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Abstract

Mental illness is a condition which places the family of an affected person under
considerable burden. The burden families experience has been extensively
researched in the past. However little research has examined how, or if, involuntary
treatment under the Mental Health Act (MHA) has impacted on the burden
experienced by the family. This study explored how involuntary treatment under the
Menta Health Act (MHA) 2000 in Queensland (QLD) impacted on families of a
person with a mental illness Focus groups were utilised to gain family members
perspectives and thematic analysis was employed to determine the themes. The terms

mentally ill person and consumer are used synonymously throughout this study.

Many barriers existed for families which prevented them from gaining relief from the
burden they experience when caring for a person with mental iliness. The MHA did
little to assist the family in gaining access to the Mental Health Service (MHYS).
Difficulty in accessing the MHS for early intervention was an identified issue that
increased family burden. Although the principle of early intervention is promoted
within the field of mental health, help was difficult to achieve until after the person
with the mental illness reached acute stages of their illness or until the person arrived
at crisis point, which took up to two years to achieve. Consequently, family members
had to cope with managing the deteriorating health of the mentally ill person, and the
impact this had on both the ill personand the family. Access was restricted due to the
masking of symptoms by the mentally ill personand the difficulty for clinicians to
recognise personality changes as an early sign of deterioration in mental heath
Additionally, the mental health service in its current state, with few inpatient beds,

influenced the impact and the use of the MHA.. When hospitalisation occurred, this



reassured families and allowed for restoration of family relationships as respite was

achievable.

As aresult of having a person with a mental illness within the family, disruption in
family relationships developed and for some members of the family this resulted in
the development of mental health issues of their own. Family members felt
unsupported and blamed as being a cause for the development of the person’s mental
illness, and they were even accused of trying to do harm to them. This resulted in
family members, out of desperation, taking treatment into their own handsand
persevering in their attempts to gain help for the mentally ill person. As a result of
poor access to services, family members were left with few options and family
members were often led to use either deceit or threats to obtain the necessary

treatment.

The provision of appropriate accommodation for consumers was identified as a
concernfor the family. If the family was unable to cope with the burden,

homel essness could result as few other options were available for the person with the
mental illness. In this respect, the MHA fails in assisting to ensure holistic care,
including accommodation, for consumers. Changes in diagnosis, from the mentally
ill person initidly having a mgjor menta illness to the diagnosis being altered to a
personality disorder, occurred. This led to a reduction in the amount of care the
consumer received from the MHS' s and consequently increased the burden upon the

family.



Overdl the MHA had little benefit to the family as the MHS influenced the use of
the MHA due to the current state within the MHS sin QLD. Early intervention and
access to services has become increasingly difficult to families who receive little

support to cope with the added stress of managing the mentally ill person.
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CHAPTER ONE

1.0 INTRODUCTION

1.1 Significance of the Research

Since the mid 1900's mental health reform has occurred with numerous alterations
resulting in changing the path of mental health care. In the 1960's and 1970's
mentally ill people where moved out of institutions with the view of normalisation.
However the funding from institutions, as identified through the Burdekin Report
was not reallocated to community settings despite the focus of mental health care
now based on community treatment (Burdekin 1993). In 1991, the United Nations
General Assembly adopted the Principles for the Protection of Persons with Mental
IlIness for the Improvement of Mental Health Care which sets out the principles for
mental health treatment to be based on least restrictive alternatives of care and also
recognises the rights of mental health consumers (New Y ork: United Nations,

December 17, 1991).

Hospitalisation has become brief for mentaly ill people who are often discharged
home prior to complete recovery, and there has been acontinual reduction in the
number of inpatient bedsas it is recognised “every person with a mental illness shall
have the right to live and work, as far as possible, in the community” (New Y ork:
United Nations, December 17, 1991). This means the acknowledgement of the
family has altered from family members not considered central in consumer care, to
the recognition of the family as beneficial and mental health clinicians now being

encouraged to incorporate and involve the family. This change in treatment



preference of mentally ill consumers has impacted dramatically upon the burden

experienced by family members.

1.2 Aims of the Project and Research Question

The focus of this study was to explore the experience and perception of family
members of a person with a mental illness and how, or if, involuntary treatment
under the Mental Health Act impacted on that experience. The main research
guestiors which this study aimed to answer were:
a) Doesthe use of the MHA either decrease or increase the burden experienced
by family members?
b) How do the family members of people with mental illness perceive the
Mental Health Act impacts on their burden of care?
c) What, if any, were the changes in family dynamics experienced as a

consequence of involuntary treatment under the Mental Health Act?

Family members were targeted for recruitment and participation in the study from
within a south-eastern Queensland region . The terms mentally ill person and

consumer are used interchangeably throughout this study.

This study expected to determine how the family of a person with a mental illness
has been impacted by the various service changes and the introduction of the new
Queendand Mental Health Act 2000. This Act governs the involuntary assessment
and treatment of a mentally ill person (Queensland Government, 2000). This research
isimportant as it aimed to determine how the use of the Mental Health Act and

involuntary treatment impacts on the burden experienced by the family, who are



often the consumer’ s greatest or only support. With an understanding of the family’s
experiences, provisions to assist the family to manage this burden may improve not
only consumer outcomes and mental health service delivery, but may prevent mental

health issues developing for family members as aresult of the changed role.

The aims of the study were:
To ascertain if the burden of care widely experienced by family members, of
a person with amental illness, was affected either positively or negatively
from being under involuntary treatment of the Mental Health Act, and
To explore any degree of family dynamic changes which resulted from
having a person within the family under involuntary treatment of the Mental

Health Act

1.3 Definition of Terms

Allied Person (AP):
An involuntary patient can choose a person to be their allied person. The
allied person’sroleisto help the patient represent their views, wishes and
interests about assessment, detention and treatment under the Act
(Queensland Health 2000, p. 1).

Case manager:
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. (For example: might also be called a
case coordinator, key worker, case worker) (Australian Health Ministers

Advisory Councils 1997, p. 38).



Consumer:
A person making use of, or being significantly affected by, a mental health
service (Australian Health Ministers Advisory Councils 1997. p. 39).
Emergency Examination Order (EEO):
An order made by a police officer, ambulance officer or psychiatrist in urgent
circumstances to authorise the taking and detention of a person at an
authorised mental health service for examination (Queensland Government
2001, p. 32).

Family members:

Within this study this referred to a personor group of people who considered
themselves to be a family member who had at least weekly contact with the
mentally ill person.

Involuntary consumer:
Are persons who are detained in hospital or compulsory treated in the
community under mental health legislation for the purpose of assessment or

provision of appropriate treatment or care (Austraian Ingtitute of Health and

Welfare 2001).
Involuntary Treatment Order (ITO):
An order authorising a patient’ s involuntary treatment at an authorised

mental health service- can be either inpatient or community category

(Queendand Government 2001, p. 33).



Mental Health Act (MHA):
The purpose of this Act isto provide for the involuntary assessment and
treatment, and the protection, of persons (whether adults or minors) who
have mental illness while at the same time safeguarding their rights
(Queendand Government 2000, p. 28).

Mental Health Review Tribunal (MHRT):
The independent body responsible for conducting regular reviews of
involuntary patients (Queensland Government 2001, p. 33).

Mental Health Service (MHYS):
An organisation that provides, asits core business, primary, secondary and,
in some cases, tertiary treatments and support to people with mental
disorders and/or mental health problems A mental health service should be
specialised and complimentary to other health services (Australian Health
Ministers Advisory Councils 1997. p. 41).

Treatment Plan:
Outlines the involuntary patient’s proposed treatment (Queensand
Government 2001).

Voluntary consumer:
This describes a person’ s status whilst receiving assessment and treatment.

Voluntary status means the person consented to assessment and treatment

(Mental IlIness Fellowship Victoria).



CHAPTER TWO

2.0 LITERATURE REVIEW

2.1 Family Burden

Relatives and family members of a person with a mental illness have evoked a great
deal of interest within the research field as aresult of changes directed towards
community treatment. Prior to deinstitutionalisation the family was not recognised as
integral to the person affected by menta illness, however now the family is
considered central to the consumer and Mental Health Services (MHS) are
encouraged by National and State policies to incorporate family involvement
(Australian Health Ministers 2003). Since deinstitutionalisationthe care of the
mentally ill has proceeded to be based on least restrictive provisions of care which
have shaped the movement towards treatment within the community, which is now
the preferred option of care within Australia (Queensland Health 1996). This change
in treatment preference has dramatically impacted upon the burden of care
experienced by family members who have swiftly obtained responsibility (Carne

1992; Brand 2001).

As a conseguence of the community treatment focus and movement out of long stay
hospital or ingtitutions, the accommodation options for mentally ill consumers are
scarce and it has been reported approximately forty to fifty percent (40-50%) of
people with a mental illness reside with family members (Brand 2001; Ostman and
Hansson 2001; Jungbauer, Stelling et al. 2004). Within Australia few statistics could
be found to indicate the proportion of mentally ill who reside with the family,

however one recent study by Mental Iliness Fellowship (1993) showed that these



statistics were comparable within Victoria, Australia, where 40% of people with a

mental illness resided with their family, whilst 33% lived aone.

The ideato keep consumers out of hospital and in the community failed to recognise
that there are still a considerable number of mentally ill people who are unable to live
within the community due to the nature of their serious mental illness, or the family
are unable to care and manage the person’s needs. These consumers consequently
take up alarge proportion of the already reduced inpatient beds (Lawrence, Copas et
al. 1991; Drateu 2002) or they may end up incarcerated within the prison system. It
has become apparent that a considerable number of mentaly ill peoplein Austraia
are incarcerated within criminal justice systems. A prison inmate health survey
conducted in 2001 found 54% of males and 39% of fermales had been diagnosed with
apsychiatric condition (Butler and Milner 2001).This indicatesthat mentally ill
people are over-represented within prison systems, well above community figures.
Therefore individuals who lack appropriate accommodation, which may result from
over burdened family members, may find themselves incarcerated within the
criminal justice system. This may result from the difficulties with remaining
homeless leading to increased stress which may add to disorganisation of the
mentally ill person. This may raise the dysfunction of the person’s daily living skills,
such as obtaining adequate nutrition and hygiene which may lead the mentaly ill
person to act out behaviourally or to steal and commit offencesin order to meet their

needs.

Hospitalisation has become brief as aresult of the reduction in inpatient beds. This

has led to consumers returning home prior to complete recovery with the expectation



that family members will provide the necessary support { Tunnell, 1988 #74; Mental
Health Council of Australia, 2005} . Asthere is a greater demand for use of available
acute inpatient beds (Kalucy, Thomas et al. 2004) with the demand surpassing supply
(Johnson, Zinkler et a. 2001), family members are expected to care for their ill
relative when they return home unwell, thus increasing the burden of care the family

experience.

Research in Sweden has revealed the family burden experienced from having a
family member with a mental illnessis complex (Ostman and Hansson 2000). It
found relatives experienced both internal and external burdens. This study showed, in
the month prior to hospitalisation, 45% of relatives had to give up leisure time, 27%
felt they could not leave the person aone for more than one hour at atime, 21% had
to give up work and 28% were prevented from having external interactions of their
own (Ostman and Hansson 2000). Therefore, not only is the family member
experiencing a high degree of stress from having a person with a menta illness
within their family, but also from the disruption the iliness has ontheir social and
personal life. Individuals do not suffer from a mental illness alone but the whole

family experiences the impact of the mental illness.

Potasnik and Nelson (1984) identified that heightened financia obligations often fell
into the responsibility of a family member which left them withadded tension and
responsibility (Jubb and Shanley 2002).The additional financial concerns may be due
to a number of reasons such as the family members may not be able to obtain paid
employment due to the responsibility of caring for the individual at home, or as a

conseguence of decline in the person’s mental health resulting in poor budgeting



skills or poor control of spending, so family membersare at an increased risk of

having to continually rescue the mentally ill consumer from financial hardship.

Behavioral aterations of a person with a mental illness often endured by family
members include withdrawal, violence and aggression (Ferriter and Huband 2003).
Although homicide committed by mentally ill persons is rare, when it does take place
it is more often directed towards a family member than an unknown community
member (Krayaand Pillai 2001). Australian research on mental illness and homicide
between the years 1968-1981 indicated that sixteen percent of assailants (16%) had a
known mental illness (Australian Institute of Criminology 1990). Alongside this
issue is assault, and it has been found that the probability of placement on

involuntary treatment of a mentally ill person in the community, or in hospital, is
increased when recent dangerousness and violence has occurred to others (Xiao,

Preston et a. 2004).

2.2 Family Support and Family Involvement

Despite worldwide literature supporting the benefits of family involvement, the
literature suggests family members do not feel adequately supported or involved by
MHS's or other support groups, despite their wishes. Research by Jubb and Shanley
in Western Australia (2002) identified 57% of family members felt information and
education received was inadequate, whilst only 50% were satisfied with the
emotional support they received from MHS’s. Only 22% of family membersin this
study considered themselves to be involved in treatment planning. Family members

have aso reported feeling blamed for the person’s mental illness by mental health



professionals and unfortunately the term * Schizophrenogenic Mother’ is awell
known term considered relevant by mental health clinicians in the past. This meant
many families were deemed as pathological in dynamics, and destructive in nature,
hence held responsible for the development of the mental illness (Bernheim and
Switalski 1988; Jubb and Shanley 2002). Family members have repeatedly been
labelled as being “ primary toxic agents, particularly in schizophrenia” (Lefley 1989).
However, very little research has been conducted within Australia within recent

years to determine if these beliefs still exist.

Family members identified the failures of MHS as being:
lack of 24-hour coverage for mental illnessin emergency centres, frequent
turnover of therapists, inadequate funding for community services, and
overemphasis on medical rather than psychiatric conditionsin hospitals, and
shorter lengths of stay for psychiatric inpatients (Rose, Mallinson et al. 2004,
p. 45).
Family members have identified partnership between the family, patient and
clinicians as being ideal due to the commitment, responsibility and valuable
information that family members provide. To improve partnerships, families wanted
improved accessibility to clinicians, information and interventions (Wallace,
Robertson et al. 1999). Family members have expressed a desire to be involved in

the treatment of the mentally ill person(Adams and Hafner 1991).

Importantly, it iswell known that repeated relapse of a person with a mental illness

occurs more frequently when the person isin a stressful family situation, where high

expressed emotion routinely occurs (Hashemi and Cochrane 1999).High expressed

10



emotion isan environment where high levels of criticism, emotional over-
involvement and hostility occurs (Vaughn and Leff 1976). This shows the
importance of supporting the whole family, rather than just the individual with the
mental illness. By providing counselling to ensure high expressed emotions within
families are reduced and to minimise the level of distress experienced by mentally ill
persons may ensure the mentally ill person doesn't relapse. Xiao and colleagues
(2004) suggest that the more a person with a mental illness interacts with other
people the higher the potentia for revocation of community treatment to inpatient
treatment, due to this being a source of stress for the ill person. It is therefore
important to treat, support and educate the whole family instead of just the mentally

ill person.

2.3 Review of the Mental Health Act in Queensland

Reform and redevelopment of services was a mgjor feature of mental health care in
Australiaduring the 1990’ s. Continued awareness and acknowledgements of
mentally ill persons to have the same rights as other Australians, and the changesin
practice for the treatment of mental illness, has resulted from alterations in State and
National Policy directives contained within the National Mental Health Policy,
National Mental Health Strategy, and subsequent National Mental Health Plans
(Australian Health Ministers 1995; Queensland Health 1996; Australian Health
Ministers 2003). These policy directives set the principles of care and treatment
given to mentally ill people, guides service availability and set clinician practice
standards. In order to keep up with contemporary treatment of consumerswith

mental illness in Queendand, legislation governing the detection and treatment of the

11



mentally ill was amended to meet the current standards of practice of mental health

service delivery, and community expectations.

Community consultations and discussions about the development of a new
Queensland Mental Health Act began in 1992, but the new Queensland Mental
Health Act was not in use for another ten years. The QLD Mental Health Act 2000
(Queensland Government 2000) was passed by the Queensland Parliament on the
30" of May 2000 and introduced into practice on the 28" of February 2002
(Queendand Health 2002). This Act entirely replaced the previous Queensland

Mental Health Act of 1974.

The Green Paper, explored and reviewed the previous Mental Health Act 1974, and
recognised there was a need for new legidation resulting from the changeswhich
occurred to MHS' s (Queensland Health 1994). These changes included
mainstreaming of MHS, aterations to the primary treatment settings with moving
away from institutional and inpatient setting to community treatment being the
preferred option, and the integration of various MHS into single services
(Queendand Health 1994). Involuntary treatment under Mental Health Actsis now
common place in Queensland outside of hospital settings. This is encouraged under
the Principles for the protection of person with mental illness and the improvement
of mental health care (New Y ork: United Nations, December 17, 1991), and
involuntary treatment in the community has become routine practice in Australia and
many other countries (Dawson and Romans 2001; Brophy and McDermott 2003).
According to the Green Paper society expects more emphasis on respecting the rights

of people with a mental illness and treatment of individuals with appropriate

12



consideration given to different needs in relation to customs, religion and beliefs

(Queendand Health 1994).

Access to services was recognised to require change with the introduction of the
QLD MHA 2000 (Office of the Queensland Parliamentary Council 1997). To
improve access and provide earlier intervention, increased methods of initiating an
assessment was made available, no barriers to who can make the request for
assessment were made except for the requirement of being at least eighteen years of
age (Queendand Government 2000). The previous Act was considered to have many
barriers inaccessing services by only allowing select people to request an assessment

for an individual.

The QLD MHA 2000 aimed to encourage greater openness in sharing information
with patients, and patients and relatives were encouraged to play a greater rolein
decision making, as the Act reflected State and National directives. Under the new
QLD MHA 2000 the mentaly ill person was given the ability to have an Allied
Person. This Allied Person may be anyone chosen by the involuntary person with
their function to assist the patient “to represent the patients views, wishes and
interests relating to the patients assessments, detention and treatment under this Act”
(Queendand Government 2000, p. 194). This means the family may be involved if
chosen by the mentally ill personand consequently be somewhat involved in their

care. Thisisin keeping with confidentiality and privacy issues.

13



2.4 Benefits of the Mental Health Act to the

Consumer

Various research findings have shown the benefits as well as the complexities that
involuntary treatment has upon mentally ill individuals, however research looking
specifically at the QLD MHA 2000 has not been completed. This has relevance to
this study as the effect the MHA has for the ill person ultimately impacts upon the

family’ s experience.

The change to community treatment has led to the use of involuntary trestment
outside the traditional hospital setting. The use of involuntary treatment in the
community has been a controversial area of debate with both positive and negative
opinions emerging. Benefits include ensuring compliance with medications however
this has only been considered consistent with depot injection medication (Vaughan,
McConaghy et al. 2000). Oral medications have numerous barriers within a

community setting due to the problems of ensuring compliance.

Conflict as to whether the use of involuntary trestment reduces repesat admissions
exist with one study in the United States indicating that improvements in quality of
life was correlated to remaining under involuntary commitment for extended periods
of time of up to eighteen (18) months (Swanson, Swartz et al. 2003). However,
another study In Western Australia found no difference in reduction of health service
use between either voluntary or involuntary matched groups of individuals with a
mental illness (Kisely, Preston et a. 2001) hence, length of time under involuntary

trestment may have little impact on relapse.

14



There is also evidence that involuntary treatment has other benefits to mentaly ill
people by ensuring follow-up occurs, due to this being a requirement under the order,
which clinicians have a responsibility to maintain (Queensland Government 2000;
Brophy and McDermott 2003).This leads to the possibility that the already stretched
MHS's may only be reaching those perceived as being in need, as identified through
the use of the MHA and thus implying the need for follow-up. Therefore fewer
resources may be delivered to individuals not under the Mental Health Act due to
perception of reduced assistance required. However, astudy in New South Wales,
Australia, comparing a group of patients under involuntary treatment in the
community matched with a control voluntary group, identified the involuntary group
received fewer consultations prior to admission than the control group (Vaughan,
McConaghy et al. 2000). Clinicians may consider they have to apply less therapeutic
effort for consumers under involuntary treatment due to the safety net the MHA
order provides, and it being able to be revoked whenever required. This ultimately
has an impact upon the family who may be required to care for their family member
with more scrutiny, thereby increasing the demands and requirements on the family

to provide the care required.

2.5 Benefits of the Mental Health Act to the Family

Limited studies could be found which explored how involuntary treatment impacts
on family members. The experience of the family has been a buried voice rarely
explored despite their involvement and expected responsibility. Ostman and Hansson
(2000) in their study in Sweden found no significance between family burden of
voluntary and involuntary treated consumers, although they did discover that

relatives of involuntary treated consumers were more psychologically distressed. It

15



was unclear in their study the reason this occurred, it may be due to the acuity of the
mentally ill person’s health status, lack of insight and associated norcompliance
with treatment, and difficulties associated with this. Or it may be due to other reasons
such as the difficulties associated with fewer consultations due to being an
involuntary patient as identified previoudly by Vaughan and colleagues (2000). The
limitation of the review by Ostman and Hansson (2000) was that the study was
conducted with family membersin the one month after the mentally ill person was
discharged from an acute inpatient unit, indicating a recent stressful event may have

occurred.

Alongside the increasing use of involuntary treatment under the MHA within the
community, it has been reported that in the United States of America, family
members wanted to avoid involuntary hospitalisation (Swartz, Swanson et al. 2003),
yet another study in the Netherlands indicated the family preferred the option of
involuntary medication, meaning medication can be enforced within the hospital
environment without the persons consent (Haan, Raaij et al. 2001). In South
Australia a project found the benefitswhich involuntary treatment under the MHA
had, when improvements in compliance occurred, resulted not only in improvements
in the relationship between family members but also overall within the family system
(Adams and Hafner 1991). These improved relationships are thought to be aresult of
improvements in the mental state of the personwhile being under the MHA.
Removing complete responsibility from family members has also been attributed to
benefits that involuntary treatment of the consumer has for the family (Adams and

Hafner 1991).
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Studies undertaken on the Mental Health Act has been scarce within the state of
Queendand. Only one study could be located which has been conducted on the
functioning of the new QLD Mental Health Act 2000. This study explored the
preparedness of the QLD paramedics and ambulance officer in their assessment of
mentally ill persons and difficulties associated with their education and training of
mental health issues (Shaban 2004). No studies looking at the impact this Act has

had on either the family members or the consumer has been found.
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2.6 Summary of the Literature Review

Before deinstitutionalisation, family members were not usually involved in the care
of a person with a mental illness. After deinstitutionalisationand the introduction of
least restrictive provisions of care with a community treatment focus, families have
more responsibility for the person with mentally illness and suffer burden in relation
to this. Accommodation options are limited for mentally ill people with
approximately 40-50% residing with their family. Those unable to continue to live
with their family might end up incarcerated within the prison system or homeless.
With few options available to them, family members have additional responsibilities
without many other options of care available to them. Hospitalisation has become
brief with many consumers discharged home to the care of the family who feel they
have inadequate support, knowledge or training to manage and are just expected to
cope. Family members often have to give up work and leisure time in order to
provide the expected care. Clearly it is not just the individua with the mental illness
but the whole family who has to manage its effects. Violence and behavioural
alterations may result from deteriorating changes to a person’s mental state and this

may result in some family members being at risk of harm.

The Queensland MHA 2000 was introduced into clinical practice in 2002. Numerous
changes to menta health care and reform led to the introduction of the new Act
including mainstreaming of MHS, change to community preference for treatment and
integration of services. Involuntary treatment is now common place outside hospital
settings in many countries around the world. Access to services was a factor in the
decision making of the new Act, as was providing increased pathways for early

intervention strategies to be employed. It was thought that the MHA would reduce

18



these barriersto receiving care. Accordingly, the gapsin this area within Australia
and more specifically QLD, shows the necessity for this research. The study aims to
determine how involuntary treatment impacts upon the experience of family

members from having a person within the family with a mental illness.
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CHAPTER THREE

3.0 METHODOLOGY

3.1 Study Design

The study utilised an exploratory qualitative research design via the use of focus
group data collection methods, to identify how family members understand the
burden of care they experience from having a person affected by a mental illness
within their family. How involuntary treatment impacts upon the experience of
family members was expected to be determined from this study. Individuals or
family members who were not willing to participate via focus group methods were
offered a private individua interview method for data collection. The focus groups
and individual interviews were semi- structured with five set questions as triggers
with logica flow from general to more specific questions (see Research Questions

page 25-26).

3.2 Qualitative Research Approach

This study used a qualitative research approach which in the area of nursing aimsto
enhance the understanding of the lived experience within an individuals own
environment (Polgar and Thomas 1995). This method was chosen by the candidate to
capture the true experiences which cannot be trandated into numerical data. This
method is often chosen when a researcher believes that individual experiences will
develop persona meanings, which are unique to individuals, indicating all personal
experiences of situations are perceived and experienced differently by al individuals

(LoBiondo-Wood and Haber 1998). It takes the approach that attempting to calculate
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numerically the aspects of health and its impact on individuals represents a
reductionist approach which does not encapsulate the true representation of the
experience (Martin and Thompson 2000). Thus, data collected qualitatively “consists
of detailed descriptions, based on language or pictures recorded by the investigator”
(Polgar and Thomas 1995, p. 109). This method was chosen to allow for greater
insight from increased depth of responses. This allowed for a heightened
understanding of the lived experience of family members from the burden of having

an individual affected by a mental illness, and the use of involuntary treatment.

3.3 Research Participants

Focus groups with a maximum of six family members were conducted, with a tota
of twelve family members participating in the study. One individua interview was
completed. Six members to afocus group is considered optimum number asit is
large enough to obtain varied perspectives but not large enough that disorganisation
occurs (Holloway and Wheeler 2002). Each focus group comprised of individuals
from the same family as well as individuals from other family groups and this was
reflected in the information sheet. The intention was to recruit between ten and
fifteen participants and this was achieved. Participants were chosen on the basis they
were a family member of a consumer with a mental illness and had at least weekly
contact with that consumer. Participants had at least one person in their family either
currently, or within the past twelve months, under involuntary treatment of the QLD

MHA 2000.
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The only exclusion criteria for the study was if the family member were under the
age of eighteen years, unwilling to participate, informed consent was unable to be

obtained or from a non-English speaking background.

3.4 Research Procedure

The focus groups and individual interviews were all facilitated and moderated by the
candidate for consistency and congruency. The facilitator’s role was to promote
discussion, manage the group and aso to record key issues as they arose from the
discussions. All of the focus groups and the individual interview were held at the
local mental health facility. This location was chosen as the room provided good
acoustics for audio-recording and was central, known and easily locatable by all
participants. The sessions were audio-taped and later transcribed by the candidate to
allow for thematic analysis to occur. Each focus group was intended to last for
approximately ninety minutes however due to the fluency and ease of generating
discussion amongst this group of individuals, most of the focus groups continued for

two hours.

Each family member attended only one focus group or individual interview. Family
members welcomed the opportunity to share their experiences with others to obtain
different views and perceptions of events. Prior to commencement of the focus

groups, participants were verbally reminded that any remarks, comments heard and

identity of other participants within the focus group were to be kept confidertial.
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3.5 Focus Group Strategy

Focus groups are a method of group interview that involves a discussion amongst the
group. They include having a facilitator whose role is to introduce the topics or
guestions under discussion and to support contribution of participants (Polgar and
Thomas 1995). Focus groups are used to explore individua’s beliefs, attitudes and
opinions and to provide baseline information for later measurements. Focus groups
provide data that is not easily obtained through individual interviews or participant
observations (Morgan 1998), as discussions generate in-depth responses from group
members and produce additional thought. They allow for a heightened perception

into ideas generated from the group from the use of openended research questions.

Focus groups can describe what behaviours are occurring but not why they occurred
and so are useful for generating hypotheses to be tested later (Morgan 1998). Focus
groups allow for in-depth exploration of specific issues of concern, provide a good
deal of information quickly, are cost effective, and they allow for immediate follow-
up and clarification of responses if required. Focus groups are also known to be
useful for individuals who cannot read or write (Kitzinger 1995). The discussion
generated in groups also assists the researcher as discussions may turn into debates,
which assists in drawing out ideas the researcher may have not been aware of,
therefore assisting with finding answers and solutions (Holloway and Wheeler 2002).
The common background of the participants in this study in caring for a person with
amental illness, produced focus from the individuals which assisted the aim of
obtaining as many ideas as possible through the generation of discussion not just a

yes or no answer, but what represented a broad range of views.
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3.6 Individual Interview Strategy

Individual interviews allow for participation of people who may be unwilling, or
uncomfortable, in discussing sensitive and persona information while in a focus
group situation Thus they were offered within this project. For some people an
individual interview appears less threatening, due to their being no other person
present, except the interviewer and participant. The main difference in comparison to
afocus group is the individual interview has no group dynamics, there is more time
for detail and a large amount of information can be gathered in a short time frame.
The individual interview was semi-structured utilising the same questions used with
the focus groups (see Research Questions below). 1na semi-structured interview the
guestions are focused on the topic in question and are specific in nature but they
allow for the active involvement of the individuals in obtaining the person’s fedings,
ideas, attitudes and thoughts which are gathered via the words of the participant

(Beanland, Schneider et al. 1999).

3.7 Focus Group and Individual Interview Questions

1) Hasthe use of involuntary treatment for the family member with a mental
illness created any benefits for you as arelative?

2) Hasthe use of involuntary treatment for the family member with a mental
illness created any pitfalls or areas of concern for you as arelative?

3) Areyou happy with any support, information, and involvement you obtained
that may have changed the burden of care experienced, from having a person
in your family with a menta illness?

4) Hasthe use of involuntary treatment altered the support and involvement you

receive to support the family member with a mental illness?
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5) Hasthe use of involuntary treatment changed the burden you experience?

Why or why not?

3.8 Thematic Analysis

Qualitative thematic analysis was employed to study the transcripts of both the focus
groups and the individual interview. The candidate studied the transcripts and
developed a close familiarity with the data collected. QSR NUD*IST vivo software
was utilised to aid with analysis of the data. QSR NUD*IST vivo is aqualitative
research and analysis program from Qualitative Solutions and Research Pty Ltd
(1999). This software aids with management of data, codes and emergent themes, to
assist with obtaining comprehension of the information and themes in relation to the

research questions. Thisyields thick, rich and descriptive data.

The researcher employed methods suggested by Ekman and Segesten (cited in
Beanland, Schneider et a. 1999) by using the following sequence:
Each transcript were studied group by group, by sampling of groups, and
whole of data collated to give a sense of the whole;
Themes, categories and recurrent patterns identified group by group, by
sampling of groups, and whole of data collated;

Summative themes and research findings devel oped
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3.9 Ethical Considerations and Recruitment

It was not anticipated that participants would experience any social, psychological,
physical or spiritual distress as aresult of being involved with this study via focus
groups or individual interviews. However, if participants were to become distressed
in any form, then debriefing was to be offered through the Mental Health Service. No
interventions were offered to either the mentally ill consumer or the family members
and consumer’ s treatment continued as per normal. All principles of ethical conduct
were maintained throughout this research as per the National Health and Medical
Research Council (NHMRC) Nationa Statement on Ethical Conduct in Research

Involving Humans (National Health and Medical Research Council 1999).

The family members of a mentally ill individual were recruited via use of a poster
and pamphlet, which invited family members to participate in the research, and to
contact the researcher. These posters were placed within the acute inpatient mental
health settings, community mental health, and mental health rehabilitation facilities.
Case managers a so assisted with recruitment through dissemination of pamphlets to
consumers to circulate to their family members. Local non-government agencies
such as mental health support groups and carer’ s agencies also received pamphletsto

assist with recruitment of family members.

After family members contacted the candidate the project was discussed verbally via
the telephone and if they remained interested an information sheet and consent form
was sent to their postal address that they supplied. The family members were then
contacted via telephone, after time given of one week to comprehend the information

sheet, and to discuss any concerns. Written consent was then obtained prior to
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commencement of focus groups or individual interview and participants were
informed they could withdraw consent at any time, terminate their participationand
any contributions would be eliminated from the study. Consent was on a voluntary
basis and no coercion, inducement, or influence was used to engage or persuade

participation.

Family members were assured confidentiality would be maintained by the researcher
with no identifying details to be released in any way. All information collected has
been kept safe, with all identification removed, in alocked filing cabinet at the
researchers residential address and shall be stored for five years, after which it shall
be discarded. No information arose which may have affected consumer care. Prior to
the commencement of focus groups, participants were reminded that al information
and identity of other participants in group discussion was to remain confidential, and
averbal agreement obtained and this was also stipulated in the information sheet and

consent form.

The research was approved by the University of Southern Queensland Human
Research Ethics Committee, Royal Brisbane and Women's Hospital Health Service
Digtrict Office of the Human Research Ethics Committee, and the participating
health service district. Hospital sponsorship was also obtained by the Acting Director

of the Mental Health Service and the Health Service District.
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3.10 Potential Barriers and Limitations to the Study

Difficulty recruiting adequate participants was identified as a potentia
barrier, however utilising the posters and case managers to assist with
promoting interest generated the target number of participants for the
research.

Eliciting involvement, cooperation and commitment from Case Managers and
Registered Nurses working within the area of mental health was thought may
prove burdensome in assisting and hence information sessions were held to
promote interest.

Comparison between relatives of voluntary and involuntary consumers has
not been undertaken within this study due to timeframe limitations; however
it could have elicited greater understanding of the impact involuntary
treatment has upon the family.

A small number of participants from one geographical area limits the
generalise ability of the study.

The time frame to compl ete the research was restricted due to it being the
Honours component of the Master of Nursing with only having twelve
months in total.

Potentially focus group discussions may alow for some individuals to
dominate the group discussion and create bias due to other members being
compliant. The candidate who has specialist training in group facilitation
skillswas aware of this potential and took this into consideration in
moderating to ensure domination by specific group members did not occur

and that all participants were given the opportunity to contribute.
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CHAPTER FOUR

4.0 RESULTS

4.1 Mental Health Act/ Mental Health Service Access

4.1.1 Harder to Gain Access

Family members undoubtedly experience difficulties in gaining access to the use of
involuntary treatment under the Mental Health Act (MHA). This is despite the added
problems of the person with the mental illness not willing to accept the need for
assessment or treatment voluntarily, so the burden is increased from this pressure for
family members. They maintain that under the current structure of the mental health
system this has led to it being harder for family members to gain access to
involuntary treatment under the MHA, with some taking as long as two yearsto gain
assistance from the MHS under the Act. This has resulted in family members being
placed at risk in their own homes. This caused an enormous amount of emotional
pain for the family members to go through this process, they feel useless and unable
to help or gain help, and consequently this led to familial relationship problems
occurring. As aresult of the difficulties family members experienced this led them to

feel they were not being listened to or believed by the MHS.

It took us two yearsto get treatment for our son because he didn’t recognise that he
had, | think he did underneath, that he had a mental health problem. But he so badly
wanted it not to be there but he wouldn’t admit it. So it was all our fault, we were the
mad ones, and all he wanted to do in the end was kill us. Now we went to bed every

night and sometimes during the day barricading our room...because when mental
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health came on two occasions (to assess him)...when they came to talk to him, he'd

be as nice as pie to them. He could act as though there was nothing wrong.

It took me yearsto try and get help for our son and nobody believed me.

4.1.2 Masking Symptoms

It was recognised by family members that part of the difficulty with gaining accessto
the MHS, under the MHA, was due to the ability of people with a mental illnessto
temporarily conceal or mask some of their symptoms. These symptoms were either
not detected by assessing mental health professionals or were not acted upon. This
meant the family were unable to acquire access to the use of the MHA until the
consumer could not longer conceal symptoms, when acuity of the mental illness
increased, and acrisis point was reached. For that reasonaccess was significantly

delayed and a full blown episode was unable to be prevented.

It was recognised that conducting an assessment outside the consumers comfort
zone, such as outside their own home and conversing with mental health
professionals, whom the person has no rapport with, leads to the occurrence of
masking. Consequently family members felt useless in their attempts to gain early
intervention Oftentheir only options available to them were being to observe and
protect the person with the mental iliness while they were deteriorating, as access to
the MHS was denied due to patient refusal and the MHA not invoked. Thus a sense
of hopelessness and frustration occurred within the family by being unable to assist

with gaining access to the MHS through the use of the MHA.
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I mean he' d been bad for weeks but they did do the assessment and he presented well
for alittle while, sort of out of that immediate crisis, he was safe at my daughter’s
home and he did present okay and | can’t really argue with that. But within twenty-
four hours he was walking to (city over 100km away), he’ s walked out of my housein

the middle of the night, walking to (city) in bare feet and nothing.

But he came and they didn’t treat him because the Doctor (found)....he behaved
himself while he was here, he was a model patient. The only thing he did, he kept
insisting we owed him half- a-million dollars and the Doctor thought that was
unlikely and (person with the mental iliness) is very clever, he' s very intelligent and
he said to the Doctor, you can’t prove that they don’t owe me that money and the

Doctor said, no he couldn’t either.

Cause they hide them (the symptoms), like often my son saysto me, “ don’t tel the

Doctor” , cause he knows, they know the game.

4.1.3 Personality Changes

A change in personality was recognised by family membersto be an early sign of
onset for deterioration in mental state. They found complications in utilising changes
in personality for assisting in gaining involuntary treatment. Mental health
professionals were unable to compare changes to usual personalities especially when
the consumer was unknown, as clinicians only come onto the scene after the change
in personality has already occurred. Family members recognise they have the
capacity to witness these personality deviations, and despite informing the clinicians

about these changes in personality it is thought that unless the clinician observes this
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themselves then this is not taken into consideration as a sign of mental illness. Hence
family members felt ignored by MHS and unimportant. Family member’s perceived
that health professionals of the MHS thought they only wanted to do harm to their
relative. Thusthe MHA increased burden on the family by not allowing access or
intervention early and again leading to potential increases in acuity and chronicity of
the illness occurring. The guidelines of the MHA at present do not allow for early
symptoms to be identified or early intervention to be achieved to consumers

unwilling to obtain help for themselves.

He sounds very much like my son; his illness gave him a personality totally different
to what histrue personality was. Yet in the mental health (sic) when you rang them
up and told them the weird things he was doing they’ d say, ‘and what makes you

think he has a mental health problem?’

And we knew it just wasn't normal behaviour, he was so obviously, you know (an)
unwell mental case (sic). But the only thing | think, nobody wanted to talk to the
family, he had all the rights and they didn’t think he warranted going to hospital,

that wasit, they didn’t even talk to us.

...I mean we're treated as though we are trying to do something to harm our kids

and all we'retryingto dois help themand it’s just so wrong.
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4.1.4 Remembering how to Access the Mental Health

Act

It was evident family members were unsure how to regain access to the use of the
MHA if required. They felt they should not be expected to have a good
understanding of the concepts of how to obtain access. It was thought the MHS
should take any attempts made by the family in trying to access the service serioudly,
despite when made in the incorrect method, as the family are not the professionals
and felt overburdened by caring for the consumer. When family members have
attempted in the past to access the MHA using the incorrect procedures, no response
was received and no explanation was given as to the correct procedure to follow. It
was suggested by one member that a diary was beneficial and the other group
members became interested in employing this as it enabled prompting and jogging of
memory to occur. This shows that family members felt they needed to go to
extraordinary lengths to care for the mentally ill person taking on additional

responsibilities which they thought should have been the role of the MHS.

...but we' ve written a fairly urgent letter and we sent that to all the medical people
that work throughout (consumer’s) case... and said that he was living in the bush, we
were afraid that he would hurt someone and certainly himself...no one answered the
letter within a week, we got the Justice Order, | have trouble remembering all these

things.

Do what | do and keep adiary, | didn’t do it at the beginning of the piece but | did

after that, and it’ s been invaluable.
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4.1.5 Fear of Revocation of Mental Health Act due to

Access Difficulties

Family members feared the removal of the MHA order once it was in place. They
recognised the trauma they had to go through before it can again be initiated and they
wanted to avoid having to repeat the same experience. They felt angry about not
being consulted in the process of removal of an order even though they are the
primary caregivers and they had to live with the consequences of the decisions to

remove a MHA order.

No the Doctors settled that, she' s taken (consumer) off that, and | just burst into

tears because | know how hard it isto get treatment again.

So | thought oh, all the trauma I’ ve got to go through again to get her back in
hospital again. Because it’s very traumatic trying to get somebody to go that doesn’t

want to go.



4.1.6 Fighting to Access the Mental Health Act

Family members believed they were not being listened to when attempting to seek
access for their relative under the MHA. They recognised that the way to be heard is
by resorting to the use of threats as they have experienced a positive response from
this. However they have remained silent in their journey due to being protective of

the person with the mental illness.

He said I’ m concerned about my brother and sister-in-law and if anything happens

to them I’ mtaking thisto the highest authority, and they listened.

We had to threat and | personally have thought of going to the media except | think

that it would embarrass (my son).

We've had to fight, like all this, with our support to even get anywhere. You know
what hope (has) the average people in a home, in their own home, just ordinary

person, what hope have they got.

Family members particularly noted difficulties with accessing the MHA when a
person was violent. Family members felt thrown between being told to go to the
police service and the MHS. They perceived no-one was willing to take
responsibility for those consumers who were violent or aggressive. Family members
were not clear of the possibilities which exist for police officersto complete an
Emergency Examination Order (EEO). Therefore, family members considered they
often had no other option but to involve the criminal justice system when they were

unable to access the MHS viathe MHA, but guilt was experienced from following
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this through, asthey felt this was inappropriate and unfair to the person with the

menta illness.

That’ s what the law does, so when | rang mental health because he was getting
violent they’ d say ring the police and when | rang the police they' d say take out a

Domestic Violence Order again.

And he did actually violate the Domestic Violence Order, which would have made
hima criminal, but | went to court and withdrew it because as | said to them, he's

not a criminal, | said he wants help, not a criminal record.

Family members were aware of the reduced inpatient bed numbers in acute mental
health facilities. From their experience the only way to obtain an admission was
either if the person was in an immediate danger to themselves or another person In
this respect, little difference was made from being a voluntary or an involuntary
consumer as probability of risk was considered to be the influencing factor in

obtaining access to the MHS under the MHA.

Because there’s a shortage of hospital beds, they’ Il only bring a person in if they see

an immediate danger to themselves or the people they reliving with, and that is the

only way they can get admitted to hospital now.
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4.1.7 Resorting to Other Options when No Access

can be made

It was apparent family members do not give up hope to assist their relative and the
guest to assist becomes al consuming for the family. Despite numerous attempts and
still not able to gain access to MHS via the MHA, family members resorted to
alternative remedies with the commonly accepted method being vitamin therapies,
this was well known by relatives to be of benefit. Interestingly many family members
were aware of vitamin therapy being delivered by a particular physicianin an
Australian city. Family members even resorted to using deceit in order to assist their
mentally ill relation and this was considered acceptable as no other form of treatment
could be delivered to the person. Vitamin therapy was considered to be of benefit
despite the need to use deceit in order to administer it which potentially may lead to

catastrophic relationship and trust difficulties arising.
And | couldn’t get treatment for (my son) so | thought, he was drinking two litres of

Orange Juice a day so | started putting 3000 milligrams of Vitamin B3 in his Orange

Juice and he started to come good.
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4.2 Mental Health Act Difficulties

4.2.1 Non-Compliance Considerations

Repeated experiences of the difficulties in maintaining stability of the consumer’s
mental health was explained by family members. It was recognised many mentally ill
people equated the MHA with the necessity to take their prescribed medication and
therefore complied withthis without too many complications. However, as soon as
the MHA was removed non-compliance with the prescribed medications of
consumers frequently became an issue. It was considered consumers felt that by
removing the MHA this indicated medication was not necessary or required. Family
members deemed they are in a prime position for being consulted about the history
of the consumer and were able to inform clinicians about any consequences from
revocation of MHA orders and non-compliance. However they felt they were not
involved despite this. The use of the MHA has these beneficial effects however
without involving the family; the revocation of the MHA increases the burden and
stresson family members. Family members believe mental health professionals do
not consider history of nortcompliance with medication when considering revocation

of aMHA order.

...she’s had it nearly 30 years and she still doesn’t recognise it. So she has to be kept
as an involuntary patient because as soon as she realises sheisn’'t she won't take her
medication and we' re back to square one, and | don’t know the number of times|
have pleaded and pleaded with the Doctors to keep her regulated, you know as an

involuntary patient.
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In thisinstance, it was felt, mental health clinicians did not consider the rights of the
family member through having to care for a mentaly ill consumer at home and the
difficulties and trauma of gaining further access under the MHA. It was felt mental
health clinicians use patient rights and confidentiality reasons as an excuse to hide

behind when making decisions and not consulting the family.

Oh because the patient has all the rights, and the parents have none.

This confidentiality thing getsin the way a lot too, you know. So | don’t know how
they talk about involving the family when ther €' s this confidentiality on one hand, so

they need to sort it out

4.2.2 Revocation of Community Mental Health Act to

Inpatient Category

One may expect that by having the MHA in place this meart that readmission can
occur more rapidly when required. To the family the MHA had very little berefits for
readmission purposes. Family members mentioned that being on the MHA in the
community or being voluntary made no difference with being readmitted to hospital
as they ill had to wait until the mentally ill relative was at crisis point. Thiswas
compounded by the difficulties in gaining early intervention to treatment due to the
masking of symptoms and failure of clinicians to recognise personality changes asan
early sign of deterioration in mental health Also the inability of clinicians to enforce
treatment under the MHA whilst living in the community due to the Acts regulations

restricts early intervention from occurring.
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4.2.3 Mental Health Act Impact on Family

Relationships

Family members felt the MHA had very little disadvantages to the consumer except
in rendering the person to feel they had limited control over life choices, asthe MHA
restricted the ability to make complete independent decisions without getting
permission through paperwork hurdles. Hence, at times this put family member’s
emotions into turmoil due to the difficulties confronted by the consumer, therefore
increasing the burden and guilt felt by the family from feeling helpless to assist, but

also trying to maintain hope for the future.

He hates the lack of control he has, or he doesn’t have over hislife, he’'s basically
told where to live, how to live and when you can do this and he’ s got to sign
permission to leave. You know, all that might change, but he' s hated it, he hates the
lack of control. Here s this 24 year old boy, you know, and he’sjust a normal 24
year old and he wants what people on TV (sic) have, you know, he wants a girlfriend

and a life. You know and we' re telling himyou’ll have to sit and wait.

4.2.4 Dual Diagnosis and Failure of the Mental Health

Act: Impact on Family Members

Having a family member with a dual diagnosis of major mental illness and substance
abuse caused enormous amount of pressure, stress and frustration for the family. This
isdueto the belief that if the MHA fails as it is unable to provide these consumers

with the additional support required. The difficulties for the person with the dual
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diagnosis exists from accessing the service through to treatment issues, family
members felt that the MHA failed not only the consumer but the whole family. The
needs of the consumers were perceived by family members to have not been met, so
some family members were left with no other options than to not allow the ill person
to live with the family due to the conflicts and theft arising within the family home.
Consequently this led to relationship problems occurring within the family unit. This
therefore left many mentally ill consumers homeless with few options for
accommodation. For this reason, despite the MHA, holistic care was not provided for
the consumer which impacted on the family feeling responsible, guilty, powerless
and totally dependent upon the hope the MHS through the use of the MHA will

change to allow for a positive impact on the consumer’s quality of life.

Due to some of the difficulties consumers with dual diagnosis present with and the
problems with providing sufficient care, family members felt these consumers
received less attention than other more compliant consumers. Despite being under
the MHA family members felt people with a dual diagnosis received inadequate

trestment from the MHS even though they actually required additional support.

... they finally decided he was a schizophrenic when he had a prolonged stay, after a

long stay injail.

...helives on the street, its very difficult to get him any support quite frankly, because
nobody; he doesn’t even have a case manager because nobody wants to be his case
manager so he's actually managed from the hospital here which is not very

satisfactory either as he is unmanageable.
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We had to refuse to have (our son) home because of the danger, damage to property
and videos, he stole thousands of dollars. It’s a combination of physical danger and
damage to property, so they solved that problem by just putting him on the street and
that is aggravating his problem because heisliving in a paranoid state, he's
vulnerable. He hears the cars going past whispering at him and threatening him,

raping him at night...so he’'s living in a state of absolute fear.

We treat stray animals better than we treat dual diagnosis patients.

Family members recognised the difficulties dual diagnosis consumers place on
society and upon the family, but it was considered if they were to receive the support
they required via accommodation, food and Case Management then the pressure to
commit crimes would be reduced. Due to this the family members were reassured by
having the MHA in place as it meant if a crime was committed by the mentally ill
person they may be more likely to be assessed by MHS than end up within the
criminal justice system. Family members lived with the concern of the potential for
unjust incarceration every day. Family members believed in order for dual diagnosis
consumers to have a future with some quality of life, an institution needs to exist to

provide structure, accommodation and holistic support.

Well at least the police know when he's picked up by the police for doing something

silly, you know in a psychotic state, they might just send him here (to mental health)

rather than charge himand send himto jail. | think it's a crime the way the MHS the
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way the MHS treats its long term schizophrenics and the long term dual-diagnosis

schizophrenics by putting themin jail.

He' stoo mentally ill for themto cope with.

4.2.5 Mental Health Act Treatment Plans

Despite Treatment Plans being compulsory for all consumers under the MHA which
sets out the proposed treatment, family members were not aware of the Treatment
Plan for the mentally ill person within their family. Consequently they felt an
inability to assist the consumer to meet the plans requirements which increased the
sense of alienation of feeling not considered important in the person's care. Family
members believed they could be utilised in a more positive way to assist their

relation.

Wel | wouldn't know what the Treatment Planis, see |’ ve never seen one.

WEell see, that’ s the problem, the families don’'t know.

4.2.6 Diagnosis Complications

Family members saw a pattern of the consumers diagnosis being altered from a
major mental illness to a diagnosis of a personality disorder. This resulted in the
family feeling responsible for the devel opment of the iliness and confusion existed as
to why a diagnosis had been changed after many years. Family members felt thisto

be unsatisfactory and placed consumers at risk. Family members noticed once a
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diagnosis was changed to a personality disorder, the consumer was treated with less
respect. Thisled to behaviour complications developing in the consumer as a result
of the changed treatment, thus leading to additional impact upon the family from

having to manage the impact this change had upon the consumer.

But now this his diagnosis has changed he’ s no longer a schizophrenic after 14
years, (they told us) ....“ he’sjust Borderline and he knows what he’s doing and he's

using the system and he might have to live on the streetsto learn a lesson” .

Borderlineisadirty word.

Now Borderline, (they said) “ you' ve all spoilt himrotten all hislife”, itsjust
total ...he was supported before, he was treated with respect...now he'snot, he's a

bad boy, he's a delinquent teenager, he's a Borderline.

4.2.7 Involving the Family - Allied Person (AP)

Family members acknowledged the AP role is an impossible role for afamily
member to undertake. The AP role led to friction when fulfilled by a family member
as this role meart speaking onbehalf of the mentally ill person therefore being
unable to speak their own ideas in a Mental Health Review Tribunal (MHRT)
hearing. Not involving the family in treatment decisions was common practice and
family members felt information sharing was vital but failed to occur due to excuses

such as patient rights, confidentiality and privacy.



But then if you are the AP you can’'t say anything anyway unless you' re trying to get

them out.

But you'’ ve got to speak for them, that’ swhy I’ ve never gone. Then if they want to get

off the ITO then you’ ve got to say yes | think that’s a good idea.

And that sets up further discord between you and your son or daughter because you

won't go and speak for them.

They do not take an adequate history from the family, then they (clinicians) use

privacy provisions to escape talking to people.

One of the other things about privacy isthat it’s often used as an excuse for laziness.
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4.3 Mental Health Act Benefits

4.3.1 Hospitalisation and Respite

Hospitalisation was considered an important function which the MHA made
possible. For family members this provided temporary relief and respite from having
the person with the mental illness living in their home. Hospitalisation was also
considered beneficial for those consumers under the MHA who were homeless, as it
provided some comfort to the family in knowing that prescribed medication was
being enforced, that their basic human needs were able to be met, thus ensuring

overal health care was being provided, even if only temporary in nature.

Wl it gives him a break from the street and it gives the communities, well the
community in (town) a bit of a break because he’ s been banned from a few placesin

(town), he can’t go there.

It has given us a break too, it gave us time because we were losing breath, weren’t
we, at one stage as well.

Oh people would just have to look at me sideways and | would burst into tears.

Family members found respite enabled management of emotions and time to reduce
their emotional vulnerability and instability. Hospitalisation was recognised to have a
positive impact on family relationships by opening up ports of communication and
improving dynamics between family members, particularly after extended periods of

time under the MHA..
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Mother: She's opened up to us, told us stuff that she would never have told us about
in the past, yes, the communication is definitely there and | think all that has
helped...

Facilitator: and do you think you’ ve been able to do that because of the MHA has
kept her in hospital ?

Father: yes, yes

Mother: exactly.

Having the MHA enacted, while the consumer was admitted to an inpatient mental
health hospital, was thought to give some leverage to family members by being able
to impact decision making. Family members were under the impression that
consumers had been discharged whilst remaining at risk with the family’s
perspectives not being considered. For that reason family members attempted to take
some management over decisions made by refusing to have the consumer home until
they believed areduction in risk was evident. In the following transcript piece the

“child”, as referred to, was not a minor.

And they put her in hospital and sort of, it came to the point where one night, as |
said before we had to make a decision, we can’t have this child home she is going to
kill herself, sheis going to kill herself . So what do we do from here now, well if they
discharge her from hospital were does this child go, we don’t want her suiciding in
our home. We don’t want her suicide number one, we don’t want her to do it in our
home because we couldn’t live in that home and we wouldn’t be able to sell it
afterwards either. Because if people knew that there’s been a suicide, a lot of people

are superstitious for one, you know, and | think it’s the real estates peoples duty to
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make people aware that there’' s been a murder or whatever, you know. So you start
looking at all these factors and now there' s this hole. And eventually we had to dig
our healsin and write a letter to the hospital to (the Doctor) and say we're not
having her home, in other words there’ s no place, if you discharge her she's got
nowhereto go. Thisis one of the issues where you'’ ve got this big hole, we're you' ve
got a patient where thisis supposed to be acute care hospital, and ideally in and out

sort of situation.

This was what we found, (consumer) was still suicidal and they’ d send her home and

that was why we had to put our foot down last time.

Family members did recognise it was easier for a consumer under MHA who was in
a rehabilitation ward to be readmitted to an acute mental health hospital. They
believed this was due to clinicians having 24-hour monitoring capabilities and so
they could see minor changes. Though this was not something the family members
felt clinicians saw as a capability which the family could also achieve in their own

home as they generally felt ignored.

It was recognised by the family the MHA ensured appropriate trestment could be
given to a person with a mental illness within a genera hospital, without the MHA in
place this led to inadequate care delivered to the mentally ill withthe consumer left
vulnerable. This meant that because of the person’s mental illness they may receive
inadequate medical care due to the person’s behaviour. By having the MHA in place

this identifies the person as having a mental illness and hence some of the actions of
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the consumer may be more tolerable. Failure in medical areas to recognise mental

illness leaves the mentally ill vulnerable by failing to obtain the treatment required.

They refused to keep himthere three hours after a general anaesthetic overnight,
(they) threw him out onto the street with an open wound with nowhere to go, floridly
psychotic and the surgical registrar and the psychiatric registrar said, at this stage,

before he was on an ITO, he's not psychotic.

4.3.2 Mental Health Act: Providing Support and
Reducing Family Responsibility

It was clear for consumersto have the MHA in place this meant monitoring should
occur, this reassured the family that another protective body was in place to assist
with providing safety for the consumer other thanthemselves, so a duty of care from
legal factors was believed would ensur e protection of the consumer. Thisto family
members was like having their load lightened or reduced, therefore removing some
of the responsibility from the family. This resulted in family members feeling
reassured by not being the only ones with the welfare of the consumer in mind, as the
MHA was in place. It was aso easier for the family to access additional support from

external resources, such asthe police, when the MHA was in place.

WEell knowing there is somebody out there to help, only a phone call away, and that
means so much. You know it really means so much because when you're a parent
you try to be a professional but you can’t because emotion takes over and you can’'t

think straight and you can’t always do the right thing because you' re mentally upset.
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Yes but you see they' re more liable to if something goes wrong.

At least with that order though, at least now like yourselves like um (sic), the police
now are aware that he is under that order. You know so I’'mreally thankful, you

know I’ mtalking about no more drawing guns...

Family members were reassured by the MHA, asif the consumer came to the
attention of the police there was increased chance they would be taken to a mental
health service rather than to prisonand less likely to be charged, this reassured the

family as they felt the MHA provided some protection to the mentally ill person

Wel| at |east the police know when he' s next picked up by the police for doing
something silly, you know in a psychotic state, they might just send him here rather

than charge himand send himto jail.

When a consumer felt supported by MHS' s within the community, due to the MHA
ensuring follow-up, this was considered important to family members as this created
empowerment to the mentally ill person and the family and allowed independence to
develop rather than dependence on the family. This was assisted as MHS served as

an intervening factor or third-party, so this protected family member’s relationships.

Because its better for another person outside the family environment to do that

otherwise it could end up with a little row and that puts more stress on the carer,

more stress on her.
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| think it assisted to be honest...had we tried to enforce that ourselves and say, ook

your going to hospital whether you like it or not, it would have created a massive rift.

Asthe MHA indicated thet if a person under the Act leaves a geographical location
without permissionthey are to be returned, this reassured the family as they felt this
was a protective factor for the consumer, meaning the family could decrease their
concern on the person’s whereabouts, therefore the MHA provides a safety net for

families.

And I’'mfearful of (him) going off it, even if (he's) well, because a boy went off it and

the next day he discharged himself from (hospital) and I’ m not sure where he went.

Wl no it’sthe order, if he runs away, cause in the past he used to run away to the

bush and live on the streets and that, so now | know if he ran the police are supposed

to bring him back.
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4.4 Mental Health Act and Resources

4.4.1 Accommodation Issues

Family members experienced difficulties with gaining assessment and admission to
MHS's. With the reduction of in-patient bed numbers and its compounding
difficulties, this invoked fear within family members of the alternative of
imprisonment. Having areturn of long stay institutions or increased availability of
rehabilitation settings was identified by family members as an area which may assist
with care of the mentally ill person The reasons identified was it would provide
protection to the mentally ill who may otherwise be vulnerable due to the illness
deficits, protection from homelessness, imprisonment or even death, hence it was felt
the MHA failed to view people holistically. It was felt resources are missing which
could improve the overall quality of life for both the family and the person with the

menta illness.

The return of long term hospitalisation was thought to be potentially beneficia for
consumers particularly who had a dual diagnosis. It was recognised by family
members to be difficult to live with a person with adual diagnosis; so they are more
likely to end up homeless. This led to family members feeling excessive guilt over

not being able to help.

| think the alternatives are being dead or long termjail sentence and in fact | don’t
think that jail isthe right place for the mental health service to stuff its overflow
which is what happens. | think the whole attitude; | think there’s been a crazy
attitude in this service where they think people shouldn’t be protected from

themselves.
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| believe if there was an institution that he would be alright, he'd be physically

occupied, give him some quality of life, something useful.

Discharge plans are that he’s on the streets! On the streets!

4.4.2 Police

Overall it was agreed that the police service was very responsive to family member’s
phore calls in assisting with placement under the MHA, but family members
perceived apathy in police attitudes. It was recognised the police were at times
reluctant to take a consumer to hospital due to the overwhelming experience of

consumers not being admitted.

They are in a situation because they won't cart someone off to hospital when you
would like them to because they said, ‘they’ll beat me home’. They’ ve doneit so
often, they’ ve taken someone up to (hospital) because they' re threatening to kill
someone or themselves, (and) they come over here and they (clinicians) say to them,
‘do you feel like killing yourself now?" and they say ‘no’ and they say ‘well off you
go’ and the police say that they beat them home and that’s why its hard to get police

to takethemin at all.

...one time they took himinto the Salvation Army because they thought well, what’s

the use of taking them into hospital?
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4.4.3 Case Management

Family members expected when the MHA was in place, they would have areliable
and efficient clinician to monitor the mentally ill person utilise the family, engage
the consumer within the community and provide some form of therapeutic
intervention however for this to occur was rare. Family members were disappointed

access to case management was not improved from the use of the MHA as expected.

Family member 1: Well no, they don’t come. Well actually the case managers are
another pain in the neck...they never ever ring back.

Family member 2: No, they (case managers) never turn up

Family members felt case managers did not perform their role as expected as they

did not intervene when deterioration occurred, rarely changed any treatment and
hence it was not until the consumer was in an acute crisis did intervention occur.
This was not helpful for the family as they were expected to remain carers and cope
with the deterioration. Therefore negativity towards case managers occurred from the
family as they felt they were not heard or listened to. Family members felt case
managers did not notice deterioration when family members did. The experience
from the focus groups was it was more likely for a case manager to be more

unconstructive in their role than constructive.

They (case managers) do that, pass the buck and leave it till the weekend and

someone else can come and deal with it.



See, they don't care, it doesn’t affect them. They’ re not the ones with all the trauma
and the emotional upset, they're not the ones that has to spend weeks and monthsin

the wards here, they don’'t seemto care.

Anyhow, she came to give (consumer) the injection and she was sitting there talking
to (consumer) and (this consumer) was, you know, delusional, argumentative, she
was singing out in a way she doesn’t do when she’ s well. Anyhow the case manager

gets up and toddles off. | couldn’t believe it.

Some family members were surprised by mention of case managers coming to the
house of the mentally ill person indicating this was not always routine practice. It
was evident different case management teams had different sets of practice with most
satisfaction coming from mobile case management teams which had increased client
contact. Case management styles which were more comforting to family members
came to the accommodation of the consumer and were reliable as they felt they did
not have to watch and monitor the consumer as closely themselves, but knew help

was nearby.

Family member 1: | must say in defence for the case workers...l can't really fault
them. They’ ve said on practically all occasions they’ ve said, they will come at such-
a-such atime, (and) they’ ve come.

Family member 2: Gee, where did you get your caseworker, | haven't set eyes on one
yet

Family member 1: that’swith (mobile team)....they do come to the home and

everything.
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4.5 Emotional Responsiveness by the Family

45.1 Family Emotional Health Impact

Clearly, al family members within the study were heavily impacted by the
experience of not only having a person with a mental illness within their family, but
from the impact the consumers lack of insight and non-compliance had upon the
family leading to the necessity for using the MHA. The difficulties with accessing
the MHA initially and attempting to use the MHA to prevent deterioration created
emotional trauma for family members. This was due to difficulty in gaining early
intervention until crisis point was reached, as mentioned previoudly. This left family
members with profound and intense emotional burden which family members found
very difficult to cope with. It was recognised that having a person with a mental
illness within the family consumed, and was capable of taking over control, of the

life of family members.

What he needsis help and my brother-in-law was so concerned about our health he

wanted to know what he could do.

| think any carer will speak up because we're all fed up.

| told her | burst out crying and carrying on because | have all the trauma of
watching her not taking her medication, which she didn’t do once she knows she
doesn’t have to, (and) bit by bit she goes down and you’ ve got to put up, she difficult

to live with..

| find | get very tired, very emotionally drained.
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Well | was crying, | was shaking because | realised the situation | was in because she
was a very difficult person to get along with. We live together so that | can care for
her, | don’t have any family support there' s only the two of us, | have no relatives
around here and as I’ ve been her carer for 40 years...| don’t have a great list of

friends.

The difficulties faced often led to socia isolation, but those family members who
retained some form of employment found this helpful as a method of gaining time
away, diverting attention el sewhere and hence switching off emotionally. Family
members also felt they did not have the skills or training to adequately help the

person despite feeling relied upon by the MHS.

..but | kept working, | don’t work full time but | work four days per week and | kept

that going because | found that | could switch off and that was the only thing that

was keeping my sanity.

And | said, well I’'m not coping; I’mway out of my depth.

Family members felt they should have received greater support directly for the
consumer and indirectly for the family when the MHA was in place; however this
did not occurred in reality. Consequently, this resulted in family members spending
additional time with the mentally ill person and, thereby neglecting other family
members resulting in family disruption and even contributing to further mental

illness devel oping within the family.
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Oh yes, taking a lot of my time and even today it splits us at Christmas. | always put
(her) first because she hasn't got the quality of life her brother or her sister has and
asa mother, or a parent, | know | try to make up for it. Her brothers happily
married and got a lovely family. Her sister’ s happily married and got a lovely family

but I know (she) will never have that and you try and make up for that.

...the meat in the middle of the sandwich because you love both and you want them
to be little happy chappies and yes, you never ever get over it and it can split a

family.

Mother: absolutely because our daughters anorexic as well

Father: ...because he took up so much of our time.

The MHA implied that a person had difficulty accepting that they had a mental
illness and had problemswith complying with their prescribed medication, in this
sense the family with a person under the MHA is required to cope with these added
difficulties. Having a person under the care of the family who wasiill to this degree
took up much of their time and consumed the life of the family, particularly the
mother. One mother mentioned how it gave her life a sense of purpose, without this
in her life she felt there was nothing else to live for, hence this gave a sense of the
impact the illness had upon the emotiona health of mothers who were primarily the

carers.
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I know this sounds really extreme but | always said that if one of us goes, we all go
together and | still mean that sincerely cause we' ve been through so much together,

you know what I’m saying.

4.5.2 Guilt and Grief of Family Members

Whilst attempting to access the MHA for relations, family members found it
emotionally challenging to involve the police in this process and often delayed
contacting them for help. Involving the police resulted in family members being
blamed by the mentally ill family member and so guilt emerged from the family.
Therefore the MHA and initiating it with the use of the police often leads to family

relationship disruption when the mentally ill person has recollection of the event.

It came to the stage that if he didn’t come with us we would have to get the police
and (consumer) is nearly 24 (years old) now and he hasn’t been unwell. But when
he's unwell he'll bring that day up, ‘how could my mother and father threaten me

like that, you are my mother and father, your supposed to love me'.

Family members aso feel the blame and experience the guilt when not involving the

police but by initiating the MHA order in some way.

My son hatesit too and he's hated me at times for putting him under it.

I know with (consumer), like she wouldn’t speak to me for over a week. | never came
to see her last week because you know, (she said) ‘you put mein here, it's all your

fault’.
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4.5.3 Aggression and Violence

Some family members recognised that they were exposed to destructive behaviours
in their own home, due to caring for the mentally ill person, and were expected to
cope with this. It was particularly a concern after aMHA assessment occurred but no
admission followed as this heightened the potential for violence and placed family

members at increased risk.

So after two more years of hell we eventually got another JEO and the same thing
happened, and yet as soon as they (Mental Health Clinicians) were gone the same
thing happened, he was back threatening to kill us and he did actually physically hit

me on a few occasions and tried to hit his father as well.

As hard as it was for family members it was safer for some families to not live with
the consumer. It was felt despite the MHA being in place, the MHA failed to provide
adequate community care for the mentally ill person. When the family could no
longer manage the impact the mental illness had upon their lives, the consumer fell
through the gaps with no other community support able to assist them, thus resulting

in homel essness.

We had this situation where our son doesn’t actually know where we live, | mean he
has our telephone number but we had to do that for security reasons...It'sa
combination of physical danger and damage to property, so they solved that problem

by just putting him on the streets.
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45.4 Family Knowledge of the Mental Health Act

Despite all family members within this project having recent involvement with the
MHA iswas clear that their knowledge was varied and inadequate. Family members
recognised unfamiliarity with how to access the Act, or what provisions the MHA

could provide if required.
Mother 1: so they’ ve taken him against his will to the hospital ?
Mother 2: yes

Mother 3: they can do that under the MHA?

What does the ITO say in terms of readmission to hospital? Do they have to be

violent?

Everywhere there should be a web site up there which is maintained daily by the

mental health service, listing all the support services and contacts.
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4.6 SUMMARY OF RESULTS

4.6.1 Mental Health Act/ Mental Health Service

Access

The introduction of the Queensland MHA 2000 did not reduce the barriers in gaining
involuntary assessment or treatment. Under the current structure of the MHS it is
hard for family members to gain assistance for the person with the mental illness.
Family members were even placed at risk within their own homes from the
difficulties in accessing the MHS under the MHA. Ultimately the delays in accessing

the MHA led to the occurrence of family dysfunction.

Masking of symptoms by people with a mental illness was one of the barriers
encountered in gaining access and often overlooked by clinicians, preventing access
until crisis point and negating early intervention from being achieved. Changes to
consumer’ s personalities were often overlooked as a warning sign of deterioration in
mental state and accordingly this meant gaining early intervention under the MHA
was limited. Family members felt ignored by the MHS despite their persistence.
Family members found it difficult to remember how to access the MHA and felt it to
be unreasonable to expect family members to recall the correct procedures. They felt
no action was taken by the MHS when the incorrect procedure to gain access under
the MHA was used by family members. This ultimately placed a greater degree of

stress and burden upon the family.

Due to the difficulties in accessing the use of the MHA, family members feared it

being removed from the person with the mental illness and were upset and angry
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from not being involved in the decision making process as this decision impacted
greatly upon the burden experienced by the family. As aresult of the access
difficulties, family members felt they were not being listened to, family members
therefore resorted to seek alternatives to obtaining assistance such as the use of
threats or using deceit. Family members continually persevered with their hope of
gaining improvements to the person with the illness. When an assessment occurred,
but resulted in no hospital admission, this often led to an increased risk to the family
due to increasing the distress to the mentally ill person and the family’srisk is
increased especially when confronted with symptoms resulting in aggression and
violence. Family members found alack of service responsibility particularly when

aggression and violence existed and was present in the mentally ill person.

4.6.2 Mental Health Act Difficulties

The family identified people with a mental illness equated the MHA with the
requirement to comply with medication and when removed, without discussion with
the family, non-compliance often resulted. Family members felt they had no rights as
they were not involved in any decisions made about the persons care despite the
impact it had upon the family. It was considered that clinicians hid behind excuses
such as patient rights and confidentiality issues to exclude the family. The MHA had
little influence or benefit for assisting with readmission for hospital treatment as the
person with the mental illness still had to wait until they reached crisis point before
any intervention occurred. Little intervention was obtainable whilst the consumer
was deteriorating as early intervention was not achievable. Family members felt the

MHA had few disadvantages to the person with the illness but it reduced the person’s
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autonomy which led to feelings of guilt by the family due to their inability to assist

with improvements.

Consumers with a dual-diagnosis presented an enormous amount of burden upon the
family as it was felt these people were at increased risk of homelessness and no
holistic care, which included accommaodation, was provided despite being under the
MHA. It was evident to the family members the person with a dual-diagnosis
received inadequate care and obtained less attention and treatment than consumers
with a single mgjor menta illness. Family members of a person with a dual-diagnosis
lived with the concern of the person being incarcerated within the prison system

which stemmed from being homeless.

Despite the MHA aiming to improve family involvement families were not aways
aware of the consumers Treatment Plan under the MHA and hence they felt
considered not important or valued in the persons care. The introduction of the Allied
Person under the MHA was not welcomed by family members as it led to friction

within family relationships.

It was also evident some consumers experienced a diagnosis change from having a
major mental illness for a lengthy period of time to a new diagnosis of Personality
Disorder. Family members observed a change in the treatment received as a result of
this which had a negative impact on the behaviour and attitude of the person with the

mental illness.



4.6.3 Mental Health Act Benefits

Hospitalisation, as a result of having the MHA in place, was beneficial to family
members as it allowed for respite for both the family and also homeless consumers. It
also ensured compliance which provided relief to the family asit enabled emotiona
stability to occur and also assisted in improving communication between all
members of the family. Although readmission from community to hospital proved
difficult, readmission from rehabilitation areas to acute hospital areas was quick and

efficient in reducing deterioration in the mental state of the mentally ill person.

Having the MHA in place, during hospitalisation of the person, meant family
members were able to have some ability to influence decision making of clinicians.
The MHA protected the mentally ill person in medical areas of health care as it
flagged to clinicians some behaviours may be due to the mental illness. Without the
MHA in place this led to improper care within medical areas from failure to
recognise the mental illness. The MHA also identified to the police the person was
mentally ill and hence reduced the risk of penalty within the criminal justice system.
The MHA reassured the family as it provided another protective factor to the
individual by limiting these vulnerabilities identified but also as it reassured the
family that another protective body was in place as the MHS also indicated a duty of
care for the person. Thus this reduced family members from feeling they had

complete responsibility for the welfare of the mentally ill person.

The MHA ensured follow-up and those consumers who received this and felt
supported had a sense of empowerment according to the family. This reduced the

person’ s sense of dependence on the family and as a result improved relationships.
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The MHA a so reassured the family as if the person left the geographical location of
the MHA order without approval, according to the beliefs of the family, that person

would be brought back to the original location, thereby providing a safety net.

4.6.4 Mental Health Act and Resources

Family members saw the need for increased supported accommodation for the
mentally ill person and even areturn of some long-stay institutions to alow for the
protection to the chronically mentally ill and the vulnerable. It was thought the MHA
itself did not provide the adequate protection required, including accommodation to

some of the mentally ill.

Response from police was perceived to be efficient but family members were aware
of apathy and frustration. This was thought to be due to the efforts of the policein
taking a person up to hospital for an assessment which often resulted in the person
not being admitted. This was identified to lead to reluctance in the police performing

their duties of assisting the mentaly ill.

Family members were disappointed the MHA did not improve access to adequate
case management or follow-up by clinicians. It was felt that case managers did not
adequately perform their role or intervene where appropriate to prevent deterioration
in mental dtate. It was felt that case managers did not listen to the family members
concerns or involve the family in the care of the mentaly ill person. The majority of
family members felt they could not rely on case manager for assistance when

required.
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4.6.5 Emotional Responsiveness by the Family

Family members encounter a great degree of emotional burden and difficulties both
prior to and after having the MHA in place, from its initiation through to its use.
Family members felt unsupported in their role as carers and had difficulty coping and
managing the effects the illness had upon family members, leading to some family
members developing mental health concerns of their own. Those family members
who maintained some form of employment expressed less distress as this provided
an opportunity, to divert attention away from the impact of the illness. The process of
resorting to the use of the police to assist with accessing the MHA was avoided,
which delayed the family from involving them until no other options existed.

Involving the police often led to feelings of guilt within family members.

Many family members were expected to manage aggression and violence within their
homes with little support or education on how to cope with this. Family members had
little knowledge on the MHA and its provisions, indicating the lack of or the poor

quality of education given to family membersin this area.
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CHAPTER FIVE

5.0 DISCUSSION OF RESULTS

5.1 Mental Health Act/ Mental Health Service Access

Family members obviously experienced delays in gaining access to the MHS under
the MHA and found early intervention was an extremely difficult principle to
achieve. Family members therefore experienced a great deal of difficulty in keeping
consumers well. There is some sensethat family members felt the notion of Out of
Hospital Out of Mind, as recognised by arecent Australian report (Groom, Hickie et
al. 2003). It can be speculated access difficulties exist for a number of reasons, all of
which impact upon the difficulties encountered by family members. Recent studies
have indicated in the past ten years, in some areas, there has been an increase in
mental health presentations to the emergency department of a hospital with ten times
as many presentations identified in South Australia (Kalucy, Thomas et a. 2004).
This occurred with a stable number of presentations in other areas. The reasons for
this occurrence is not clear, but one explanation may be that family members are
experiencing an enormous amount of burden that may be a result of
deinstitutionalisation or even from an increase of mental health concerns in society.
Degspite this, funding towards mental health within Australia has not improved over
the last ten years, as added funds given towards improvements in menta health has

remained comparable with inflation (McGorry 2005).

The question arises however; would the experience be different for family members
of avoluntary patient? As this study did not compare a group of family members

from voluntary consumersit is difficult to determine. But, it is believed the
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difficulties which arise from lack of insight and non-compliance with their treatment
would lead the involuntary group of family members to have a heightened sense of
responsibility and hence an increased stress response. Despite recent reports
indicating the access difficulties occurring within the MHS’s of Austraia
(Henderson, Andrews et al. 2000; Groom, Hickie et al. 2003), the introduction of the
QLD MHA 2000 has not aleviated this problem. Primarily, as access appears to not
be related to the consumer obtaining appropriate assessment, but because of the
insufficiencies of the MHS in being able to intervene early or provide appropriate
holistic care. Possibly this may be due to the continuance of poor funding to MHS,
reduction of inpatient bed numbers and over-stretched and over burdened clinicians
working in this area. It appears feasible due to this that supporting family membersto
feel involved and providing them with education and support may actually assist the

MHS in some way to overcome some of the difficulties faced.

Further reviews to the MHA may prove beneficial. Within the United Kingdom the
review of the MHA is considering alterations which may include allowing for
compulsory administration of medication to occur within the community (Johnson,
Zinkler et a. 2001). Currently thisis not allowed under the QLD MHA 2000 as
medication can only be enforced at an authorised mental health service (Queensland
Health 2000). However by incorporating this, it may assist within QLD in order for
early intervention to be achieved, by reducing the need of having to wait until crisis

point is reached or for an available inpatient bed.

Masking of symptoms by consumers led to difficulties for family members as it

prevented them from accessing early intervention despite this being a current
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ambition within MHS, as outlined through the third National Mental Health Plan
2003-2008 (Australian Health Ministers 2003). Masking of symptoms was not
recognised as aways being a conscious process by people with a mental illnessby
participants in this study but one that occurred as aresult of altered circumstances
and altered environments which occured during assessment. This resulted from an
unfamiliar person entering the personal space of the mentally ill person thereby
causing them to feel uncomfortable and to withhold all symptoms, thus masking
them. Therefore family members have an added burden of having to care and protect
the person when they are in the deterioration stage, but are unable to gain
intervention from MHS until crisis point is reached, when they are no longer able to
mask or temporarily control their symptoms. Family members see the mentally ill
person within their natural environment, at home where they are comfortable.
Consumers were often moved from their comfortable environment for assessment,
for example, emergency departments, and hence due to consumers being
uncomfortable or anxious, some symptoms are hidden or may be incorrectly assessed

as being due to the anxiety and stress of the assessment.

A literature search of masking of symptoms could not locate any reference relating to
this. However this may be similar to ‘guarding’ which is alay term used within the
area of mental health to mean being cautious or reluctance to give out information
(The Macquarie Dictionary 1988). This nature of mental illness appears to have been
overlooked when conducting assessment so the view of family members has crested
valuable and new insights into the nature of mental illness, in both access and
treatment difficulties encountered. Despite possible intervention preventing a relapse

due to family member’ s detection, the masking of symptoms adds to the difficulties
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in this occurring and early intervention becomes unobtainable. Utilising the family’s
concern of this occurrence is a factor which may require consideration by clinicians
when making an assessment and decisions about treatment, to prevent masking from

limiting early intervention.

A review of the literature of early warning signs for mental illness, by Berno van
Meijel and colleagues (2004), establishes there is awidely accepted understanding
that personality changes are an early warning sign of mental illness. However family
members are struggling to access assistance under the MHA for personality changes.
Thisislikely to be due to the MHA being unable to be placed into action until all the
strict criteria are met, such asrisk to self or others or risk of further mental and/or
physical deterioration (Queensland Government 2000). Despite personality changes
being considered an indication of risk of further deteriorationthis clearly is not
considered sufficient. This does not assist the family to gain assistance early or
prevent further deterioration, particularly when the person is not willing to accept the
need for intervention. Family members are frustrated by the lack of understanding
and warmth received by clinicians who readily dispel concerns expressed by the
family. Difficulties exist when the family notice changes from usual personality
however clinicians seem quick to try and down-play family members concerns.
Reasons for this may be due to the inability of clinicians to react and implement
changes due to the current state of the mental health system which has been referred
to as being in a current state of crisis, such as poor access to services, reduced
inpatient bed numbers and inadequate resources (Edwards 2005; Hickie, Groom et
al. 2005). Recently a national inquiry has occurred due to this crisis (Mental Health

Council of Australia 2005).
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Why do family members have such a sense of fear that the MHA will be removed
from the consumer? From this study the fear indicates the difficulties family
members encounter when trying to re-enact the MHA order and the initial problems
with finding the correct information to assist them This is associated withthe
increased risk of the consumer becoming non-compliance with treatment once the
MHA isrevoked. It is unreasonable and unredlistic for family members to know and
remember the MHA and its provisions as they do not use it everyday; however they
do not feel they can rely onreceiving help and assistance when required. Continuing
to not involve the family members in this process will only continue to aienate the
family rather than alleviating the problems and will lead to family members
continuing to fear the removal of the MHA, due to the difficulties encountered with

implementing and re-engaging with the MHS.

With increasing distress placed upon the family, by repeated attempts to gain access
to the MHS through the MHA, it became evident family members persisted and hope
was not lost. Family members resorted to finding other options to assist their family
member and this may involve deceit in order to maintain hope. Although the practice
of deceit only occurred within one family, many families had made contact and
utilised aternative therapies in order to assist their family member. When families
feel they have limited options they may result to drastic measures to try and help the
person. By putting herbal medications into the mentally ill person’s orange juice and
not informing them, this ran the risk of losing trust within the family and creating

relationship breakdown.
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5.2 Mental Health Act Difficulties

The benefit of the Mental Health Act for maintaining compliance with prescribed
medications has been a dubious one. Asidentified through the literature review for
this study, the benefits are primarily only associated with depot injection
medications, as they are given only by clinicians. However the family membersin
this study found the MHA reinforced to consumers the necessity to take the
medication, possibly due to being aware of the consequence of not taking medication
such as revocation of the community MHA order to inpatient hospital status,
meaning the person must return to the hospital for treatment. A review of the
literature on compliance issues by Lowry (1998, p. 282) states “the notion of
coercive tactics to enforce compliance and the possibility that this coercion is
reinforced by the authority figure of health professionalsis areality that needs to be
addressed”. Thus the MHA in itself may be viewed from the authoritative view and
hence when the Act is removed, so is the threat of coercion to the consumer.
However in order to clarify this, further analysis needs to be conducted from a
consumer perspective. This may help to explain why family members fear the

revocation of the Act as coercion to consumers is removed.

What benefits does the MHA really have whenthe client is in the community within
the current state of crisis of the MHS? Readmission still proves difficult for family
members to activate however it was recognised this was not as troublesome as when
not under the MHA at all. Thisthus contributesto the fear the family members
experience from the removal of the MHA and the associated emotional burden

attached with this.
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A consumer with a dual-diagnosis was identified as being neglected by the MHS as
family members are left to manage with compounded responsibilities. The MHA was
considered to fail consumers and family members by not allowing for the provision
of holistic care for consumers which includes accommodation. Dual-diagnosis (those
with mgor mental illness and co-existing drug or alcohol disorder) consumers have
been recognised as being time-consuming. It is a difficult area which is poorly
understood and poorly managed by mental health professionalsin Australia, and
requires increased use of services and facilities (Kavanagh, Greenaway et al. 2000;

Welch and Mooney 2001; Dean and Soar 2005).

Research in Australia by Kavanagh and colleagues (2000) has already shown a need
within Australia to improve the holistic care for consumers with a dual diagnosis. For
family members within the non- metropolitan area of this study, insufficient services
and facilities remained apparent with inadequate assistance offered to families of
dual diagnosis consumers. Despite the MHA being in place, people with a dual
diagnosis illness continue to receive poor care and this, as identified by family
members, does nothing to alleviate the burden of care they experience but heightens
their level of frustration and emotional pain. Difficult clients have been identified to
receive less care and support from clinicians (Carveth 1995). Thisis consistent with
the labelling of the dual diagnosis consumers as difficult within this study, as family
members recognised people with this diagnosis or a diagnosis of personality disorder

were labelled as difficult and did not receive adequate care for their illness.

Not surprising, family members within this study indicated a concern after evidence

that diagnoses were being changed from a major mental illness to a personality
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disorder. This led to family members feeling somewhat responsible for the
development of theillness. A change in the care and treatment the consumer received
by clinicians resulted from this change in diagnoses, and by reducing the care
received from MHS this increased the burden of care experienced by family
members. The questions arise as to why thisis occurring. Isit because it removes
responsibility from mental health professionals? As instead of a major mental illness,
the person has an Axis Il illness which indicates the person does not have a clinical
disorder? What place does the MHA play in this? From the perspective of the family,
the MHA does not play a mgjor role in actually supporting the consumer or the
family, as the diagnosis the consumer had influenced the nature of the treatment
received. It continues to be debated as to whether personality disorders can be treated
(Paris 2002; Svrakic, Draganic et a. 2002) and so by having this diagnosis it may

assist in removing responsibility from MHS's under the MHA.

It has also been found that a diagnosis of Borderline Personality Disorder influences
care delivered, as clinicians may feel the consumer isin control of negative
behaviours, and therefore staff experience more pessimism and less sympathy
towards the consumer (Markham and Trower 2003). This reflects what family
members in this QLD study experienced. They aso observed this change in care
received can contribute to the development of increasing destructive behaviours in
consumers. It is not surprising that consumers react this way, as this is known as the
impact of countertransference. Countertransference occurs when clinicians feel guilty
about having strong emotional reactions to consumer actions, which are common

with behaviours associated with personality disorders, clinicians react by either
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rejecting the person with the mental illness or they become over-involved (Rayner,

Allen et a. 2005).

Unfortunately, the Allied Person role established under the QLD MHA 2000 had
very little benefit to the family. They found the role impossible to performas it
mearnt the family was unable to give their own opinion, but instead were required to
give the opinion of the mentally ill person who may be unwell at the time. This led
to family conflict arising due to family members refusing to take part in the role,
hence family dynamics were altered negatively resulting in dependability or trust
issues developing. Family members felt this role has done nothing to improve the
involvement of the family in the care of the mentally ill person or to recognise and
incorporate family opinion. In South Australia the Guardianship Board has been
employed under the MHA to ensure the welfare of mentally ill persons who were
incapable of managing their own health or affairs (Adams and Hafner 1991). This
was found to be of benefit as it assisted in reducing hostility between mentally ill
consumers and their family. Removing the emotional attachment between the family
members and the ill person in conducting such arole and using an independent body
such as the Guardianship Board, may assist to preserve family relationships from

dysfunction.

5.3 Mental Health Act Benefits

To the family, the MHA enabled support through providing respite when
hospitalisation occurred, this enabled family relationships to be maintained and
protected. Respite not only allowed for preservation of family members emotional

health, but it allowed for whole family dynamics to be improved and restored. The
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break encountered through the temporary separation therefore allows time for
communications within the family to be improved and prevents the episode of the
acute stages of a mental illness from burning out family member’ s resources and
strengths. Hospitalisation was identified as being difficult to achieve, due to access
difficulties and the inability to obtain early intervention, however this may more
likely result from failures of MHS resources rather than in relation to the MHA itself.
Additionally hospitalisation for consumers under the MHA was recognised by family
members to provide the mentally ill person with respite from poor living conditions,
such as homelessness, and for homeless consumers it appears that the MHA provides
very little support outside of the hospital setting. Despite early intervention and
increased family involvement being an aim of the QLD MHA 2000, this certainly

has not been achieved.

It was important the family had the MHA enacted as it removed a sense of fear from
complete responsibility from them. This brings up the notion that family members
were concerned that something negative may happen to the person with the mental
illness, thus the MHA assisted in providing protection. As the MHA isan Act of
Parliament this showed to the family that responsibility was implied and duty of care
existed from mental health clinicians to ensure that safety was maintained. Having
the MHA in place may assist families with the knowledge that they will not be
completely responsible if the consumer comes to harm as mental health clinicians
were also responsible. Hence it may reduce the impact of any guilt experienced by
family members if harm comes to that person, knowing that they were not the only
ones who had a duty of care and yet harm was unable to be prevented. Therefore it

assists in terms of the preservation of the family member’s emotional health.
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5.4 Mental Health Act and Resources

Holistic provisions, including adequate accommodation, was recognised by family
members to be absent from the care clients received, this led to difficulties with
maintaining the person with the mental illness under the MHA. So what has really
changed since the Burdekin Report recommended in 1993 “one of the biggest
obstacles in the lives of people with a mentally illness is the absence of adequate,
affordable and secure accommodation” (Burdekin 1993, p. 337)? According to
Maslow’ s Hierarchy of Needs (1970), shelter is considered part of the most basic
biological and physiological needs required, without this an individual is hindered in
the development towards self-actualization (Maslow 1970). Therefore without basic
accommodation for people with a mental illness their road to recovery may be long
and difficult. Hildegard Peplau, an early American theorist, recognised all people
have basic needs which need to be met and she includes shelter as one of these.
Peplau indicates when these needs are not met, then growth will be inhibited and
frustration occurs, which leads to regression developing in individuals (Pearson and
Vaughan 1990). Hence lack of accommodation may lead to increased chronicity of

mental health consumers.

Interest within Australia currently has a focus on accommodation for the mentally ill
person as it is recognised that a large proportion of homeless people are mentally ill,
with figures indicating over half of homeless people, up to 75%, maybe mentaly ill
(Herrman 1990; Hodder, Teesson et al. 1998). Consequently mentally ill people who
are homeless may continue to prove difficult to treat until the problem of
homelessness is addressed within Australia. Considering this, until the issues of

homel essness have been addressed, the MHA may have little hope in attending to the
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needs of the mentally ill within the community. This leaves the strain on the family
to continue having the person with the mental illness living in their home which may
lead to relationship disturbances and emotional burden, decreasing the quality of life
of the family members. At times family members have no other option but to not
allow the mentally ill person to reside with them, this leads to excessive guilt and

feelings of failure mounting on the family members.

Family member’ s positive perception of the actions of the police has been
encouraging as previous studies have not always shed the police in such a positive
light. Previoudly, a study indicated police did not feel supported in their role with
mental health consumers (Fry, O'Riordan et al. 2002). This may help to explain, why
family members perceive apathy from police due to their realisation that doing their
job and taking a person to hospital for an assessment against their will, does not
always turn out as expected. This, and without feedback given to the police, may

assist in explaining the apathy and hesitation perceived about police officers.

Case management of a consumer under the MHA did little to assist the family
members within this study. The use of the MHA did not always improve reliability in
obtaining assistance from mental health case managers. Family members felt case
managers did not perform their role in assisting with early intervention or relapse
prevention. It may be suggested that this was related to insufficient inpatient bed
numbers being available for clinicians to utilise and inadequate levels of clinicians,
thus preventing case managers from completing their role adequately. The role of the
case managers is a concern which may require further research to determine how

case managers see their role altering when the MHA is enacted on a person with a
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mental illness. Although this study indicates family members had increased
satisfaction when mobile case management teams were in place and consumers were

seen within their own environment.

5.5 Emotional Responsiveness by the Family

The MHA had little impact on the amount of support family members of a person
with a mental illness received. It is conceivable to suggest family members of a
person under the MHA actually require increased support, due to the indications the
MHA implies, of increased acuity and management complexity. The degree to which
mental illness impacted upon the family members within the study was extensive as
all family members experienced difficulty coping themselves and as a family unit,
with the mental illness impacting on family dynamics and relationships. It was
evident family members spent a great deal of time aiming to preserve the integrity of
the person with the mental illness and to give that person a better quality of life, often
at the expense of other family members. Family members became consumed in their
role of helping and this impacted on emotional health of family members to the point
where one family member felt she had no purpose in her life without her son, as they
had been through quite an ordeal together, as had many other family members within
this study. What has become a paramount concern is that family members felt they
received inadequate support through the MHS and the use of the MHA promotes
little aid as assistance was only received after crisis point was reached. This
perceived lack of support further distances other subsequent encounters between

family members and clinicians.
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Accessing the assistance of the police for families to initiate the MHA was only
utilised as alast resort by family members, as this was felt to lead to blame and
added family dysfunction. If support and family meetings were conducted by health
professionals this may assist in restoring some of the family interactions. Thus if the
mentally ill person and the family could reflect of what occurred and why, this may
assist in regaining trust instead of blame, and prevent the emergence of guilt

experienced by the family.

Violence and potential risk to the family from the mentally ill individual was
expressed by a majority of participants within this study. Family members
recognised when potential for violence was evident, and an assessment under the
MHA did not lead to an admission, this was likely to increase risk and harm or
violence being directed towards family members. They also mentioned that they
rarely consulted in the decision making process regarding admission It must be
remembered, as mentioned by family members, they are not out to do harm to their
relatives but they perceive clinicians to believe this and hence why the family may be
rarely involved. Considering the delays family members made in accessing the MHS
and then the additional delays before intervention after crisis point was reached, that
there is possibly a larger risk towards the family under the current mental health
system, than there has ever been before. The reasons for this as mentioned already
include, poor funding, accommodation issues, overburdened staff, reduction of
inpatient beds, and poor community support for consumers and their family. Until
the culture of the MHS changes to recognise the importance of family involvement in

care, then clinicians will not change their practice to be positive and motivated, to

81



actively engage the family and therefore families may continue to be at risk within

their homes.

It is important to note family members constantly referred to themselves as carers
throughout this study. A carer by definition is considered different to a family
member. A family is a group of people living together with a common goal to

provide food, shelter and rearing of children (Wilson 2001) this indicates union,
support and interaction with partnership. However a carer indicates reduced
partnership and a one-sided relationship as they provide unpaid support and
assistance to a person who requires it (Department of Health and Ageing 2002). Thus
being a family member of a person with a mental illness under the MHA may mean
the mentally ill person has a decreased ability to be an active participant in
supporting other family members or are unable to assist to make the family function
by participating and taking responsibilities. This suggests having a person within the
family with a mental illness under the MHA means unequal contribution to
relationships with other family members contributing far greater amounts. This
would be to compensate for the ill persons lack of involvement which consequently

increases the burden upon other family members.

The majority of family members who participated within this study were female.
Thisis not surprising considering that previous research indicates that when a person
is sick within the family unit; most of the care giving is provided by females. It has
been recognised in Australia and overseas that between approximately three-quarters
of caring undertaken within homes is done by the female sex (Schofield, Bloch et al.

1998; Kuuppelomaki, Sasaki et a. 2004). Consequently this may be the reason most
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people willing to participant were of female gender as they experienced most of the
emotional responsibility within the family unit. Other reasons exist which may
explain why participants were primarily female such as the differences in coping
strategies employed by different genders with it possible that females welcomed the
opportunity to discuss their concerns with other carers. Overall in this study all
participants felt satisfaction from discussing concerns and hearing other participant’s
thoughts and opinions from having a similar experience of having a personwith a
mental illness within their family. It may be easy to believe females experience a
higher degree of burden; however it is more likely that the degree of burden

experienced is the same but just expressed differently according to the gender roles.
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56 Summary of Discussion

Family members experienced a great degree of distress when caring for a person
within their family who is mentally ill and keeping them well. Early intervention and
access to services was extremely difficult to achieve under the MHA within the
current service structure. Would this be any different for mentally ill people who are
not under the MHA? Presumably they experience the same problems in accessing
services but family members of people under the MHA may be considered to
experience a heightened degree of burden due to characteristics which led to the use
of involuntary treatment. The introduction of the QLD MHA 2000 has not addressed
these issues. Further reviews to the MHA to allow for compulsory treatment within

the community may help in addressing this problem in some way.

Masking symptoms is an unconscious response to being in an uncomfortable
environment, the ability of mentaly ill people to do this impedesthe possibility of
early intervention from being achieved. The inability of clinicians to identify
personality changes as a sign of deterioration in mental state also decreases early
implement ation of interventions. The MHA therefore, often is not of use until after
the person has actually deteriorated or reached crisis point and can no longer conceal

symptoms.

Family members fear removal of the MHA due to the problems and difficultieswith
initiating it and not wanting to re-experience the distress this caused. Also once the
Act was removed, family members continued to have difficultiesto have it
reinstated, which may not be able to be achieved until after the person has

deteriorated. Family members did not give up hope of trying to assist the mentaly ill



person and even resorted to the use of deceit as few other options existed for help,

despite the risk to relationships this may have caused.

The MHA appears to be seen from an authoritative view from mentally ill people as
when the Act is removed, it is then that non-compliance emerged which increased
the pressure on the family to ensure medication was complied with For the family
members to have to monitor compliance may lead to problems within family
relationships. The MHA failed consumers by not providing care which will improve
their mental health. Solely focusing on medication therapy and ignoring the impact
inadequate accommodation has on the consumer’s health and well-being, will
continue to prevent improvements in mental health and instead promote regression

and increased chronicity.

Diagnosis changes occurred from initially having a major mental illness to having a
Personality Disorder. This may assist in removing responsibility from the menta

health service and hence may be a step towards revocation of the MHA.

Difficulties in accessing early intervention and the MHS under the MHA is more
likely to be areflection of the current state of the MHS s in Queendand, with few
inpatient beds, poor funding and inadequate resources. This consequently influenced
the use of the MHA. This prevents early intervention from being achieved with
intervention only obtainable after crisis point being reached and deterioration having

already occurred.
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The MHA did not influence the amount of support family members received despite
the impact the mental illness had upon the whole family. Family members constantly
referred to themselves as carers throughout this study indicating reduced partnerships
and one-sided relationships within families, leading to compensation by other family

membersand thereby increasing family burden.
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CHAPTER SIX

6.0 CONCLUSION

This study was undertakenin a challenging period, where a MHS inquiry into service
provision and practice was occurring, and a relatively new MHA 2000 for
Queendand was brought into practice within the previous 3 years. This has meant for
the purpose of this study it was very difficult to differentiate MHA issues from MHS
problems. However, it became apparent from the views of the family, that the use of
the MHA was influenced greatly by the pressures experienced by the MHS. The
MHA was experienced to be difficult to access by the family. It was not until after
the family made repeated attempts, or until they were noticed, which may be from
the use of athreat, that they were taken serioudy by the MHS. In view of this, the
inherit nature of what the MHA implies for the mentaly ill person under it, such as
refusing treatment and management difficulties, indicates the family with such a
person experience more hardship in trying to obtain assistance for that person. Thus
the MHA, in the current service structure has not met its goals of increasing access to
MHS, or by increasing who can make the referral for initiating use of the MHA.
Despite family members having an increased role in initiating MHA provisions, they
still perceive that they were not being listened to and their concerns were not acted

upon.

Two years to obtain assistance is frightening and early intervention in principle is
desirable, however it was unable to be obtained by participants in this study. Help
was difficult to obtain until the consumer reached crisis point as family members

were under the assumption they could only be admitted when the person was either a
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threat to themselves or another. Therefore family members were required to care for
the person within their own home until such atime was reached. Consequently, this
resulted in the family being unable to cope with the difficult behaviours, and the
person with the mental illness may therefore end up homeless, as other options are
limited. This placed many family members at risk of harm within their own homes
and placed an enormous amount of conflicting pressure and responsibility upon
family members, who tried to take responsibility for their ill family member. Yet the
family also found it difficult to feel safe and secure and keep up with the

requirements of maintaining safety for al within their homes.

Family altercations occurred when a person experienced a mental illness within a
family. Family members referred to themselves as carers frequently throughout the
study indicating the true family social unit of partnership and support is inequitable
in families where the MHA is in place for people with a mental illness. It may be
interesting to ascertain in future research if family members of the mental health
consumers who are not under the MHA, refer to themselves as carers aso. It may be
that the involuntary group, due to the implied characteristics of the person meeting
the criteria of the QLD MHA 2000, of either refusing treatment or lacking capacity
to consent to treatment, that this consumer group places increased demand and leads

to fragmentation of the true family unit.

The mentally ill persoris ability to mask symptoms, the personality changes which
family members perceive clinicians are unable to observe, and difficulties family
members have in remembering how to access and utilise the MHA and MHS when

required, impacts on accessing the MHS under the Act. However if these symptoms
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were recognised by clinicians, the question needs to be asked as to whether clinicians
would be able to act on the symptoms anyway due to the predicament of the mental

health servicein QLD.

For the degree of burden upon the family to be alleviated instead of increased, it may
be necessary to work towards producing a change in the culture of the MHS, which
currently does not involve the family. By involving the family in treatment decisions
they would assist to improve patient outcomes and maintain, or restore family
relationships. The MHS and the MHA may play a greater role in promoting positive
family functioning if promoted by clinicians and if encouraged this could become the
norm. By becoming the norm, clinicians would positively encourage family
involvement and the perception in thinking family members are out to do harm to the
person with the mental illness may decrease. The current culture of the MHS under
the Act appears to serve, to alarge degree, to estrange the family from the consumer

and vice-versa making relationships difficult and time consuming to repair.

The MHA reassures the family by reducing complete responsibility from family
members. The ability to obtain hospitalisation was appreciated by family members
by providing them with respite. However as hospitalisation was difficult to obtain
prior to crisis point, this may indicate why hospitalisation was seen as essential by
family members by reducing the stress and burden the family was required to endure.
If intervention is obtainable in the early stages of deterioration the family may not

always see the necessity for respite by hospitalisation.

89



Throughout this study it became evident family members require additional

education as they had poor understanding of the MHA and at times found it difficult
to remember how to access the MHS through the MHA.. Supporting and educating
the family would assist to empower them. A pocket MHA resource guide designed in
readable and understandable language for the family, for quick and easy reference, is
an option which may assist to address this, together with education given by
cliniciars. The pocket MHA guide may benefit from the inclusion of a section for
relevant contact numbers, information about the MHA order the family member is
on, Allied Person particulars and details regarding the MHRT. Having this also
available for the consumer may aso be important, in language which could be

comprehended by all educational levels.

Family members recognised difficulties in obtaining information but it was
suggested, by a participant, aQLD MHA internet resource site be developed which
holds information about where and how to access help and assistance. This could be
developed locally or within different service zones, or even a state wide QLD

resource site with links to other local zones support and resource sites.

For the MHA to be successful in restoring the functioning of mentally ill consumers,
without addressing the holistic needs of consumers, which includes the
accommodation needs and support, the consumer will have difficulty living and
functioning within society. Hence without adequate accommodation for the mentally
ill thisleads to increased chronicity and dependence which will continue to have an

impact upon society.
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The Allied Person role requires some addressing in order to meet its goals of
involving the family and the culture of the MHS may require some ateration to
actively support involvement of the family. Currently the Allied Person role is only
adding to family conflict and segregation as the current culture of the MHS does not
support the involvement of the family. This was perceived by family members who
felt, they where not considered important to the consumer with the mental illness, as
little consultation occurred. Despite the MHA being in use, the family were often
alienated from the person with the mental illness under the current practices of the
MHA. This study has determined that the involuntary treatment of a mental health
service consumer increases the burden of care experienced by family members. By
addressing the culture within MHS of not involving the family in assessment and
treatment decision, this may prove to increase positive family dynamics, improve
consumer outcomes and improve relationships with MHS. Addressing the resources

issues within MHS' s may reduce the pressure upon the family.

91



REFERENCES

Adams, N. H. S. and R. J. Hafner (1991). "Attitudes of Psychiatric Patients and their

Relativesto Involuntary Treatment." Australian and New Zealand Journal of

Psychiatry 25: 231-237.

Australian Health Ministers Advisory Councils (1997). National Standards for
Mental Health Services. Canberra, Commonwealth Department of Health and
Ageing.

Australian Health Ministers (1995). National Mental Health Policy. Canberra,
Commonwealth of Australia: 1-14.

Australian Health Ministers (2003). National Mental Health Plan 2003-2008.
Canberra, Australian Government.

Australian Institute of Criminology (1990). Violence: directions for Australia/

National Committee on Violence. Canberra.

Australian Ingtitute of Health and Welfare (2001). National Health Data Dictionary.

Canberra.

Beanland, C., Z. Schneider, et a. (1999). Nursing Research: Methods, Critical

Appraisal and Utilisation Sydney, Mosby.

Bernheim, K. F. and T. Switalski (1988). "The buffalo family support project:
promoting institutional change to meet families needs." Hospital and

Community Psychiatry 39: 663-665.

Brand, U. (2001). "Menta Health care in Germany: carers perspectives.” Acta

Psychiatrica Scandinavica 104(Suppl. 410): 35-40.

Brophy, L. and F. McDermott (2003). "What’ s driving involuntary treatment in the
community? The social, policy, legal and ethical context." Australasian

Psychiatry 11(Supplement): 84-88.

92



Burdekin, B. (1993). Human rights and mental illness: Report of the National Inquiry
into the Human Rights of People with Mental Iliness, 1 & 2. Canberra,
Australian Government Publishing Service.

Butler, T. and L. Milner (2001). The 2001 New South Wales inmate health survey.
Matraville, NSW, Corrections Health Service: 94.

Carne, J. M. (1992). A study of the effect and outcome of the use of Community
Treatment Orders and Community Counselling Ordersin New South Wales
in 1991. Section |l Dissertation. FANZCP. Sydney.

Carveth, J. A. (1995). "Perceived patient deviance and avoidance by nurses.”

Nursing research44(3): 173-178.

Dawson, J. and S. Romans (2001). "Uses of Community Treatment Ordersin New

Zealand: early findings." Australian and New Zealand Journal of Psychiatry

35(2): 190-195.
Dean, C. and R. Soar (2005). "Caring for clients with dual diagnosisin rural
communities in Australia: the experience of mental health professiona.”

Journal of Psychiatric and Mental Health Nursing 12(3): 268-274.

Department of Health and Ageing (2002). The Carer Experience: An essential guide
for carers of people with dementia, Commonwealth of Australia.
Drateu, L. (2002). "Acute hospital care: the beauty and the beast of psychiatry.”

Psychiatric Bulletin 26: 81-82.

Edwards, G. (2005). "The crisisin mental health: the chariot needs one horseman.”

The Medical Journal of Australia 182(8): 372-373.

Ferriter, M. and N. Huband (2003). "Experiences of parents with a son or daughter

suffering from schizophrenia." Journal of Psychiatric and Mental Health

Nursing 10: 552-560.

93



Fry, A. J., D. P. ORiordan, et al. (2002). "Social control agents or front-line carers
for people with mental health problems:. police and mental health servicesin

Sydney, Australia." Health and Social Care in the Community 10(4): 277-

286.

Groom, G., I. Hickie, et a. (2003). 'Out of Hospital, Out of Mind!" Report Detailing
Mental Health Servicesin Australiain 2002 and Community Priorities for
National Mental Health Policy for 2003-2008. Canberra, Mental Health
Council of Australia

Haan, L. D., B. v. Raaij, et a. (2001). "Preferences for treatment during afirst

psychotic episode.” European Psychiatry 16: 83-89.

Hashemi, A. H. and R. Cochrane (1999). "Expressed Emotion and schizophrenia: A

review of studies across cultures." International Review of Psychiatry

11(May-August): 219-224.
Henderson, S., G. Andrews, et al. (2000). "Australia’s mental health: an overview of
the general population survey." Australian and New Zealand Journal of

Psychiatry 34: 197-205.

Herrman, H. (1990). "A survey of homeless mentally ill people in Melbourne,

Australia." Hospital and Community Psychiatry 41(12): 1291-1292.

Hickie, 1. B., G. L. Groom, &t al. (2005). "Australian mental health reform: time for

real outcomes." The Medical Journal of Australia 182(8): 401-406.

Hodder, T., M. Teesson, et al. (1998). Down and out in Sydney: Prevaence of
mental disorders, disability and health service use among homeless people in
inner Sydney. Sydney, Sydney City Mission.

Holloway, I. and S. Whedler (2002). Qualitative Research in Nursing. Oxford, UK,

Blackwell Publishing Company.

94



Johnson, S., M. Zinkler, et a. (2001). "Mental health service provision in England.”

Acta Psychiatrica Scandinavica 104(Suppl .410): 47-55.

Jubb, M. and E. Shanley (2002). "Family involvement: The key to opening locked

wards and closed minds." International Journal of Mental Health Nursing 11:

47-53.
Jungbauer, J., K. Stelling, et a. (2004). " Schizophrenia: problems of separation in

families." Journal of Advanced Nursing 47(6): 605-613.

Kaucy, R., L. Thomas, et a. (2004). "Managing increased demand for mental health
services in a public hospital emergency department: A trial of 'Hospital-in

the-Home' for mental health consumers." International Journal of Mental

Health Nursing 13: 275-281.

Kavanagh, D. J., L. Greenaway, et al. (2000). "Contrasting views and experiences of
health professionals on the management of comorbid substance misuse and

mental disorders.” Australian and New Zealand Journal of Psychiatry 34(2):

279-289.
Kisdy, S., N. Preston, et al. (2001). "Do Community Treatment Orders work? A

retrospective matched control cohort." Australian and New Zealand Journal

of Psychiatry 35(4): A15.
Kitzinger, J. (1995). "Qualitative Research: Introducing focus groups.” British

Medical Journal 311: 299-302.

Kraya, N. and K. Pillai (2001). "Mentally abnormal homicide in Western Australia.”

Australasian Psychiatry 9(2): 161-166.

Kuuppelomaki, M., A. Sasaki, et al. (2004). "Nursing Older People: Coping

strategies of family carersfor older relativesin Finland.” Journal of Clinical

Nursing 13(6): 697-706.

95



Lawrence, R., J. Copas, et a. (1991). "Community care: Does it reduce the need for
psychiatric beds? A comparison of two different styles of service in three

hospitals." British Journal of Psychiatry 159: 334-340.

Lefley, H. (1989). "Family Burden and Family Stigmain Maor Mental 1lIness.”

American Psychologist 44(3): 556-560.

LoBiondo-Wood, G. and J. Haber (1998). Nursing Research: Methods, Critical

Appraisal, and Utilisation St. Louis, Mosby.

Lowry (1998). "Issues of nortcompliance in mental health." Journal of Advanced

Nursing 28(2): 280-287.
Markham, D. and P. Trower (2003). "The effects of the psychiatric label 'borderline
personality disorder' on nursing staff's perceptions and causal attributions for

challenging behaviours." British Journal of Clinical Psychology 43(Part 3):

243-256.

Martin, C. R. and D. Thompson (2000). Design and Analysisin Clinical Nursing

Research Studies. London, Routledge.

Maslow, A. (1970). Motivation and Personality. New Y ork, Harper and Row.

McGorry, P. (2005). "'Every me and every you': responding to the hidden challenge

of mental illnessin Australia" Australasian Psychiatry 13(1): 3-15.

Meijel, B. v., M. v. d. Gaag, et al. (2004). "Recognition of early warning signsin

patients with schizophrenia: A review of the literature." International Journal

of Mental Health Nursing 13(2): 107-116.

Mental Health Council of Australia (2005). MHCA Senate Inquiry into Mental
Health 2005: Submission to the Senate Select Committee on Mental Headlth.

Mental Health Council of Australia. Canberra, Mental Health Council of

Austraia: 1-43.

96



Mental Health Council of Australia (2005). Not for Service: Experience of Injustice
and Despair in Mental Health Care in Australia. Deakin West, ACT, Mental
Health Council of Austraia

Mental 1lIness Fellowship (2003). Study sheds light on mental iliness. FAO News

Desk, Health/Medical Reporters Mental 11Iness Fellowship, Victoria.

Mental IlIness Fellowship Victoria Glossary and definitions.
http://www.mifellowship.org/Glossary.htm

Morgan, D. L. (1998). Focus Groups as Qualitative Research Newbury Park.

California, Sage.

National Health and Medical Research Council (1999). National Statement on
Ethical Conduct in Research Involving Humans. Aus info. Canberra,
Commonwealth of Australia

Office of the Queensland Parliamentary Council (1997). Mental Health Bill 2000:
Explanatory Notes, Queensland Government: 1-31.

Office of Economic and Statistical Research (2004). Local Government Area Profile:
The Sunhine Coast Region. Queensand Office of Government Statistician.

Ostman, M. and L. Hansson (2000). "The burden of relatives of psychiatric patients.”

Nord Journal Psychiatry 54(1): 31-36.

Ostman, M. and L. Hansson (2001). "The relationship between coping strategies and
family burden among relatives of admitted psychiatric patients.”
Scandinavian Journal of Caring Sciences 15: 159-164.

Paris, J. (2002). "Chronic Suicidality Among Patients With Borderline Personality
Disorder." American Psychiatric Association: Psychiatric Services 58: 738-

742.

97



Pearson, A. and B. Vaughan (1990). A developmental model for nursing. Nursing
models for practice London, Heinemann Nursing: 141-154.

Polgar, S. and S. A. Thomas (1995). Introduction to Research in the Health Sciences.
Melbourne, Churchill Livingstone.

New York: United Nations, December 17, 1991, The United Nations resolution
46/119 on the rights of people with mental illness and the improvement of
mental health care.

Queendand Government (2000). Mental Health Act 2000. Brisbane, Goprint.

Queensland Government (2001). Mental Health Act 2000: Brief Guide to the Act.
Brisbane, Queensland Health 1-33.

Queendand Health (1994). Review of the Mental Health Act 1974: green paper.
Brisbane, Queensand Health.

Queendland Health (1996). Ten year Mental Health Strategy for Queensland,
Queensland Health: 1-40.

Queensland Health (2000). Mental Health Act 2000. Patient rights. Fact sheet No. 7.,
Queensland Government. 2005.

Queensland Health (2002). Mental Health Act 2000: Annual report of the Director of
Mental Health. Brisbane: 1-61.

Rayner, G. C., S. L. Allen, et a. (2005). "Countertransference and self-injury: a

cognitive behavioural cycle." Journal of Advanced Nursing50(1): 12-19.

Rose, L. E., R. K. Mallinson, et a. (2004). "Barriers to Family Care in Psychiatric

Settings." Journal of Nursing Scholarships 36(1): 39-47.

Schofield, H., S. Bloch, et al. (1998). Family Caregivers. Disability, IlIness and

Ageing. Sydney, Allen & Unwin.

98



Shaban, R. Z. (2004). "Mental health and mental illness in paramedic practice: A
warrant for research and inquiry into accounts of paramedic clinical

judgement and decision-making." Journal of Emergency Primary Health Care

2(3-4): 1-8.
Svrakic, D. M., S. Draganic, et al. (2002). "Temperament, character, and personality

disorders: etiologic, diagnostic, treatment issues.” Acta Psychiatrica

Scandinavica 106(3): 189-195.
Swanson, J. W., M. S. Swartz, et al. (2003). "Effects of Involuntary Outpatient
Commitment on Subjective Quality of Life in Persons with Severe Mental

Iliness." Behavioural Sciences and Law 21(4): 473-491.

Swartz, M., J. Swanson, et al. (2003). "Assessment of four stakeholder groups
preferences concerning outpatient commitment for persons with

schizophrenia." American Journal of Psychiatry 160: 1139-1146.

The Macquarie Dictionary (1988). The Macquarie Concise Dictionary. Australia,

The Macquarie Library Pty Ltd.
Tunnell, G., M. Alpert, et al. (1988). "Designing a family psychoeducation program

to meet community needs: the NY U-bellevue project.” International Journal

of Mental Health17: 75-98.

Vaughn, C. E. and J. P. Leff (1976). "The influence of family and social factors on

the course of psychiatric illness.” British Journal of Psychiatry 129: 125-137.

Vaughan, K., N. McConaghy, et al. (2000). "Community Treatment Orders.
relationship to clinical care, medication compliance, behavioura disturbance

and readmission.” Australian and New Zealand Journal of Psychiatry 34:

801-808.

99



Wallace, T., E. Robertson, et a. (1999). "Perceptions of care and services by the

clientsand families: apersonal experience." Journa of Advanced Nursing

29(5): 1144-1153.

Welch, M. and J. Mooney (2001). "Managing services that manage people with a

coexisting mental health and substance use disorder." Australasian Psychiatry
9(4): 345-349.

Wilson, A. (2001). Family. e-library, Routledge.

Xiao, J., N. J. Preston, et a. (2004). "What determines compulsory community
treatment? A logistic regression analysis using linked mental health and

offender databases." Australian and New Zealand Journal of Psychiatry 38:

613-618.

100



