they can be on their own ... it is a gradual thing.

Alternatively other infonnants indicate the way the role of carer changes over time and
how carers describe a process of moving their care-recipient from total dependence to
independence. The following extract illustrates also the way in which carers have often
faced criticism or general lack of support in their decisions about how to help their relative
by other family members and friends.

Liza: My biggest thing was to advocate for Byron. Not only with the community
but also with my family and I had a very finn belief about what he needed, and that
was often not seen by the family. I had comments like, well you know kids just
have to tough it out. He will just have to pull up his socks and get on with life.
Everybody has to get on with life, and I knew that. At one stage, if I was going to
keep him alive, if that meant sitting there and holding him for eighteen hours - then
that's what he needed and that's what I was going to do.

217

And I just had to nut that out myself. I think for a while there he just needed to be
encapsulated I suppose to build his sense of security back up.

As time went by the informant described how she started to step back in order to encourage
independence. This notion of independence was an important theme throughout the
interviews but from the perspective of most informants it wasn't a goal that would be
achieved instantly. Achieving independence required time and patience. Rose's (1998)
study supports this finding. She found that a significant part of the caregiving role and the
meaning of that role centred on a conceptualisation of a hopeful future. This meant that
the caregiver over-time would make decisions to relinquish aspects of caregiving, allowing
and encouraging the care-recipient to manage their own lives.

It is at this point that the

findings challenge theories claiming that the family environment unconsciously or
consciously nurtures the sick role of the mentally ill member (Laing and Esterton, 1964;
Scheff, 1999). This may be the case in some situations, but it would seem from the
findings of this study and Rose (1998), that family caregivers are more focused on the
positive development of their relative.

Liza: I think we knew when the time was coming when he could start becoming a
little more independent, and doing more and more things. Then the time was for
me to say well I am going out now and I won't be back for four hours and things
like that.
Sonia: If I start cooking the evening meal - I ask Francis to come and help. I will
show him how to do things so he has an idea of how it goes - I mean he can cook he has looked after himself and ah so we introduce him to everything but in a slow
way - not forcing - when Francis is ready - when he is ready like I was suggesting
something - yeah ok - or whatever Francis' attitude is - but he thinks about it - then
one day when he's ready he will do it - so we cannot force him - it is him who has
to be ready and willing to accept and then he will do it - and ah it works with us.

The need to encourage independence was important to families, especially in relation to the
future of their relative. Informants (Carl and Carmel - parents interviewed) described
trying to get accommodation for their son (care-recipient), where he could be looked after,
and be able to meet new people.

They were worried that if their son remains totally

dependent on them that he won't be able to cope when they are no longer able to care for
him in their old age, or when they die.
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Nearly all informants in this study stated that they were concerned for the future and what
would happen to their relative when they were gone. This concern and the implications of
ageing caregivers are documented in the literature.(Lefley & Hatfield, 1999).
Penny: We don't look too far ahead. But that is the other big thing as we get older,
hopefully with Marty's medication he can stand on his own two feet. That is a
problem for carers, you sort of worry about what will happen if you get too old.
Holly: What happens when we die? No and I think that is in the patient's mind as
well, I think it is a real concern.

For some informants, however, the situation would seem to be bleaker in terms of their
relative's ability to become independent and improve their quality of life. It was for this
reason that over generalising the capacity of people living with mental illness to become
independent should be avoided. As the informants have illustrated, there is no simple
formula for achieving independence, and other factors such as severity of illness, insight
into illness, compliance to treatment and so on will hinder the ability of people to fully
achieve an independent life. Many of these matters were relevant also in the context of
service delivery, and were discussed in chapters five and six.
Max: We are concerned about Logan's quality of life. It's hard - you feel sad for
him - sad that he can't have the things he would like. Really he has little prospect
of getting a job and leading a normal life. Although we try to be hopeful that a
newer medication will help.

Ellen: You just have to be positive and hope that things will improve. His quality
of life has been terrible ... but it is hard to see that he will get much better - he cuts
all the help off.

To reiterate a point made in chapter six, policy needs to be able to account for the
differences in care-recipients' abilities to achieve independence from families. This is
particularly the case in rural areas, where there are fewer opportunities for care-recipients
to live independently in supported accommodation (see chapter six). This dependence
created by a lack of services is an issue that will re-emerge for the government, when
ageing caregivers die (Lefley & Hatfield, 1999).

219

Emotional support

Infonnants described providing practical help,

a~

well as encouraging independence, and

were also their relative's main source of emotional support. Many infonnants described
sitting with their son, daughter or partner for long periods of time listening, giving advice
and reassurance. The following infonnants' words represent this role described by many
carers.
Andy: My main thing is and still is today is to make sure that she sees that she has
got a purpose, a reason, a directive, a drive. A purpose I suppose - it was always
the goal behind every discussion that I had with her. Still today that is important
and without that she would degenerate, I am sure of it. Like she still has some
mopping up to do and things to take care of. But that purpose in life. If someone
walked in the door now and they were in the position that we were in years ago and
they said tell me one thing - which is what I would say to them. Some how
relentlessly instil in your kid's mind, hey your unconditional love for them and
somehow make a purpose but it has to be there to the end, that they have a purpose.
I am convinced that people commit suicide because they don't see any other
alternative. You can't fix them while they are dead.

The theme of self and self-identity emerges in light of this quote. Whilst the issue of selfidentity and mental illness is one that needs to be understood from the care-recipient's
point of view, it is still important to acknowledge that the family attempts to preserve their
relative's sense of self.

Again, Rose (1998: 367) found that caregivers tried to stay

'connected' with their relative through not losing 'sight of the persons beneath the illness.'
This was true for this study but infonnants in this study also described how they tried to
convince their relative that they should not define themselves by the illness. They wanted
their relatives to also remain connected to their own self.

Many infonnants described their attempts to encourage a positive self-image by constantly
defining the boundaries of the illness for their care-recipient.

For example, the label of

mental illness continues to stigmatise care-recipients and has significant consequences for
the ongoing management of the illness.

Infonnants seek to challenge this stigma by

insisting that mental illness is a disease. Part of the role described by families is to
convince their relatives that there is no reason to feel shame about the illness. Infonnants
say to their children (in most cases) that it is an 'illness like any other illness,' hence they
are not to be held morally responsible for their condition.
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Jude: I said to Jeremy, I wonder if you have got schizophrenia. He said, "Why do
you say that for?" I said there is nothing wrong with it - it is just the same as if you
have got diabetes or you have got heart failure. I have got high blood pressure, and
I have got an ulcer too. It's nothing. Yqu have just got a little bit of an imbalance
in your brain. I said you are a great bloke - you have got a good mind. He said
"Yeah I have, I have got a good mind". Everytime I say to him, there is nothing
wrong with you, you are a good bloke, you just need to take your medication.
Stella: I have said to her that people with diabetes everyday have to have an
injection to stay alive; it is the same for someone with a mental illness. You have
to take your medication to stay alive.
Ken: we said to our son what is there to be ashamed of - like I mean - you are not
ashamed when you got cancer, you are not ashamed when you are diabetic - and
this again is an illness.
The caring role provided by the family member or members is illustrated by these quotes
as a role of extreme patience and willingness to spend time with the relative, as well as
coming to terms with and accepting the limitations caused by the illness. This acceptance
then allowed informants to encourage the care-recipient but within realistic time frames.
The extracts in this chapter are powerful in the way they give real meaning to the term
caring and the 'unconditional' nature of this role.
Setting boundaries around acceptable and non-acceptable behaviour

Some informants have discussed drawing a line about what they are prepared to support
and what they are not prepared to support, especially around issues to do with medication
and general behaviour. Informants spend a lot of time watching, learning and making
sense of behaviour. This represents an exceedingly difficult area in mental health, given
that there is still an uncertainty about the specific aetiology of the illness. Informants in
this study have made decisions about what behaviour can be reasonably accepted as linked
to the condition, and what behaviour can be challenged.

Mike: We had a discussion just recently, we were all at Nigel's place - [his
brother] and myself - and urn it was a case of that he announced that he was going
to go on this program that would reduce his medication and that sort of thing. He
said, how do you feel about it? I said well, I am concerned about it but if it is
something you feel you need to do then do it. I said I will be fully supportive of it
but if you are going to be bloody minded about it I am not interested.
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By that I meant, once it showed by reducing the medication that he wasn't
travelling too well and wanted to keep going with that plan of attack then I didn't
want to be put out by having to deal with his situation because he was being bloody
minded about his medication. So I laid th,at on him pretty solidly.
Jude: I came home and found the kitchen in a mess, he was lying on the couch and
he had a cap over his face. And I lifted his cap and I said Jeremy what goes on
between you and your head - that's your business. I know you are hearing voices,
and that's up.to you. But what goes on between me and my kitchen is my business,
so get off your arse and clean the kitchen. With that he went and cleaned it up. He
has been really good since then.

As I suggested earlier, this was a process that took time and experience, and hence drawing
the boundary around behaviour was described by informants as a difficult task. The
following response is representative of these difficulties. Again this extract suggests that
families need extra support for their relatives in the community.

Mandy: I feel there should be a lot more supported accommodation for people. It
is very easy for these people to manipulate families and the families give in because
it is too hard to keep saying no. I just think in places like [supported
accommodation] that they will be more proactive in making the consumer a bit
more responsible for their actions.

This extract relates back to the urban case studies presented in chapter six, where one of
the care-recipients, who was difficult to care for at home, was cared for in a hospital setting
and assisted along the way to live independently. The informant above described years of
trying to cope with her son, and finally he has a position in one of the more recent, but
limited (available positions) accommodation options provided in the larger rural area.
However, most others in this study did not have the same opportunities.
Difficult behaviour

Over half the informants in this study described coping with extreme difficult behaviour
either on an ongoing basis, sometimes in the past or from time-to-time depending on the
circumstances of the relatives' illness. This extract illustrates the unpredictable nature of
"extreme" behaviour and that carers do not know the full effects of the illness on
behaviour.
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This is of considerable concern for families.

Other informants, however, are completely

aware of the care-recipients potential behaviour because they have lived through most of it.
This will be shown in the following extracts.
Fran: Well - I suppose I am more concerned about his acute highs and you know
his lows. Urn when he gets very low well I know he has ideas of life's not worth
living and I don't - I'd be surprised if ever did try to take his own life but you don't
know. He talks about it. And then when he goes the other way - I suppose I am
very concerned about him getting psychotic because he has had some episodes and
I am just afraid of what he might do to other people. I don't think he would ever
hurt anyone but he has bashed a few things around. But you don't know how far he
might go and if he's hearing those voices saying "you should do this and you
should do that" ... you just don't know how far it could go.

The 'difficult behaviour' was generally described by informants as behaviour which was
aggressive, sometimes violent, destructive, nonsensical or bizarre. Families were often the
centre of delusional thoughts, and were subject to, for example, ongoing suspicion about
poison in food, allegations of wrong doing against the person, ongoing claims of the
family's madness or illness rather than their own, and disclaiming the family entirely. Part
of their role as a carer involved learning strategies to calm or diffuse such situations.

The following informants describe situations involving the extended family and the carerecipient's behaviour. They talk about the way in which they have adapted to and coped
with these situations.
Brenda: If Gareth became sick or drank too much he could get out of control. It
was like as if he was charged with electricity and he went right off the planet. He
shot the wall out of the shed. Made up a gun and filled with shots - most enormous
eruption. My sister and husband couldn't cope, and left to go home. But it could
get worse than that. Very nasty. It ended up I had locks put on the doors. We had
some really hairy times. I know I have been through farm paddocks in the pitch
dark in bare feet and up and down creeks. It is like when you go into a house and
you work out a fire exit. Well, I did that same thing. You would have exits; you'd
work out exits for all possibilities. You just ultimately did it. It was just a way of
life.
[Max and Felicity are parents who were interviewed together]
Max: Logan does become very psychotic; he also blames two of the other siblings
for his illness and threatens especially his brother to hurt them. He says he will
bum their house down, bash him up and the family.
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Logan can get very agitated and will wreck things. When it first happened we were
completely at a loose end, we didn't know what was happening or who to tum too.
Felicity: Now when Logan becomes psychotic, Max will sit with him until he calms
down. He sits with him for hours, listening to what he is saying and eventually he
settles.
An informant described becoming the object of her daughter's frustration and aggression.

Sandy: She was anti me all the time. She didn't want to see me. She had a few
rows with her Dad, with all of us I suppose but she would allow him to go and visit
but not me. One day my husband said come on you come in too ... he said to her
your mum is coming in. So I went in. She said, what are you doing here. I said, I
want to come and visit you and I said if you don't want me here I will go. Then her
dad said if you don't want to see your mother then I am going too. Then we both
walked out. After that when I went in she was fine ... well not fine ... but less
abusive towards me. I mean I have been the one that has supported her more than
anybody. But even now sometimes she says, I don't think I can trust you. I have
had to say to her, if you can't trust me, you can't trust anybody because I have
stuck by you all the time and tried to help.

Another informant's response illustrates the ongoing difficulties of living with someone
who is mentally unwell.

Sam: I guess he was doing the classic schizophrenic thing but we didn't know at
the time .. ~sitting on the couch all day not being interested in doing anything and as
far as we were concerned he was just a lazy animal and just so aggressive - he was
argumentative all the time - if I said it was black, he would say it was white. You
just couldn't live with him because he would not fit in and socialise - he was just
so antisocial.
This informant describes a situation of being humiliated in public by her daughter and the
effect that her daughter's behaviour would have on her emotionally.

Violet: I remember when she came up - the last time I actually physically saw her she came up here for Christmas and I didn't want her to come because I was really
looking forward to a nice Christmas day with friends and she had spoiled every
previous Christmas and I wouldn't see her for months and then all of a sudden
Christmas day comes and she's got to come - and so we went for a picnic in the
gardens with oh there must have been about thirty people and ah I knew that as
soon as she started drinking that would set her off and she ended up screaming at
me- ..... .
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abusing me and then a few friends got her into the car - my car and I drove her to
the station and told her she just had to get on the train and go back to [place name]
and urn she just changed - her behaviour changed urn - we'd missed the train that's
right - and then she just disappeared and she found some old friends up here and
went and stayed the night with them but 'um - it was horrible you know - and that's
the sort of thing that's happened a lot - just her urn ability to embarrass me - I mean
she does it deliberately - then often - it's because in a way - when she's like that
she's probably blaming me because she's ill or got some terrible resentment or
paranoia that's coming up urn but it's still hard to take - and it's still hard to say this
girl's sick urn you know that's why she's doing it to me - but you just can't go on
urn just being .. .it just wrecks you - it wrecks you - so yeah there's all those
emotions - I think - I'm sure every carer feels all of them yeah - and if you're on
your own - if you haven't got a partner to share it with - that is definitely harder much harder

Again the above words of the informants demonstrate the difficulty of separating
intentional or controllable bad behaviour from behaviour caused by the illness. Even if she
rationalises it as being part of the illness, the informant says it is still difficult to accept.
This issue emerges again later in the chapter in relation to constructions and experiences of
survival and acceptance.

Other types of behaviours were described by informants such as withdrawal from social
life and the family and becoming overly reserved and quiet; although this behaviour is less
confrontational it was nonetheless disturbing. However, it tended to be the more angry
behaviour that other family members were often unable to tolerate over time, so that the
parent or the family carer becomes either sole carer or the responsibility is mainly left to
the parents or a spouse. It tends to be the extreme difficult behaviour that isolates the
relative from other family members, particularly other siblings. This takes a toll generally
on family relations, and the health of the family caregiver. It is in these circumstances
especially that the role of the family in relation to being the primary caregiver needs to be
questioned. What is interesting is that in relation to providing both emotional care and
dealing with difficult behaviour, it is not only the female informants who describe this as
their role. To an extent this challenges the notion that males do not participate as active
carers.

This suggests again the importance of future research addressing specifically

gender issues and caring. The following section illustrates the way in which mental illness
in the family does have a significant impact on the family unit as a whole.
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section two: The impact of caring on the family

When a person becomes a carer of a relative living with an illness the impact of this
situation extends well beyond the carer/s and the ill relative.

It was evident in this

research that the family as a whole is affected in many different ways, and support is
required in relation to helping family members come to terms with mental illness. One
informant suggested she could write a book on the impact on the family, with another
member living with mental illness. It changes social interaction for families from the time
they spend with each other and the way they relate to each other, and the way they relate to
other people. Despite these fundamental changes to the family, there seemed to be a lack
of services or support for the family as a whole.
Gap in family counselling

The gap in family counselling was an issue that most informants spoke strongly about in
terms of family issues. They felt that it was essential that the whole family was able to
receive some form of support from professionals. Families needed some way in which to
understand better how each family member was coping and what their needs were. They
also required assistance in coming to terms with their concerns and fears about mental
illness.

Apart from those siblings who accessed help from metropolitan services,

informants reported that there was virtually nothing in the rural areas that covered
comprehensive family counselling.
Pam: Actually we went to a meeting just the other day. They were talking about a
course going in [metropolitan centre] where the whole family would come as a
family and talk about the problems they had. Each of the family members would
relay the problems they were having. Simple things like he doesn't get out of bed
or borrows money without asking. They do it as a group ... so I thought wouldn't
that be wonderful if it was an ongoing thing and a part of mental health, not just in
[metropolitan centre] but in the regional centres. Because basically that's what it
comes down to, how do you cope with someone with schizophrenia and how do
you live in a family with them. How do you deal with the everyday problems - it
seems you can't get that sort of help for the family. You can't really get any help
unless he is having a psychotic episode in hospital.
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Other informants were concerned about the counselling needed for their ill relative's
children. They say there is nothing out there to help the children cope with their parent
living with a mental illness.

Stephanie: It worries me what impact it is going to have on the kids in the longterm. And what help is there for them - the school has done nothing - they said
they would get a psychologist for them but they haven't. One of the little ones is
always kept down in preps thinking that is a solution. He has never had any early
intervention stuff - he is going all right but he is just hanging there by the skin of
his teeth.

Other informants discussed the lack of one-on-one counselling for carers themselves,
illustrated in the following quote.

Violet: I think more counselling for carers yeah definitely urn you know there is
just very little - there is very little counselling for consumers let alone carers and ah
I think that it should - counselling should definitely include the carer as well ... 1
mean there has been many times that rve been just at the end of my tether - and I
need some help just to - I mean I naturally ring up the other carers - couple of the
close ones but sometimes I think it is the professional help that is needed and you
really - you don't know who to tum to because there is such a shortage of
counsellors in the community.

In the light of the types of issues families face in relation to caring for a relative,
particularly dealing with difficult behaviour and providing constant and ongoing emotional
support for their relatives, it would seem logical that counselling services be available for a
range of family members.

It becomes even more applicable when you consider the

general lack of support from extended family members.

Most informants only had the help of their spouse and sometimes other siblings in the care
of their relative; otherwise the task was undertaken alone. Some informants suggested that
the extended family found it much harder to grasp and support them given the ongoing
nature of the problems. It was also about the seemingly 'invisible' nature of the illness, in
that the person seems or looks well to them. Therefore caregivers described themselves as
not getting the support they need from other family members.
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Christen: ... they don't really understand what I am going through with the type of
illness my daughter has got. They don't really want to understand what is
happening there. They see her as being very placid and that she is not as much of a
problem as say my sister was, who was more angry and aggressive (sister also
suffers from mental illness)
.
Anthony: Once again, I think at work they have a fairly good understanding of it.
But as for family and friends no I don't think that they really understand - they see
this healthy young man most of the time and they wonder why would we be tired or
concerned. I mean when he was really ill- I suppose they weren't too bad - but it
is like everything else - life goes on.

Brenda: I don't get much other support. No. My mother ... this isjust ... arr. Well, I
told my mother that Gareth was schizophrenic and she said he should have been put
down at birth. From then on it wasn't mentioned. My sister was a good listener.
She did what she could. She tried to understand but she didn't understand. She's a
very nervous person. And the family, I've got six children, and they wanted to get
as far away as they could, I think.
The lack of extended family support was a result of mixed issues, it was described by some
informants as an issue of fear and inability to deal with unusual behaviour, or with the
belief that the relative was 'bad' rather than someone living with an illness.

A lack of

understanding and awareness about mental illness and the chronic nature of the illness in
many cases was often the way families described the extended families' response. It was
also about the extended family having their own issues to deal with, and not necessarily
having the time to extend help to others outside the immediate family.

It is rather ironic

that governments and others emphasise family and family support in mental health care,
and yet often the situation is that one or two (sometimes three) people are left with the sole
responsibility ofthe informal care. This issue will be discussed further in the final chapter.
Family life

The next section will continue to discuss the many other issues raised in this study that
impact on the family unit and require ongoing support. It is not difficult then to conclude
the need for the greater availability of family counselling and other types of support.

Several themes emerged in the interviews demonstrating the destructiveness to family life
and the family unit that can be caused by mental illness.
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Informants described how becoming primary carers of a son or daughter or partner had an
impact on the way the family could function. A key issue for informants is trying to meet
the needs of other family members, as well as caring for the un-well member.
Meeting the needs of other family members

Most families were concerned at some point in time about being able to meet the needs of
other family members, while trying to do all they could for their child or husband that was
experiencing a mental illness.

Informants commonly spoke about the extra energy

required to keep the family functioning. They felt family life had enough complications
under 'normal' circumstances, and that putting a mental illness on top of that made the
situation even more complicated. Some informants described the strain it had put on their
own relationship with their spouse.

Teressa: Well we were concerned about the family in the initial stage, in the height
of it all. We were concerned about the effect it would have on the others. Because
so much time was consumed with what was happening, I think some of the others
got short-changed. We had a problem with one of our children who was getting
quite depressed and flat.
Agnes: I reckon there is a real lack up here and it is probably the same everywhere
- the family need just as much support as the client and we got a bit of that but not
much because the focus has to be on the sick person. And it is not only the parents
but it is siblings. You need something that is continuous - it is not something that
can be done quickly especially soon after the diagnosis because it is such a shock.
So it is not only family counselling - I think there should be a lot of grief
counselling - I didn't realise what on earth was happening for a long time. If a
family member dies or a close friend, you get over it in time but with this sort of
grief - with a person with a disability, it will wane but it never goes away because
you have always got them.
Polly: It has been a strain on our marriage - my husband has been living in the
brand new house in [place name] and he couldn't understand why I wouldn't move
in. He said I was putting Harvey [care-recipient] first all the time. It has been one
of the most stressful years of my life in more ways than one, not only because of
Harvey, I have had all these other stresses as well ... My husband has changed a lot
lately too. His enthusiasm for work is not the same and it really has been a big
strain on our relationship.
Catherine: We had real concerns for our younger children - they were neglected in
some ways because Gerry consumed everyone's life. There was, at times, concerns
for their safety. We really had no social life - and no family life.
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All of the extracts in one way or another illustrate the issue of loss in mental illness - a
loss of ordinary family life; loss of attention for all members in the family; loss of the
'normal' functioning of the care-recipient

(desc~bed

here as experienced as grief); and the

potential loss of a partner. Yet from the point of view of most of the informants, there is
very little opportunity for whole-of-family counselling or even one-on-one services for
family members. Again, these issues are not adequately addressed in the cost of
community care.

Helen: Jodie's brothers and sisters, and their current partners are supportive of her
but there have at times been fairly significant issues arise. I did have to consider
the time I was putting into Jodie and the other kids and I had to make an effort to
still give them time. Situation becomes complex when new people come into the
family - they have to come to terms with the fact that the family spends a lot of
time on the issue. We have come through - it has worked out - we have just - I
suppose we've worked on honesty - as much as we possibly could .. .if one of the
kids doesn't feel like coming home for Christmas then that's okay.
Stella: It is whoever needs the help at the time. Sometimes Amy [care-recipient]
may have to wait if someone else needs the help. No body misses out because of
Amy and she doesn't make things difficult- she is a lovely person.
Some informants' responses indicated a resolution in regard to meeting the needs of other
family members or adapting and adjusting over time. Despite the more positive outcome
reached, this did not occur without time and difficulty, and still suggests that significant
change occurs to family life.
Family occasions

One informant felt that they really did not have II social life or a family life.

Many

informants stated that family occasions such as Christmas, birthdays and other family
celebrations, are often the events that trigger episodes of acute illness for a relative living
with mental illness. So these family occasions therefore became problematic and stressful
for the whole family.

The following is a conversation that took place in the interview between two informants, a
mother and a daughter both involved in the care of another daughter or sibling illustrating
the above issues.
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[Joan and Stephanie are mother and daughter, and were interviewed together]
Joan: Everything we would have - like a birthday or something like that there were
disruptions some way or another.
Stephanie: Yer you would try to do something nice. Every major event she has
either been not well or the major event like a wedding or whatever would be
enough to tip her over the edge ... there is a lot of nice things we could do as a
family and we try to do them but other times you think it is not worth it because it
always turns into a nightmare.
Joan: You would like her to do the things that you can do - like just go shopping just go somewhere but it always turns into a major production and in the end there
is a fight. So every time we try to do things as a family that is what is happening.
She feels we are judging her and she stomps off.

An earlier quote illustrated that Christmas time could often become a difficult and an

unfortunate time because of the behaviour of an unwell relative. While other informants
were saddened that their relative would not attend family functions.

Other siblings
There are different experiences reported by the informants about the relationship of their
caring role and the whole family, and the impact that the illness has had on the family. In
some cases siblings have been or still are subject to difficult behaviour and as a
consequence have decided to keep their distance. Care-recipients were also described as
being envious of other siblings. Informants believed they were envious of the things that
they could not see themselves as having such as a family of their own, and the level of
independence that their siblings could achieve. This situation often meant that the carerecipient did not want to really have anything to do with their siblings. Family events
could therefore be very isolating with the family spending separate time with their children
rather than altogether.

Felicity: The other children will not visit the house when Logan is home. It is like
having two separate families. We hardly ever talk to the others about Logan, and
we don't talk to Logan about the others. It is like he is jealous, envious and angry
that he has the illness and the others are okay.

Doug: See you haven't mentioned the family. We have three other members of the
family and they have their own children. One of the biggest problems with our
case, not all schizophrenics but in our case - she is forty-nine and she suffers from
self- pity a lot because she hasn't got any children.
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At times she has verbally abused other members of the family but not always and
they are very good because they ring her up regularly and keep in touch. But she
goes off and gets a bit irritable mainly through self-pity.

Some informants stated that other siblings were unable to accept and understand the
illness. There were a range of possible explanations put forward by informants. They felt
that this lack of acceptance by siblings was in part caused by a fear that the condition was
hereditary, and that they were worried about the likelihood of their own offspring
developing a mental illness. Others siblings were described as being resentful of how
much time was spent with their brother or sister, and the way in which the situation had
taken over every facet of the family life.

Other informants felt it resulted from a

combination of factors including the lack of understanding and information about mental
illness, and the associated stigmatisation.

Pearl: Our eldest son still doesn't really accept it - I think it is fear of the illness
and worried that it might happen in their family.
Michael: One brother really took a lead role in helping look after Nigel - the other
brother is a bit less understanding - he is not hostile or anything - but did not want
to take too much on board - it was just his way of coping.
Stephanie (a sibling herself): I think everyone at some stage gets sick to death of
the situation ... you get to a point where you don't want to hear about it anymore you feel like everything revolves around Laura and Laura's circumstances - we
would have a family function - and it would always end up in conversations about
Laura and her family-I think everyone was just so sick of it and that it was all our
family revolved around - well sometimes I feel I don't want to know about it - sort
of thing. Sometimes I think I would rather just leave and go somewhere else - then
you feel bad because it is your family you are talking about.
Violet: my son has been very supportive and helped me care for Annie. My other
daughter - well you could tell that she resented the whole thing - and that she
couldn't understand why I was trying so hard to deal with her - why I didn't just
wipe her and say well you know I couldn't do anything just walk away from the
situation - that's definitely what she thought I should do. She is different now,
she's older but I think she was frightened for me and what might happen.
Sandy: Her brothers have found it hard to deal with, especially when Paula is ill.
For a long time I think they felt that it was just attention grabbing behaviour - they
seem to be getting better now. One of the boys saw a documentary on mental
illness. He said it really helped him enormously to hear this girl speak about her
illness. Understanding how it affected her and how she had been feeling.
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And things like that and I felt that was really good. A few more things like that on
TV or something would help. Help people understand a bit more.

Mandy: the other two are angry that Luke had taken up so much time. It was
interesting I said to - urn I have got one who is away and has been away for about
three years. It has taken him all this time to get over it and feel independent and all
right. I said to my other son who is still at home - it is a wonder we are all still
normal. He said but I am not. I said, no I am not either and we just laughed. But
that is how he feels. I think he is just angry. It is very hard for him to deal with
because the whole community knows Luke and I think we both just feel
demoralised. I think it is really sad for all of them because it takes their childhood
away.

Other informants spoke of the relationship between siblings healing over time.

Teresa: I look at the way my kids are with Scott, like they had virtually cut him out
of their lives in a way because it was embarrassing or it was this or that. I see them
with him now, and they are gradually - well you can see him coming back into the
fold. And they are accepting him with their mates. That was something I thought
would never ever happen because they' had such torrid times.

Other families described being closer together as a result of mental illness and the siblings
offering extra support for parents. Examples discussed in interviews included taking over
the caring role for short periods of time or just visiting and keeping and eye on the carerecipient. But it is complex and some informants have said they were lucky because the
children were grown up and left the home before all the problems started. If there were
younger people at home it was perceived as difficult to share the attention or meet the
needs of other family members. Overall, these accounts describing the response toward
siblings and by other siblings suggests the need for much greater help and counselling
designed for the whole family rather than the care-recipient alone.
Other responsibilities

The findings clearly show that caring for a mentally ill relative is a role on top of many
other responsibilities that people have such as being a parent to other children, working
and often also caring for elderly parents. Some families were caring for more than one
child living with a mental illness, or for another child that had a physical illness.
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The consequences for the family and hence their strategies for coping differed for families.
Some informants described reaching a stage where the immediate family was supportive,
while other informants described more diffic,ult circumstances in relation to greater
fragmentation of family life. It is more difficult for those families who had to deal with
extreme difficult behaviour such as aggressive or physical and mental abuse from the
unwell relative.

This finding is supported by previous studies discussed in chapter three

(Carey & Leggatt, 1987; Maurin & Boyd, 1990: Jones, 1996)

This difference in the way families have coped and survived, therefore, can not be simply
interpreted as one family being more adaptive than another family.

There are many

different factors that generate different circumstances for families. Siblings may have been
cut off from the client, that is, the client does not want to have anything to do with his or
her brother or sisters, or they may be the target of difficult behaviour, and hence resulting
in greater fragmentation of the family unit. It is also about the stage at which the family is
in the life cycle, for example, the age of the children and how many children are at home.
These are important factors to be considered in the overall understanding of the role of the
family, the consequences of this role for the family and the type of support needed by
families in their caring role.
The impact on carers' physical and emotional health

Not surprisingly the role of a carer described in this section has ultimately had an impact
on the health of the carers and other family members. Generally informants discussed
health implying a holistic perspective, and in many instances were talking about overall
well-being. Carers described feeling tired, exhausted and defeated at times. They have
experienced stress and depression and sometimes felt that they were also becoming a client
of mental health services. The following informant makes a powerful but simple statement.

Holly: I think any worry takes its toll doesn't it?
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This informant discusses how her health has been affected ultimately by the strategies
adopted to cope with difficult behaviour.

Brenda: I am brain dead now. People say it is your age and your memory but I
have found over the years, if you didn't block the horrors out, you wouldn't
survive. So I developed a way I could shut it out. As I was saying to you, you
walk into the room and you shut off. To do that, I think it affects your memory
because you do it so much and you really are a mess ... my physical health is a mess
too. I had allergies that were all caused by the emotional stress. I was terribly ill
five years ago.

The following informant again raises the issue of memory loss. Informants seem to feel
this memory loss is caused by years of trying to forget difficult situations that they have
been through, so that remembering is a process that the brain has forgotten how to perform.
[Joan and Stephanie are mother and daughter, and were interviewed together]
Joan: You just put on this face when you go out. Like an actress. No one knows
what is happening in your head. I have got no memory at all. Unless it is
something specific I couldn't tell you. I write everything down - everything is
written down.
Stephanie: there is just so much going on.
Joan: Also you are saying to yourself - forget that forget that - so if I don't write it
down, I have got no hope of remembering ... I went and saw a psychologist and
what do you tell her, well you can only tell her what is going on - you really get no
answers that way either ... I guess it is good to get things off your chest.
Mandy: Perhaps the impact on health has not been so much physical. No I am not a
sick person at all ... mentally I think I have put my own life on hold because this
takes up so much time and energy and you just don't have anything left for
yourself.
Scho,field & colleagues (1999) study supports this finding as they also concluded also that
carers have much higher self-reported health problems and a poorer quality of life
compared to non-carers.

They also found that carers perceived less social support. This

concurs with the findings of this study, where informants described little to no support for
the family in the caring role.

This refers specifically to situations where one-on-one

counselling or group counselling would be available.

Informants in this study generally

have indicated that their role is one undertaken in social isolation. So it is not surprising
that they would report impacts on their overall health and well-being.
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Section three: The key to surviving as carers
The next section discusses the way in which families over-time have developed strategies
that sustain the caring role.

The battles with access to services and help, the constancy of the caring role, the long term
emotional commitment required in order to care for the person and keep the family
together have caused carers stress and strain over-time.

Despite these sometimes

seemingly impossible tasks for carers, many informants spoke positively of the things that
were important to them in terms of surviving in the long-term. The following findings give
insight into the strengths of families but more importantly insight into the processes that
families are going through. This information is significant to service development around
support for families.
Diagnosis: Putting a name to the behaviour

The central issue for families who care for a relative living with mental illness was being
able to put a name to the behaviour.

A diagnosis of mental illness for many carers

represented the first glimpse of hope.

Many informants described living in despair and

trauma before their relative was diagnosed and spoke of how important it was to be able to
understand the source of what they had been dealing with and going through (also raised in
chapter five). It was at that time that informants said they could begin to think about
strategies with which to help their relative get well.

Ellen: Looking back - we can see different things that happened that were a part of
the illness - when he was diagnosed as having a mental illness it made sense - at
the time we thought it must have been teenage rebellion and things like that but
they had another base.

The extracts from the following informants show that before families know what the
diagnosis is' for their relatives they feel they may have given the wrong advice or adopted
the wrong attitude. A diagnosis for families meant they had a greater opportunity to react
or respond to certain behaviour in a more appropriate way.
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Tom: It is a lot better now that we have a diagnosis and I know what the problem is
but before that, it was a lot greyer. But it is very black and white now. It was
greyer and in that grey period there were a lot of time where Ben - or motivation
was about that [hand gesture showing ~lmost no motivation] much and that got
right back to the motivation to be able to get out of bed. I was saying to my wife,
should we be doing something - you know if we started the cycle going would that
help. I mean that was me out in the ring with the other people, not knowing what to
do. So I guess I can see where they are [referring to people who don't understand
mental Illness]. You see the manifestation but your don't see the root cause. Now
I know what the actual problem is, I see that solving the motivation isn't the issueit is fixing the issue and then the motivation may fix itself.

Sonia: I mean many years ago when Francis had the voices - he was under a lot of
stress and that is why he hears the voices -ah I go crook at him and angry and I lost
my temper and I said -"why don't you do this?" - not knowing what really went on
with him but knowing now - we are gentle when we talk about things.

One informant described just about giving up on understanding his son's behaviour.
Sam: Until you know what you are dealing with which we know now, it is so hard
- I have certainly changed my attifude since finding out my son is living with a
mental illness - we know what it is and we can deal with it - it may not be a perfect
world - but at least when we do something we know it is for a reason.

Working through grief and loss, and other emotions

The theme of loss has been prominent so far throughout the findings. Many informants
directly discussed their feelings of direct loss during the interviews. Many informants felt
that the person they once you knew had completely changed and in some ways this felt like
a 'death in the family'.

Bonny: It was just like you have a death in the family - they have died and come
back completely different. I am not ashamed of my daughter's illness, I will tell
anyone. I am sad for my daughter that she has had to go through what she has been
through. I am proud of her just the same - I just think of the daughter she would
have been and the mother she would have been if this devastating illness didn't hit.
Her life has been deeply ruined. I don't usually get upset and let myself go unless I
really think about it deeply. I remembered when we got back from [place name]
once I put my head in my hands and really cried. Because I knew - I didn't know
what was wrong with her but I knew that whatever it was, it was terrible because
she had turned against her parents and everything.
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Polly: It is different - you look at the person and think, who is he, he is not my son.
Violet: She was a very sweet rather shy girl you know ... we just can't get over the
change in her - her nature - which is very sad.

Most informants, especially parents discussed the emotional issues involved with coming
to terms with mental illness in the family.

Informants described times of constant

questioning and searching for the reasons why this had happened to them. There are those
times where carers have felt utter despair: 'Where 's the hope; is there an end to this?'
There doesn't seem to be any light at the end oj the tunnel '. 'How am I ever going to cope
with this?' It was not unusual for families to feel as though somehow they were
responsible for their relative's illness, that somewhere they had gone wrong with this child.
These extracts help to understand the families' struggle with 'blame' and the thought
processes associated with this phenomenon.

Sam: When you have children you expect your children to be normal - you know,
whatever normal is - and when you -get one or two or more that aren't then - then
you have a real problem of coming to terms with that and then dealing with it - so
I've got two other kids that I say are normal - and then they've got their
idiosyncrasies - but it's not anti-social -ah whereas Luke's behaviour was antisocial - there is no doubt about that - he was argumentative - ah and there are lots of
problems and so you've got to try and deal with that then - what have I done
differently to that child that I haven't to the other two? Am I guilty? Did I cause it?
All those sorts of things that go through your mind - so you have difficulty - you
resent them being different.

Informants' perceptions and experiences as described in the early section about dealing
with difficult behaviour could easily be included in this section as well, as it is part of the
emotional battle of coming to terms with the manifestations of the mental illness. This
following extract shows that 'blame' also comes from the care-recipient's response to
mental illness.

Violet: oh total embarrassment - I used to just dissolve into tears - sometimes get
very angry thinking that she could stop it - ah I used to be scared urn just all of
that...when she's like that she's probably blaming me because she's ill or got some
terrible resentment or paranoia that's coming up but it's still hard to take - and it's
still hard to say this girl's sick urn you know that's why she's doing it to me - but
you just can't go on - it just wrecks you - so there is all those emotions - I think-
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I'm sure every carer feels all of them yeah - and if you're on your own - if you
haven't got a partner to share it with - that is definitely harder - much harder.

Acceptance

The concept of acceptance, from the perspective of informants, was a key a factor in the
ability of caregivers to move beyond the illness and reclaim independence from their 'sick'
relative. It wasn't necessarily acceptance of the illness itself but acceptance that they could
not fix the problem and that they had little control over their relative's illness.

The informant Sam described how he found it easier to accept his son's behaviour once he
knew there was a reason for it. Before that he was unclear about his own role in causing
his son's difficult behaviour.

He describes the relief at knowing that the difficult

behaviour actually had a label, a mental illness, and that because it is a mental illness there
is help available.

It is understandable, then, why families are eager to accept the

biomedical approach to mental illness.

Sam: I' m sure that anyone who understands it's a mental illness - it is something
you can deal with - there's a different attitude, where you say"Oh the kid's just a
brat" or he's got a mental illness and he's got something you can deal with - I
meant there are people who are just anti-social and Luke's behaviour was antisocial - there was not doubt about that - but it was probably caused a lot by the
problems he was having with his illness.

However, despite the recognition by families and service providers that mental illness has a
medical explanation it seemed that the label of the illness still affects the identity and the
social situations of families.

Many other informants in this study after receiving a

medical explanation for the problems they were experiencing with their relative still
struggled with the stigma and shame associated with the label of the illness. From the
caregiver's perspective acceptance of the actual illness was much more difficult to achieve.
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The following extract reflects on how informants struggle with this acceptance. Here we
see the intertwining nature of mental illness and the associated stigma of the illness, and
the effect this has on families. The informant,. despite this reflection, seemed generally
very pro-active in seeking help for her son but she became more pro-active when she
resolved the issue of acceptance.

Pam: I think the worse part for me is the actual admission that Jacob has actually
got schizophrenia and the worry about... well I suppose it is fear of how people will
accept this because it is not something you accept yourself. I think it took me three
years. I have tried to work out what the fear is - I mean if he had cancer or TB it
would be easier to cope with because you would perhaps have the sympathy or the
compassion [from other people] but you haven't- you have got none of that.
Families deal with this as if it was like he's got leprosy and because of that you are
more likely to suffer in silence. Because of that when problems arise you sort of
don't look for solutions, you sort of shove it aside and say this is not really
happening -we will just get through this day. If it were something concrete you
would ring up for help.
Pam: Families hide; it is not something they want to talk about.

Some informants discussed their feelings of shame about the illness, not the person living
with the illness, but the illness itself and more often their fear about how others would
react if they told them about it. It is interesting to note that when families speak of the
negative emotions that they feel, they are eager to qualify that the emotion is directed at the
illness and not the person. Again, the benefit of framing the illness as a medical problem
allows families to direct their negative emotions toward the illness rather than the person.

Sandy: It is a pretty lonely thing really because you tend to not want.. .we haven't
invited friends around a lot. Especially when Paula was home, you just didn't
invite people around. I suppose we tried to keep it to ourselves a bit. I suppose as
it has gone along more people have found out about it because you sort of have to
talk about it a little bit.
Lisa: You feel like if you tell people then they will think you have been a bad
mother. I even thought this before I knew he had an illness. So you think that
others will pass the same judgment -that you have done something wrong.

Other informants grew up with negative images of people living with mental illness, and
therefore had to overcome the negative association in order to cope with caring.
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Lisa: You grow up with negative connotations attached to the words psychiatric
and mental. Like I used to be like that too - you don't have an understanding - so I
remember going there and like seeing those words - mental health and psychiatric
- all these negative feelings emerged - s<? I have had to learn too.
It was suggested also in the study that stigma stopped families seeking help for their

relatives. Some families would rather label the children as being 'bad' rather than 'mad'.
The next informant describes how stigma is detrimental to care-recipients whose families
will not accept that there is a problem - a mental illness. She tells of an account with a
niece who is unwell and in her opinion may be living with bipolar disorder but the family
has no understanding of it.
Barbara: They still see it like, ah you know as a thing that can be controlled by just
pulling yourself together. But they give up - they send her to a GP and because she
presents well the family believe she is putting it all on but she is not, there is
something very wrong with her.

Another informant similarly talks about families who won't admit to a problem such as
mental illness. She looks at this in the light of her own son's situation and asks how can
the client come to terms with the illness when the family try to hide it or don't accept it.

Jude: A lot of people won't admit to it. I know people that have got kids that show
the symptoms and they reckon there is nothing wrong with them. You just
think ... god ... how is Jeremy going to learn to cope if we keep it quiet? He has to
learn. If he can't learn then he will probably kill himself. We all have to learn to
live with it. It is a terrible word and people don't want to have it in their family. It
is probably one of the worst things you could have.

Clearly the findings showed that most families accepted the diagnosis of mental illness,
especially after a long period of time of not understanding the reasons for their child's
behaviour. The medical construction of mental illness relieves families from feeling that
somehow they are to blame for the situation. However, the fear of what other people will
think remains long after the diagnosis.

It is also probable that the initial relief of a

diagnosis subsides into further struggles with stigma and other negative emotions, as it
becomes evident that their relative's illness is permanent.

Acceptance of mental illness

and the effect that the illness has on the care-recipient is more difficult to achieve.
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Some informants said they could not accept the illness because of the negative impact it
had on their relative and the family. Most, however, agreed that it is necessary to reach a
stage where they accepted that they could nO.t control the illness or their relative's
behaviour. This step toward acceptance from the informants' perspectives helped to
alleviate the intensity and constancy of the caring role. Other qualitative studies exploring
the caregiving experience concur with this process (Karp & Tanarugsachock, 2000; Tuck,
1997).
Roles and good partnerships

Some informants felt that a key for their survival was each other's support - and their
ability to provide different things to help their child. The following extracts illustrate the
partnership role in caring. Although women are primarily the caregivers, this study found
good examples of male caregivers sharing the responsibilities. This is important because
there are very few studies that allow insight into the male perspective on caregiving, and
given the loss of full-time male work and the rise of part-time work for women (Forster,
1999), males may become more responsible for caring.

In the future it may not be

atypical for men to be in positions of primary caregiving. In the light of this there needs to
be further research on the male perspective of caring and their caring role.

The next quotes describe the role of caring as team work and raise issues in relation to the
nature of the division of labour in caring between males and females.

Andy: I think the right combination of the team. Where it was good, the things
Lucy was doing, I would not have done anywhere near as well. I may have gone
the other direction. Where she was making ground I could have well have gone
backwards. Probably vice versa, there was probably a role I played that Lucy
couldn't have - so it worked well.

Andy and Lucy defined Andy's role as holding things together, being objective and logical
about the issues that would arise and talking to their daughter, helping her keep in touch
with reality as opposed to the things that the illness were making her think and feel. Lucy
and Andy described Lucy's role as the more day-to-day tasks, the constant keeping watch
and monitoring the medication.
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Earlier in the findings Lucy's role in the management of their daughter's medication
illustrated the capacity of families to find solutions in the absence of formal services
(appropriately or inappropriately). Andy and I;.-ucy stated that it was important to have
unconditional support of each other and their daughter. Informants (parents) who felt they
worked as a team found strength in this relationship and shared their thoughts about
working together.

Frederick: If Carmel needs help, I help her and she does the same for me. We work
as a team.
Penny: Well I think Lindsay had to watch it because it does upset him a bit.
Sometimes when it gets to him that is when I have to step in and get Lindsay to
draw back and I take over.

However, other informants in this study did not experience the same level of support from
their male partners. It was typical of informants who were the sole carers to state that their
partners' did not accept the illness. It was also common that male partners interpreted their
relative's lack of motivation as one of laziness rather than associating the behaviour with
the illness. This lack of unity between the informants' own perceptions of the illness and
that of their partners made it difficult to cope. This also shows that despite a medical
diagnosis, these male partners still attribute the behaviour to the person, whereas the
informants, in order to sustain the caring role, attribute the behaviour to the illness.

A study by Chesla (1994) described the way fathers were found to adopt a distance care
approach, where they don't get involved in the caring process. She also stated that this
made fathers more emotionally vulnerable because they were unable to assess the day-today situation of their son or daughter. 'They suffered over the child's losses but were
unable to participate in the schizophrenics [sic] daily advancements' (Chesla, 1994: 179).
The findings from this study in conjunction with Chesla (1994) suggest that understanding
the male response to mental illness is an important area of investigation.

Otherwise the

cooperative effort made by parents together to deal with family issues is undermined,
making the situation more difficult.
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Pearl: I tried to work really hard on relationships in the family but there were times
when things were strained. My husband took some time to accept that it was an
illness and use to pass innuendoes about how lazy our son was and how much
coffee he drinks and so on - but he accepts it now.

Maria: It is very difficult for the partner who is trying to understand the illness
while the other partner can't understand it and puts it down to laziness.

Thinking positively

Looking for the positives that had come out of caring for a relative with a mental illness
was important for many informants. The main positive for carers seemed to be the lasting
friendships they had developed with other carers. Further to this some informants
described developing courage and determination as individuals. They felt that this may
never have happened if they weren't challenged to the extent that they were by mental
illness in the family.

Liza: I grew from that myself because in the initial stages when he was so sick, and
I felt, not knowing where to tum to and not feeling like I was getting a lot of
support. I think I grew with the fact, hey you have got to do this yourself. So it
taught me a lot to be able to accomplish all that.
Tom: 1 think I have become a bit more understanding and compassionate of people
who are in similar situations where I might not have been so understanding or
compassionate previously.
Hugh: We have met the most outstanding people on the mental illness side of
things.
Bonny: Yes, the people you meet who have someone with a mental illness - they
seem to have an exceptional amount of strength.

One informant believed that being positive around her son and letting him know that they
are proud of him was a way of showing they were not ashamed. The informant viewed life
from the point of view that it is important to look at 'what you have got and not what you
haven't got '. Although these sentiments are positive, this again shows the extent to which
mental illness is associated with disappointment and failure, and the stigma associated with
failure. Failure is also stigmatised in Western culture.
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Independent living

In ninety-one percent of interviews carers identified that their relative at one point in time

during the illness had lived at home. At the time of the interviews forty-four percent of
clients were living independently but in the same town or a near by town, forty-two percent
were living at home with the carer/so

Nine percent were living independently but in

another place some distance away and four percent are home sometimes depending on the
state of their illness. Even if the relative was not living at home the caring role was still
fairly intense. For most carers it still meant providing regular daily contact either by phone
or visiting.

Some carers have spoken about the importance of living separately from the relative, and
although this has its disadvantages it helps to ease the burden of constant watching and
waiting, and the relative has some independence.

It was also important in terms of

achieving the peace of mind described above.

Tom: If a carer is going to be effective they have to be on top of things themselves
- so if he is in the house, that would be boots and all. It would be much better for
him to be outside the house so that we could give care on as needs basis rather than
on an always there basis. For his own well being it would be better for him to
manage more on his own. If he can't manage more on his own - we would have to
examine what other options there are rather than just take him in.

Fran: Oh um, no I suppose in some ways it's hard - in some ways it's harder not
having him live with me - because I don't know what is going on. When he was
living with me I could read the signs pretty well but not seeing him all the time - he
can appear to be all right when in actual fact he's not because he'11 sort of put it on
for a period. On the other hand - I am not under the pressure all the time - so for
me - urn yes I suppose it's a - I can breathe a lot easier. Because all the time you
are sort of watching and wondering and urn but because there is a bit of distance
between us um I can't see what's going on all the time but then ifhe does need help
I suppose I am longer in finding out. But it gives him some independence, and I
am not always going to be here to look after him.
Violet: it's just constant - it's constantly on your mind all the time you really you're just living it the whole time when they're with you and that's - sometimes I
think well in a way I am lucky because I don't know what she's doing today - I
don't know where she slept last night - so sometimes what you don't know is
better.
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This again emphasises the informants' wishes for their relative to be independent. This
can't be achieved easily while they remain living with their families.

Housing and

supported accommodation are therefore significan! components of mental health care and
successful community care which one can identify as unmet needs.
Time

Time was an important factor overall in the process of families coming to terms with their
role as a carer and mental illness in the family. The situation for families changed from
week to week depending on their relative's state of mind and the help they were receiving.

Helen: Truthfully you don't have time to help yourself, it is only now that I think
my head feels settled enough or that I feel relaxed enough to think about what I
might do ... because really when you are in the midst of it - it is chaos - day to day
chaos and urn that is why I think people really appreciate having groups like you
know the carers' group because urn you really need other people to be able to take
over sometimes and do some things for you.
Hannah: I think it is only because urn you know as time goes by - I suppose you
heal to a certain extent ... and you realise that you have got to get on with your life
just the same.

Informants who spoke positively of their situation with their relative demonstrated that to
get to where they are today was a function of time and perseverance. Time was the
medium in which perseverance took place. Caregivers were attempting to persevere in
relation to coping with the chronic nature of mental illness. It is interesting to note that
although families describe learning to accept a lack of control over the illness, there is still
a desire in the long-term to return to a much more stable and predictable family social
order. The long-term carers were certainly witness to the possibility of this occurring, and
from their perspective, it is this newly constructed stability that brings about a final peace
of mind. By and large this stability is achieved when their relative accepts that they have a
mental illness.

Pearl: Abraham is all set up and things are stabilised. Everything is in place for
him to live a reasonably independent life but it took some time to get there. In the
early days everything was put down to drugs and alcohol and no-one would help.
We had to take pretty drastic measure to get help for our son in the early stages.
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Other informants describe a variety of reasons for why their situation has eased and life
returned to 'normal' after a long struggle. The following extract draws out the key issues
perceived to provide a stable situation, discusse9 also in chapters five and six. She states
that compared to when she started caring (over 20 years ago) services have improved but
more importantly her son accepts the illness. He has also built rapport with a case worker.

Catherine: There are a few reasons why our situation has stabilised. Services are
much better now than in the past. But also Gerry accepts his illness now and has a
good relationship with the case worker. And I am much more experienced or wiser
to things I should and shouldn't do for Gerry.

There were exceptions, and two families although caring for a long-time were unable to
report that the situation is stabilised, at ti~es things are okay but other times they are not.

Stephanie: It is so hard because you can't see the light at the end of the tunnel
where as other times she has got better - it might have taken a year but she was
able to look after the kids and all those things - but now, she is up and down up and
down and she only ever gets to seventy-five percent.

On one level it would seem to be common sense that the stabilisation of the person's
situation is important to everyday survival of caregivers.
Parson's sick role also provides a good explanation.

On another level, however,
Parson's sick role, although

understandably critiqued in the literature (Bates, 1979; Grbich, 1999), by and large
explains the wishes of informants in this study. It is clear that their relative's willingness
to see themselves as sick and comply with the advice by health professionals is paramount
to the eventual reinstatement of predictability and order.
Support groups

Although informants described their individual circumstances and individual struggles and
discussed the role of time in meeting equilibrium again in their life, it was also clear that
the support from other carers precipitated a lot of the healing, and was the main source of
information.
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It concerned some informants that there were a lot of families out there struggling with
mental illnesses that were not a part of a support group.

Despite the recognition by

informants that support groups are not everybody's way of dealing with the situation, they
believed it was important to be in some way connected to others in the same situation.
The support groups and other carers became the extended family for many of the
informants, and a vital support network.

This issue will be discussed again in the

following chapter.
Caring for other carers

Caring is also about carers caring for each other, and advocating on behalf of "the cause".
Many of the informants interviewed for this study were a part of a politically active group,
and much of their time was spent working out solutions to problems and lobbying
politicians, as well as participating in conferences and spreading knowledge about mental
illness. The following informant's quote is a good example of carers who are actively
working toward improving mental health care.

Don: Then you worry at times about when we're gone who'll look after him - but
then we feel there are good people in [place name] - good organisations - I think
he would be well looked after - and that's what we are - it might sound a bit
selfish and that's probably what we're working for - to make conditions better for
these people - to make sure that you know when their parents go they will be
looked after - won't be forgotten - shoved in some institution.

Membership of a carers group was certainly instrumental in establishing resourcefulness
and assertiveness among the membership. Informants felt that belonging to a carers groups
increased carers' independence and confidence to approach service providers.

Doug: If things aren't satisfactory then you need to approach the service or the
health worker and talk to them about it. They are only human and sometimes they
don't realise that there is a problem - we try to encourage carers to do the same.

This level of resourcefulness and assertiveness was established by many informants over
time and was predicated on other factors such as knowledge of the system. Informants
found it easier to negotiate situations once they had knowledge of the way the system
works.

248

One informant found it an advantage that she had a sister who worked in the welfare sector
and seemed to know a lot about other sectors in the system. She was able to pass this
knowledge on but other carers learnt over time

~r

were told by other carers.

Support and counselling for other carers

Support and counselling for other carers was also an important part for carers, especially
informants who had been caring for a long time.

The importance of the support and

counselling that carers received from each other is reflected in the following words of the
informants. The support provided by carer groups was essential to breaking down the
isolation.

This finding is not surprising and concurs with other research (Hatfield, 1990;

Chapman, 1997; Reay-Young, 2000). The carer group becomes a larger supportive force
that is able to pass on advice and coping strategies. Moreover, carer groups provide
families with a supportive network of people with shared experience and understanding.

Frederick: Until we found out about the support group we didn't know anyone else
that had it (mental illness). We felt we were all on our own.
Helen: I am a sole carer - but I feel like I am cared for by other carers - I know
they are there .. .I have felt really supported.
Bonny: I would say I survived by doing volunteer work - being involved with urn
people who had the same problem. Hugh didn't go to the support group. But I
used to say to Hugh after having lots of problems with our daughter - I use to come
home to Hugh and say we think we have got problems, we haven't got anywhere
near the problems some people have - I would tell him about the people who rang
up and their sad stories and what they had to cope with - especially with sons fathers can't accept - it is very difficult for women because husbands just think
they are lazy bludgers - get up and do something ... at one stage I felt like I was
doing everything for everyone and that all I wanted to do was pack my bags and go.
But participating in the support group was how I got through it and I suppose by me
coming home and talking to you [husband] that is how we got through - and a
better understanding. We both lost our daughter and all the things that were going
on [meaning they were both experiencing and dealing with issues that emerged as a
result of their daughter's mental illness].

Nevertheless, informants in this study did suggest that not all people find carer groups
supportive, and in fact some new members decide not to come back after their first
meeting.
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Although the reasons for this were not clear, as informants had simply decided that support
groups may not be suitable for all people, other research suggests that new carers who
believe that things will get better, become

dishea~ened

when they discover that long-term

carers are still struggling with the caregiving role (Karp & Tanarugsachock, 2000).

Most families who self-selected for participating in this study had reached a stage in their
caring role where they had meet with some consensus. However, informants represented
various stages of the caring process, and those who had been caring for a long-time were
able to reflect on their early experiences. This study has therefore been able to give some
indication of the way the role of the carer evolves and changes over time. Karp and
Tanarugsachock's (2000) research also indicates that carers move through stages in the
care giving process, which more or less can be described by their changing perception of
their obligations to the ill family member. Similar to this study, they found that family
caregivers gradually moved toward acceptance, if not of the illness, then of the fact that
they could not control their relative's illness.

Karp and Tanarugsachock (2000) also

describe the way caregivers' emotions change over time in relation to their relative's
illness. They found that caregivers initially experienced emotional 'anomie' because they
were confused by their relatives' behaviours and had no explanations. Diagnosis of mental
illness meant a sense of relief, sympathy and compassion for the ill person, which later
changed to much stronger negative emotions such as anger, frustration and even hate.
This occurs because it becomes evident that their relative is more permanently unwell and
that a medical diagnosis doesn't lead to recovery or a return to the way things were before
the illness.

What this shows is that the needs of family caregivers are not static, that their caregiving
role evolves overtime and changes. Therefore, in relation to policy and addressing the
needs of carers, the evolving nature of the role must be taken into consideration. This
means that interventions for families, and support groups should be tailored to the needs of
carers, according to the stage they are at in caring.
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This finding is supported by the comments of Reay-Young (2000: 12) who makes this
situation clear by stating that:

'Directing a 'beginner' to a support group where they could well be confronted
with worst-case scenarios or where they have to sit and listen to how people are
feeling when what that person really needs is information and coping skills
delivered in a structured and timely environment, could prove disastrous.
Conversely, placing an 'advanced' relative in a psycho- educational program
geared towards explaining the basics of schizophrenia when all they really need to
do is talk to others in similar situations and develop social networks is also unlikely
to prove helpful. '

It should not be assumed either that these stages are neatly formed transitions. In some

situations families may not move out of anyone of the stages, depending on the
circumstances.

Summary
Chapter seven has documented in greater depth the caregiving role and the consequences
of that role for the family unit. The findings in this chapter demonstrate that the informal
caring by families in this study is exceptional with regard to the emotional and practical
support that is provided. The extent of the time and energy that is invested into the process
is unique to family caregivers and could not be replicated realistically in the provision of
formal services.

This finding suggests that family caregivers have knowledge of

caregiving that should be deemed fundamental to the overall provision of and decisions
made about the delivery of mental health care services.

It is also clear from this chapter and the preceding chapters that families need better
support from formal mental health care services to complement and ease some of the
burden of caregiving.

There are significant consequences for the family unit if the

caregiving role takes over every other facet of the family life, such as fragmentation of the
family, strained relationships and conflict between members of the family.

Situations

where the family unit is struggling with difficult behaviour of the client is an area of
significant concern given the impact on the long-term health and well being of the primary
caregiver, and indeed the family as a unit.
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Informants stated that a lack of family counselling services and one-on-one counselling in
rural areas is a significant gap in support services.

Although the stages that families

progress through in the experience of caring .are consistent with the findings of other
research, further investigation must be undertaken to determine whether these stages would
be hastened by better support in the rural environment.

The final section of this chapter illustrated key components that helped informants reach a
consensus with themselves about where the role of caregiver fits in relation to the rest of
their life, and to some extent to reach an equilibrium between the different requirements of
that life.

The support and experience of other carers precipitated that process for

informants. The informal sector is therefore an overall fundamental part of the caring
experience, and the ability to cope with this experience as a primary caregiver. Again,
along with the knowledge of what a family caregiver role entails, these issues regarding
'keys to survival' are also important for the appropriate development of formal support
services. In the light of these findings, informants raised concern for families who are not
connected with other carers and receiving support from informal networks. This is an area
that requires further investigation.
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Chapter eight: Stigma, the community and the paradoxes of caring in a
rural community.
This chapter discusses issues that are specific to the social and geographical characteristics
of rural communities, and whether those characteristics enhanced or hindered informants
caring role. The main themes to emerge seemed paradoxical, in that an issue like a lack of
privacy was experienced, perceived and described as both 'good' and 'bad'. Interestingly,
most informants believed that formal services were inadequate, but were happy with the
informal network that they had developed within the community. This they felt was the
function and advantage of smaller communities, in that it is easier to find others in similar
situations and form close bonds. On the other hand, in some communities informants
struggled to form strong informal networks, which was explained generally by the wider
community's lack of understanding of mental illness.

N early all of the informants discussed the stigmatisation of mental illness within the
community and the effect that this had on their relative and themselves. The experience of
stigma has been intertwined through each of the 'findings chapters'. For example, some
informants speculated on stigma as one of the reasons for 'lack of insight' and 'noncompliance' to treatment of relatives or other people they knew in the community living
with mental illness. Informants directly spoke of their role in convincing their relative that
mental illness was not something to feel shame about, and that it was no different than
living with a physical illness that required continuous medication. Some informants also
discussed their own stigmatisation of mental illness, as a part of their socialisation
experience, and of needing to come to terms with their initial fears and ideas about mental
illness. Stigma therefore has been an integral thread throughout the experience of caring
for a person with mental illness in relation to their interaction with mental health services,
and with their relative as well as themselves. Informants were primarily concerned about
the effect of stigmatisation on their relatives' own well-being.

Given that mental health care (formal and informal) is now firmly set within community
consciousness, it was not surprising to find that stigma was an important theme in regard to
the informants' descriptions of community.
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It is an important issue given that the communities' understandings of mental illness are

intrinsic to the continued improvement of community-based mental health care.

The

question is whether stigma was perceived as tp.ore problematic in rur~l communities as
suggested in the literature.

Section one: Describing community attitudes and reactions to
mental illness
Definition of community

The term 'community' has many definitions and can mean different things to different
people. It was important, therefore, to understand what the term community meant to the
informants in this study.

As expected, informants discussed several dimensions of

community, but they generally spoke about community in terms of social networks. Social
networks consisted of family and friends in a number of different contexts such as work,
neighbourhood, long-term friends, close family, friends associated with hobbies or leisure
activities, and other carers and people employed in the service industry that informants had
built rapport with.

From the informants' perspectives, the strongest sense of community

to emerge in this study was the informal carers' networks.

This network of friends

provided the most support. As it was suggested in the preceding chapter, this network was
fundamental to most of the informants' abilities to adjust and adapt to chronic mental
illness.

Informants perceived the strong informal network to be a specific advantage of

living in a rural community, simply because smaller populations enhance the opportunity
to form friendships with others.

Interestingly, informants discussed the advantage of the strong informal network always
within the context of the poorer formal services. So whilst there appears to be greater
opportunity to form close bonds in rural areas, it comes at a cost of having poorer access to
formal services. This cost has been outlined in chapters five and six.

Barbara: It is nice to live here, people know me and greet me in the street and there
is a friendly feel about the place. I think it is probably easier to get to know people
more easily - people are more open than they would be in the city.
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Oscar: I am really pleased with the community thing in the sense of this group.
Because she sort of... she had nothing like that down there [city] .. .1ike she was
mixed up with other psych. patients, there was not this sort of group - private
people in the community giving her support like she has up here. Her life has
changed enormously since she has come" up here this time .. J am happy about being
here but it is not so much because the system is providing us with the help we need,
it is because we have a lot of help coming from outside the formal sector.
Violet: Fantastic community - it really is - it's a very interesting town and urn
there's lots of things going on - see I am just about to say it's a supportive
community - and I said before that it wasn't - but I am talking about amongst the
people I know. It's not supportive for people with an illness in respect to getting
servIces.
Helen: Group housing in the city [supervised] was a good experience for my
daughter and she still has those friends - the clubhouse really gave her more
opportunity to meet people and an opportunity to get work. At the same time the
benefits of a small town like the intimacy of the carer group - she has a range of
friends including other carers but if she had stayed in the city she wouldn't know
half the people's parents -so there are benefits in that way.

Similar to the informal network that informants had formed in rural areas, some in the
study suggested their relatives also had been included in a network of friends (although this
was not a common response). Nevertheless in the cases in which a network existed, it was
a reassuring experience for the informants that people in the community were "looking out
for" their relative.
Pearl: Generally I think it is a great place to live - the pace is slower. You get
known in a place - even the people in the services know who my son is - whereas
in bigger centres this not really the case.
Ellen: When you have got a network of people who know him it is good otherwise he might be down the street and someone might see him and urn when
they don't know him they just think the worse because of the way they portray
schizophrenic people on the television. Whereas the people who know him know
that he is not aggressive or violent and ah and he's just having problems at the
moment.

Although informants perceived that service availability was poorer, they also felt that the
ability to build rapport with the case manager or psychiatrist was more likely to occur in a
rural area, than a metropolitan centre.
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Pam: 1 would say in a small country town like this - with the case manager and the
team in [place name] - 1 would say 1 would be able to communicate with them
more than 1 would in the city. Because in the city you are slotted into a number. .. 1
have had this experience in the city with. Jacob - the psychiatrist just couldn't have
cared less. At least the case manager will listen to me and it is more one-on-one.

The visibility of people, therefore, in the rural community has had some advantages from
the informants' perspectives.
'everybody knows everybody'.

The common phrase heard describing rural life is that
While this characteristic of smaller rural community

creates a lack of privacy, it has had some advantages for people in this study. As already
suggested the geographic proximity and smaller popUlation fosters closer bonds between
people, and in this study, the closer bonds were formed with others in a similar situation.
One informant described how support arrived from people in the community as soon as
they heard.
Maria: When my son became ill 1 had numerous local visitors corning over and to
wish us well ... someone said not to worry because her sister had been in and out of
psychiatric institutions but she was doing well now - others were talking about
their own stories of living with a mental illness ... 1 was surprised because before
Bert got sick 1 was like the rest of the community, 1 didn't think about it. That's the
truth - people aren't necessarily anti they just haven't thought about it. .. You can't
hide in a small community but people are caring.
People in the community willing to show support, were described by informants as those
who have had some experience of mental illness. This aspect combined with familiarity of
people in. smaller communities allowed some informants' relatives to be accepted within
the general community setting. For example, an informant talked about a pub where her
son could go and people knew him there and would say hello. Another informant shared a
story about a local cafe, using it to illustrate that in small communities it is possible to
build rapport with others in the community, and they can be caring.

Barbara: The actual publican's daughter suffered postnatal depression so he has an
understanding of mental illness - and 1 think this has helped the staff to understand.
The people that go there know there is something wrong but they are not quite sure
what.
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Helen: They have probably heard on the grapevine that she has schizophrenia or
from me so they are sort of caring enough to sort of probably help her out - help
her bring herself out - so in that way yes it is a caring community. I think if you go
to a cafe - that's an example of a caring ~ommunity - because they get to know
you and it is a little community - the people are very good in that way but I still
think on the whole there is a lack of education about mental illness. I think they're
caring cos they know she's got something the matter with her - so they are being
kind to somebody who has got something the matter with them - but I don't think
they truly understand what schizophrenia or mental illness is.
Others in the study expressed that 'being known' and the visibility of their private lives in
the community produced a 'dichotomous' experience. The positive and negative aspects
of visibility are recognised by informants and shown to be context dependent as illustrated
in the following extract.
Mandy: It depends - I mean I was lucky because I just went to work and they
understood - I guess because Luke went into hospital and I couldn't work while he
was there - it was very difficult. Because they knew my situation I got a week off,
a week's leave and I could just say I am taking a week off. I guess in a bigger
place they wouldn't accept that as re,adily because they probably wouldn't know
your horne situation anyway - and probably wouldn't feel so involved anyway - so
involvement is good sometimes and sometimes it is not.

On the other hand a lack of privacy did present problems for families in this study. Some
of the comments were made in relation to the negative side of being known: 'Everybody

knows everybody else's business' - 'it's like living in a fish bowl' - 'you become the town's
soap opera.' One informant told a story about a local policeman picking up her son when
he was ill and then making a joke of it later in the local pub. It was also evident in the
interviews that a lack of privacy definitely increased the stigma experienced by the family,
which is expressed succinctly in the following comment:

Catherine: I think in a semi-rural community like this one you still feel the stigma lots of people know the family and you feel as though nothing is private. There is a
real lack of confidentiality and anonymity. You feel like people are thinking your
kid is a failure or he is your failure. They always know best, people changed from
telling me how they think we should handle the situation and we should back off to
telling me I was not doing enough.

257

Other informants suggested that a level of anonymity would be better for their relatives,
which could best be achieved in an urban environment. The lack of confidentiality means
that the community has access to information. that can cause ongoing stress and emotional
damage to people living with mental illness and their families.

As the next quote

illustrates, experiencing an episode of illness and the recovery from this is much more
difficult when the person feels others in the community have seen the episode. One can
only assume that the person experiencing mental illness becomes uncertain of their status
thereafter, and this produces numerous repercussions (Goffman, 1963: 24).

Stella: In a small community everybody knows everybody's business. That doesn't
happen in the city - I mean you would be lucky to know your next door neighbour.
It can be hard for her siblings and for Amy when she gets well and thinks about the
things she did while she was ill. It is harder to live it down when so many people
know about it.

Interestingly though some of the informants did discuss living in metropolitan areas, and
described similar issues in terms of a lack of privacy. In fact in areas of metropolitan
centres, the neighbourhood is essentially a small community, with similar expectations and
knowledge of each other's private lives.
Ken: I would say to live in a suburb it would even be harder to be quite honest because you live too close - neighbours back, front, sideways - and all it needs is a
couple of nasty people to say something you know and also that will be - would be
very detrimental to the person with schizophrenia.

Michael: We lived in a neighbourhood where people knew each other and had lived
in the area for a long time but it was not a close-knit community. Some were
understanding, some were a bit nosey and asking questions.
Informants who had previously lived in metropolitan centres had moved to the rural area in
search of anonymity. There is an uneasiness and sense of no privacy when people feel
others know about aspects of their lives which are typically constructed as open to
stigmatisation. This knowledge can occur in any type of community, whether rural or
urban. Nevertheless, in rural areas with smaller populations, the phenomenon of being
known is likely to be facilitated more quickly.

In larger rural communities and

metropolitan centres it is more about length of residency in the same place and the
continuity of other residents in the area.
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It would also be a function of life stage and life style. One informant suggested that when
the family was younger they lived in the same neighbourhood, and children in the
neighbourhood attended school and spent time .outside of school together. The informant
felt that when their daughter developed a mental illness in her later adolescent years, the
family was always under scrutiny by others in the neighbourhood. In this study, when
families discuss anonymity it is essentially about going to a place where it is not known
that "there is mental illness in the family", and being able to better conceal aspects of your
life that you want to keep private. Nevertheless, there was still a perception by people that
urban environments or the city would provide greater anonymity.

Stephanie: ... you would be more anonymous in the city. You could have social
circles where it didn't come into every conversation. Peace and quiet... I think
Laura would like it better being more anonymous. [Laura is Stephanie's sisterLaura suffers from a mental illness]
It is evident in the quotes that less visibility for informants' relatives was an important

issue. Not being known in a sense increased their relative's level of independence and
freedom from a stigmatized existence. In an urban environment their relative had the
opportunity to re-define self in the absence of other people's knowledge of their previous
mentally ill status. I think this illustrates the extent to which societal reaction, even if it is
a perceived reaction by the relative, impedes a person's sense of self and self worth
(Scheff, 1999). Living in a rural community, where a person is well known and there is a
lack of opportunity to participate anonymously in social life, the experience of stigma is
magnified.

Brenda: [talking about how her son seemed happier in the city because he wasn't
known]. I think he was better able to get around in the city without feeling
conspicuous. He never sounded like he was panicking about things in the city. He
wouldn't have the situation where he would go to talk to someone and they would
tum their back. Something like that really upsets him for weeks. He wasn't known
in the city.

Liza: Being in the city would have had its advantage for accessing services. I think
also that things like group support probably would have been better. I think if
Byron had been in the city, he could have sort of been a bit anonymous in some
ways as far as school went. ..
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Living in a small community - he didn't want people to see him in this community
because he thought he was a freak and he wouldn't go out. He would sometimes go
out in the car but not at lunchtime in case the kids were up the street. That is how
separated he felt from the world .. .I think before he can find himself again he needs
to lose himself, he needs to lose himsel(in a crowd of other people that don't know
him ... he is hoping to go to uni next year. He feels positive about it because I think
he knows he is going somewhere else with a lot of other people that are new that
don't know him, and he is going to be starting off on a clean slate.

The issue extended also to the medical treatment of a person living with a mental illness. It
is reasonably well understood that health care in small rural communities presents
problems of perceived confidentiality (Humphreys & colleagues, 1996; WaIT & Hillier,
1997; Mathews-Cowey, 1999).

An informant described the situation of when her son

would go to the local GP for injections because the local mental health service was too
busy.

This situation meant that her son stopped his medication because he knew the

receptionist of the local GP.

Jude: I said he wouldn't go because the girl that works behind the counter desk is a
relative. He will know that she will 'know why he is there. He went but told the
doctor he was there because he had a flu -and never went back again.

Alienating urban environment

An advantage' of the urban environment is that people can achieve anonymity within a

service delivery context and within the community context.

However, here again a

dichotomous relationship exists in the minds of the informants - anonymity provided by
the urban environment would prove to be disadvantageous in other ways.

Some

informants believed that the urban environment would be a much worse place for people
living with mental illness.

They felt that it was a more alienating, cold and unsafe,

especially for people who are at times vulnerable to external influences and conditions.
Greater visibility in rural communities at least gives some reassurance that a person will
not be completely discarded by the community and left alone to fend for themselves if in
trouble.
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Iris: It would be dreadful living in the cities - I don't know how they cope [people
with mental Illness]. A lot of people aren't sincere in the work they are doing, you
feel they just push you aside ... seem to be there for the money.
Sam: There are a lot more predators in the city I think you'd feel less safe in the
city with someone who was not in complete control of themselves than in the
country - you know I - I have never felt unsafe in (place name - other rural) hardly ever.
Joan: ... you could be more anonymous in the city. You could have peace and quiet
and groups of friends where the illness didn't feature in every conversation ... But I
suppose in the city she (daughter) could be in a real heap before anybody found her.
In general there is an interesting mIX of perceptions in relation to rural and urban
communities. On the one hand Tonnies Gemeinschaft and Gesellschaft explanation of
rural and urban communities is a noticeable construction in people's minds (Abercrombie,
Hill and Turner, 2000: 64). The goodness of rural living is defined by close-knit relations
and community mindedness, self reliance and wholesome value, opposed to the city, where
the population is widely dispersed, and anonymous, creating an alienated existence. On the
other hand, this rural community mindedlless doesn't necessarily apply to situations of
mental illness.

Even in the descriptions of community support, there was a general

qualification that only certain sorts of behaviour would not be accepted.

Helen: I think they're caring cause they know she's got something the matter with
her - so they are being kind to somebody who has got something the matter with
them - but I don't think they truly understand what schizophrenia or mental illness
is. There are limits to a community's understanding - they don't tolerate psychotic
behaviour.
Pearl: People are not always understanding. People do not tolerate unusual
behaviour. Some people understand and some don't.
Andy: It's okay living in the country if you don't have to deal with schizophrenia.

Although the visibility in rural communities and perhaps the ability to form stronger ties
and bonds had advantages for informants, mental health issues continue to challenge the
'romantic' notion of rural living. The lack of invisibility in one sense increased a sense of
marginalisation and isolation in rural communities, if not for the families, for their relatives
living with mental illness.
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Further to this, it was clearly suggested in the interviews that it was other people in the
community going through the same situation that provided the greatest support and
compassion, not the general population.

Catherine: We get most of our community support from the carers support group
mostly - the general community - friends/family were critical of Gerry's behaviour
- that is they saw it as our fault - either through bad parenting or bad genes.
Sandy: You find quite often people will be supportive and sympathetic to your
circumstances, but they don't really understand. They tend to give advice ... well
really the advice is not appropriate because they haven't been there and done it.

Negative attitudes and stereotypes of mental illness

The following section continues with the theme of stigma and the community. There were
numerous quotes addressing informants' perceptions of and direct experiences of negative
attitudes and negative stereotypes of mental' illness in the community. Whilst stigma is not
a new phenomenon, this study shows that the community is still generally unsympathetic
toward mental illness, and therefore reacts in a way that reinforces negativity surrounding
mental illness.

As was stated earlier, informants felt people had very little understanding

of mental illness, unless they had been involved with mental illness themselves.

Tom: It is unfortunate that it seems like with mental health issues, it seems like you
have to have been through it. This is a pretty harsh sort of generalisation but it
seems like you have to have been through it before people will have any empathy.
Andy: No one knows - if you walked out to anyone around here, unless they were
really and truly involved in it - work mates and sports mates - if you say my
daughter has got a mental illness - they'd say - yer one of my mates has got that yer he's weird - they have no idea. But they actually think they do. Yer so there is
not much understanding unless they have been involved. Most people think they
know what it is but they don't. Our support is with each other.
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Fear of the unknown

Infonnants felt that mental illness is something people fear because they don't understand
it, and therefore don't want to get involved. They do not have any real knowledge or
experience of how to relate to the situation or what to do when faced with the situation.

Max: In regard to your question about do people know much about it - I'd say they
don't because they fear it and usually you fear something you don't understand.
Mandy: I think a lot of people don't want to know about it, I don't know whether
they are frightened or they just don't want to get involved.

In some of the infonnants' accounts, it seemed the reaction to mental illness in the
community by people was often one of 'avoidance' or 'flight', which seems to logically
follow a feeling of fear.
Andy: I have found that it is difficult for some people to discuss mental illness they squinn and feel uncomfortable. Some of the guys [work colleagues] handle it
no problem at all but some of them it was like, urn it was almost like you had
pointed a gun at them.
Hugh: People we know - friends - who might say in general conversation - how is
your daughter? But when you start to say things they are not interested to stop and
listen.
Bonnie: It is like when people with a mental Illness are in hospital- they don't get
any cards or flowers. I don't think people know how to handle the situation. When
someone dies in the family - I hear people say that when they walk down they see
people go to the other side of the street because they don't know what to say. It
does more hann than good.

Other infonnants described direct experiences of stigma in the community, which
reinforces negative stereotypes and attitudes.

In each of the examples the images that

people have of mental illness, or the image that is being portrayed by institutions in society
perpetuates notions of 'danger' and 'unpredictability'.

Therefore it follows that people

who haven't had involvement with mental illness are likely to respond with actions moved
generally by fear and anger (Scheff, 1999: 46).
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The following example shows the reaction by a neighbour to a barbeque she held for a
group of people living with mental illness. Each Christmas she would organise a bus to
pick people up and come out to her place for a .meal. The reaction by the neighbour again
illustrates fear, and a particular stereotype of people living with mental illness as
dangerous.
Brenda: Anyhow the chappy, that was a business man, got quite irate. He said you
are so foolish having those people out there. He said you are endangering yourself.
I thought, god, I'd be more scared of normal people coming in by themselves than
those people.
The following extract is about the reaction by the community to the establishment of
accommodation for families and people living with mental illness to use as a means of
respite from their usual routine. Although it was located in a rural area, it was mainly used
by people from the city and set up by the Schizophrenia Fellowship.

However, the

informant suggests that this wasn't just a typical reaction of a rural community, it was a
typical reaction in general, and had happened in the city also. The interesting part about
this account is again the perception of danger, unpredictability and possible disaster
associated with people living with mental illness and their families. This is evident in the
number of restrictions and requirements that had to be met before the council would go
ahead and allow the respite house to be established. The message associated with all these
conditions is one of a lack of trust - 'these' people can not be trusted.

[Hugh and Bonnie are parents who were interviewed together]
Bonnie: As far as around here we had a respite care house - we haven't had that for
about five years - everywhere the fellowship has gone there has always been
community against having it here. They had to go up against the [place name]
council to get permission to have this house - it had been donated and given to
them. The council was full of people there and they were complaining - can you
guarantee me that no one will be down there and not on drugs. They said there
would be a whole heap of drugs and people would go around and leave their gates
open and they are city people. It was really terrible andI sort of went around to try
and speak to people about it but they didn't want to know - there was a man who
had been on the council for many years and he lived a few houses away and they
had meetings at his place - he was really against it. But in later years when I spoke
to him again - I said to him it wasn't a very Christian attitude that he was taking to
people with a mental illness - but when I spoke to him in later years - he said well
let's say I have mellowed with time. The house had been there and the people had
been there and they didn't cause any problems. We eventually got it through.
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Hugh: It was approved by the council subject to eight conditions - no animals, five
thousand litre water tank to fight fires, people weren't allowed to go out and smoke,
[they were frightened of bush fires], weren't allowed to have more than a certain
number of people there at the one time and all these conditions. They had a
swimming pool at the house and we had to buy a portable pump and we had hoses
going into the pool in case a fire started. Now nobody either side, across the road
or for miles did anybody have to have a five litre tank in case of fire. We had to
keep the grass down.
Bonnie: The same thing happened at [metropolitan location] where they are nowthey had just as much trouble getting it through the council there - there were
conditions. All the people all around were watching to see - everywhere they have
gone they have had that problem with people.
Hugh: So when you talk about stigma - the story that you have heard about down
on the farm is typical- it is an example of how people react.
These extracts illustrate that despite the move toward community care, the community
itself is largely ignorant about mental illness. Based on the interviews it appears that the
community does not have the skills or understanding, in order to positively confront mental
illness. While family caregivers have to come to terms with mental illness and create or
seek help from others so as to cope and act appropriately, society in general is not
challenged to the same extent. Generally people do not have the social capacity to behave
and act appropriately, and therefore undermine the availability of community support.

Contrary to the goal of community care as opposed to institutional care, actions among
people living in communities still seek to segregate those people living with mental illness
and their families.

People are marginalised by communities, and thought of as 'peculiar,

dangerous and incompetent' (Epstein & Olsen, 200 1: 12) despite moving mental health to
a disease model.
Media

Some informants described the media portrayal of mental illness as perpetuating
stereotypes and maintaining the fear that people feel about people who suffer from mental
illness.

Informants were critical of the images of schizophrenic people in some movies,

the widespread coverage of the negative incidences of people living with a mental illness
and the use of the term schizophrenic in a derogative or misleading way. Overall, the
interview extracts to follow indicate that the media as an institution has not been
exemplary in their reporting of mental illness, and gives little regard to the flow-on effects.
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Don: The media has a lot to answer too with their use of terminology - the media
use the term schizophrenia to indicate that a football team or a political party have a
split personality -that's a misconception about what the illness is - carers write to
the media and challenge them On these th~ngs.

Bonnie: I don't know how you get through to people - everything goes along
alright and then something like that Bryant case comes up - they said he had
schizophrenia and then they maintained that he didn't have it. Then you read
something about someone murdering someone and you know it is going to come
out that he is a paranoid schizophrenic. And people get scared - so how then do
you get up on you soap box and say they are generally more quiet shy people,
inclined to withdraw but without their medication that is when things can go wrong.
Stella: The problem is that we are always being shown the schizophrenic that does
not take their medication - we are seeing the ones that are in the middle of a
psychotic turmoil. We aren't shown the ones that are taking their medication and
able to lead pretty normal lives.

It is suggested then that community education is needed in order to present a more positive
image of people living with mental illness. That is, greater show casing of people who do
manage their illness well and live 'normal' everyday lives.

On the other hand, the

campaigns that depict people with mental illness as successful and happy could also be
misleading. The impression I have derived from the forty-three interviews is that more
often than not informants' relatives fit somewhere in the middle of the two ends of a
continuum, and that experiencing a good quality of life does not necessarily equate with
what society suggests is indicative of success. This issue has also been raised in this study
within the context of service delivery (chapter six), and with the context of the families
caring role (chapter seven).
Built environment

One of the main outcomes of the National Mental Health Policy was that of mainstreaming
services so that mental health and other health institutions were located together. As I
described in the literature section, this had two aims.

One of the aims was to reduce the

stigma and the other, to provide general health services also required for mentally ill
people in the same location. Some of the responses from informants suggested that the
built environment or the location of services had not made any significant difference.
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The stigma associated with the psychiatric wards still exists, and generally, the services did
not seem to provide any extra benefit by being located close to the general hospital. This
was evident from chapters five and six, where- informants were generally dissatisfied with
the level of care, outside of the medical treatment, in hospitals.

[Penny and Lindsay are parents who were interviewed together]
Penny: [discussing the psychiatric wing of the hospital] ... okay it is lovely and new
and all the rooms have bathrooms. But they [patients] are all jammed in there.
There is no privacy. People look at the clients over the fence and yell out.
Lindsay: Penny has a friend who actually works as a psychiatric nurse and she sort
of said that there is a stigma attached. People say to her, why do you want to work
there when you could be nursing in the normal wing.

A clinic in one of the communities, that mentally ill people have to attend, was described
by an informant as symbolic of the general image of people living with mental illness. The
clinic in this community did have a number of different service providers located within it
but the area in which people with mental health problems attended was behind locked
doors. The clients have to wait with everyone else in the main foyer, and then they are
ushered behind the locked door.
Barbara: We said "yeah well behind a locked door - that's not very normal"what's it saying to the people in the community - these people are dangerous so
they lock them out.
The psychiatric unit referred to in the earlier quote has fences around it, in the view of the
hospital grounds and main car park, and many of the informants commented briefly on the
fact that clients would sit outside on view to people visiting the hospital. It seems to be
portraying a similar image to the locked door of the clinic, in this instance high fences are
keeping the people separated and therefore everybody else is safe.

The stigma therefore,

does not seem to be addressed by the design of the locations. In fact the nature of the
buildings justifies or supports the strong emotions of fear and anger associated with mental
illness.

Section 2: It would be better to suffer from a physical illness
Many informants stated that they believed there would be greater understanding if their
relative suffered from a physical disability rather than a mental disability_
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The reaction to a physical illness of people tends to generate more sympathy and
compassion and as a consequence makes the situation easier to accept. This suggests that
because the illness did not present in·a physical. way that it was largely something that was
'invisible' to other people.

Sam: Most bipolars or schizophrenics are normal looking people - maybe that is
what makes it even more difficult to deal with. If you've got somebody with
cerebral palsy or something like that - it is plainly obvious that there is something
wrong.
Anthony: I know at different times Scott would have been better being born
without a leg or an arm.
Hugh: If you saw someone on crutches or in a wheel chair you would be the first
one to come help them cross the street - if a person is standing next to you and they
have a mental illness - possibly they look alright and no one can be bothered to
help.
Informants stated that people are treated differently when they are known to have a mental
illness compared to when it is known that they have a physical illness. They have different
perceptions about the individual's role in the aetiology of the illness.

Informants suggest

that physical illness is perceived as something unfortunate that is inflicted upon a person,
and therefore people with physical illness deserve more understanding and compassion. It
was something they had no control over. Mental illness is perceived as a condition the
individual haspreviously had control over and hence subsequent lack of control must be
due to personal choice or weakness. As stated earlier in the review of the literature, it has
been suggested in some instances that families have participated in producing mental
illness through bad parenting, and is therefore less deserving of understanding and
compassion. This notion of control over illness is considered to be important (Bakshi &
colleagues cited in Epstein & Olsen, 2001: 13).

Certainly this study has shown that

informants are given the impression by others that they believe 'control' is lacking and that
blame can be attached to individual and/or their families.

This is illustrated by caregivers' descriptions of others understandings of mental illness.
The caregivers quoted some of the more colourful phrases used by others who they felt
expected that mental illness could be 'controlled' by will alone.
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These are succinctly summarised in the following phrases: 'they need a kick in the

backside', 'they should get on with their lives', 'they have got to pull themselves together',
'manipulative '. It would seem that problems re~ated to the mind are associated with a lack
of will being exercised and this in tum is culturally defined as a moral failing.

Tom: It seems to me that people can't sort of comprehend it ... 1 am sure there
would be a hell of a lot more sympathy if you came to work with a foot in plaster or
whatever else [Tom describes a situation at work of a person who had a drinking
problem and the reaction of people including himself]. 1 thought they should get rid
of him, he's a bloody pain in the neck, and he's causing more strife than ever. And
now 1 see it in a different way. Did anybody ever say, like they would like, gee
your foot seems pretty sore, are you getting anything done about that? Did anybody
say anything to him like, listen you seem to be really slogging the bottle, have you
done anything about that, have you seen anybody about that? 1 am bloody sure
they didn't. An umm all right, alcohol is seen as somebody's weakness or
whatever. But if somebody was showing signs of serious depression here, people
would say, have you seen so and so, he's bloody hopeless these days. He needs a
kick in the backside or whatever. 1 think that's the general feeling for people these
days - yer there is not much support around.
June: 1 think unless people are a health worker in the field or have had some
experience of mental illness - there is not sympathy. A person working in a
chemist said to my daughter, '1 don't believe in manic-depressives and postnatal
depression, 1 think they should just get on with their lives.' She would be like the
benchmark of the ignorance in the community sort of thing.
Fran: 1 mean I have got a lot of other friends too and they know but by the same
token I don't think they really understand. A lot of them - oh you know they don'tthey don't actually say it to me - but I know they think -"they have got to pull
themselves together" - you know and I suppose it has some effect but it doesn't
really work that way either. If you have a positive attitude I suppose it helps - but
there's more to it than that. People don't see it as an illness.
Helen: [talking about some of her friends response to Jodie] I got so much flak
from so many people who didn't understand - they just thought Jodie was
manipulative- they thought she was this - they thought she was that - they didn't
understand it - so 1 use to feel like I was defending myself all the time - then in the
end I thought, well they are not worth it.

The high value that is placed on the exertion of will power by the individual is evident in
the castigation of people who are unable to find employment, either due to the
unavailability of work or the aftermath of sustaining workplace injury.
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The classification 'malingerer' of such individuals is not dissimilar to the moral valuation
of those with mental illness who are unable to work. It is assumed that if they simply
'wanted to work' they could. Given that in

W~stern

societies, like Australia, your ability

to work grants you social status and value (George and Davis, 1998: 276), the fact that
some people with mental illness are unable to do so operates to further stigmatise them.
Such explanations suggest that they are 'unwilling' rather than 'unable'. Their and their
families' social status is further devalued.
Betty: I have struck some negative attitudes in the community towards my husband
- they would want to know why he is not working - they would make accusations
about him putting it on and just not wanting to work. If you told some people that
he was living with schizophrenia they would just walk the other way they wouldn't
want to know about it.
Alternatively another misconception perceived by some informants is that people don't
seem to understand that someone living with a mental illness, like schizophrenia is able to
lead a productive work life. Informants described that mental illness does not preclude
work competence and desire to engage in economically productive activities in society.

Ken: ... a lot of people think somebody who has schizophrenia is a nutcase and
that's far from it - you know they are very alert and they like you know don't lose
their capabilities, my son works on the computer, he can do anything - but people
don't understand that.
Families' perceptions of societal reaction to mental illness is that people experiencing
mental illness are incompetent and incapable and hence of less value to society Later in
this section, an extract describes how these ideas of incompetence and other negative
stereotypes affect the person living with mental illness. The proposed outcomes of social
integration and social participation that are touted in mental health policy rhetoric are
inevitably challenged by the on-going devaluation or stigmatisation of people living with
mental illness as being either incompetent or unwilling to work.
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Consequence of stigma

It is clear from the caregivers' comments that they would wish there to be a better

understanding of mental illness which they believe would subsequently translate into social
support for the care-recipient as well as the caregivers. It could be argued that much of the
sociological literature examining mental illness implicitly argues the same. From a policy
perspective one could suggest that without such shifts in understanding there are
significant concerns about the potential for successfully implementing a policy of
community based care.

Thus if the communities, which are made up of potential

employees or potential service providers hold negative attitudes based on poor
understandings of mental illness then the goals set out in policy to rehabilitate and help
people to participate meaningfully are seriously undermined.

There are also consequences for the immediate treatment of people living with mental
illness.

Two of the informants (unrelated) discussed occasions when neighbours, friends

and relations had witnessed unusual behaviour but did not say anything to the
parentslinformants. They just kept quiet and it wasn't until some time later when the
situation deteriorated that informants became aware that certain incidences had taken
place. Both the informants felt that it was an indication that the community in general
don't know how to approach situations of mental illness but if they did then professionals
or families could be alerted earlier to prevent further deterioration of the illness. One of
the informants suggested that there is a need for greater education about mental illness, so
that if someone does become unwell, there is a basic level of knowledge of how to handle
the situation and who to contact.

Michael: You have got a situation that if you break a leg you know that you have to
go to the hospital. We have first aid for a broken leg, a cut finger or a sprained
ankle. I wouldn't say it is general knowledge but it is encouraged that people know
the basics. But there is nothing out there that covers a person who is mentally ill.

This interview extract also illustrate again the informant's desire to have mental illness
framed in the existing physical illness paradigm.
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Similar to previous chapters, informants talked about convincing relatives to see their
problems within that paradigm. Certainly, informants perceive physical illness to be less
stigmatising.
Isolation of people from the community

Most informants described their relatives as being lonely and struggling to fit back into the
community. The loss of their relative's social existence was understandably a significant
concern for these informants. In a sense the clients had no social networks and had lost
previous friendships. Although there are some opportunities for joining groups with other
people living with mental illness, this opportunity, however, was not necessarily perceived
as a positive experience by the informants' relatives.

It seems that more extensive social

networks would be more appropriate, given the right level of understanding.
Christen: It would be just lovely to see him treated so he could have a fairly
normal life. It is just impossible to get him to do anything about it. But um, if the
community as a whole was more accepting of mental illness there might be
somebody else out there who could help him. Encourage him to get help [talking
about her husband's foster brother].

Sandy: The community is getting better. Their understanding of it is a big thing.
Like she has lost a lot of friends - they have gone by the wayside. It is because of
her strange behaviour, they just wouldn't know how to handle it. I don't know
what the answer is.
[Doug and Sherly are parents who were interviewed together]
Doug: I think the subject schizophrenia is changing - see we are a member of the
SFV - they have been responsible for improving the situation tremendously.
Sherly: I still say it is a very lonely life. Although they try to understand, unless you
are in touch with it daily you have got no idea. The point I am making is that
people do not just come in feeling free - they can't relax. It has improved but there
is still a certain stigma there.

In chapter five informants speculated about what they saw as barriers to service provision,

such as a 'lack of insight' and 'non -compliance' to treatment as a symptom of social
stigma.

Here stigma is also perceived to create a barrier for people in recovery and

rehabilitation.

Generally the person living with mental illness does not feel confident

enough to re-integrate back into community and social life. Whilst mental health policy
strongly advocates social integration there are much stronger forces at work.
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Although it is a belief that the illness itself is the cause of social withdrawal, informants in
this study suggest that there are other social forces having this effect.

Pam: The stigma is the reason why so many of these ill people will not accept that
they are ill. And that is the sadness, so many lives lost, and friends hide, just
because of the fear of the unknown.
Liza: 1 would say to him: look you have an illness there is nothing to be ashamed
of. But it is like that he was totally obsessed with the idea that no body must know
what was wrong with him. Which was really hard. It sort of showed that even in
young kids that they felt that there was a stigma attached to a mental illness.
Maria: He's got it on his mind that if you go for a position you have to have a
resume. Or you have a verbal interview and people say: "Why haven't you been
working Bert?" "1 have got a mental illness". He thinks that they will immediately
think he will be violent or irresponsible.
Stigma often operates in a circular formation. It moves from the society to the individual
and from the individual to society, so that the misconceptions and stereotypes of the illness
are unchallenged. Society has made an evaluation or judgement about people with mental
illness that causes that person to retreat. The retreat itself continues to justify society's
judgement that these people do not function in the way they should.

Earlier in this chapter it was suggested that being known in rural communities forced
people to retreat and withdraw - it seems that because of the stigma attached to the illness
that the person wants to be completely invisible.

Not being known had the advantage of

allowing people the freedom to make the illness invisible to others but still remain visible
themselves.

It was for these reasons also that some informants tended to believe that

disclosing information would make it worse, so they didn't talk to others about the illness.
The importance of speaking openly

The findings presented here and in other chapters indicate clearly that families have lived
experience of stigma, and are aware from their own perspective about the impact of stigma
on their relative and themselves.

This has an effect on the informants to speak openly or

to hide mental illness.

273

Goffman (1963: 57) in his publication Stigma: Notes on the Management of Spoiled

Identity discussed the issue of disclosure, and the way in which people choose to 'display
or not to display' infonnation that may have

~discrediting'

disclosure was an important theme in this study.

ramifications. This issue of

Some infonnants chose not to disclose

infonnation to others about their experience with mental illness, which demonstrates that
they felt this infonnation to be discrediting.

These infonnants tended to keep any

discussion about mental illness within a circle of people who were also experiencing a
similar situation.

Helen: No. I don't mention that to anyone, and I am inclined to dodge people if!
think they are going to start asking questions (Talking about people understanding
her role as a carer).
Mavis: A lot of people haven't got a clue what it is because they have never come
across it. Like I say the best thing we have found is the carers' group because you
feel at ease when you are talking to people - whereas with other people you have to
sort of be putting on a front. You get into groups where people are telling you that
their kids are doing this and that, and are at uni. It is nice to get with people who
ask you how's your kid doing. Did they have a good week or a bad week? You
don't have to put up a guard.
Holly: They [talking about the community] view it suspiciously. Still a lot of bias
against it - no one knows apart from the family that Ben has schizophrenia - they
know he has got a problem because he doesn't seem as nonnal as every body elsehe has his moments - but there is not a name to it and we are not going to put a
name to it. I don't want to see him ostracised.
Ken: we stick very much to ourselves - not just because of what happened to
Francis - that came later - for twelve years we were commuting back and fourth
from the city- so during the week we were gone - so we virtually had no social
contact within the community.
As a result of the negative attention that mental illness receives, some infonnants felt that it
was important for people who suffer from mental illness and their families to speak openly
about it. This was the only way that families and consumers could help to break down the
stigma, and in that sense empower themselves.
Bonnie: I think possibly the person who suffers from it doesn't want everybody to
know - I think it is great that people that have come out who have had it. They can
talk to people about what they go through when they have their illness and people
can understand more. But you have to have the sympathy and compassion in the
audience.
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Others felt that being honest and disclosing information about the illness might mean that
their relatives and others are accepted more in the community and understood better. So
that familiarity of the issues dampens the effect of the stigma (Goffman, 1963: 70).

Lindsay: I use to try to hide things but now I am afraid I call a spade a spade and if
they can't deal with that .. J try to explain ... but ignorance is still out there.
Don: And we are quite open about it, like my name goes in the paper for things to
do with the carers group or mental health issues - I don't hide it like the others doI think there is nothing to be ashamed of or anything like that.
Bonnie: Our friends and our relatives have been very supportive from the very first
time that we found out about it and I went to the fellowship and produced paper
work and I gave it to everyone to read. That is where they got the knowledge instead of hiding it like a lot of people do ... we knew by explaining to them by
telling them - they might be able to understand the behaviour a bit more.
Stella: I don't see the point in hiding because I think if Molly does something
strange it would be better for them to know so that they could handle it or cope .. .it
is the unknowing that causes people to back off... In general I think people can be
fairly compassionate.
Lucy: I tell whoever we meet. Ijust tell them it didn't worry me - because I think
the best thing is - get it out in the open - your kid is sick - people have to know
about it in case she does something funny and then they know why she did it.
Christen: To me it is an illness like any other illness. That is what I believe. But
there are so many people who don't. People do have a problem talking about it,
even people with kids who have a mental illness - they are surprised I don't try and
hide it. I mean I don't go around talking to everybody about it but I am not trying
to hide it either. . J guess until we open up and feel more okay about it with other
people, nothing will change. We need to educate people that it is a normal illness,
a biological illness like any other.
These informants spoke very strongly about disclosure of mental illness, and the need to
'normalise' the experience of mental illness, so as to create greater acceptance. What is
interesting is that 'normal', especially in this last quote, refers to illnesses caused by
biological factors.

It illustrates the way in which the medical model of health and illness

is entrenched in Australian society, despite recognition by informants of the social factors
in shaping the experience and even manifestation of the illness. Given society'S reaction to
mental illness described in this chapter, it is understandable that families or clients of
mental health services would not wish to entertain the possibility of causes of illness
outside of the biological paradigm.
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Unfortunately, the benefits of viewing mental illness like any other illness, as informants
described has not yet filtered down to the general community.

Summary
The notions of visibility and invisibility are re-occurring themes in this study. The lack of
physical visibility of the illness affects social support, in that other people can't see
anything wrong so they don't believe there is anything wrong.

Thereafter the stigma

attached to the illness impedes social support and enforces the invisibility of the illness
also, because those living with mental illness and their families don't necessarily disclose
information. However, there are significant social ramifications either way. What is not
clear is whether stigma is experienced differently through place; there is some speculation
that a phenomenon such as stigma will have an enhanced effect in locations with smaller
populations where 'everybody knows everybody.'

Hence in smaller populations it is

likely that the visibility of mental illness is much greater, and so therefore the stigma is
greater. Informants have tended to provide their own evidence that supports this notion
that stigma is enhanced in smaller communities, only because of the knowledge factor.
Nevertheless stigma is still persistent in urban environments if the family and the person
living with mental illness are known to others that they live near.

For most informants, living in a rural community did present paradoxes, in that there were
significant advantages of living in smaller communities but there were also significant
disadvantages. The strong informal sector and social connections developed in some of the
rural communities.

However, this situation was played off against the disadvantage of a

lack of formal service provision, and choice.

It would perhaps be a more positive

prognosis for all key sectors, such as those working in rural environments, the local
communities, and of course carers and care-recipients if both these sectors were working
together.
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The other main issue to emerge from these findings is that stigma is still a significant and
fundamental factor in the lives of care-recipients and their families. Generally people in
the community have little understanding of l,l1ental illness unless they have had some
personal experience as well.

Therefore, stigma needs to remain at the forefront of mental

health reform in this country, and that community education requires commitment from
service providers and governments to dispel the myths and misconceptions about mental
illness.

It is important that if people are to be cared for in the community that the

community environment facilitates a comfortable and caring atmosphere. The creation of
this type of environment suits the characteristics of rural communities, in that people are
predominantly perceived to be community minded and care for each other, however, rural
people react negatively toward situations of mental illness, similarly to others in the
broader society.
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Chapter nine: Discussion and Conclusion
This thesis has examined mental health policy and service delivery from the perspective of
family caregivers. In this study informants have discussed issues that have been important
to them as primary caregivers of relatives living with mental illness. It has been a journey
exploring the informants' early experiences of gaining access to help from formal health
services, to their present situation and issues related to ongoing care. This final chapter
through discussion ties together the main findings of the study, and makes explicit the need
to consider further the role of the family in mental health care, especially in the rural
environment.

There is a significant body of literature that supports the notion that rural areas are an
under-served population when it comes to mental health services. This study has moved
beyond quantification of service needs to a better understanding of how the rural setting
affects the lived experience of mental illness for families.

The extracts drawn from

informant interviews in this study have revealed that the caregiving role is a complex one
and that their needs, beyond the provision of medication, are not adequately met. This
inadequacy described by informants is probably a function, at least in part, of the rural
environment, and the push toward the biomedical model.

What is interesting is that while families operate with a biologically based model of mental
illness at the same time they offer a significant critique of the approach, by arguing for a
greater availability of other types of therapies and social supports for their care-recipients.
Importantly, findings from this study show that there is a need to approach mental illness
using a multidisciplinary approach. Second, the findings strongly suggest that discussion
and debate concerning the role of the family caregiver in mental health care is needed,
particularly given the effect of mental illness on the family system. This has implications
for the future provision of support for the family.

Moreover, these findings strongly

indicate that the community care environment is no less stigmatising and isolating than the
institutional environment.
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Section one: Critique of mental health policy and mental health
care
Medical model and valid knowledge

The analysis of the data collected in this study has shown that when a problem is defined
beyond the boundaries of the medical sphere, informants have discussed their experiences
of stereotyping and prejudice, such as insinuations that they as parents have caused or
imagined the problems. More importantly they have experienced delay in gaining access
to both care in the early stages of the illness before a diagnosis has been given, and during
the course of the illness in terms of assistance with ongoing illness management This is
made evident in the comments made regarding responses received from health
professionals. This study clearly shows caregivers' perceptions that when health
professionals did not have clear answers to problems they do not turn to the lived
experiences of caregivers or care-recipients as a source of valid knowledge. Harrison
(2000) found this to be the experience of the carers in her recent study stating that 'there

seemed to be no credibility attached to carers making a medical diagnosis themselves '.
This has happened in this study despite the final accuracy of the parents' or care-recipients'
diagnoses.

This failure to take into account the extensive experiential knowledge of carers
demonstrates the difficulties in viewing a health problem from a purely biomedical
approach where the medical professional's expertise is the sole source of acceptable
wisdom.

The biomedical approach draws on the accumulated wisdom of scientific

knowledge which is predicated on positivist constniction of knowledge. The proponents of
this model tend to mistrust knowledge derived from the perceptions and experiences of
non-professionals.

However, this study provides support for the argument for the

consideration and inclusion of such perspectives. This position will be further illustrated
by discussing the barriers to diagnosis and other complexities related to care-recipients'
public and private behaviours.
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Further to this point, it is ironic that in the medical research literature and mental health
policy documents that carers are now referred to largely as co-workers, partners,
collaborators, key stakeholders, or primary car~givers yet informants in this study are still
stressing the need to be heard by professionals. Informants through each stage of caring
described in this study, (pre-diagnosis, diagnosis and ongoing management) stated that the
formal sector i.e. case managers, doctors, psychiatrists are still not listening to the families'
perception of the story.

Informants stated in this study that families are twenty-four-hour carers who are able to
constantly observe behaviour, in contrast to health care professional providers who
generally see the person on an appointment basis. This statement is not to deny that
professionals have a formal knowledge base and have acquired specific technical skills in
relation to their profession, and in most instances will be able to clarify situations for
families and offer appropriate advice and care (Twigg, 1989: 59). It is also not to reject the
notion that families because of the nature of their relationships with the un-well person are
likely to present more subjective accounts, as opposed to an outsider assessing the situation
from a more objective position which might potentially assist with resolution of difficult
circumstances.

The point is that despite the potential for conflict (Twigg, 1989: 59), the

knowledge that the families bring to the understanding of mental illness - as well as the
knowledge of care-recipients (not included in this study) ought to be taken seriously and
complement the search for explanations.

Given the perception of the family as fundamental to the caring process, and as
collaborators in the treatment process, it would seem that differences in knowledge and
experience need to be reconciled. Caregivers in families, as shown in chapter seven, feel
they are able to contribute an in-depth understanding of the circumstances leading up to
episodes of illness, and understand better which behaviour can be perceived to be related to
the illness and which behaviour can be perceived to be related more to the person. This is
supported in the literature by Epstein & colleagues (2001b: 221), who state that families
should be regarded as expert, given their experience in caring for family members on a
continuous basis.
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The experience of families during pre-diagnosis stage also continues to illustrate, despite
policy change that the signs and symptoms defined by the family as mental health
problems can still be denied by health

professi~nals.

The legacy of the 'anti-psychiatry'

movement described in chapter three, and the tendency for some professionals to place the
responsibility back onto the family occurs. Hence feelings of blame and guilt are still a
part of the caring experience. There is evidence to suggest in this study, that the reality of
trauma experienced by families through the denial of the existence of a problem should not
be taken for granted.
Medical model and help seeking

Tuck & colleagues (1997) found in analysing data from carer interviews that two distinct
time frames were described - pre-diagnosis and diagnosis by families.

Pre-diagnosis

started out with problem behaviour, first conceptualised as adolescent development issues
by families, then to behaviour that was obviously caused by something else. At this point
families were fraught with trying to find professionals who would help them work out the
exact nature of the problem. The informants in this current research told of a similar
experience, and in fact the pre-diagnosis stage for most families in this study was marked
as a critical time in the overall experience of caring.

There was uncertainty by

professionals of what constitutes behaviour associated with a range of other problems such
as communication difficulties, adolescent acting out, personality disorder, drug and alcohol
problems, and behaviour that is recognised as a major mental illness. Consequently in
many cases, this uncertainty resulted in a delayed diagnosis and therefore delayed clinical
care.

The consequences for family members and the relative with the mental illness that can be
caused by delay in reaching a diagnosis are significant as many of the quotes in chapter
five indicated:
'I think we eventually gave up in frustration -It's hard to say but I got to the point
where I didn't want anything to do with Luke' (Carer, Chapter 5)
'I mean most people ran or hid - so his isolation was a huge problem ... 6 years in a
young person's life is a long time' (Carer, chapter 5)
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Informants described fear that their son or daughter may try to commit suicide, and in one
case an attempted suicide did occur. Further to this, informants stressed the importance of
early intervention in relation to a more positive prognosis for their relative. They described
the social consequences of the illness, such as alienation and social exclusion, as
fundamentally detrimental to their relative.

According to informants these negative

impacts could have been lessened by early diagnosis.

The Second National Mental Health Plan strengthened the focus on promotion of good
mental health and the prevention of mental illness (AHM, 1998). There is a growing body
of knowledge that shows that early intervention is successful at preventing further episodes
of mental illness (Spence, 1996). Interestingly, the reason for early intervention is defined
as follows:

'Early intervention aims to prevent the progression into a diagnosable disorder of
emerging signs and symptoms; for people developing or experiencing a first
episode of mental disorder, it aims to reduce the impact of the disorder, in both its
duration and the damage it may cause to a person's life' (CDHACa, 2000: 33).

The findings from this study illustrate the necessity of this approach, and they also show
congruence be/ween the informants' experiences of delayed treatment and the effects, and
the governmeirt-po~cy direction in mental health care. However, it is also clear that the
implementation and prevention of mental health problems in the rural environment is nonexistent based on the perspective of the informants. It might be fair to suggest that the
Second National Mental Health Policy is relatively new, and requires more time to be fully
implemented. Nevertheless, prevention and promotion in mental health care was also a
part of the First National Mental Health Policy and there are programs being run in urban
locations to address the issue of early intervention.

A notable program in Victoria is the specialist mental health service for adolescents and
young adults experiencing, or at significant risk of, their first episode of illness called the
Early Psychosis Prevention and Intervention Centre (EPPIC) (DHS, 1997). This has been
a relatively successful urban-based program (McGorry & colleagues, 1996). The program
has sought to increase people's awareness of the signs and symptoms of mental illness.
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This included educational strategies for GPs, School counsellors, youth workers, parents
and the general community. It has improved the rate of early detection and referrals to the
program (McGorry & Colleagues, 1996: 310) .. Staff work with clients in order to try to
reduce the likelihood of further episodes of illness. To achieve this, the program aims to
minimise the impact that an episode of mental illness can have on psychological wellbeing, and social and vocational functioning, and to encourage ways of managing the early
signs and symptoms to prevent further episodes.

Given the findings from this study, and the knowledge that early intervention programs
exist and have been implemented successfully in metropolitan settings, there should be
considerable effort made to develop similar programs in rural areas. The programs would
need to consider the uniqueness of the rural environment in order to be successful
(Humphreys & colleagues, 1996), given that urban-based models do not translate well into
rural environments. The focus on the rural lived experience of carers in this study and
their experiences of early he¥eking provides, therefore, a beginning point for exploring
the possibilities of these types 9fprograms in rural areas (Mathews-Cowey, 2000: 89).

It was evident also from reviewing the differences between the rural informants in this
study and the urban informants (chapter six), that pathways of care exist for people in parts
of the urban environment. Informants described the way in which the care-recipient had
periods of hospital care, participating in early intervention and prevention programs, which
lead to the eventual support of that person to live in the community.

The significant

distinction made in chapter six between the urban and rural informants' experiences is the
nature of their role. More formal support in the urban environment had allowed families to
take a less of a primary care role and a more supportive role.

This possible distinction

found here between place and the impact on the role of caring should be further explored to
determine its representativeness in the caring experience between rural and urban carers.
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Diagnosis: problem legitimated by the medical model

Diagnosis of a mental illness, for most carers in this study, initially provided reassurance,
because

b~ural or social interaction 'pro~lems'

could be explained as biologically

based and t~us not a matter of fault either of the care-recipient or the caregiver. This was
also often the first time families received help. The short-term carers participating in this
research were assured that a diagnosis of mental disorder opened up doors. This can be
compared to the informants who began caring prior to when the National Mental Health
Strategy was implemented.

These informants were much more uncertain about the

implications of the diagnosis and less assured of effective treatment. This indicates a
marked positive change since the implementation of mental health policy.

Tuck & colleagues (1997) similarly found that diagnosis completed the families' 'search
for the answer' and validated what they had thought, despite ongoing contrary advice given
.by experts.

Harrison (2000: 118) also found that a diagnosis 'meant that it was now

. legitimate for this group of professionals to offer assistance to those individuals with a
mental illness diagnosis.' As described in chapter three these findings are consistent with
the move toward defining mental illness from a biomedical perspective where if the
problem is defined as medical, then the suffering is legitimate and society takes some
responsibility in helping. However, this continues to present problems for those people
whose behaviour is not medically defined as mental illness.

There were informants in this study who described the experience of searching for help but
who were denied access because the problem wasn't deemed medical. Achieving what
informants called the 'right' diagnosis is a complex and difficult process. It shows that
diagnosis of mental illness is far from an exact science, and is fraught with the perils
evident in any interpretive endeavour.
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Symptoms don't fit the right category

The findings clearly support Scheffs (1999) suggestion that the disease model works
effectively when a specific set of symptoms, and other demographic regularities exist to
help the health professional to make a diagnosis. When informants described presenting
relatives to mental health services at the pre-diagnosis stage, many were initially denied
access because the symptoms were not clear or did not fit the 'norm'. What is just as
significant is that there were no clear pathways by which people could seek help from
another service, or link back to mental health services if the problem became worse.
These findings fit the criticisms of the way in which the biomedical model operates. For
example, symptoms of illness must fit neatly into pre-determined categories (George &
Davis, 1998: 306; Bury, 1997: 111), and if the problem does not present enough evidence
to support a 'normal case' then the problem is classified as 'non-disease' (Scheff, 1984:
208).

One of the earlier critiques of the mental health care system in Australia, irrespective of
place, has been that services are largely inaccessible for people with conditions other than
those deemed as 'serious', such as schizophrenia, and or perceived as the 'primary
disorder' (NMHSESC, 1997; Spence, 1996: 16). Moreover, dual diagnosis, referring to a
person presenting with both a mental health problem and substance abuse disorder, still
produces significant problems of access to either set of services. This is despite the fact
that two-thirds of adults seen in specialist mental health services have substance abuse
problems (Betts & Thornicroft, 2001: 12). One of the informants in this research had been
unsuccessful in gaining access to either service at "the time of the study and others had
spoken of these difficulties in the pre-diagnosis stage.

This evidence suggests that the current structuring of mental health care services

IS

inadequate in contending with the difficulties of more complex cases where dual diagnoses
are evident. Given the recognition in current mental health practice that other factors
outside the individual biological system can affect the experience of mental illness (see
chapter three) the fact that such difficulties continue to occur contradicts the stated policy
and what one might expect in effective implementation of the policy.
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It is clear that current practices do not provide a helpful response to the difficulties inherent

with mental health problems.

Many informants saw these difficulties as a function of the rural health care environment,
because of the lack of specialist services to deal with different cases.

This seemed

particularly so for child and adolescent cases, where developmental issues complicate
diagnosis.

One family described bypassing rural services and going straight to the

metropolitan centre after giving up on what they referred to as less than 'arm chair experts'
in the rural areas (chapter six). Nevertheless, there is concern about the lack of child and
youth based services needed to tackle increasing mental health issues in Australia (Betts &
Thornicroft, 2001: 12).

This study demonstrates that the child or adolescent with

developmental issues and mental health problems falls into a grey area. According to the
findings, gaining access to services specialising in specific and more unlikely conditions
related to child and adolescent health in rural areas is extremely difficult.

!

Compliance and insight

Diagnosis of mental illness is complicated for other reasons made evident in this study.
Although mental illness has been largely defined now within the medical model, the
reduction of stigma is still a major concern for families. Informants suggested that the
social effect of the label of mental illness might be responsible for other outcomes, such as
the care-recipients 'lack of insight' about illness, and their 'non-compliance' to treatment.

There is some debate about whether 'lack of insight' and 'non-compliance' with treatment
is intrinsic to the disease or neurologicallbiological process. This explanation suggests that
the disruption of the person's internal functioning means that they are also unable to
perceive themselves as mentally unwell, and therefore quite logically hesitant, even
resistant toward treatment. Many informants in this study, however, questioned whether
'lack of insight' is part of the biological nature of mental disorders. They questioned
whether it was more a social consequence of the stigma attached to the illness.
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One informant stated that she experienced situations with her son in which he
acknowledged the illness under circumstances in which it would be advantageous to do so
but on the whole demonstrated a 'lack of insighr.

The lived experience of caregivers would suggest that there is a need to closely examine
the effect of labelling on care-recipients' responses to mental illness and to treatment.
'Lack of insight' and 'non-compliance' according to caregivers is more usefully explained
by a social rather than medical model of mental illness. The findings from this study
therefore support Scheffs (1999) contention that labelling theory is still important in the
understanding of the experience of mental illness as mental illness is still highly
stigmatised, with most people retaining fear and mistrust of those living with mental
illness.

It is for these reasons that future investigations of mental illness should examine

the way in which social interactions and relationships contribute to cognitive processes and
behaviour (Scheff, 1999) that result in what is labelled 'lack of insight' and 'noncompliance' .

Moreover, informants discussed the way in which a care-recipient was perceived as either
a 'good' patient or a 'bad' patient depending on whether they accepted that they were
'sick' and complied with the treatments administered by health professionals who
delivered mental health services. This concurs with Parsons' notion of the sick role, that
patients are expected to meet certain obligations and take responsibility for seeking help
and complying with treatment in order to get well (Bates, 1979; Grbich, 1999). Although
Parsons' theory is critiqued as only being relevant to acute and/or curable illness, Freidson
(1988: 236) argued that people with chronic illness are similarly expected to do everything
they can to improve their health status and maintain normal social relationships.
Accordingly, a person who complies and does what is expected of them, should then
receive the best care and treatment from their doctor, who also has an obligation and
responsibility to help people who are sick to get well.

It follows then that the system

rewards those who indicate a willingness to seek treatment - that is to help themselves.
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Another interpretation resonant of Foucault's (1967) work in relation to power and
knowledge is that insight and compliance to treatment provides acknowledgment and
legitimation of the medical professions' expert .understandings and diagnostic abilities. In
contrast, 'non-compliance' in the health care field can be interpreted as undermining
medical power and authority (George & Davis, 1998), whereas 'compliance' maintains the
existing power structures through the practical act - which in tum provides the ideological
legitimation of professional expertise. This enables increased surveillance and regulation
of people's lives, as it legitimates the involvement of the health professions in the
construction and maintenance of the self.

Care-recipients who do not comply with

treatment and do not accept that they are 'sick' are ultimately challenging medical
authority.

It is here that Foucault's critics appear to hold ground in that it shows that

people, even under what seems a highly regulated system are able to resist medical
authority (Grbich, 1999: 21). Goffman's theory in this instance seems to make the most
sense. He suggests that people make conscious decisions about how to present the 'self' to
accommodate a particular context and in the case of stigmatising information attempt to
manage this information so as to conceal it (Goffman, 1963; Elliot, 2001: 32-33). In this
study, informants commented on care-recipients' abilities to control behaviours and appear
relatively 'normal' when contending with a health care professional.

Despite claims of

'lack of insight', there would seem to be a consciousness about the behaviour displayed,
and therefore it would make sense to continue social research which addresses the effect of
labelling on living with mental illness.

To be fair, most health professionals work in the field of mental health primarily because
they want to help people.

They are faced with significant difficulties in relation to

diagnosis of illness if the care-recipient is not displaying symptoms of mental illness at the
point of contact with the professional. This makes the case again for a mental health care
service whose staff are able to spend time with people in the initial stages or early onset of
mental illness.

Moreover, the study raises questions about the concept of the 'self', and how the 'self is
affected by mental illness. Informants felt that 'self' was an important component in the
experience of mental illness.
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It seemed that 'self was lost in the experience of the illness, which is supported in other

studies discussed in chapter three (Tuck & colleagues, 1997; Rose, 1998). A significant
part of the caring role of informants in this, study was to help the process of selfpreservation of the care-recipient.

They did this by encouraging the care-recipient to

perceive their illness as an illness and not a part of their own identity. Again, there are
problems with this view in the current mental health care system described in rural areas,
given that the solution to mental illness is centred on medications, and a loss of 'self is
also a side effect of medication.
Implications for community care

The area of insight and compliance in mental health care is fundamental to the overall
success of the current mental health care policy in Australia, and its focus on community
care. The provision of adequate and appropriate services will help this process, whereas
services that can't deal with these aspects of mental health undermine the chances of
people seeking help and adhering to treatment. Ultimately if community care is going to
be successful people must identify themselves as clients of mental health services
(Minkoff, 1987: 946).

Why people do not identify themselves as clients is therefore a

priority question. It is likely that the social approach to health will be as beneficial as the
medical model in understanding these issues and providing solutions.

It seems then that service providers need more time to spend with care-recipients and
carers to build rapport and trust, and to work through the more difficult social and
psychological issues.

However, in the rural context, this study has shown that the

administration of medication appears to be the main form of care, and that mental health
care staff, at best, provide a crisis-oriented service. They therefore do not spend time with
care-recipients and carers. For this reason, the more complicated psychological and social
aspects ofliving with an illness are not addressed.
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Medication

Both from the comments made by infonnants in. this study and the view promulgated in the
medically based research literature, drug therapy is advocated as an appropriate method for
dealing with mental illness but in rural areas it is recognised that there are not enough
specialists to appropriately administer and monitor the drugs. The inadequacy of drug
therapy in the rural context is also important because it is compounded by a lack of other
available treatments. As stated in chapter three, infonnants argued that it is not biology
alone that produces mental ill health.

Even though infonnants in this study support drug

therapy, they also suggest from their experience that medication is only part of the answer
and on its own is not enough.

This concurs with numerous researchers working in the

field of mental health, (including psychiatrists), who are sceptical of drug therapy as the
dominant treatment paradigm in both physical and mental illness (Kaiser, 1996; Scheff,
1999; Pilgrim & Rogers, 1999).

Bushfield (2000) for example, suggests that drugs are

being sold by drug companies as easy solutions to complicated problems.

Such

conclusions reflect the accounts of infonnants in this study. For example Watkins (1996),
a long time mental health practitioner and educator, challenged some of the assumptions of
the medical approach to treatment of schizophrenia.

He suggests that some of the

symptoms of schizophrenia are largely caused by social factors although they are treated as
intrinsic to the disease itself. There are two categories of symptoms in schizophrenia,
positive symptoms such as delusions and hallucinations, and negative symptoms, such as
'reduced emotion expressiveness, lack of motivation and social withdrawal' (Watkins,
1996: 1). He argues that the negative symptoms are more likely to be a social reaction to
the label of schizophrenia. Hence a socially based response might be a more useful way of
contending with such 'symptoms' rather than prescribing of medications.

It should also be noted that infonnants' comments about the difficulties associated with the

administration of medications which included significant side effects - such as black outs,
lethargy, depressed mood, statue like movements, dampening of creativity and concerns
with physical health have also been supported in the research literature (Carey & Leggatt,
1987; Pilgrim & Rogers, 1999). Even though there has been some improvement in drug
therapies in recent times, they still produce undesirable side effects for individuals.
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It is likely then that clients concerns with the side effects of drugs could also be a cause of

non compliance. Importantly, infonnants identified that medications did relieve symptoms
but they did not address fundamental problems. related to the effect of mental illness on
their care-recipients' overall mental health status or overall well-being. It is critical then to
see individuals as part of a much broader system, and to see the components of that system
as important to mental health status.

It is important to note here that there are many models recognised as appropriate to the

treatment of people living with mental illness in Australia.

These include cognitive

behavioural perspectives, developmental models of self, psychotherapy, biopsychosocial
model and psychosocial rehabilitation approaches (Farhall & colleagues, 2001). While it is
recognised that certain clinicians and psychiatrists are better at judging the unique
circumstances of an individual and are able and willing to incorporate a range of therapies
in treatment (a function of skill, time and resources) it remains the case that the biological
underpinnings of the medical model continues to be the dominant mode of explaining and
I

treating mental illness (Knight 1998: 145).

Rural mental health care environment
Gaining access to services for infonnants was aqout both the local availability of that
service i.e. a psychiatrist or a crisis assessment team, and the continuity of that service, and
the ability to build rapport. Small rural communities reported difficulties with first and
second level access, and the large rural communities were primarily concerned with the
second level issues such as continuity of service provision. Generally, most infonnants felt
the services were crisis-oriented.
Reactive service

In the rural areas, infonnants described mental health care asa reactive service. Although
the circumstances appeared much worse in the small rural communities, it was a strong
theme overall.
Within a serious acute episode of illness the services were fairly responsive but in relation
to the ongoing management of the illness, the services were not available.
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Some informants described the experience of hospitalisation in exactly the same way - it
was beneficial in terms of attracting attention to the care-recipient and getting an
assessment but inadequate in terms of helping with issues other than short-term
medication. Informants described a shortage of psychiatric hospital beds in rural area,
which resulted in either no hospital admission during serious episodes of illness and/or
early discharge.

The focus is on reducing the symptoms of the condition such as delusional thoughts,
hallucinations - rather than the focussing on the broader mental health of the person
affected by this prognosis. The clinical and policy concern that can be discerned from
analysing the data in this study is that the effect of the condition on the everyday
functioning of the care-recipient and their caregiverls is left to the families. This suggests
that the biomedical approach is inadequate if one holds a holistic view of health and health
care provision. Throughout this study, informants clearly illustrated that their experiences
and perceptions indicated that the experience of mental illness transcends a set of
symptoms and is tied to a range of social and psychological issues.

The informants

described being left alone with the responsibility of working through these issues with the
care-recipient such as acceptance of the illness, low self-esteem, and loss of social and
economic status.

Certainly, other empirical evidence exists to support the family'S perception and
experience in relation to poorer availability and access to resources in rural areas.

Much

of this evidence was presented in chapter two. Literature addressing Australian mental
health issues suggested that people living in rural settings had difficulty accessing health
services in general and more specifically, mental health services, such as poor access to
specialist mental health services (usually referring to psychiatrists) and low use of
specialist mental heath services (Yellowlees and Hemming, 1992; AIHW, 1998; AMWAC,
1999; Parslow and Jorm, 2000).
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More importantly, researchers have recognised a shortage of professionals other than
psychiatrists in mental health that contribute to a range of therapeutic benefits, such as
psychologists, case mangers, social workers and <?ccupational therapists (HREOC, 1993;
Gething, 1997; Harvey and Hodgson, 1995a: Dunn, 1996: Judd and Humphreys; 2001).
What this study has shown is that a major role of the family is to compensate for what was
not available from formal mental health care services. It is argued here that this is too
much responsibility for families, who understandably do not have the capacity and
resources to undertake such specialist mental health tasks (Mathews-Cowey, 2000a: 270)
without serious disadvantage.
Case management

The informants' perception of case management in rural areas has important implications
for the future of service delivery. Informants perceived case management in the mental
health care system as a positive. They felt that it was an advantage to have someone they
could
contact and someone who they could talk to in the mental health care system. This
,
,

type of access to the mental health care system had not existed previously for families, who
in the past felt isolated from the care process. Carers who were happy with the case
management system described case managers as compassionate and caring.

This support

for case management is interesting given that people living in rural settings have primarily
been found to prefer general practitioners (GPs) over other health care professionals
(Humphreys & Weinand, 1991a&b).

Policy statements and political lobbying have

focussed on the need for increasing the numbers of GPs practising in rural settings as
though this would solve all health care needs in these settings. Given the findings of this
study, it is of great concern that there has been little or no recognition of the inadequacy
and inappropriateness of such calls as a solution for contending with mental illness in rural
settings.

Most informants praised the work of case managers, and felt they had a significant level of
rapport with the family but stated that case management did not meet the holistic needs of
their relative. One informant in this study described this situation perfectly in relation to
her son. The service had responded well in relation to the crisis event that took place but
thereafter provided no support.
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This was despite the fact that the case manager felt that the client needed ongoing therapy.
The case manager's workload, however, meant that she only had time to respond to crisis
situations rather than being able to maintain appwpriate ongoing case management.

The perception of the family is supported in the broader literature, for example Intagllata
(1982: 660) states:

, ... the frequency with which individual clients were seen by case managers
decreased with increasing case load size. This relationship is extremely important
to consider because there is evidence that the quality of case management services
is strongly related to the intensity of contact between client and case manager'
(Intagllata, 1982: 660).'

More recently, Meldrum & Yellowlees (2000: 659) found that workload burden and the
ability of case managers to provide effective care was closely linked to the number of cases
flllocated to the case manager. They also suggest that people working in mental health
care, such as case managers, outside the hospital setting are prime targets for
'disillusionment, distress and burnout' (Meldrum & Yellowless, 2000: 659). This coupled
with the rural environment, where it seems case managers have fewer opportunities to
network with other service providers, and are overwhelmed by the number of cases, makes
the situation worse.

This finding is not surprising but it is disappointing, given that the core functions of case
managers are associated with a holistic treatment perspective. A case manager's role can
involve individual psychotherapy/ and or counselling, assessment, psycho-education, crisis
intervention, monitoring daily living skills, monitoring medication, support, activities of
daily living and liaison with other care agencies (Meldrum & Yellow lees, 2000: 658). Yet
in rural areas their primary role is crisis intervention and monitoring of medication,
because they have, according to informants, no time to provide these other functions. As
already stated the other functions are predominantly provided by the family.
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It is interesting to observe that even when a health care providers' r?le extends beyond the

administration of medication, as is the situation for the role of case manager, under
circumstances of resource constraint the role is reduced to dealing with medication issues
over other therapeutic concerns.

Again this illustrates that the core of mental health

treatment is the provision of drug therapy, despite the suggestion otherwise in mental
health policy (and the recognition of this by the health practitioners themselves).

This is not to suggest that the provision of case management is the only issue for
consideration or a substitute for community care. Case managers are only one component
in the whole system (Holloway & colleagues, 1991: 42-43). The core functions described
above realistically would involve referral to other services, depending on the needs of the
client.

Again this is problematic in rural environments given the poor access to non-

government rehabilitation and support services for example, clubhouses, outdoor
adventure, living skills development and supported accommodation.

In general,

psychosocial rehabilitation has been undermined in any location without a developed NGO
sector (Betts & Thornicroft, 2001: 12).

Further to this, it has been argued that

psychologists siphoned into the case management area would be more useful by
concentrating on providing specialist cognitive-behavioural interventions (Betts &
Thornicroft, 2001: 17). There is always the risk that generic health care providers become,
as a consequence of their environment, a 'jack of all trades and a specialist at none'. This
is not an ideal situation for rural populations, who equally need people who can apply
knowledge in specialist areas.

It is recommended here that further investigation should be undertaken to determine the

experience of case managers and other health professionals such as psychologists. It is
likely that their role is very different from their urban counterparts given the uniqueness of
the rural environment.

There should be urgent attention given to the way health care

workers perceive their role and to the possibilities of enhancing the role to meet goals such
as early intervention, prevention and mental health promotion (Mathews-Cowey, 2000b:
89). The extent to which these goals will be obtained is dependent upon governments and
service providers addressing workload issues, current levels of resources and other support
services in rural environments.
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Further to this, it is important to recognise that the findings of this study show that there
are significant mental health workforce issues that need addressing.

It would seem that

the current workforce, whether it is GPs,. case managers, psychiatrists or other
professionals who deal with mental health, are under-supplied and therefore become overworked, and unable to spend sufficient time with carers and care-recipients. What is more,
staff are probably experiencing intense stress over their work-loads and are therefore
leaving the field or the rural location. This situation means that carers and care-recipients,
as described in this study, have experienced and continue to experience high tum-over of
staff, and hence erosion of rapport due to the lack of possibility for continuing
relationships.

Therefore the circumstances for rural caregivers and care-recipients of

mental health care are not going to improve, unless serious consideration is given to
workforce issues and workforce planning in rural areas. Analysis of the data in this study
combined with the knowledge of workforce issues gained from other research literature
indicates that this situation requires urgent attention.

'It is clear in this study, that the desperately needed links between other key sectors in the

community, such as community support services (housing, home help, recreation,
employment, education and family support) are also clearly inadequate in rural locations.
It is the co-ordination and availability of a range of these key sectors that would both ease

the responsibility of families, GPs, case managers and psychiatrists. More importantly, it
is possible that with these links and networks in place they would contribute to and
improve the opportunities for care-recipients to live independent and meaningful lives.
The current implementation of mental health policy and mental health care does not
adequately address the significance of place in sheWing people's social existence, or the
fundamental link between place, social existence and health status (Mulvany, 1998;
Keams, 1991; 1993).

A study conducted recently in Australia found that clients discharged from long stay
psychiatric care into a functioning community care arrangement, improved their quality of
life (Hobbs & colleagues, 2000).
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The authors found that clients' clinical status improved (Hobbs & colleagues, 2000: 476),
that from the clients' own perceptions they preferred community living from institutional
care, and that over time they were accepted into the community and began interacting with
other people (Newton & colleagues, 2000: 484-490).

However the authors emphasise

that the improvements were achieved as a result of 'adequate community resources' such
as quality housing, rehabilitation programs, access to mental health care on twenty-four
hour basis and an intensive case management system.

The model also encompassed a

multidisciplinary team made up of a nurse, a psychologist, a social worker and
occupational therapist that provided around the clock support and supervision (Hobbs &
colleagues, 2000: 478). Although not all people living with mental illness require the same
level of support in the community, it is evident that effective community care is more
successful if there is appropriate provision of resources and infrastructure that facilitates
people's ability to construct a social existence outside of the institution, and/or outside of
the family home.

Section 2: Re-examining the role of the family post mental health
policy
The role of family caregivers: what should it be?

It was evident from the previous discussion in chapters five and six about the family and

mental health services that the rural environment has shaped the nature and the experience
of the role of care-giving. It seems from this study that the role of the family in the rural
environment extends well beyond reasonable expectations of what this role should entail at least from the perspective of the caregivers. It is evident from the findings of this study
that the disadvantage of de-institutionalisation is that the family rather than the community
has become the environment for the provision of all care. This is made clear in informants'
discussions about the inadequacy of provision of community health care services and
support.
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The role of providing 'total care'

Chapter two

discussed the

limitations assoc.iated with the implementation of

institutionalisation but it also discussed the advantages of psychiatric institutions or
asylums as a locus of care. The benefit of the geographical nature of the institution is that
it offers the opportunity to centrally locate resources needed for more holistic care of the
person living with mental illness in the one place (Bachrach, 1984; Minkoff, 1987; Lamb
& Bachrach, 2001).

In a hospital setting it is assumed that there would be specialists

providing the medical care, such as the occupational therapy component, counselling
component and so on. In this study the total care is mainly provided by the family, with
some medical and case management support.

However, the family does not have

specialised knowledge in medicine, psycho-therapeutic approaches or rehabilitation.

The parallel between the family and the psychiatric institution extends beyond this notion
of ~he provision of total care to issues related to medication and monitoring. Institutions of
,

the past were criticised for being custodial rather than therapeutic.

The sole service

provided centred on administering medications and watching over patients to ensure that
they comply with treatments.

Interestingly, informants in this study have a similar role,

ensuring the administration of medication and compliance to treatment. Given that the
custodial role of the institution did not prove to be a satisfactory situation for patients and
people working in the field, it is concerning that this role has been passed onto the family.
This is even more concerning in the light of the significant responsibilities of family in
Western society to provide a supportive environment in which children can develop into
successful adults. This shift in role suggests that in the absence of the provision of suitable
community based resources the family is forced to take on a surveillance role much
discussed by Foucault. This may be the unintended consequence of de-institutionalisation
or if one is more cynical perhaps a very much intended outcome as it is possibly perceived
as a cost and responsibility shifting exercise by government. This interpretation of the data
could only reasonably be examined in a future study of the experiences and perceptions of
those involved in developing and implementing the policy of de-institutionalisation.
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I tend to agree with Cox (1995: 32) that inappropriate expectations have developed
suggesting that families can provide a broad range of services 'on top' of their parenting
role. The findings from this study clearly show. the tenacity and resilience of individuals
and their ability to adapt, adjust and hold families together under extraordinary situations.
Yet at the same time there is evidence in this research that illustrates the fragility and
vulnerability of families in these situations.
The role of the carer and the impact on the family

In chapter seven informants discussed their role as a carer and the relationship of this role
to other family members. It was evident that caring for a relative living with a mental
illness impacted on families differently, depending on family circumstances and their
development of coping mechanisms. Some families over-time had grown closer together
and in others, members virtually functioned as separate entities. The relationship between
siblings and the ill sibling often proved a difficult area for many carers/parents to
negotiate, while a few carers had worked out a harmonious situation where everyone had a
I

role to play. Again noting these differences has implications in the recognition by service
providers of the specific needs and circumstances of individual families.

It is important to also note that finding a new equilibrium in family life had been difficult
for most informants in this study. Many spoke about the way in which this had an impact
on family relationships and required resolution over time.

Informants stated that for a

period of time their whole focus was on the ill child and that their entire energy centred on
getting the child well again. Other family members as well as themselves were 'put on the
back burners', which caused friction within the" family.

Over-time the informants

described acknowledging that they needed to find a balance between caring for the
mentally ill child, other family members and their own mental health. It was here that
informants felt the need for one-on-one and family counselling services.

Again the issue

is even more significant in an environment where a range of services and support are not
available for the person who is unwell, and the family carer/s are left with the full
responsibility for providing this extra care.
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The findings in this study relating to the role of family concurred in part with Chesla's
(1994) different caring approaches. There was evidence to suggest that many of the carers
were practising a more 'engaged care' approach, and initially saw this as an extension of
their parenting role, although the engaged care approach was challenged in the long term
by the need to support other family members and to regain their own life. In this sense,
Rose's (1996) research that suggested families in the long-term are interested in helping
their family member to find independence and to 'let go' of the person in order to facilitate
this process, was frequently discussed by informants in this current study. Even families in
which caregivers perceived themselves as being more conflicted in their caring approach
(Chesla, 1994) - that is they wanted to help their family member but were also angry and
upset about how this affected, mainly, the rest of the family- edged toward learning to 'let
go' and separate themselves from the situation.

Again this process was somewhat

hindered by the fact that services that might facilitate some independence for the family
member who was the care-recipient were non-existent in rural areas.

There was also some evidence to suggest that 'fathers' as described by informants could be
categorised as distant carers (Chesla, 1994). That is they left the everyday care to others,
usually the mother. In part some informants described this as a consequence of 'fathers'
not accepting that their son or daughter was suffering from a mental illness. This study,
however, also demonstrated that 'fathers' are also active participants in the caring process.
It is recommended that more research is needed in order to understand both why the male

partner either takes on a more distant approach to caring or is more active in the caring
process. There is little research to date that understands the male perspective of caring in
mental health care.

Chesla's model of caring is useful in explaining the way in which family caregivers
approach the caregiving role.

This study, however, demonstrates the need to also

understand caring as a process, meaning that people move in and out of Chesla's different
categories, and alter their approach to caring overtime in response to changing
circumstances. Future research should build on Chesla's model of engaged, managed,
conflicted and distanced caring to reveal the movement between these approaches

~nd

indeed the overlap of these approaches.
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It would also be important in future research to consider the extent to which the nature of

the care-recipient's illness and their response to different approaches of caregiving shapes,
and even determines the position taken by family caregivers.

This suggestion is

particularly important given that this study found that extra tasks and activities related to
illness are more easily accommodated than behavioural issues that cause emotional upset
and unease in the relationship between caregivers and care-recipients. In this study for
example, at least one carer would describe herself as a more reluctant distant carer because
her daughter is not interested in the families help. Caregivers that fitted the category of
Chesla's (1994) conflicted care were often dealing with difficult behavioural issues, which
might explain their feelings of resentfulness, as well as their feelings of wanting to provide
care.

The findings in this study also demonstrate that the whole family environment and the
inter-relationships within this environment are significant in the experience of mental
illness. Described in this study, families are frequently the focus of the care-recipients'
'anger, blame and resentment. Episodes of illness are often precipitated by family events
such as weddings, Christmas, birthdays and other social situations.

There were also

accounts of the way in which other siblings reacted negatively toward the care-recipient
living with mental illness. This suggests that the effects of mental illness transfer through
the entire family. It is therefore surprising that there is not more support for families as a
whole.

Chapter three discussed the importance of the systems theory in making sense of the
experience of families.

Researchers abandoned the theory because its early use had

labelled the family environment as the causal agent of mental illness. Nevertheless it does
have an important contribution to make. The theory extends the reductionist nature of the
biomedical model that focuses on the individual and suggests that a change to a family
member, such as the onset of mental illness is likely to affect all other aspects of the family
system. It therefore supports again the need for a family approach to mental illness, and is
especially important if the care-recipient remains the sole responsibility of the family.
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What makes all of these issues of great import is the recognition that this study as well as
the other recent literature about families has generated samples of carers who are generally
linked to carers' groups or mental health care services and other support. These are people
prepared to participate in studies and share their experiences. It is not surprising then that
the findings from this study and others, cited in chapter three, have shown the family's
ability to cope and adapt and their resilience. What is still not known is how other families
who are not linked to carers' groups or mental health services and are not represented in
research are managing the role of primary caregiver, or indeed why some families might
choose not to support their relative. Some informants in this study identified that they did
know other people who weren't coping. There is therefore, still a paucity of understanding
of the effect on the family, especially families who do not adequately cope with the care of
a relative living with a mental illness. This means that the entire scope and severity of the
impact of mental illness on the family unit and people is still largely under-researched and
unappreciated. Hence, there needs to be further exploration in relation to the role of the
family in mental health care in the light of the lived experience of informants as described
in this study.

Section three: The Community and place
Community care

The National Mental Health policy (AHM, 1992) stated that community care would
i~prove

the prognosis for people living with mental illness and improve their quality of

life. This fitted with what Goffman and others wrote regarding the negative effects of
institutionalisation discussed in chapter two.

They concluded that these environments

were eroding people's sense of purpose, self-motivation, and hence undermining any
quality of life. Importantly, the findings from this study would suggest that an underresourced community care approach is not proving much better in relation to carerecipients quality oflife, as perceived by caregivers.

Living in a rural environment has had specific restraints for people living with mental
illness and their carers, described in chapter six.
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The informants' description of their experiences of community care seemed alarmingly
similar to the conditions described in the Burdekin report (as discussed in chapter two).
For example, informants said that their care-recipients were often discharged early from
hospital and that there was inadequate follow-up in the community following the
discharge~

What this study demonstrates is that living and being cared for in the

community, when the term 'community' really means family, doesn't ultimately reduce the
social isolation and/or enhances social integration as advocated by libertarians and
politicians in defence of de-institutionalisation.

Therefore just as institutions shaped a

more negative social existence for patients, so does community when there are insufficient
support services available and less than helpful attitudes to mental illness within the
community. This situation is a subtle combination of what has already been described in
relation to inadequate formal support and the continuation of stigmatised responses toward
mental illness within the community setting.
Stigma

Stigmatisation of mental illness in Western societies is not a new phenomenon but this
study demonstrates that it still exists, despite recent advertising campaigns and community
education instigated by the government and mental health organisations to improve the
level of understanding. The recent mental health campaign to reduce negative attitudes to
mental health depicted a mentally ill person as someone just like you or I - a 'normal'
young person eager to do what young people like doing, such as going fishing with a friend
or playing in band. The message to the public was that this person is taking medication,
suggesting that they weren't a threat in any way, and that the situation is no different from
taking medication for a physical illness.

In this study it was shown that at some point

most care-recipients wouldn't take medication, that medication was not always effective,
and further to this, medication has significant side effects. Despite attempts to culturally
normalise mental illness, often the behaviours associated with mental illness are
challenging if not perceived as threatening by others.
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On the other hand the media presents conflicting images of people living with mental
illness. Also included are images of people living with mental illness as dangerous, as the
'psychotic-killer'andlor inhabitants of 'seedy bQarding houses and soup kitchens' (Epstein
& Olsen, 2001: 15). This is then pitted against the 'anti-discrimination campaigns' with

'good news' stories, and neither depicts the real human experience of mental illness
(Epstein & Olsen, 2001: 15). Informants' had similar experiences with media images,
especially those reinforcing the stereotypical image of 'mad' and 'bad'. The latter image
was perceived as being the more predominant one and the informants' experiences
suggested that the overriding community response to people living with mental illness is
fear. Fear is generated by the perception that their personal safety, such as the case of the
neighbour who vehemently opposed the carer's BBQ with people living with mental
illness, and community safety, as illustrated by the over-reaction to the respite house.

It is in hearing from informants the way the community and the extended families react to

mental illness that the theory of deviance still makes sense. The behaviour of people living
. with mental illness, whether real or imagined breaks the rules of 'normal' behaviour or
'normal' conduct. Any deviant behaviour in society creates an emotional response such as
fear and anger, even embarrassment and shame (Scheff, 1999: 47-48). It is this issue that
affects a more realistic understanding of the success of community care. It is suggested
here that the mass media images of mental illness will continue to be one of the most
difficult issues to combat given their pervasiveness.

The problem is two-fold and unfortunately deeply entrenched within our Western cultural
/

mores. Mental illness affects the mind, and a sound 'rational' mind within the context of
Western standards defines a person's humanity. This has the effect of creating fear of
living with mental illness as being individuals who have in some way lost their humanity.
Further to this people living with some types of mental illness might exhibit behaviour that
is difficult to understand, or is, indeed, violent. Despite the fact that it is the family who
usually negotiates difficult behaviour, as was the case in this study, it seems that in
response to any slight public display or in the event of media reporting, the community
over-reacts.
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This is why educational campaigns toward improving awareness and understanding of the
diversity of mental illness and the experiences of people with different types of mental
illness are important. Ongoing effort and not just once-off campaigns are required.

Fighting stigma in the community is essential to the improvement of mental health status
of people as a whole. While this is not new knowledge in the field of impairment and
disability particularly in the arena of mental illness it was clearly reiterated in the findings
of this study. Combating stigma according to the informants in this study is essential in the
provision of successful treatment of people living with mental illness. Informants in this
study stated that stigma was a central issue explaining care-recipients' reluctance to accept
being mentally ill, and to comply with treatment. Informants described how they too had
to overcome feelings which produced stigmatising responses toward their care-recipients
or recognition that others would stigmatise them and their family members. This was the
result of socialisation of negative stereotypes of mental illness. They described having to
uplearn
these images and construct new meanings.
,
.

Hence, informants persistently

believed that mental illness should be seen the same way as a physical illness. Given the
informants' own experiences in dealing with stigma, they surmised that the care-recipient
would similarly have internalised negative images of mental illness, and that this was one
of the reasons that they were not prepared to be identified as a mentally ill person. The
outcome of this has been a 'lack of insight', 'non-compliance' and social withdrawal as
discussed earlier in this chapter. Epstein & colleagues (2001a: 9) support the informants'
explanations about the care-recipients' experiences of stigma.. They wrote from a
'consumer' perspective and stated that 'consumers' are members of society, who
participate in dominant 'understandings and misunderstandings regarding mental illness
and mental health.' As a result of this Epstein & colleagues (2001 a: 9) explain that
consumers are therefore' ... disempowered, at least in part, through sharing commonly held
notions about inadequacy, incapacity, and illegitimacy'. In this study, the visibility and
invisibility aspects of the rural environment, as described by informants, increased the
experience of disempowerment for the care-recipients.
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Invisibility

A theme identified in this study was that of the 'invisible illness.' First, the invisible illness
is evident in the description by informants of the lack of understanding by extended family
and the community in relation to mental illness. Many informants described the lack of
visibility of the illness by making comparisons with the more visible nature of physical
illness, like an arm in plaster, for example. It was this lack of visibility of mental illness
that informants felt impeded the sympathy of others.

Paradoxically, the visual aspect of

mental illness, as already stated, can be manifested in what is constructed as difficult,
psychotic or unusual behaviour that is not necessarily tolerated by other family members,
friends and the community. There still exists a general perception that the behaviour is
controllable and the consequences of the behaviour are solely the responsibility of the carerecipient and/or the family. For this reason the invisibility of the illness is sometimes of
benefit, if it can remain invisible. Some informants revealed that it was their intention to
keep the illness invisible from others, in order to avoid stigmatisation and marginalisation
in the community.

The rural environment specifically shapes the experience of the visibility and invisibility
aspects of the illness.

A characteristic of rural contexts, described by informants in this

study, and by others in the research literature which examines rural living and rural health
service delivery, is the lack of privacy experienced because of 'being known'. Mental
illness therefore has a greater capacity to be visible in a rural community, and informants
often alluded to the benefits of anonymity in the urban environment. Goffman (1963: 66)
suggests " ... the visibility of stigma must be distinguished from its 'known-about-ness"'.
If the stigma is very visible, such as an unusual birthmark on the face, then that person's
stigma is known about by mere contact. However, stigma that isn't necessarily visible all
the time, such as the label of mentally ill, the visibility of that stigma depends on whether
others have previous knowledge of the person (Goffman, 1963: 66). The characteristic of
the rural environment, such as small populations and close geographical or social
proximity, fosters 'known-about-ness' and hence increases the visibility of the illness.
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Infonnants in this study supported this understanding of social relations in rural
communities.

They described the care-recipient as being self-conscious in the rural

environment because they felt others knew

ab~ut

their illness.

One infonnant described

her son's total withdrawal from the community, not leaving the house in fear of meeting
someone he knew. She suggested her son needed to go to a bigger place where others
didn't know him, in order to start again. This is important because what it shows is that if
a person's illness can not be invisible, often the case in smaller communities or close-knit
neighbourhoods, then, the person makes him or herself invisible. This results in the carerecipient choosing to withdraw from social interaction. The rural environment therefore
increases the prominence of visibility, and in doing so creates a greater need to become
invisible.

What is significant about this is that the goal of mental health policy and

community care is to cultivate social integration. However, most infonnants in this study
described the reverse situation in rural communities.

The point then is that the experience of stigma has not been significantly reduced despite
. efforts to view 'mental illness as an illness like any other', and to classify mental illness
into the 'disease' model. The evidence from this study indicates that even after a diagnosis
legitimising the suffering as valid, the experience outside the mental health care system is
still predominantly about rejection and failure. The human condition, once again, is much
more complex and enhancement of mental health and reduction of mental illness requires a
more integrated approach. It is clear that the social approach and the social experience of
mental illness must not be lost in the push to view mental illness as a medical issue. The
findings of this study indicate that the social impact of stigmatisation of those living with
mental illness is undennining the potentially positive experience of managing mental
illness within a community setting.
Carers and community support

The notion of community and community support as described by infonnants in chapter
eight of this study related to their own community of other carers. They experienced the
least support from the extended family, or the community at large. Understanding and
support primarily came from the carer groups they participated in or other carers in
general, or simply from each other in the case of some parents.
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Others in the community, including extended family, responded in more negative ways
toward both the carer and the care-recipient. Despite the general belief that rural
populations are more likely to encourage corpmunity bonding, this was not so in the
informants' experience of caregiving. Any policy which advocates community care needs
to recognise and take into account the 'dark-side' of the concept and experience of
community, which was aptly illustrated by informants' experiences of stigma in the
community (chapter eight).

Nevertheless, this study has shown that place does indeed shape the way people respond to
the circumstances in which they find themselves. For example, informants in this study
showed that despite the lack of professional services, and general community support, they
still fostered 'self-reliant' and 'independent' characteristics so often attributed to those
living in rural Australia. In the most difficult of circumstances the informants in this study
have found ways in which to cope despite an unfriendly broader community and a lack of
professional help. This was particularly evident in the informants' descriptions of their
. informal networks.

In the absence of specific counselling or limited availability of one-on-one counselling, the
support groups driven by and made up of local people became the primary resource for
emotional support, practical advice and knowledge.

It was even more revealing that

informants discussed the informal network in the light of the lack of formal services,
suggesting that benefits of the informal network in some ways balanced out poor service
delivery.

This is indicative of the way people living in rural settings develop and

encourage the development of self-reliance, inner resourcefulness and independence. Of
course one could argue that the reason such attributes are so highly valued in these settings
is precisely due to the lack of resource provision and a pragmatic acceptance of this
situation by those who have to live daily with this deficit in health service provision and
delivery.

Nevertheless, it is these qualities that would need to be factored into the current and future
provision of services in the rural environment if new programs or models of service
delivery are to be successful.
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For these and the above-mentioned reasons understanding the interaction between place
and people is an essential consideration in policy development and implementation of
services.

Notwithstanding the positiveness of the informal network, these networks have the
potential to be overwhelmed by the demand for support.

This could then have a

detrimental impact on the individual members' lives The carer networks should not be
underestimated but similarly they should not be considered by policy makers as a
substitute for formal service provision. In this discussion the intention is not to suggest
that the informal network could replace a comprehensive formal system of care. What it
does suggest is a hypothesis for why rural people are perceived to be self-reliant and tum
to informal help before professional help, as suggested in chapter two. For example, many
informants found ways of coping with the unavaibility of formal services, and unless there
is recognition of the family's experience and understanding of mental illness, future
provision of professional advice and care may not be positively received.

Summary and final concluding comments
Importantly, this study challenges the rhetoric of mental health policy documents that
advocate early intervention, prevention and health promotion in mental health care. In
rural areas the service delivery is one that is primarily reactive, responding best to crisis
situations. Therefore, mental health care staff do not have the time or resources to consider
adequately the above goals. Further to this, community care ,is not likely to be successful
without real intersectorallinks and the provision of, and access to, a range of services for
care-recipients. Currently the family, described as a key 'sector' in mental health policy,
would appear to be the only sector in the rural setting. This suggests a negative prognosis
for the health care and well-being of the care-recipient and the family.

This research has raised significant issues about the role of the family carer that requires
further investigation and further recognition and debate at broader policy levels
particularly in relation to service provision.
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There are contradictions and tensions that exist between the needs of families and the
expectations of these families by the mental health care system. For example, informants
in this study clearly stated that the cultivation of independence in their relative was one of
the most important outcomes of successful treatment and management of mental illness.
Policy is also directed toward integrating people back into the community to lead
autonomous and independent lives. However, these aspirations and goals are in direct
contrast to the experience of most of the people in rural communities included in this
study. Without a comprehensive mental health care system operating at the community
level, family carers are taking on a large proportion of care which perpetuates a dependent
relationship between the relative and the carer/so

This situation is perpetuated further in

rural areas by a lack of suitable accommodation.

Moreover, the uniqueness of the role of the rural caregiver should be distinguished from
carers in other locations where services are more plentiful.

Evidence from this study

would suggest the role is very different, given that in the urban environment there is
!

greater opportunity for the parents or family members to playa supportive role rather than
a primary role.

Earlier research in Australia (Carey & Leggatt, 1987) conducted with

urban-based carers would suggest there was no distinction, and that urban-based carers
were in a similar predicament to rural-based carers.

However, since the 1990s and the

implementation of the National Mental Health Strategy this situation may have changed.
The differences in service provision and modes of coping with these differences could
result in a much greater gap between rural and urban carers' experiences which indicates
the negative impact on the mental and emotional well-being of all family members

The findings of this study suggest that there also needs to be considerable debate about the
distinction between support which is provided for carers to ensure they continue their
caring role, and support that is provided to ensure the well-being of care-recipients, carers
and their families (Twigg, 1989: 63). Mental health policy documents tend to discuss the
family as a key sector in the mental health care system, and therefore their role is
conceptualised in terms of the support needed to maintain that role, rather than support for
the future overall well-being of families.
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The well-being of the family and the client, from the perspective of informants in this
study, would imply a levelling off or pulling back of their caring role.

However, the

support they receive currently in terms of the inc;lusiveness of case management system or
the medical treatment received from the private sector re-enforces a 'primary' role in the
care of their relative. In some circumstances, perhaps particularly with younger children
this 'primary' role is appropriate but in other circumstances, again particularly in relation
to adult children, the extent of the role needs to be re-assessed. It seems that inadvertently
or even intentionally giving families the responsibility of primary caregivers is an error,
which fails to take into consideration the fragility of the family in Western society.

This thesis makes an important comment on how place shapes the experience of health and
health care.

While the effects of stigma are by no means confined to rural areas, the

characteristic of the rural environment cultivates a more intense experience of stigma for
care-recipients and caregivers.

The paucity of services in the rural environment also

encourages the self-reliance and independence of caregivers, which ultimately requires that
any formal provision of service must acknowledge the accomplishment and knowledge of
these people.

It is for these reasons that I would suggest that a rural mental health policy

be written, with considerable input from caregivers and care-recipients living within a rural
environment.

Finally, it must be noted that this is the first major study undertaken in Australia that
investigates, and raises significant issues, in relation to the interaction between mental
health policy, service providers, carers and care-recipients within a rural environment.
This thesis makes a significant contribution to the understanding of the way in which
policy is implemented, or not implemented in the rural context, and the effects this has on
the lived experience of family caregivers of those living with mental illness. The main
findings of this thesis provide key dimensions for the improvement of policy and program
development in mental health care in rural environments, and would contribute vital
knowledge to the development of an effective rural mental health policy.
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The findings of the study also support a critical realist approach to the implementation of
policy. As argued throughout this thesis, a pure social constructionist view and a pure
biological view of mental illness are both limite9 by their inability to account for the entire
lived experience of people (Pilgrim & Benhall, 1999; Freidson, 1988).

This study has

shown that the experience of mental illness is complicated and requires both an acceptance
of its biological reality, such as positive experience of medications, the physical side effect
of medications, and the experience of symptoms of illness such as hallucinations, which
are defined in this study by informants as real physical phenomenon. To suggest that
mental illness does not exist in a concrete or tangible way denies any practical solutions,
and makes it difficult for families and care-recipients to accept the illness and seek help.
Nevertheless, the findings from this study also demonstrate that to ignore the cultural
interpretation of mental illness, particularly in relation to the stigma attached to mental
illness, can result in biological solutions for problems that are better situated in social
explanation. Therefore policy will only be successfully implemented when both physical
and social realities are taken into consideration and services and support are offered to
care-recipients and their caregivers within this context.

Recommendations
•

There needs to be a continued appreciation of and recognition of the lived
experience of those living with mental illness, in both the research and clinical
setting, in relation to understanding better the early warning signs of mental illness,
the manifestation of symptoms, the behaviour associated with the symptoms of the
illness and those behaviours associated with the label of mental illness.

The

experiential knowledge of carers and care-recipients should be seriously considered
in conjunction with medical knowledge in the search for explanations of both cause
and effect of mental illness.

•

There should also be recognition, despite the advantages of viewing 'mental illness
as and illness like any other illness,' that the experience of mental illness does
differ from the experience of physical illness. People experiencing mental illness
are part of a 'phenomenological world' that is likely to be 'inaccessible' and
'incomprehensible'

to

people

not

experiencing mental

illness

(Karp

&
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Tanarugsachock, 2000). This study has supported other studies in showing that
those people living with mental illness, including their families, experience
inappropriate stigmatisation by others in. their family and the community. This is
largely the result of a lack of understanding of what people experience when they
live with mental illness.

Although people experiencing disabling physical

conditions also experience stigma associated with illness, mental illness differs, in
that, those people experiencing mental illness are considered to be also 'irrational'
and hence 'dangerous' or even 'inhuman'.

As a consequence, there needs to be

ongoing educational programs that do not avoid the realistic experience of living
with mental illness but at the same time are able to reduce the stigma associated
with mental illness.

Perhaps the best informants for these types of education

programs are carers and care-recipients.

•

This study has shown that the goals of mental health policy and the seemingly
holistic approach toward mental health care stated in policy are minimised to a
biomedical approach in the implementation of policy.

This situation from the

perspective of informants is worse in the rural areas, although further research
should be conducted in the urban setting, given that it is likely that in the urban area
some geographical locations may be also under-resourced. Nevertheless, this study
demonstrates that in situations where resources are limited and inadequate, mental
health care is reduced to a medical response i.e. short-term hospital stays and/or
drug therapy. This medical approach minimises other significant concerns such as
the psychological and social issues that affect those living with mental illness. In
relation to funding and resource distribution jn rural locations, equal consideration
should be given to the needs of people in relation to early intervention, prevention,
mental health promotion and rehabilitation.

The social approach to ill health

should not be just words in a policy document; the social approach should be
practically implemented so as to help people living with mental illness to live
meaningful lives.
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•

Further to this, a specific policy should be written and implemented that considers
the uniqueness of both the rural setting and the experience of mental illness within
this context. Models of service delivery that reflect the preference of those living
with mental illness, and are able to be sustained in the rural context should be
developed.

Moreover, the intersectoral links between organisations should be

inherent in these models, and implemented in such a way that it is both practical for
service providers and meets the goals of a comprehensive community-based mental
health care system. The practicality of intersectoral links needs to be carefully
considered in the rural context, given that the ranges of different organisations
available in an urban setting are not necessarily available in the rural setting.

•

One of the most important findings from this study is that of the role of the family
caregiver, which in the rural setting would seem to be a role beyond reasonable
expectations, needs urgent consideration.

Governments and service providers

should consider the long-term outcomes for families living with mental illness, and
re-consider whether the full cost of community care is really taken into
consideration, when most of the responsibility, at least in rural areas, is taken up by
families. The question of whether families can sustain this sort of responsibility
without detrimental effects for the whole family has not been adequately addressed,
nor has the question of whether the family should be 'primary caregivers',
especially in relation to adult children experiencing mental illness. There needs to
be a distinction made between families as 'primary caregivers' and families who
provide support to relatives but are themselves supported by a comprehensive
community care system.

This study has clearly shown that in the rural setting

'community care', which seems to be really 'family care', is isolating and
alienating for the family as a whole, and therefore not a significant improvement on
the institutional care that it has replaced.
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•

Finally, from the perspective of social theory and mental illness, despite the
limitations of labelling theories, these theories have much to offer the
understanding of mental illness. Whillit I disagree with the notion that mental
illness itself is a social construction, the theories of Goffman (1962, 1963), Scheff
(1999) and others have considerable merit in understanding the effect of the label
of mental illness on those living with mental illnesses. The findings from this study
have shown that people living in the community do not understand mental illness
and hold various stereotypes about those experiencing mental illness. However, it
is also shown from the caregivers' point of view that the perceptions of lay people
are often misconceptions and misunderstandings.

For this reason, it is hard to

believe that society creates the symptoms of mental illness, as suggested by
labelling theorists, by their reactions to it, when the types of stereotypes portrayed
do not conform to the behaviours or symptoms of mental illnesses (Pilgram &
Rogers, 1999).

Nevertheless, informants in this study strongly suggested that the

label of mental illness be considered in the understanding of phenomenon such as
'lack of insight' and 'non-compliance'.

Therefore, future research in these areas

should investigate the relationship between a variety of factors and 'lack of insight'
and 'non-compliance'; prominent among these factors should be the effect of
stigma.
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HUMAN RESEARCH ETHICS COIVIMITTEE

Phone: 03 5444 7463 Fax: 03 54447777 (Secretary)
E-mail: s.wardle@bendigo.latrobe.edu.au

18 June 1998

Miss Shari Mathews-Cowey

C/- School of Health & Human Sciences
La Trobe University
Bendigo Campus

Dear Shari
Thank you for submitting a revised Form of Disclosure and Informed Consent for your research
proposal entitled "Mental health problems and the role of carers in rural communities", HREC
No A 19/98.
The project is approved to begin immediately you receive approval from the Ethics and
Research Committee, Bendigo Health Care Group. Please forward a copy of this approval
letter to the Secretary, HREC, as soon as it is received.
In accordance with the guidelines for the operation of the Committee you are to submit annual
progress reports to the Committee by 15 January 1999, 15 January 2000 and 15 January 2001.
Proformas are attached.
The Committee wishes you well with your project.

Yours sincerely

fJrfotMs L Chambers
Chair
Human Research Ethics Committee
cc

Professor John Humphreys

BENDIGO CAMPUS
PO BOX 199
BENDIGO, VICTORIA
3552 AUSTRALIA
TELEPHONE: (03) 5444 7222
FACSIMILE: (03) 5444 7777

C:\HREC.98\Letters 98\Mathews·Cowey A 19 final,wpd
sw/18 J una, 1998
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June 23, 1998

BeEX~
H
H
CARE GROUP

Ms Shari Mathews-Cowey
School of Health & Human Sciences
La Trobe University
POBox 199
BENDIGO
VIC 3552

• Anne Caudle Campus
• Bendigo Hospital Campus
• Division of Psychiatry

Ethics and
Dear Ms Mathews-Cowey

Research
The Committee has received the amendments outlined in their letter of June 9,
1998 regarding your application to conduct a project.

Project Title:

Committee

Mental Health Problems & The Role of Carers In Rural
Communities

Ethics Committee Reference No. 00010/98
(Please quote this number in all future co"espondence)

The Committee have approved the project to proceed.

APPROVAL DATE:

23/6/98

PROGRESS REPORTS DUE:

3117/1999
3117/2000
28/2/2001

Anne Caudle Campus
100-104 Barnard Street
Bendigo Victoria

POBox 126
Bendigo
Victoria 3552
Telephone:
Facsimile:

DR SUZANNE MOUNTFORD
Executive Secretary
Ethics and Research Committee
Bendigo Health Care Group

CONTINUALLY IMPROVING THE HEALTH OF THE PEOPLE OF OUR COMMUNITY
CN f:lethicslresponse\master\letter.doc 19/05/98

(03) 5444 6266
(03) 5444 6112

(Date)

Dear ............................... .
My name is Shari Mathews-Cowey and I am undertaking research at the La Trobe University in
Bendigo.
During the next 4 months I am hoping to interview rural families who care for any person living
with a mental health problem.
The aim of the interview is to investigate the role of rural families in caring for a person living with
a mental health problem. I would like to understand better the things families do in their role as
carers, and to identify ways in which health services and other services can assist families better in
their caring role.
The information gained from this interview may help to ensure that the experience of family carers
is reflected in rural mental health policies, and that the delivery of services meets the needs of
carers living in rural communities.
<

I hope to interview at least 40 families/or individuals from the [place name] who care for any
person living with a mental health problem.
I have asked (name o/health carel support worker) if they would give this letter to any families or
individuals who might like to participate in the study. If you are happy and would like to
participate in the study, please let (name 0/ health care worker/support worker) know that you are
interested, or alternatively, you can contact me on'the following number:
(03) 5444 7547 (Shari Mathews-Cowey's direct office number)

The information provided by you and other members of the family will be ENTIRELY
CONFIDENTIAL and the results ofthe research will be reported in a way so that no individual
person or family can be identified.
I am very happy to talk with you about the research before you make a decision about participating.
If you have any queries or require further information about the nature and purpose of this study,
please do not hesitate to also contact me on the above numbers. Alternatively, you can contact my
supervisor, Professor John Humphreys, at his office on the following number:
(03) 5444 7414 (John Humphreys' office number)

I would be very grateful for your assistance with this research, and look forward to talking to you
about it in the near future.
Yours faithfully

Shari Mathews-Cowey
School of Health and Human Sciences
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(Date)

Dear .......................................................... .
Further to our telephone conversation on the (date), as promised, I have included information on
the research that I am conducting.
If you have any queries at all about this research please do not hesitate to contact me on the
following number:
(03) 5444 7547 (Shari Mathews-Cowey's direct office number)

You can also contact my supervisor, Professor John Humphreys, at his office on the following
number:
(03) 5444 7414 (John Humphreys' office number)

I would be very grateful for your assistance with this research, and look forward to talking to you
about it in the near future.
Yours faithfully

Shari Mathews-Cowey
School of Health and Human Sciences

338

Title of Project:

Mental Health Problems & The Role of
Carers in Rural Communities.

Researcher:

Shari Mathews-Cowey

Ethics Committee No:

A 19/98 & 00010/98

The aim of this research is to understand how rural families care for their family members or
friends who suffer from a mental health problem.
I am interviewing families who are currently caring for any person with a mental health problem.
The interview schedule will ask you questions about:
1. the role played by rural families who care for a person living with a mental health problem,
2. the things that families do in order to care for a person living with a mental health problem,
3. how living in a rural environment affects the way families care for a person living with a mental
health problem, and
4. how health services and other services could assist families to better care for a person living
'
with a mental health problem.
The interview will take about 30 to 60 minutes to complete, and a tape recorder will be used to
record the interview. Names will not be transcribed from the audio tape, but will be deleted so that
no information can be attributed to any individual. However, I will not use the tape recorder if you
feel uncomfortable about taping the interview.
Your participation in this survey is entirely voluntary, and you may withdraw from
participating in the survey at any time.
All information will remain ENTIRELY CONFIDENTIAL. The information from all the people
I interview will be analysed and written up in a research report. The results of the research may
also be published in a journal article. No individual answers will be passed on, and it will not be
possible to identify any individual response in the research report .
. If you would like the results of this study they will be made available to you on request.
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If you have any queries or require further information about the nature and purpose of this research,
please do not hesitate to contact me on the following no. .
(03) 5444 7547 (Shari Mathews-Cowey's direct office number)
Alternatively you can contact my supervisor, Professor John Humphreys, at his office on the
following no.
(03) 5444 7414 (John Humphreys' office number)
This research has been granted approval by the Bendigo Health Care Group Ethics and Research
Committee, and the La Trobe University, Bendigo Human Ethics Committee. If you have any
complaints about the way you have been treated during this study, or you have query that I have
not been able to answer to your satisfaction, you can write to either:

a

The Secretary
Ethics and Research Committee
Bendigo Health Care Group
POBox 126
BENDIGO 3552

The Secretary
Human Research Ethics Committee
La Trobe University, Bendigo
PO Box 199
BENDIGO 3552

Thank you very much for taking part in this study.
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CONSENT .FORM
a) I (the participant) have read (or where appropriate, have had read to me) and understood
the information above and any questions I have asked have been answered to my
satisfaction.
b) I agree to participate in this activity, realising that I may withdraw at any time. I
understand that once I have submitted data (such as a completed interview schedule or
taped material) to the researcher, I may not however, withdraw this data.
c) I agree that the research data collected for the study may be published on the condition that
my name is not used.
~)

A copy of this form has been provided to me.

Name of Participant:

Signature: ................................................ .

Date: .............................. .
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RURAL FAMILIES

CARING FOR
RELATIVES OR FRIENDS
EXPERIENCING
MENTAL HEAL TH
PROBLEMS
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INTERVIEW SCHEDULE FOR CARERS.
SECTION A: BACKGROUND
First of all I would like to ask a few questions about who you care for and about the nature
of the mental health problem that the person is living with.

1.

Who do you care for?
Son
0
Daughter
0
Grandchild
0
Mother
0
Father
0
Wife
0
Husband
0
Sister
0
Brother
0
Friend
0
Other (Please specifY). ................................................................ .

2.

Does (this person) usually live:
At home with you
In a community home
Independently in their own home
Other (please state)

3.

o
o
o
D ..............................................

What is the nature of the problem that (this person) suffers from? (Prompt,
necessary with a card describing different mental health problems) .

if

......................."..........................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................

344

4.

(If answer needs some clarification) What name has been given to this problem
by health care workers?

...................................................................................................................................................
.................................................................................................................................................

5.

How long has (this person) been living with this problem?

o
o
o
o
o
o

Less than one year
One year - two years
Two - three years
Three - four years
Four - five years
Over five years

6.

At what age did (this person) start living with this problem?

SECTION B: HEALTH SERVICES & OTHER SUPPORT

Next I would like to ask you about the types of services you use to help you care for (this
person).

7.

Do you use any health services or other services to help you care for (this
person)?

Yes
No

o
o

Go to Q. 12
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8a

What health services or other services do you use to help you care for this
person? (Please tick more than one service ifnecessary).

8b

What towns are these services located in? (Please write the town of location
next to the services you use).
Services
Home help
0
Financial Advice
0
Respite Care
0
Child care
0
Counselling
0
Community nurse
0
Doctor (GP)
0
Psychiatric Nurse
0
Psychiatrist
0
Hospital
0
Occupational Therapist
0
Psychiatric disability support 0
Housing support
0
Case manager
,0
Employment agencies
0
Other (Please Specify)
0

9.

Have you had any problems using these services?
Yes
No

10.

Location (SpecifY name oftown)

o
o

Go to Q 14

Which service (s) do you have a problem using?

..................................................................................................................................................
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11.
What is the nature of the problem (s)? (i.e. are the problems related to access
to services or quality ofservices) .

..................................................................................................................................................
..................................................................................................................................................
.............. _..................................................................................................................................

..................................................................................................................................................
Go to Q 14

12.

What is the main reason why you do not use any services?

..................................................................................................................................................

13.

Do any of the following reasons contribute to explaining why you do not
use any services?
Don't like going to health services/other services for help
Services tried previously can't help this condition
Services are located too far away
Too expensive
Existing services don't meet my needs
Transport difficulties getting to services
Did not know where to go for help
There is no service available
Other (Please specify)

0
0
0
0
0
0
0
0
0

..............................................................................................................................
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14.

Are there any people in the local community who you can turn to for help?
(For example, ifyou needed someone to talk to)
Yes, as much as I wanted
Yes, quite a bit
Yes, some
Yes, a little
No, not at all

o
o
o

o

o

Go to Q 16

15.

Is there anything or any service, not currently available to you, that could
help to make caring for (this person) easier for you?

16.

What sort of support do you get from the community? (By support I mean
understanding and/or doing things to help) .

..................................................................................................................................................
..................................................................................................................................................
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17.

In general terms, how would you describe the attitude of your community
that you live in towards people who suffer from any mental health
problems? (For example; would you say that the community has a good
understanding of what mental health problems are) .

..................................................................................................................................................

..................................................................................................................................................

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................

18.

Do you think people in the community have an understanding of your role
as a carer?

...................................................................................................................................................

19.

How long have you lived in (place name)?

20.

What is the best thing about living here?

..................................................................................................................................................

21.

What are the disadvantages about living here?

..................................................................................................................................................
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SECTION C: THE ROLE OF THE CARER
Could we turn our attention now to the role ofpeople who care for family and friends with
mental health problems. I would like to ask you about the sorts of things that you do and
the types of concerns that you have as a carer.

22.

What are the sorts of things that you have to do to care for (this person) on a
daily basis?

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................

23.

Does anyone else in your family or any particular friend help you to care
for this person?
Yes
No

o
o

Go to Q. 21

...................................................................................................................................................
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24.

What sort of help do they usually provide? (ie. do they provide assistance so that
you can have a break)

25.

What would you consider to be the main concern that you have as a carer?

o

No Concerns

26.

Go to Q 27

Are any of the following, concerns that you have as a carer?
a. Management of medication
No
Yes

o
o

Please specifY the nature of this concern.

How do you deal with (this concern)?
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b. Working with health care workers/ other support workers
No
Yes

o
o

Please specify the nature of this concern.

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
,

How do you deal with (this concern)?

..................................................................................................................................................
..................................................................................................................................................
............................................................................................................................................."....
c. Disturbing or difficult behaviour
No
Yes

o
o

Please {ipecify the nature of this concern.

How do you deal with (this concern)?
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d. Meeting the needs of other family members.

No
Yes

o
o

Please specifo the nature of this concern.

..................................................................................................................................................
..................................................................................................................................................

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
How do you deal with (this concern)?

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
e. Other

No
Yes

o
o

Please specifo the nature of this concern.

..................................................................................................................................................
How do you deal with (this concern)?

(Ifno has been answered for all o/these concerns, go to Q 27.)

353

27.
Is there any other aspect of being a carer that we haven't discussed
that you would like to comment on?

already

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................

SECTION D: LOOKING AFTER YOURSELF
The next section is about how your role as a carer affects you, and the types of things that
you do in order to make sure that you look after yourself.

28.

In what ways do you look after your own well-being? (ie What activities are
important for you? Do you have a special way of thinking about life that helps
you?)
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29.

How has your role as a carer affected your:
a.

own mental health?

..................................................................................................................................................

..................................................................................................................................................

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
b.

physical health?

c.

relationship with other family members

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
d.

relationship with friends and the community .

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................."' ..............................
..................................................................................................................................................
e.

own ambitions and aspirations

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
.................................................................................................................................................
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30.

Is there any other thing that has affected you as a carer that we have not
already discussed and you would like tQ comment on?

..................................................................................................................................................
..................................................................................................................................................

..................................................................................................................................................

..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
..................................................................................................................................................
.................................................................................................................................................

SECTION E: DEMOGRAPHIC INFORMATION
In order to group people together with similar characteristics, I need to ask some
questions about your background.

31.

Is the respondent (Interviewer can tick the box)

Male
Female

32.

How old are you?

Less than 25 years
25-34
35-44
45-54
55-64
65- over

33.

o
o

0
0
0
0
0
0

What is your place of birth?
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34.

If not in Australia, how long have you been living in Australia?

..........................................................................................................................................

35.

36.

Do you consider yourself to be Aboriginal or Torres Strait Islander?
Yes

0

No

0

What is your current occupation? (Please describe as fully as possible - for
example, primary teacher)

Ifnot in the paid workforce:
Home duties
Full time carer
Student
Pensioner
Retired
Unemployed
Other

o
'0

o
o
o
o
o
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37.

What is your highest level of education?

o
Completed Primary School
o
Completed Secondary School
o
Trade/ Apprenticeship
o
Certificate / Diploma
o
Bachelor Degree or higher
Other (Please Specify) •••......•••••••.•.•••••..•.••..••.•••.•.•••••.•.•••.••••..•••••.•••••.•.•
SECTION G: OTHER COMMENTS ABOUT CARING

38.

Are there any other comments that you would like to make about your role
as a carer that we haven't touched on in this interview?

....................................................................... ..........................................................................
--

No other comments

That concludes this interview. Thank you very much for
taking part in this interview.
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ON THE FRONT LINE
Rural families caring for a relative suffering from
mental illness

Presentation of the preliminary findings

Shari Mathews-Cowey
La Trobe University, Bendigo.

Background
1. Aim of the research
2. How did I conduct the research
3. Areas covered
4. The purpose of the study
5. What I would like to do today
6. Who participated in the study

Carers Study - Shari Mathews-Cowey (La Trobe Uni Bendigo) - preliminary results of study.
NOTE: All names used in this document are fictional in order to protect the confidentiality of
participants.

1

Main findings
• Mental health care services: Good things and not so
good things
1. Time between the start of the illness and accessing help
Terresa: We get help now because it is recognised as a mental illness
but it is the years before. The trauma is the years before not once it is
diagnosed because then you have the piece of paper that says the
person is sick, and people are listening then. It is the years of trying to
get people to listen before hand that I think is the most difficult time.

2. Access into the mental health services
Sam: Until you know what you are dealing with it is really hard - we
know now that our son has a mental illness - we know yvhat it is and
we can deal with it - it may not be a perfect world - but at least when
we do something we know it is for a reason.

3. Continuous care and support
Don: Medication has been the key to Dion's recovery and his ability to
live a fairly independent and good quality life. A lot of people (clients)
won't take their medication ... One reason why they won't take
medication is because of the side effects. That is why it is so
important to get good psychiatrists out in the country to monitor their
medication more closely.
Violet: Just being in a safe place would be I think a
great advantage. So these are sick people - not
physically but they're sick mentally - it's an illness and
hospitals are for sick people - so why can't they go
there?

4. Little support available to help the client regain their life/fit back
into the community
5. Getting to services early enough to prevent further episodes of
illness
6. Crisis oriented services

Carers Study - Shari Mathews-Cowey (La Trobe Uni Bendigo) - preliminary results of study.
NOTE: All names used in this document are fictional in order to protect the confidentiality of
participants.

2

• The nature of mental illness and how caring can seem
formidable

1. Lack of insight
2. Non compliance
3. Uncertainty of diagnosis/treatment
4. Stigma associated with the illness

Pam: The stigma is the reason why so many of these ill people will not accept
they are ill - and that is what is so sad. They lose their confidence, their
friends and become very isolated.

5. Client presenting well when help arrives

Violet: I mean I suppose on one hand I can understand their situation (case
managers/psychiatrists) because of patients' rights these days - but on the
other hand you know the carers are witnessing it hour by hour - and a person
can be terribly violent towards the carer maybe or behaving in terribly strange
ways and the carer gets the C.A.T. team in or finally persuades them to come
- and the person is the same as you or I - so that's where the problem lies I
think - it's just they've got to see them acting like that at the time.

Carers Study - Shari Mathews-Cowey (La Trobe Uni Bendigo) - preliminary results of study.
NOTE: All names used in this document are fictional in order to protect the confidentiality of
participants.

3

• Family issues

1. Family life and the illness
2. Important family events - precipitate episodes
3. Siblings & acceptance
4. Client & siblings
5. Meeting the needs of other family members
Stella: It is whoever needs the help at the time. Sometimes Amy (client) may
have to wait if someone else needs the help. No body misses out because of
Amy and she doesn't make things difficult- she is a lovely person.

6.! Attitudes from friends and family
Liza: My biggest thing was to advocate for Byron. Not only with the
community but also with the family. I had a very firm belief about what he
needed, and that was often not seen by the family. I had comments like, well
you know kids just have to tough it out. He will just have to pull his socks up
and get on with life.

7. Gap in family counselling
Lisa: There's no caring - there's no strategies on how I cope as a mother I've been like broken down - like I have been very emotional - you can
understand through all this - but it is like there's no strategies on how to cope
- you just go there and talk about it, and you go home to your four walls.

Carers Study - Shari Mathews-Cowey (La Trobe Uni Bendigo) - preliminary results of study.
NOTE: All names used in this document are fictional in order to protect the confidentiality of
participants.

4

• Managing mental illness: tasks and strategies

The role of carers: tasks beyond the call of duty
1. The practical things
2. Quality of life things
Barb: You have to push and you have to let them see that there is still a life
out there whether they are sick or not. There are plenty of people out there
who are sick but it does not mean they can't lead a normal life. It is the same
with her having injections. I just say, Molly a person with diabetes has to do it
everyday just to stay alive.

3. Managing the illness
4. Advocates
5. Support and counselling

Carers Study - Shari Mathews-Cowey (La Trobe Uni Bendigo) - preliminary results of study.
NOTE: All names used in this document are fictional in order to protect the confidentiality of
participants.

5

• The key for surviving as carers
Tom: It is a bit like saving someone from the surf, you don't just jump in, you
jump in with a rope tied to you.

1. Acceptance
2. Support from spouse and other family member
3. Breaking down the isolation: other carers
Frederick: Until we found out about the support group we didn't know anyone
else that had it (mental illness). We felt we were all on our own.
Helen: I am the sole carer - but I feel like I am cared for by the other carersI know they are there ... 1have felt really supported.

4. Resourcefulness & assertiveness
5. Thinking positively
6. Own activities and life
7. Sense of humour
8. Independence (client)

• Process of time
Helen: Truthfully you don't have time to help yourself, it is only now that I think
my head feels settled enough or that I feel relaxed enough to think about what
I might do ... because really when you are in the midst of it - it is chaos - day
to day chaos and urn that is why I think people really appreciate having
groups like you know the carers' group because um you really need other
people to be able to take over sometimes and do some thing for you .

. Hannah: I think it is only because um you know as time goes by - I suppose
you heal to a certain extent.; .and you realise that you have got to get on with
your life just the same.

Carers Study - Shari Mathews-Cowey (La Trobe Uni Bendigo) - preliminary results of study.
NOTE: All names used in this document are fictional in order to protect the confidentiality of
participants.
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• Community and support
1. What is community?
2. Reaction of the wider community
3. Ongoing information and education
Stella: The problem is that we are always being shown the schizophrenic that
does not take their medication - we are seeing the ones that are in the middle
of a psychotic turmoil. We aren't shown the ones that are taking their
medication and able to lead pretty normal lives.

4. Talking about the illness

• Place and caring: reflections on caring in a rural
community

1. Access and availability of services is problematic but informal
support is good
Oscar: I am really pleased with the community thing in the sense of this
group (support group). She (client) had nothing like that down in the city ... like
there was not this sort of group - private people in the community giving her
support like she has up here .. .1 am happy about being here but it is not
because the system is providing us with what we need but it is because we
have a lot help coming from outside the formal sector.
Stephanie: Sometimes I think I would just rather leave and go somewhere
else .... like I said, it (sister and mental Illness) comes into every facet of your
life. There is nothing sacred that Laura (client) doesn't come into in some
way - even if it is indirectly - they (talking about the people in the community)
have to tell you what she has done or that they have seen her ... always
something.

Carers Study - Shari Mathews-Cowey (La Trobe Uni Bendigo) - preliminary results of study.
NOTE: All names used in this document are fictional in order to protect the confidentiality of
participants.
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Brief Reports
Too Much Responsibility, Too Little Help: Family Carers and
the Rural Mental Health Care System
Shari Mathews-Cowey
Health and Human Sciences, LA Trobe University, Bendigo, Victoria
This paper has been removed due to copyright. Access is available at
This paper addresses key issues raised by family carers about the
http://jfs.e-contentmanagement.com/archives/vol/6/issue/2/article/2464/too-muchavailability of rural mental health services. The findings presented
responsibility-too-little-help

are part of a larger study that investigated the perceptions and
.experiences of rural families caring for a relative suffering from a
mental illness. The move to a community mental health care model
. has placed families in a primary care role in the mental health care
system and the impact that this has on the family is fundamental to
the future of community-based care. The results highlight that mental
health care services in rural communities are not providing adequate
supp;ort for the family, with the consequence that too much
responsibility for such care is placed on the family.
Key UVrds: Family Carer; Rural Mental Health;
Mental Illness; Community Mental Health Care

'Over the last three decades, the delivery of mental health care has moved from
primarily being provided by large institutions to being provided in the community.
As a result of this process, largely by default, the families of people suffering from
mental illness have become the primary carers (Bland, 1987; Chapman, 1997).
Initially, there was little support for the family in this role and there were few
resources in the community to help carers to manage mental illness outside the
hospital structure (Human Rights and Equal Opportunity Commission, 1993).
The Australian Health Ministers (AHM) adopted a National Mental Health Strategy
(1992) that sought to address the problems of service delivery and support for
people and their families. More recently, in the Second National Mental Health
Plan, families and carers are identified as "key stakeholders" in the delivery of
* Correspondence should be addressed to: Shari Mathews-Cowey, Health and Human Sciences, P. 0. Box 199, Bendigo,
Victoria, 3552.Telephone 03 5444 7547; Fax 035444 7977; Email s.mathews-cowey@bendigo.latrobe.edu.au
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mental health services, and require adequate resources in order to forge partnerships
with service providers (AHM, 1998). Families are recognised as fundamental to the
care of people suffering from m.ental illness.
Many residents in rural communities ar~ disadvantaged in terms of access to
and provision of health care services (AHM Conference, 1994;Australian Institute
of Health andWelfare, 1998; Clayer, et al1995; 1998; National Rural Health Policy
Forum, 1999). The National Mental Health Strategy document showed special
concern for people living in rural communities, describing people living in these
communities as being "at risk" and requiring attention with regard to the provision
of mental health services (AHM, 1992). An evaluation of the National Mental
Health Strategy, five years after its implementation, found that the strategy failed to
make any significant difference to mental health care in rural communities (National
Mental Health Strategy Evaluation Steering Committee, 1997).
Given the primary role accorded to families for mental health care together
with the current service environment characterising rural communities, it is
important to acknowledge and understand the experience of rural family carers.
This paper focuses on a number of issues that families identified in relation to
mental health services and their role as a carer.

Method
Caring for a son, daughter, partner, or sibling with a mental illness can be an
emotionally devastating and arduous task. This is partly because of the
unpredictable nature of mental illness and pardy because a lack of knowledge of
what causes the illness. The stigma that is often attached to illnesses such as
schizophrenia, bipolar disorder, and anxiety disorder compared to physical illnesses
like asthma, diabetes, or a physical disability adds another layer of complexity to
the caring role. This stigma has meant that families have not always felt supported
by professionals in the mental health field and the community in general. The
research employed a methodology based on focused in-depth interviews, which
provided the opportunity to build rapport, to give families the opportunity to
speak in detail about their experience, and for the researcher to fully understand
the complex nature of caring.
In all, 43 focused in-depth interviews were conducted with families caring
for a relative suffering from mental health problems such as schizophrenia, bipolar
disorder, and generalised anxiety disorder. Interviews were conducted with either
one parent (65%) or both (28%).A small percentage of participants were caring for
a spouse. Family carers were recruited from rural carer support groups in the Loddon
Southern Mallee Region in Victoria. Some participants (9%) did not reside in a
rural community although they attended a rural support group. These people wished
to participate in the study and it was felt that their contribution would still provide
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valuable insight about caring. All other participants lived in a large rural centre or
other rural areal.
Each interview was taped and transcribed with the permission of the
participant. Transcriptions were the basis for coding main themes and key issues.
The outcomes of the study were presented to each carers group to ensure that the
findings represented their experience and views, and to ensure the main themes
and issues were covered.

Results
The following is a brief summary of the key issues carers described as having
significant implications for the role of the family. Issues raised included
inadequate support from mental health services, such as the lack of psychiatrists,
hospital care, and case managers.
Most of the relatives of the carers accessed mental health care services
from a large rural cen~e or other rural area (87%). It was virtually unanimous
among these carers that the mental health care system in rural communities is
under-resourced.
A major concern for families was the lack of psychiatrists practising in rural
settings both in the public and private sector. Families explained that problems in
accessing psychiatrists made the daily care for their relative difficult and frustrating.
Carers commonly described the experience of long waiting times and delays for
psychiatric assessment, terrible side-effects of medication or medication that was
not working, and not being able to access the help they required. In addition, there
had been a high turnover of psychiatrists. All of these factors had a negative impact
on the treatment and the compliance to treatment by their relatives.
Carers expressed their concern about the difficulty of accessing hospital care
for their relative in the larger rural centres where a psychiatric unit exists. Families
living in other rural areas, where there are limited hospital beds for mental health
clients, felt it was almost impossible to receive adequate hospital care. Families
believed that their son, daughter, or partner should be able to receive care in a
hospital setting if they could not be adequately cared for at home. A carer describes
a common situation for families in the following quote:
Just being in a safe place would be I think a great advantage. So these are sick people - not
physically but they are sick mentally - it's an illness and hospitals are for sick people - so why
can't they go there? You know they take the aged, the infirmed, they take people who have
accidents - epilepsy all that sort of stuff - why not mentally ill- how unfair. (Carer)

\. Based on the Rural, Remote, and Metropolitan Area Classification, participants were either living in a capital city
(91'10), large rural centre (33%) - (population 25,000-99,000); or other rural area (58%) - (population less than 10,000)
(Australian Institute of Health & Welfare, 1998; Fragar, Gray, Franklin, & Petrauskas, 1997).
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Particularly in the other rural areas, problems have occurred because of early
discharge of clients and limited follow up and support from case managers. From
the carers' perspective, case managers (especially in other rural areas) are few, and
cannot provide a comprehensive service.While· carers were generally positive about
the support and understanding they received from case managers, it was felt that
they only had the resources to respond to serious or crisis events. This situation
meant that there was little support to help families with rehabilitation after episodes
of illness when issues of self-esteem, self-confidence, acceptance, insight into the
illness, and integration back into the community were important. Moreover, carers
felt that the inadequate access to case managers also hindered their attempts to
respond to early warning signs and to access services early enough to prevent
further episodes of the illness. Families knew from experience that the longer the
.condition was left untreated the worse and more complicated it became, hindering
•a positive outcome for the client.
Families explained how a major part of the role of the carer was to try to
. compensate for what was not currently available through formal mental health services.
Therefore, families were finding that they had to provide care for which they did not
necessarily have the knowledge, skills, or emotional energy.To complicate the situation
further, their help and care may be met with resistance by the client, who did not
necessarily believe they were suffering from a mental illness, or may even believe
that the family was to blame for the difficulties they were experiencing.

Discussion
Moving towards a community mental health care model may be a more appropriate
way to care for people suffering from a mental illness than institutionalisation, but
placing much of the responsibility onto families by not providing a comprehensive
system of care will not achieve positive outcomes for clients or families. Families are
being given a "burden of care" beyond their capability and resources. For example, a
family often has no choice but to look after a person in an acute psychotic episode
because of the shortage of hospital beds, but one wonders whether they would be
asked to look after a relative suffering an acute attack of asthma or heart failure. The
findings show that many of these issues are exacerbated by lesser resources in the other
rural areas and the distance to larger centres in which to access mental health services.
The findings of the study confirm the results of the National Mental Health
Evaluation Committee (1997), that the National Mental Health Strategy, which
. proposed to describe a comprehensive system of care, has not been fully implemented
in rural Australia. Further research needs to be undertaken to determine whether
and how rural communities are disadvantaged in relation to mental health care
services compared to urban areas and the impact that this has for families and
clients (Clayer, Bookless, & McFarlane, 1998).
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Conclusion
Families are experiencing significant difficulties in their role as primary carers,
especially in relation to access to formal mental health care services. If clients in
rural communities are not able to access a comprehensive mental health service,
the full weight of responsibility is placed onto their families, who perceive themselves
as lacking the capacity and resources to provide the necessary care. Such a situation
may not he conducive to the mental health of the family or the client.
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ON THE FRONT LINE: FAMILY CARERS' PERCEPTIONS AND
EXPERIENCES OF PREVENTION AND PROMOTION
IN RURAL MENTAL HEALTH CARE
Shari Matthews-Cowey

Note: All names used in this document. are fictional in order to protect the
confidentiality of the participants.
Abstract
Since' the move from institutionalisation to community based mental health care, many families playa
primary role in caring for relatives suffering from a mental disorder. This paper reports on a research
project which sought to understand the experience of family carers living in rural communities.
Focused in-depth interviews were conducted with 43 families caring for a relative suffering from a
mental disorder and addressed the issues for families in relation to their role as carers and their access
to services and support in a rural environment. A key finding ofthe research is that families recognise
both the need for prevention and promotion of mental health but also describ e the difficulty in meeting
these needs through formal mental health care services. Family carers reported that rural mental health
services responded well to a crisis situation, however, little help was available before and after a crisis,
and carers felt they battled in isolation to help their relatives with prevention and promotion issues.
This paper highlights from the family's perspective the inconsistency between defined goals such as
early intervention and prevention, both at a policy and service delivery level, and the resources and
opportunities to meet these goals.
Introduction
Over the last 30 years the delivery of mental health care has moved from primarily being provided by
large institutions to being provided in the community. In the early 90s Australian Health Ministers
adopted the first National Mental Health Strategy, which recognised families as fundamental to the care
of people suffering from mental illness. Community based care policies assume that clients will have
an 'informal network of family' and in addition to family support, there will be other health and
support services provided within the community (Lindsay, 1999, p 12). Families therefore playa key
role in caring for a person suffering from a mental illness.
Much of the earlier research about family caregivers and mental illness addressed the objective and
subjective burden of caring. Objective burden is described as something which is a measurable and
observable cost to the family ie financial loss, everyday tasks un dertaken (Maurin & Boyd, 1990; Jones
1996). Subjective burden of caring describes the caregivers personal appraisal of the situation and the
extent to which they perceive caring a burden (Maurin & Boyd, 1990; Jones 1996). Previous theories
drawing on psychology focused on the way in which family rearing practice and the family
environment caused illness such as over emotional and over involved families, under involved
emotionally un -attached mothers, families with marital problems or communication problem s. The
research describing the burden of caring has been described as a reaction or challenge to these earlier
theories of families and mental illness (Maurin & Boyd, 1990). However, the literature on the 'burden
of caring' did not provide a theoretical explanation in which to challenge the earlier 'blaming' theories
(Tuck et al; 1997; Doomabos, 1996; Marsh et al; 1996; Rose 1996). A prominent researcher in the
field of families and mental illness, Agnes Hatfield (1987) suggested that a coping and adaptat ion
theory is a more appropriate explanation of the way families react to mental illness. The theory of
coping and adaptation was applied to the experience of families dealing with other illnesses such as
cystic fibrosis and Downs syndrome, and Hatfield (1987, p 62) argued that families of the mentally ill
. were also coping and adapting to the tragic consequences of an illness (Hatfield, 1987, p 62). This
theory includes a better understanding of the ways in which families strive for survival, appraise the
situation and develop coping strategies. Therefore the theory encouraged better treatment of families
by professionals through understanding the ways in which families attempt to cope and adapt, rather
than focusing on the problems of the family and its relationship to the illness (Hatfield, 1987, p 62).
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Other researchers using more interpretative methodologies have sought to explain the 'meaning'
families have given to mental illness (Tuck et al; 1997; Rose, 1996). The work by Tuck et al; (1997)
explored qualitatively through indepth interviews the lived experience of caring. The research
developed an understanding of the way in which a diagnosis of mental illness has a profound effect on
family life, such as the fainilies' search for meaning, the grief and loss associated with chronic mental
illness, the lack of uncertainty about the future and the n.eed for carers to separate and preserve self
(Tuck et al;1997, p 123).
Research about family coping strategies, resilience (Hatfield, 1987; Spaniol, 1987; Doornbos, 1996;
Marsh etal; 1996; Walsh, 1996; Howley & DeHAAN, 1996) and the discovery of what caring and
mental illness means to families (Chesla 1991; Howard 1994; Rose 1996; Guarnaccia & Parra, 1996;
Tuck etal; 1997), along with the move to community based care has changed the way the role of the
family in mental health care is perceived. The families of people suffering from mental illness are
recognised as a key component of the mental health care system (Australian Health Ministers [AHM],
1992), which makes it essential that their experiences and views are considered in the future
development of the mental health care system (Huang & Slevin, 1999). Such a consideration is
fundamental to the development of mental health care services in rural communities, especially given
the difficulties that families and clients have accessing specialist mental health services and other
support in rural communities (AHM, 1992, P 20; Clayer et aI, 1995; Clayer, Bookless & McFarlane;
1998) National Mental Health Strategy Evaluation Steering Committee, 1997; p 18).
This paper addresses some of key findings in relation to family carers' perceptions of caring for a
person with mental illness and what is required for a more holistic and effective level of care. The
paper discusses the need described by families for greater access to mental health services in relation to
prevention and promotion in me_ntal health care.
Methods
The data presented in this paper are from 43 interviews conducted with the main family care g iver/s of
a relative suffering from a mental illness. The total ~ample consisted of 58 carers. Most interviews
~ere conducted with either a parent (65%) or both parents (28%), and a small percentage of
participants were caring for a partner. Participants were recruited from rural carer support groups in
the Loddon Southern Mallee Region in Victoria. Based on the Rural, Remote and Metropolitan Area
Classification 33% were living in it 'large rural centre' (popUlation 25,000-99,000),58% were living in
'other rural area' (population less than 10,000) (Fragar etal; 1997 & AIHW, 1998). Some participants
(9 %) lived in a metropolitan area although they attended. a rural support group. These people wished
to participate in the study and it was decided that thei r contribution would still provide valuable insight
about caring. Most of the relatives of participants accessed mental health care services from a large
rural or other rural area (86%).
The sample consisted of carers who had been caring over 10 years (37%), 6-10 years (28%) and 5 years
and under (35%). In most cases carers discussed both their experience as a carer in the past and their
current experience.
Most of the carers described their relatives as suffering from diagnosed schizophrenia and bipo lar
disorder. A small percentage of carers described anxiety disorder and psychosis as the main illness.
Carers (26%) also identified that their relative suffered from secondl:iry diagnosisl or secondary
morbidity induding eating disorder, depression and personality disorder. A small percentage (2%) of
carers said that their son, daughter or partner had not yet been given a diagnosis, although they had
been using mental health services.
The methods used were qualitative and consisted of focused in -depth interviews. The interview lasted
approximately 1-1/2 to 2 hours and covered the families' overall perceptions of the mental health care
system, the experience of caring for a relative suffering from a mental illness and the experience of
caring in a rural environment.
Caring 'for a family member suffering from a mental illness can be an emotionally devastating and
horrendous experience for the family (Deveson, 1998). A lack of support for the family and the
inaction by government by not resourcing effectively mental health services contributed significantly to
the difficulties experienced by families (Human Rights & Equal Opportunity Commission, 1993).
Compounding the situation was the attitudes and beliefs of professionals in the health and mental
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health care field and the community in general about mental illness, which attributed 'blame' and
'stigma' on the family. It was for these reasons that a qualitative methodology was chosen as the most
appropriate way to collect data. Focused in-depth interviews provided the opportunity for the
researcher to build rapport with participants and gave participants the opportunity to tell their story and
explain their experiences from their own perspective (Grbich, 1997).
The research represents an explorato ry study and the sample was one of convenience, and therefore the
findings cannot be generalised to a larger group of carers, or carers outside the Loddon Southern
Mallee Region. However, the findings provide insight about the realities for rural families caring for
someone suffering from a mental Illness. The theme~ and issues raised represent the 'authoritative
knowledge' (Daly, 2000, p8) of families who are, as a result of policy, an integral part of the mental
health care system (Commonwealth Department of Health and Family Services [CDHFS], 1997, P 10).
This knowledge is essential to the debate in the future development of rural mental health care services.
Findings
The findings represent the main issues and themes raised by families in the interviews about their
experience with mental health care services in rural areas and are represented using direct quotes from
participants and interpretative commentary. The findings address the concerns that families had about
access to more 'holistic' treatment for their relatives, and the problems that have arisen as result of not
being able to get help early and a lack of support in the recovery phase for the client.
• Pre-diagnosis
The period of time between what families considered to be the start of the illness and diagnosis of the
illness was a difficult time. One carer stated that it is the years before that are traumatic. 'It is the
years of trying to get people to listen that I think are the most difficult time ... we get help now because it
is recognised as a mental illness.' Prior to diagnosis, families commonly described a feeling of
knowing that something was wrong but not being able to determine the difference between normal
adolescent behaviour (acting out, withdrawing) and the start of a mental illness. Other families tried to
get help from different professionals, such as· GPs, counsellors, psychologists, mental health services
but felt that they were not being listened too, and felt they were often given the wrong advice. In most
cases the situation reached a stage that families described as a crisis which included in some situations
the attempted suicide by their relative, and in most other situations, the acting out or unusual behaviour
that could rio longer be dealt with in the home envir<'nme nt. As a result, the family member was
usually hospitalised or assessed by mental health services.
• Diagnosis
Gaining access into the mental health service and finding out what was wrong with their relative was
described as a relief for carers. It meant that families finally had an explanation for the behaviour of
the client and the way forward in trying to deal with the problems.
Sam: Until you know what you are dealing with it is really hard - we know now our son has a
mental illness - we know what it is and we can deal with it- it may not be a perfect world but
at least when we do something now we know it is for a reason.
However, it was also a time of grieving for what had been lost. Many carers described the damage that
had occurred as a result of a long delay in getting help. They were concerned about the problems that
had arisen for the client as a result of being sick for so long without effective treatment, such as the loss
of their youth, loss of friends and social networks, the breakdo wn of relationships within the family and
the destruction of their 'old self'. It is here that families identify the need for early intervention and
identification of primary symptoms in mental health care.
Terresa: ' ... we get so frustrated over the fact that it took so long to get a diagnosis because had
he (sonl client) been diagnosed early and he was on medication there would be so much less
for him to deal with. He has no social group or anything because of the behaviour. I mean of
course most people ran or hid - so his isolation is a huge problem ... nothing had been put in
place to break this down .... Basically they neeJ to be diagnosed and treated earlier and then
they need help to get back out there so that the gap is not so huge - like 6 years in a young
person's life is a long time.

Creativity & Development: Services for the Future - Proceedings of lOIh Annual TheMHS Conference 2000

87

• Early response to signs of recurring illness
Carers also felt it was important that health professionals respond to early warning signs for subsequent
episodes, especially given the complications that arise whe.n a clien t experiences another full episode.
Chris: ' '" It is all the other complications that come out of it ... it is like the time I could see my
daughter getting sick again and I kept saying to her case manager ... we need to deal with this
before it gets worse and worse ... it was just compounding. The sicker she got the more
compulsions and different behaviours she got. Now you have to undo all that - even though
medication would start working for the illness - there is still a lot of those habits and
behaviours that she learnt while she was really ill - they all have to be slowly unwound again
if you know what I mean... Then you have got months and months of like what we had last
time - I mean I worked with her on a one to one, I spent hours talking to her about problems
she had communicating with people, obsessive thoughts she had. It was just so much more
complicated once she got severely ill again. '
In this situation families did not always feel they were being listened to by case managers about early
warning signs.
Barbara: My main concern for carers is getting a response quicker, for people to listen to
you ... you know the person better than anybody else. They think that because they are
professionals that they can judge better ... but you are seeing them everyday. I thin k as a carer
you know what they are like when they are normal and you know what they are like when
they are ill.
However, families recognise the dilemma of the situation both for themselves as carers trying to
convince mental health workers that their son, daughter or partner needs help, and for mental health
workers that need to make decisions based on what they are observing at the time.
Violet: I mean I suppose on one hand I can understand their situation (case
managers/psychiatrists) because of patients' rights these days - but on the other hand you
know the carers are witnessing it hour by hour - and a person can be terribly violent towards
the carer maybe or behaving in terribly strange ways and the carer gets the C.A.T. team in or
finally persuades them to come - and the person is the same as you or I - so that's where the
problem lies I think - it's just they've got to see them acting like that at the time.
• Help with recovery
Families felt that they and the clients did not receive enough support from mental health services after
episodes of illness to help them fit back into the commur.ity and regain their life.
Maria: They lose confidence and it is a big chunk out of their life too. Bert really struggled
with his self-confidence and the stigma of the illness. He's got it on his mind that if he has to
explain why he hasn't been at work for a long time is because of a mental illness, that people
will immediately think he is violent or irresponsible. I think one of the things they need when people are going to be discharged from hospital I really feel they need one to one or two
to one classes - about helping them get a better opinion about themselves - even initial help to
fill out forms.
Pam: There is no counselling for Jacob, rehabilitation back into the community, there is
nothing. There is just medication and that is it - the case worker is pretty good - he is always
talking about things he is going to do for Jacob but he never does - they haven't got the time.
The psychiatrist doesn't have time to spend either. .. I would love a bit more help but the
resources are just not there.
The following issues were raised by carers are important to the client's mental health and wellbeing
and to their recovery from mental illness and quality of life in the future.
Development of:
• insight into the illness
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•
•
•
•
•
•
•

acceptance of and compliance to treatment
confidence and self esteem
motivation
skills to manage stress
coping mechanisms to cope with both the external and internal stigma
independence, and
social networks within the community

The study found that families themselves had incorporated the above goals into their own role as a
carer, partly as way of compensating for what is not provided by services, and because of their
commitment to helping their son or daughter or partner. The extraordinary role described by carers in
the absence of adequate support will be the subject of a future paper.
Discussion
Family carers demonstrated through their own experience that a comprehensive mental health system
that provides families and clients in the rural areas with prevention and promotion programs is
fundamental to positive outcome in mental health care. The opinions of carers about early intervention,
prevention of relapse and interventions in the recovery stage are congruent with the goals and aims of
mental health policy in Australia.
Mental health policy in Australia provides a directive framework that guides the development of a
comprehensive community mental health care system. It is recognised at the policy level that a
fundamental component of community mental health ca:-e is prevention and promotion (AHM, 1998, P
12). 'Mental health promotion and prevention must take its place alongside treatment and maintenance
in Australian mental health service delivery' (Commonwealth Department of Health & Aged Care
[CDHAC], 1999, pI). There is a growing body of evidence demonstrating that early intervention,
prevention and promotion in mental health care does make a difference (Spence, 1996; CDHAC, 1999,
pp 4-5). The concept of prevention includes the goal of early intervention. Early intervention is
defined as those interventions that target people displaying the 'prodromal signs and symptoms' that
lead to the development of mental illness. It is also recognised as the early response to signs of
recurring illness (Spence, 1996, p 4; AHM, 1998, P 14; CDHAC, 1999, P 42).
Mental health
promotion on the other hand is defined as interventions that promote the well being and emotional
health of individuals and populations (ARM, 1998, P 10). Fundamental, therefore, to the development
of a comprehensive mental health care system are the issue of 'good mental health' and not just the
treatment of a mental illness or disease (Martin and Davis, 1995; CDHFS, 1997, pp 1 4-15).
However, the findings show that families felt mental health care services responded only to the most
urgent situations and crisis events. Once a crisis subsided and the client became more stable families
felt services were withdrawn. This meant that families felt they were on their own to deal with ongoing
recovery and management of the illness suffered by the client. Families also said how important it is
to get help earlier rather than later and described the complications. that arise if relapse s of the illness
are not prevented. Despite the carers' ability to recognise early warning signs and seek help they did
not receive the support needed from mental health services. Carers perceived this to be the result of a
lack of resources in the mental health care system, especially staff availability.
The findings also highlight the difficulties in early identification of illness in the pre -diagnosis stage.
There are problems for families in seeking help early including sometimes the insidious natur e of the
illness and the difficulty in distinguishing the behaviour from normal adolescent behaviour. Families
also raised concerns with seeking help and not being listened to by professionals. Spence (1996, p 16)
writes that a particular barrier to earl y detection and intervention is the current situation in which
mental health care professionals only treat established disorders and illnesses. The symptoms of
mental illness also need to be perceived as 'serious' and perceived as the primary disorder in order to
receive treatment from mental health services. So even if a referral is made, it is does not guarantee
.that help will be given.
Evidence from this study would suggest that mental health care services in rural areas are not
responding adequately to the early identification and treatment of the primary symptoms of mental
illness. This is despite the fact that data exists to suggest that early intervention leads to greater
chances of 'optimal recovery', whereas delay of treatment is associated wi th a 'slow and less complete
recovery' (Department of Human Services IDHS), 1997, pp 1-2).
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Rural mental health services are also unable to respond to the psychological needs of clients described
by families, such as help with self-esteem, self-confidence and acceptance of and management of the
symptoms of illness. Families also describe a gap in the support to meet the clients social needs, such
as help to break down the isolation, re -develop soci~l skills and regain independence.
One of the most notable programs in Victoria is the spec:alist mental health service for adolescents and
young adults experiencing, or at significant risk of their first episode of mental illness (DHS, 1997)
called the Early Psychosis Prevention and Intervention Centre (EPPIC). EPPIC is an urban-based
service delivery model that has sought to address important issues around prevention and promotion of
mental health. EPPIC is located in Parkville, Melbourne, and has a catchment area of 800,000 people
covering the Western Metropolitan Region. EPPIC takes 250 new cases each year (McGorry,
Edwards, Mihalopoulos, Harrigan and Jackson, 1996, p 309).
The EPPIC model of service delivery supports the concerns of participants in relation to early
intervention, stating that the onset of mental illness occurs at a 'critical developmental phase in the life
cycle of the individual' (McGorry et al; 1996, p 308). The aim of the program is therefore to intervene
so as to reduce the impact that episodes of mental illness can have on individu als psychological well
being, and their social and vocational functioning.
An evaluation by McGorry (et al; 1996, p 310) has shown that programs which raise the awareness

about early warning signs in the community and with professionals such as GPs, School counsellors
and youth workers improves the rate at which early detection and referrals are made. EPPIC has also
had success with programs that work with clients through recovery helping them maintain a positive
functional status in which they can re-enter or continue to participate in mainstream society (McGorry
et al; 1996. p 311). Included are interventions to help deal with the psychological factors fundamental
to recovery such as the client's self -concept, self-esteem, and identity development, a nd the prevention
of other problems such as depression that occur as a reaction to the experience of a psychotic episode
(McGorry et al; 1996, p 311).
The inclusion of the EPPIC model is to demonstrate the congruence between the issues raised by
families about prevention and promotion, and the issues that are regarded as fundamental in an urban based service. The question is how can such a model be accessible to people living in rural
communities.
The EPPIC model may be a useful guiding framework for the development of mental health care
services in rural areas. However, it is important to acknowledge that urban -based models do not
translate well into rural environments and careful consideration needs to be given to the unique
characteristics of rural communities, such as size and diversity of popUlations, and distance between
larger rural centres and smaller remote centres (Humphreys, Mathews-Cowey and Rolley, 1996. P 27).
It is recommended that the goals of prevention and promotion in rural areas cou Id be best dealt with via

the case management system that already exists in many rural areas, rather than developing new
services. A case manager in this sense should be someone from the mental health care services that can
work with families and clients to ensure the client receives treatment and support throughout the
different stages of illness (CDHFS, 1997, P 50). A case manager does not necessarily provide all the
services but coordinates services, for example by ensuring a client has access to rehab ilitation programs
(CDHFS, 1997, pp 14-15). However, there needs to be further investigation of how existing case
managers perceive their role, and the extent to which goals such as prevention and promotion activities
are obtainable given their workload, current level of resources and the availability of other support
services for clients and families in rural areas.
Conclusion
This research found that-families living in rural communities described mental health care as a 'crisis
oriented service' and that service delivery failed to address the needs of the family and the client in
relation to early intervention, prevention and promotion issues. Despite laudable policy statements
about the importance of prevention and promotion in mental health care, in rural communities' families
describe limited access to these types of interventions or programs for their clients. Further
investigation is required to determine the reasons why rural mental health care services are not
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providing a comprehensive mental health care service, as reflected in the experience and perceptions of
families.
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