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Editorial
Wendy Smith, Editor

CARERS AND
CARE WORK
Welcome to the summer edition of newparadigm.
This edition focuses on carers of people with mental illness.
Given the ubiquity of mental illness in the community, which
is commonly estimated to affect one in five people, many people
will find themselves in a caring role. The most recent ABS
figures put the number of Australian carers at 2.6 million or
12 per cent of the population. Of these, 75,000 were primary
carers for people with a psychological disability. Many more
would not be counted in official statistics and/or would not
identify themselves as carers.
The articles presented here are the stories behind the numbers.
Almost all the articles are written by current and former carers
of people with a mental illness. There are stories written by
carers, including young carers, descriptions of projects and
programs that support carers, research findings into carer
needs and a look at the benefits of caring for pets. This last
piece features photos of the editorial team’s furry companions.
We are also pleased to have a report from a Northern
Territory Carers program as a follow on from our previous
edition titled Around Australia.
From an editorial point of view my preference is to let the
stories and articles speak for themselves, based as they are
on the lived experience. There is a diversity of views and
experiences that I hope are widely read, especially by mental
health professionals who want to work more effectively with
families and carers and by those who haven’t had a good

opportunity to hear what carers are saying. The editorial team
would like to give special thanks to Julien Leith the Executive
Director of the Victorian Mental Health Carers Network Inc
and Ben Ilsley the Policy Advisor for Carers Victoria for
providing us with so many useful contacts and follow ups
when we were putting this edition together. Of course our
greatest thanks go to the contributors who took time out
of their sometimes multiple roles to tell their stories.
In 2012 VICSERV is holding its biennial conference. The autumn
edition, due in March/April, will provide you with a taste of
what to expect with papers from keynote and other speakers.
The conference theme – Reframing Mental Health: a new state
of mind – reflects the fact that community managed mental
health services are on the brink of major change. The way in
which services are delivered and who provides them is evolving.
Workers in the field of mental health and those they support
need to be ready to embrace these changes. The conference
will be held on 24 and 25 May at the Melbourne Convention
and Exhibition Centre and it will change the way you think
about the future of community managed mental health.
Information about the conference and a call for abstracts is
included with this edition. More details will be provided on
our website www.vicserv.org.au as they become available.
Best wishes for a safe and happy holiday season.
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Well Ways Family Education:
for families and carers of people
with mental illness
Sue Farnan, Peer Education Consultant, Mental Illness Fellowship Victoria

The costs of caring for a person with a mental illness in
Australia are significant. An estimated $207 million is lost
in average weekly earnings (and therefore $58.5 million tax
foregone on carers’ earnings) because of reduced workforce
participation by those caring for people with mental illness
who have chronic and enduring disability1. If carers of people
with all levels of disability from all psychiatric illnesses were
included, this figure would exceed $1.6 billion.

Third, evidence regarding the efficacy of the model of family
education for support of families of people with mental illness is
increasing internationally. Its three main features of community
based, peer led and combining evidence with lived experience
(for families whose loved one is at any point on the continuum of
realisation of mental illness) make it very accessible. In particular,
the Australian model, Well Ways programs have a proven track
record in offering families the tools and knowledge to achieve this
empowered and sustainable approach to caring.
FAMILIES AND THE MENTAL
HEALTH TREATMENT SYSTEM
For many people with mental illness the pathway from initial
experience of symptoms to diagnosis and then to recovery,
is long and circuitous. During this typically lengthy period
many people with mental illness participate only briefly
in active treatment, remaining for the most part in the
community and reliant on the support of those closest to
them. These facts point to the importance of family members
as adjuncts to the recovery process. They also imply that the
journey of mental illness is hugely significant not just for the
person directly affected, but also for family members. Yet
neither of these facts are adequately reflected in the way the
mental health treatment system currently responds to families.
Information provided to families is often inadequate
Deinstitutionalisation and the preference for treatment at
home has resulted in families needing to be well equipped
with information and skills to manage acute and ongoing
symptoms of mental illness. Yet what many in our community
know of mental illness is drawn from negative and outdated
stereotypes leading to stigma and loss of hope for the life
and possibilities of the person with mental illness2.
Family members are often seen as ‘part of the
problem’ which alienates and causes further trauma

THE WELL WAYS PROGRAMS
In Australia today, the situation of families caring for a
family member with mental illness is poorly understood
and inadequately supported. For many people with mental
illness, families provide sustained emotional, practical and
financial support that underwrites treatment effectiveness.
Yet this comes at a high cost to the personal, social and
economic wellbeing of family members. There is a strong
case to be made for the provision of systematic, evidencebased programs for family caregivers that offer up-to-date
information, skills and support.
The Well Ways programs are unique, specialised family
education interventions. Well Ways Building a Future (BAF),
Well Ways Duo (Mental Illness and Drugs and Alcohol) and
Well Ways Snapshot (short program) are now utilised in each

state and territory throughout Australia. Impact evaluations of
the two former programs have produced impressive results.
This paper outlines the case for systematic provision of family
education, in particular Well Ways. This case rests first on an
analysis of how families are both indispensable to, and yet
overlooked and marginalised by the mental health treatment
system. Second, as a consequence of this marginalisation and
the inherent challenges of caring for a person with mental illness,
families experience a range of adverse costs and impacts. The net
effect of these is a form of social exclusion. In response to these
disadvantages, families providing care for a person with mental
illness need much more than just support – they need
information, skills, resources and development that together
enable them to overcome exclusionary factors and provide
informed, assertive and sustainable care for their loved one.

The distress and frustration often experienced and displayed
by families of people with mental illness can lead to them being
labeled as ‘part of the problem’ rather than a key to recovery.
Theories discredited by the carer movement—including
‘Expressed Emotion’ and ‘Schizophrenogenic mother’3
—are still at large in some parts of the treatment system.
Encountering these attitudes on the part of clinicians
increases a family’s stress, alienation and isolation.
Families are often excluded from treatment planning
Because of poorly understood confidentiality requirements,
despite policy guidelines stating otherwise, many clinicians
believe that providing information to the family is contrary
to professional ethics. This exclusion keeps families out
of the loop and reduces their capacity to provide a valuable
supporting role to their loved one. Exclusion from the
treatment planning process prevents families from offering

professionals helpful and even essential information,
as well as gaining important education.
Education and support of families is not seen
as ‘core work’ by the mental health sector
The services provided by the mental health sector,
due to limited resources, are provided almost exclusively
to people with a mental illness.
Access to evidence-based family support
and education is limited
Historically, where family psycho-education has been
provided by the clinical mental health sector, this has proven
to be effective at reducing relapse rates for people with
schizophrenia and bipolar disorder. It has also proved to
be of benefit to the family4. However, families’ access to
these programs has been limited for two important reasons:
• The dominant model of psycho-education involves
participation by the person with the mental illness.
Participation of the family relies on the agreement of
the person with the illness. Given the inherent nature
of mental illness this is often hard to achieve, resulting in
recruitment difficulties and relatively high drop-out rates.
• Psycho-education is usually coupled with clinical treatment,
and the person with the mental illness must be receiving
clinical treatment at the time. Families seeking support
outside of episodes of clinical treatment are, in the
main, unable to participate in psycho-education.
The project (currently undertaken by Mind Australia in
conjunction with The Bouverie Centre and North West Area
Mental Health Service) Building Family Skills Together (Mind),
is based on the Behavioural Family Therapy model and has been
adapted to include families for whom the person with the illness is
not necessarily receiving clinical care. In addition, the family can
receive the services of the program without the participation
of the person with the illness, though to include that person in
the program would remain a goal. These factors have increased
accessibility of families and results of recent evaluations of this
program—presented at the 2011 TheMHS conference—are
positive. It is however available to only four municipalities of
Melbourne: Hume, Whittlesea, Darebin and Moreland.
Families are well placed to assist the recovery process
Those who spend the most time with the person with a
mental illness have both vital information and legitimate needs
for information. Assisting families to understand the physical
and emotional experiences of people with mental illness allows
them to develop strategies which best respond to their particular
family experiences. Programs which inform and support family
members to perform this role effectively and with less stress are
important adjuncts to the mental health system.
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Well Ways Family Education: the case
for family education for families and
carers of people with mental illness
By Sue Farnan

Families experience the direct impact
of a loved one’s mental illness
The role of the carer typically involves decision making,
not only at times of crisis but also in areas related to everyday
coping – in relation to financial, housing and emotional support
and case management. This in turn, has been shown to result
in the diminished mental health and wellbeing of caregivers or
family members, e.g. increased anxiety and uncertainty5, shock
and fear, and the dynamic whereby family members blame
themselves for the situation of the ill person6. Many research
studies report these outcomes7,8.
Families of people of Culturally and Linguistically
Diverse (CALD) backgrounds have particular needs in
relation to having a family member with mental illness
Families from CALD backgrounds are likely to have
experienced a greater length of trauma and social isolation
caused by mental illness. This is due to high levels of stigma,
a lack of trust in authorities due to pre-migration and migration
trauma and a lack of information about the mental health
system in Australia which create barriers to getting help.
These people are more unwell on admission, have higher
levels of involuntary admission to hospital and have longer
lengths of stay than the general population in Australia. Once
they are connected with the mental health system, collective
family values and non-Western beliefs about the causes of
mental illness can further cause alienation for their family
member. For all these reasons, CALD communities have
an increased need for family education in relation to
mental illness.
FAMILY CAREGIVING AND SOCIAL EXCLUSION
Social inclusion strategies have demonstrated benefits in
maintaining the wellbeing of populations9. In Victoria as
elsewhere, the reform of the mental health system to a
community based model of care was broadly intended
to increase the social inclusion of people with mental illness.
In practice however the reforms have failed to forestall
continuing poor education, employment, health, and
housing outcomes and limited social integration of
people with mental illness10.
Arguably the significant role played by families in the care of
people with mental illness in the community has been largely
underestimated by social planners and governments responsible
for mental health system reforms in this country11. This taxing role
typically includes the provision of emotional support, financial
support, advocacy, health support and housing and can result in
disrupted family roles and schedules, drains on time and energy,
stressed relationships and financial depletion. Negative effects
on psychological and social wellbeing and on the relationships
with their ill relatives12 as well as high levels of depression and
anxiety, poor social functioning, isolation and excessive feelings
of fear, worry and guilt13,14 are also well documented in
relation to families caring for a person with a mental illness.

The impact of the neglect of families’ wellbeing and
information needs is twofold: Firstly there are significant
adverse impacts on themselves and their other family
members and, secondly, there is a heightened risk of family
members not being able to sustain the carer role. This results
in the situation that we so often anecdotally hear about in
relation to people who use our services; ‘he/she doesn’t
have a family’. Whilst problems in family functioning are
common to carers of people with all types of disabilities,
a recent Australian study has indicated that more problems
in this area occur within families who are caring for people
with mental illness. In this situation the resources for recovery
and social inclusion available to people with mental illness
are markedly reduced.
Social exclusion is ‘what can happen when people suffer from
a combination of linked problems: unemployment, poor skills,
low income, poor housing, high crime, bad health and family
breakdown’.16 The social exclusion of people with mental
illness is well documented in Australia as in other countries.
What is less understood is that a secondary form of social
exclusion applies to the family members of people with mental
illness, as a direct result of their caring role. Listed below are
some of the social exclusion effects typically experienced by
family members of a person with a mental illness.
Social
Families of people with mental illness are more socially isolated
than their peers. One in five people will experience some
form of mental illness in their lifetime. Consequently, this
impacts on one in five families (sometimes with multiple
individual members experiencing mental illness).
A number of factors contribute to this:
• Mental illnesses, especially schizophrenia and other low
prevalence psychotic disorders, are among the most poorly
understood illnesses. Also, a significant level of stigma
surrounds mental illness which leads to shame and social
isolation for families. Many people affected by mental
illness choose not to share their burden, even amongst
extended family, for fear of the misunderstanding and
the prejudice that can ensue.
• The physical and emotional burden of caring for
someone with a mental illness in addition to the time
that is frequently required to care for them reduces the
opportunity for family members to partake in broader
social and community activities.
• The behaviours associated with poorly managed mental
illnesses are such that some families do not want others
to witness them. In addition, some people with mental
illness themselves, because of the nature of their illness,
do not want visitors in the house or experience anxiety
levels so high that families must keep the stimulation
down for that person by not having visitors and/or
not leaving the person alone.

Because of poorly understood confidentiality requirements,
despite policy guidelines stating otherwise, many clinicians believe
that providing information to the family is contrary to professional
ethics. This exclusion keeps families out of the loop and reduces
their capacity to provide a valuable supporting role to their loved
one. Exclusion from the treatment planning process prevents
families from offering professionals helpful and even essential
information, as well as gaining important education.
Emotional
Family members of people with mental illness have higher
levels of depression and anxiety than the rest of the
population. The emotional burden of caring for a person
with a mental illness has particular challenges.
Stressors specific to carers of people with schizophrenia
(which are likely to be common to other low prevalence
psychotic disorders), include:
• grieving the loss of hopes and dreams for the person
with the illness
• feeling shame and guilt that the carer/family may have
contributed to the cause
• difficulty in dealing with challenging behaviours
and fear of personal safety
• fears around leaving the person alone, taking a
holiday or having visitors often result in social isolation
• strain on marriages and partnerships
• shame, guilt, confusion and anger that siblings experience.
Factors that contribute to the emotional burden of carers
of people with mental illness include:
•T
 he nature of psychiatric illnesses
Initially, symptoms emerge in the form of complex
behavioural changes which are confusing for both the
person and other family members. Family conflict is
typical, as different family members have different levels
of understanding of the behaviours.
• The difficulty of diagnosis, hence
appropriate treatment and support
Commonly there is a long period, often years,
between the emergence of symptoms and a diagnosis.
Families often bear the burden of caring in isolation
because the behaviour of the person experiencing
symptoms has no apparent explanation.

• Fear of suicide
Families of people with mental illness often live in
constant fear that their loved one may suicide. One
in ten people diagnosed with schizophrenia suicide
within ten years of diagnosis. Suicide rates are higher
in some other low prevalence disorders, including
bipolar disorder and borderline personality disorder.
Economic
Economic costs of caring for people with mental illnesses
include loss of earnings (due to the necessity to reduce work
in order to undertake the role of a carer), increased use of
household resources, damage to assets and increased cost
of health care due to stress related issues of caring.
Additionally, the economic impact on the broader community
includes the cost of carer welfare payments, loss of earnings
and higher use of the health system (generally because of
stress-related illnesses related to caring). The costs of caring
for a person with a mental illness in Australia are significant.
An estimated $207 million is lost in average weekly earnings
(and therefore $58.5 million tax foregone on carers’ earnings)
because of reduced workforce participation by those caring
for people with mental illness who have chronic and enduring
disability17. If carers of people with all levels of disability from
all psychiatric illnesses were included, this figure would exceed
$1.6 billion.
Families need to be empowered and resourced to participate
in the treatment system for the care of their family member
with a mental illness. Families also need measures that resist
social exclusion and that effectively increase their social
connection and reduce their burden of care. The Well
Ways family education programs offer these outcomes.
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Well Ways Family Education: the case
for family education for families and
carers of people with mental illness
By Sue Farnan

WELL WAYS PROGRAMS
RESPONDING TO THESE ISSUES
History of Well Ways
Well Ways Building a Future was the first of the Mental
Illness Fellowship Victoria’s (MI Fellowship) family education
programs. It came about in response to a paucity of evidence
based, reliable, predictable and regularly delivered family
education programs in Australia. Inspired by Family to Family
and Journey of Hope delivered by NAMI in the US, the
program was based on research undertaken in a project
‘Bridging the Gap’ undertaken between MI Fellowship and
Goulburn Valley Area Mental Health Service. This project
held extensive discussion groups over 12 months examining
the experience of family members, consumers, and clinicians
from each type of service within the mental health service.
This lived experience was put together with literature and
up-to-date information and the 12-session program was
written. The name Well Ways was created by a group of
families in a support group in Echuca.
The next step was the development of a training program
for family facilitators. A number of facilitators were recruited
and trained across Australia through various Mental Illness
Fellowships. An evaluation project was then undertaken
to assess the replicability of the program which produced
good results.
An evaluation framework was developed and implemented
with the support of Dr John Farhall from Latrobe University.
These results are detailed later in this article.
MI Fellowship was approached to utilise the Well Ways Duo
program (then unnamed) that had been developed by a PhD
student through a review of the literature, consultation with senior
clinicians and families experiencing dual diagnosis. A training
process was also developed for facilitators for this program.
Over the years MI Fellowship has had many requests for a shorter
program, especially to service people who live in the country and
need to travel to sessions. Well Ways Snapshot was borne from
these requests, and a similarly to the others, a process of training
and accreditation of facilitators was developed.
Overview of the Well Ways programs
What they all have in common
Well Ways programs all aim to assist families with the often
arduous task of providing care for a family member, partner
or friend experiencing a mental illness.

Well Ways programs are all based on the theoretical model
described in the literature as family education which has the
following features:
• group-based education and support programs designed
to increase the participant’s capacity to cope and support
their loved one
• evidence-based information is combined with lived experience
• attended by one or more members of the family, a partner,
a friend or a carer of an individual with a mental illness.
The person with the mental illness does not attend
• the facilitators all have first-hand experience in caring
for a person with a mental illness and are trained and
accredited in the delivery of the programs
• the programs are manualised and include fact sheets
for participants covering up-to-date information on
mental illness, symptoms, causes and treatment
• the programs are community based.
In addition the programs have the following features in common:
• use a bio-psycho-social theoretical and practical framework
• an adaption of the model for delivery to families of CALD
backgrounds has been developed and delivered to
Chinese and Greek families. We plan to extend this to
Iraqi and Vietnamese communities in the near future. An
important aspect of this model is having facilitators from
that community – taking the ‘peerness’ to another level!
Well Ways Building a Future
• The program is a 12-session program comprising eight,
three-hour, weekly sessions of both education and
discussion, followed by four more in-depth sessions.
• This is our flag-ship program and has been in operation
since 1998. We are currently up to the 7th Edition of the
manual, 506 people participated in this program nationally
in 2010/11 and it has been the most extensively evaluated.
Well Ways Duo – Mental Illness and Drug and Alcohol
• This program is a ten-session program comprising six, threehour, weekly sessions addressing the issues faced by families
of people with dual diagnosis in a problem-solving format.
Well Ways Snapshot
• This program was created to address the issue for people
who are unable to commit much time and is comprised
of two sessions.
• Presented jointly by a family member and someone in
recovery from mental illness, the program offers unique
personal insights into the experience of mental illness.

The Well Ways programs are evidence-based, specialist family
education programs. Well Ways Building a Future and Duo
have proven positive impacts on family members’ experience
of depression, anxiety, worry and tension. Well Ways Snapshot is
effective in reducing stigma and increasing hope, both important
ingredients to wellbeing for families.
WHY IS WELL WAYS EFFECTIVE?
• Knowledge is power
With evidence-based, current knowledge, families
of people with mental illness regain their sense of
control and contribute positively to their own
wellbeing and that of their unwell family member.
• Relevant knowledge is more power
Current research evidence and the lived experience of family
members of people with mental illness combine to ‘talk’ to
this audience in a way that purely clinical information cannot.
• Relevant knowledge delivered by ‘people who
have been there and done that’… is inspirational
Combine this with ‘living proof’ (the facilitator is a
carer), families can rebuild their lives and feel confident
again. This is one of the reasons why Well Ways is
producing such fantastic results.
Well Ways is effective because it talks to the issues
experienced by carers and families of people with mental
illness in an apt manner. Well Ways Building a Future and
Well Ways Duo provide structures and skill and knowledge
development that mitigate the issues that research tells us
create carer isolation, burden and distress. These include:
• Emotional – the impact of caring, grief, trauma, stages
of caring, self-care, communication skills, peer delivery
as mentoring carer expertise
• Social – carer services and networks, group-based program
that establishes a social network of support, importance
of balancing carer role with other life demands
• Economic – understanding carer services and payments,
balancing caring with work
• Service delivery – understanding the public mental health
system, including clinical and psychosocial rehabilitation
services, the role of the private sector and carer supports
and services, how to communicate and collaborate with
mental health professionals.

THE EVIDENCE OF THE EFFECTIVENESS
OF WELL WAYS PROGRAMS
Well Ways Building a Future’s evaluation results
MI Fellowship is committed to quality evaluation of all
programs to ensure a positive contribution to the wellbeing
of families of people with mental illness. A working partnership
with La Trobe University has strengthened our capacity to do
this. What follows is a description of the two studies that have
been undertaken to date with Well Ways Building a Future,
with a third early in its implementation.
Study 1
The Involvement Evaluation Questionnaire (IEQ) was
completed by 459 participants (77 per cent females, mean
age = 55 years) from multiple sites around Australia between
2003–2007, before and after completing the eight-week
component of the Well Ways BAF program. The IEQ
measured worrying, tension, supervision, urging and
distress (General Health Questionnaire-12 (GHQ-12)).
Study 2
A follow-up survey was later completed by 156 participants
from the original sample (78 per cent females, mean age
= 56) in 2008/2009. The survey measured participants’
perceptions of what had been helpful about Well Ways
BAF and skills they had acquired. Scales measured helpfulness
of therapeutic factors and program content, changes in
perceived stigma and gains in communication skills,
empathy, self-efficacy and empowerment.
Study 1 results
Worry
Worry was significantly reduced pre and post Well Ways
BAF and decreased over time.               
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Worry

Stigma

Figure 1: Mean Distress (GHQ-12) scores across time.
Error bars = 95 per cent CI

Figure 2: Mean scores on stigma pre-Well
Ways BAF and current stigma scales.
Error bars = 95 per cent CI
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Consistent with international literature, participants entering
the program had higher levels of distress than the general
population and higher levels than would be diagnosable as
anxiety and/or depression by clinical services (clinical case cut
off). Tension, worrying and distress scores were all significantly
lower following completion of Well Ways BAF and these
improvements were enhanced and maintained over time.
Study 2 results
• Almost 76 per cent of participants agreed or strongly
agreed that Well Ways BAF had increased their sense
of self-efficacy and empowerment.
• Around 87 per cent of participants responded that
they agreed or strongly agreed that the information
provided in the program had helped them.
• Three quarters of participants responded that they
agreed or strongly agreed that Well Ways BAF had
helped them to improve their communication skills
with their relative or friend with a mental illness.
• Approximately 87 per cent of participants responded
that they agreed or strongly agreed that Well Ways
BAF had helped their ability to empathise with their
relative or friend with a mental illness.

Stigma
Pre-Well
Ways

Key findings of Well Ways BAF evaluations

Well Ways Snapshot evaluation results

• Significant reductions in participants’ tension, worrying
and distress. These gains were maintained over time.
• Females gained significantly greater reductions in
tension than did males.
• Trends were observed for relatives of people with a
psychotic disorder gaining greater benefits from Well Ways
BAF than did relatives of people with other disorders.
• A large decrease was observed from retrospective
ratings of Stigma prior to Well Ways to current levels.
• Gaining a sense of universality (sense that one is not
alone, that ‘we’re all in the same boat’) was
perceived as the most helpful group therapeutic factor.
• Improved communication skills, increased self-efficacy
and empowerment, the information provided within
sessions and increased ability to empathise with the
person with a mental illness were all rated as highly
helpful aspects of the program.

According to international literature, this program is expected
to have the least effect in terms of reduction in depression and
anxiety and increase in knowledge due to its short-term nature.
With a modest study of time one and time two only and 136
participants, results indicate a significant reduction in stigma and
self blame, with a trend in increase of hope. Consistent with
the literature, knowledge has not been increased.

Well Ways Duo evaluation results

Current
Stigma

Figure 3: Mean helpfulness of group therapeutic factors.
Error bars = 95 per cent CI

Universality

The IEQ Package (Van Wijngaarden et al, 2000) was used
to evaluate this program. Forty-eight people (36 female and
14 male) participated in the evaluation. Tension, urging, worry
and the total caregiving score all showed a significant reduction.
There was no significant change in supervision by family members.
The following table indicates the significant reduction in distress
(stress and anxiety) in participants and shows that reduction in
distress was significantly reduced between time two and three.

Instillation of Hope
Imparting Information

Figure 4 - GHQ Score (distress)

Being Understood
Catharsis
Self-Understanding

GHQ

Self-Disclosure

15

Socialisation
Group Cohesiveness
Imitative Behaviour
Family Re-enactment

12
2.5

3

3.5

Mean Helpfulness rating

4

4.5

11
10

Well Ways programs’ quality
and development mechanisms
• Well Ways programs are reviewed and updated
regularly. Due to the nature of the field this is an essential
quality assurance mechanism: research developments,
technical, medical and pharmaceutical advances occur
rapidly as well as regular developments in the mental
health and carer system.
• Well Ways has a training framework and system
which provide for the introduction of such changes
and updating accredited facilitators.
• Well Ways has an established tool and mechanism
for training, assessing and accrediting facilitators.
• Well Ways has established mechanisms of agreements
with participating organisations and individual facilitators
to carry out their role.

Well Ways programs complement the work of clinical
and recovery services and see strategic partnerships with
clinical mental health services, drug and alcohol services,
Psychiatric Disability Rehabilitation and Support (PDRS)
services, Commonwealth carer respite services, community
health services and the multicultural sector as part of the
framework for which families can receive this program.

13

Existential Factors

Well Ways BAF was a silver medallist in the TheMHS
Recognition Awards 2009 in the category of family/carer
provided services. Well Ways BAF was also detailed as a good
practice example of a recovery based approach to mental health
by Ausienett. This is benchmarked by the work of D. Rickwood,
Pathways to Recovery; 4As Framework for preventing further
episodes of mental illness commissioned by the Commonwealth
Government in 2006.

ACCESS TO WELL WAYS IN VICTORIA
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Altruism

Recognition of Well Ways by the mental health field

1

2
Time

3
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Well Ways Family Education: the case
for family education for families and
carers of people with mental illness
By Sue Farnan

Well Ways programs are most effective when they are reliable
and predictable to families, clinicians and service providers.
This can be achieved by being integrated into the service
system framework. The programs need to be provided
regularly and reliably from the same service or group of
services. Clinicians and carer consultants need to be able
to rely on their regular delivery so that they can easily make
referrals that they trust will be attended to promptly. Clear
and assertive referral pathways are important, for the ease
of the practitioner and also to assist the family to prioritise
their learning and support. Staff need feedback about research
results and new staff need to be kept up to date with the
programs and operational aspects. If all of this is in place,
staff can then relax in the knowledge that they are servicing
their families with evidence-based family education.
SUMMARY
For too long family caregivers have been the forgotten
partner in mental health community care in this country.
Family caregivers occupy a unique position in relation
to treatment and recovery, and specific factors support
the need for a program that targets family members
exclusively and directly:
• Family members need information and support from the
treatment system if their caring is to be sustainable long
term. Family members also hold vital information about the
person with a mental illness that should be available within
reasonable confidentiality constraints to the treatment
system. There is a need for family members to become
more informed about how mental health services operate,
to assert their rights and needs within the system and
to ensure, through a partnership approach, the best
interventions for their family member with a mental illness.
• Because of the impacts of caring, family members of a
person with a mental illness stand to be affected by a range
of disadvantages that equate with social exclusion. There
is a need for a program that directly addresses and mitigates
these adverse effects through building family members’
information, self-efficacy, skills, insights and social networks.
The Well Ways programs are evidence-based, specialist family
education programs. Well Ways Building a Future and Duo
have proven positive impacts on family members’ experience
of depression, anxiety, worry and tension. Well Ways Snapshot
is effective in reducing stigma and increasing hope, both
important ingredients to wellbeing for families. As peer-led
programs, Well Ways programs work with and for family
members, creating employment opportunities for facilitators

and contributing to family resilience. The programs are readily
portable and able to be provided from local family and
community health service centres, where they can be
accessed as part of a range of non-stigmatising family services.
Alternatively, their placement in mental health and drug and
alcohol services enables the centre to offer a targeted family
intervention to complement the range of direct services to
people with mental illness.
We gratefully acknowledge the contribution of Ruth
Barr and Gerard Reed to previous drafts of this paper.
FIND OUT MORE: For further information about the
Well Ways programs at Mental Illness Fellowship Victoria,
visit this website: http://www.mifa.org.au/well-ways-suite.
Alternatively you can contact MI Fellowship’s head office
on 03 8486 4200.
References
1

Edwards B, Higgins D, Gray M, Zmijewski N, Kingston M (2008) The nature and impact
of caring for family members with a disability in Australia, The Australian Institute of Family
Studies, Research Report No 16

2

Corrigan P, Lundin R, (2001) Don’t Call Me Nuts – Coping with the stigma of mental illness,
Recovery Press, USA

3

Lefley H P (1992) ‘Expressed Emotion: Conceptual, Clinical and Social Policy Issues’,
Hospital and Community Psychiatry, Vol 43, 6

4

Dixon L, Stewart B, Burland J, Delahunty J, Lucksted A, Hoffman M (2001) ‘A pilot study
of the effectiveness of the Family-to-Family Education Program’, Psychiatric Services, Vol 52

5

Adamec C (1996) How to live with a mentally ill person, John Wiley and sons Inc., New York

6

Marsh D (1992) Families and Mental Illness: New Directions in Professional Practice,
Praeger Publishers, New York

7

Leff J (1994) ‘Working with families of schizophrenic patients’,
British Journal of Psychiatry, Vol 164

8

Schene A H, vanWindengarden B, Koeter M W J (1998) ‘Family caregiving
in schizophrenia: Domains and distress’, Schizophrenia Bulletin, Vol 4

9

National Social Inclusion Programme (2009) Vision and Progress Report, UK

10

Wilson J (2007) ‘Towards Inter-Sectoral Support Models in Mental Health’,
Parity/newparadigm, September, pp 22-24

11

Hatfield A B, (1994) ‘Family Education: Theory and Practice’, New Directions
in Mental Health Services, (62) Summer

12

Dixon M D, et al (2001) ‘Evidence based practices for service to families
of people with psychiatric disabilities’, Psychiatric Services, July Vol 52, 7

13

Rauktis M E, Koeske G F, Tereshko O (1995) ‘Negative social interactions,
distress, and depressions among those caring for a seriously and persistently
mentally ill relative’ Am J Community Psychol, 23, pp 279-299

14

Marsh D, (1992) Families and mental illness: New Directions in Professional Practice,
Praeger Publishers, New York

15

Edwards B, Higgins D, Gray M, Zmijewski N, Kingston M (2008) The nature
and impact of caring for family members with a disability in Australia, The Australian
Institute of Family Studies, Research Report No 16

16

Morris D (May 2008) Bruce Woodcock Memorial Lecture, unpublished transcript,
Mental Illness Fellowship Victoria

17

Edwards B, Higgins D, Gray M, Zmijewski N, Kingston M (2008) ‘The nature
and impact of caring for family members with a disability in Australia’, The Australian
Institute of Family Studies, Research Report No 16

newparadigm Summer 2011
Psychiatric Disability Services
of Victoria (VICSERV)

Families as partners
in mental health care
Dr Margaret Leggatt, Victorian Mental Health Carers Network (VMHCN) Member,
Founding CEO – Schizophrenia Fellowship of Victoria (now the
Mental Illness Fellowship) and Founding Director – SANE, Australia

This method of working together overcame situations
where fear of breaching confidentiality had in the past been
used by mental health professionals to avoid communicating
with family carers. When families, consumers and mental
health workers meet and work together, when everyone
contributes openly together, many of the issues around
privacy and confidentiality disappear.
This article briefly reviews the positive research evidence
for working with families as partners in mental health care.
This evidence from a substantial number of randomised
controlled trials, has been accumulating over the last 30 years
and although well-published and peer reviewed in prestigious
psychiatric journals, the implementation of these research
findings into routine clinical practice and psychiatric disability
support services has not happened to any great extent.
Positive research evidence
The results of these trials support the inclusion of family carers
in the treatment and care of their unwell relative, leading to
better outcomes for consumers, their family carers and for
mental health professionals as well. These studies meet the
‘gold standard’ for scientific research; meta-analyses of these
studies are included in Pharoah et al (2006)1, Pitschel-Walz
et al (2001)2 and Cuijpers.P (1999)3.

Briefly summarised, the research evidence reveals:
• a reduction in relapse rates through the earlier detection
of symptoms and earlier treatment intervention
• a decrease in hospital admissions
• consumers showed better adherence to medication –
more compliant use and more likely to stay on their
medication because they felt they were being listened to.
Families were able to discuss difficulties with medication
more openly with clinicians, and more effective action
plans were devised
• better co-ordination of treatment and care with
families as an effective resource led to a reduction
in the consumer’s psychiatric symptoms.
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Further studies that have involved family carers in research
design have shown significant additional outcomes such as:
•
•
•
•

improved social functioning of the consumer
increased employment rates
increased involvement in the community
reduction in the burden and stress experienced
by family carers
• improved relationships between all family members,
including improved relationships with the consumer
• cost effectiveness when working together has been
reported in several cases including in Australia. There
are significant decreases in the cost of treating the mental
illness, therefore significant savings for the health system.4
Studies in China, Spain, Scandinavia and Britain have
demonstrated that family interventions are effective
across different cultures.5 This is important for consideration
of our own Culturally and Linguistically Diverse (CALD)
communities in Australia.
All of the research studies utilised three important
techniques not usually found in clinical settings:
• consumers, family carers and mental health professionals
met together and worked on plans of action that were
mutually agreed to by all parties
• working together was carried out regularly (usually once every
two weeks) over an extended period of time (minimum time
recommended is nine months) until mental health professionals
had helped families and consumers with information-sharing, the
development of communication styles and problem-solving/goal
achievement techniques that were the most useful in managing
the difficult behaviours that accompany mental illness
• this process combined the experiential knowledge of
the consumer and family carers with the professional
knowledge of the mental health workers.
This method of working together overcame situations where fear
of breaching confidentiality had in the past been used by mental
health professionals to avoid communicating with family carers.
When families, consumers and mental health workers meet and
work together, when everyone contributes openly together, many
of the issues around privacy and confidentiality disappear. This does
not mean that the consumer forgoes the right to a confidential
relationship with the treating clinician or treatment team. Families
respect and understand that some things will remain confidential.

It is surprising then that these research findings are not
generally well known, let alone implemented, into routine
clinical mental health care. The late Professor Ian Falloon, a
psychiatrist from New Zealand who became a pioneer and
international champion of ‘integrated’ mental health care,
summed up the situation as follows:
Since 1980, twenty-two controlled studies of long-term
psycho-educational family work integrated with optimal drug
and case management have shown substantial additional
benefits for people with schizophrenic disorders. These
include 14 random-controlled comparisons carried out
with sound scientific methods, that document significant
clinical, social, and economic advantages of these new
approaches that include patients, relatives and close friends in
the continuing care program. Major exacerbations of psychotic
symptoms and admissions to hospitals are more than halved,
social disability is reduced; with increased employment rates,
burdens on family carers are lowered and their health
improved. Although there are small additional costs
involved in the delivery of these strategies, they are
dramatically offset by reductions in the need for expensive
crisis care, resulting in very high cost-effectiveness. All recent
authoritative reviews of this body of research have reached
consistent conclusion that further delays in implementing
these methods in clinical practice can no longer be justified,
either on the grounds of insufficient scientific evidence for
their effectiveness, or on account of problems with securing
additional manpower resources for implementation.
World Fellowship for Schizophrenia and Allied Disorders
position paper – Families as Partners in Care, October 2001,
quoted in Eds. Meadows and Singh (2001) ‘Mental Health
in Australia’, 1st edition, page 309.

Education, training and ongoing supervision
of the mental health workforce
There are now excellent and effective training programs that
have been developed in the UK and America, where mental
health workers − psychiatric nurses, psychologists, occupational
therapists, social workers, a few psychiatrists and family carers
− have been trained in the methods developed from the
research studies. These programs have begun in Australia
but have largely been unsupported and underdeveloped.

Consumers, family carers and clinicians working together
collaboratively, provide intrinsic rewards for professionals.
They are now ‘thanked’ by families, rather than having to cope
with families who are angry, frustrated, and therefore seen as
difficult and ‘dysfunctional.’ There is less staff burn-out and
absenteeism and fewer resignations have also been reported.
Two models of working with families have developed from
the evidence-base reported in the literature. Training manuals 6, 7
are now available and include:
• Behavioural Family therapy (BFT). This model has been
adapted and is being implemented as ‘Building Family Skills
Together,’ by the Bouverie Centre in conjunction with
North West Area Mental Health Service, and the Centre for
Psychosocial Research. Based on the work of Ian Falloon,
BFT originated in Birmingham, UK. Training in BFST takes
five days. The metal health worker works with all the members
of the family in their home fortnightly for a minimum of nine
months. They assess needs of all members of the family,
help them to develop effective communication skills,
solve problems and achieve personal goals.
• Multiple Family Groups. This model was developed in
Maine, USA, by Professor Willian MacFarlane, a psychiatrist.
Training of mental health workers takes two days, with
follow-up supervision. In this model two clinicians work
together with five to six families and consumers. They meet
fortnightly for 18 months whether at the clinic where the
consumers are receiving treatment, or if the group prefers,
a community meeting place –such as a church, library, or
school. This approach is particularly useful for families who
have become socially isolated as a result of mental illness.
The families learn a great deal from each other as well
as receiving guidance from the mental health workers.
The groups are experienced as fulfilling and enjoyable,
as well as hard work. They have been extensively
implemented in New York State, Canada and Norway.
A Multiple Family Group research project was implemented
through the Inner West Area Mental health Service in
Victoria, and the results of this work have been published.8

Difficulties in sustaining family work initiatives
Although research results and programs of family work
implementation are very positive in the countries mentioned,
a major issue in Australia seems to be one of sustainability.
Pilot projects are funded with positive results, but further
development of an ongoing program does not occur.
The literature also reports problems with implementation
of these programs.
• Work priorities. Family work is seen as an ‘add on’
– an extra task. It is not core business and not integrated
with case management and other responsibilities
• Stressful periods in mental health work (particularly
acute crises) take precedence over family work,
which is then neglected
• Case loads are considered too large; there is not
enough time for patients/clients, let alone their families
• High staff turnover. Where staff have been trained, people
have left their jobs and moved elsewhere, resulting in
failure to maintain the work unless more staff are trained
• Workers who want to work with families experience
a lack of support, particularly from middle management
• Frequently there is an absence of clear policies and
protocols to support family work. Even where policies exist,
they may not be implemented. Another issue has been the
fact that workers say they are doing family work, but closer
examination reveals that what they call family work bears no
similarity to the programs that have been developed from
the evidence base. Whether what they do is really effective
or not, is unknown but anecdotal reports from families
would suggest that in many instances, it is inadequate.
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Although research results and programs of family work
implementation are very positive in the countries mentioned,
a major issue in Australia seems to be one of sustainability.
Pilot projects are funded with positive results, but further
development of an ongoing program does not occur.
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• There has been a failure to give ongoing supervision
immediately after training of mental health professionals
in family work, so even trained staff fail to implement
what they have learnt.

seen as ‘allies’, and not ‘enemies.’ Mental health professionals
find many of the problems they work with (worrying about issues
to do with confidentiality is the classical problem) disappear
when families are part of the treatment and care team.

Organisational change that can accommodate
these new ways of working

Concluding comment

There is also now substantial literature from researchers in
other countries where family work has been implemented,
who have confronted and overcome the barriers to this
implementation. 9 10 11 12

Change processes initially take time and effort, but given
that we have family carers who want to be more useful in
helping their family member or friend who is unwell, and
we have the necessary proof that family involvement leads
to better outcomes for all, and that barriers to implementation
can be overcome, why do we continue to hesitate?

In brief, the major barriers that have been overcome are:
• a culture of positive attitudes towards families was
developed; notions of blaming families and of ‘difficult
families’ were replaced with the notion of ‘families
with complex needs’
• implementing better methods of case-load management
• finding resources, both in terms of funding but significantly,
more important was the need to gain the support of
management. Once this occurred there was an allocation
of funding from within existing budgets
• ‘culture change carriers’ were found who advocated
and pushed for innovation
• time was made available to implement the change process
• ways were found to ensure sustainability; this happened
primarily through ongoing clinical supervision to build and
maintain confidence and expertise
• because mental health professionals worked out-of-hours
(e.g. home visits in the evening), time-in-lieu was negotiated.
Benefits for professionals
Consumers, family carers and clinicians working together
collaboratively, provide intrinsic rewards for professionals.
They are now ‘thanked’ by families, rather than having to cope
with families who are angry, frustrated, and therefore seen as
difficult and ‘dysfunctional.’ There is less staff burn-out and
absenteeism and fewer resignations have also been reported.
Including families is much more satisfying in that they are now
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Carers commonly tell us that they did not apply for allowances
because they thought they were ineligible or that, when they
did make a claim, it was rejected. In particular, they highlight
that the Adult Disability Assessment Tool (ADAT) assessment
forms appear to favour those caring for a person with a
physical disability rather than a person with a mental illness
or psychiatric disability. Although these problems have been
fed back to politicians and policy-makers on numerous
occasions, this has not yet resulted in any significant changes.
Background
Anecdotal evidence suggests that many carers of people with
a mental illness experience financial hardship due to difficulties
in maintaining full-time paid employment, combined with the
additional costs associated around providing care.
There is a significant body of formal research demonstrating
that people caring for a person with a disability, mental illness,
or chronic illness or someone who is frail aged have lower
incomes and experience higher rates of financial hardship than
the general population1,2. However, except for some recent
surveys conducted by the Mental Health Council of Australia
through its Carer Engagement Project3,4, research specific to

those caring for a person with a mental illness has been scarce
and has not necessarily focused on the associated effects on
carers and other family members5.
The Commonwealth Government provides income support
payments specifically for carers, through Centrelink, under
the following guidelines:
• Carer Payment: income support if you are unable to
support yourself through substantial paid employment
because you are caring for someone aged 16 years or
over on a daily basis who has a severe disability, medical
condition or who is frail aged.

20

newparadigm Summer 2011
Psychiatric Disability Services
of Victoria (VICSERV)

Studying access to income support for
carers of people with a mental illness
By Ben Ilsley

• Carer Allowance: a supplementary payment that may be
available if you are a parent or carer who provides daily
care and attention for a person aged 16 years or over
with a disability, medical condition or who is frail aged.6
As with any income support program, there are rules for
eligibility, and these differ between Carer Payment and Carer
Allowance. The Carer Payment, being for those unable to
work, is paid at the same rate as the Aged Pension or Disability
Support Pension, namely $689 per fortnight for a single
person. The payment is means tested with applicants and the
person(s) they care for subject to an income and assets test.
Taper rates apply according to any earned income. Recipients
are limited to working and/or studying 25 hours a week,
including travel. Eligibility is determined by assessing the care
needs of the person with a mental illness through the use of
the Adult Disability Assessment Tool (ADAT). Carer Payment
recipients must also show that they provide ‘constant’ care
in the home of the person needing care.
The Carer Allowance is not means tested and is paid at the
rate of $110 per fortnight. It is for those who are providing
’daily’ care and, similar to the Carer Payment, are deemed
eligible by application of the ADAT. Care must be provided
in the residence of the person needing care, with the carer
needing to show that they provide at least 20 hours of care
a week if they are not living with that person.
The ADAT is essentially a questionnaire in which each question
has a score weighting. It has two main components: one form
is completed by the applicant (the carer) and the other by the
Treating Health Professional (THP) of the person needing care.
Scores are calculated and compared to legislated eligibility
thresholds for the THP component and the overall total.
The eligibility scores for Carer Payment and Carer Allowance
are slightly different.
Both Carer Payment and Carer Allowance are legislated by
the Social Security Act 1991. The ADAT is a Disallowable
Instrument (that is, enabled by regulation, not legislation)
associated with the Act.
The Carer Allowance can be paid in addition to other income
supports, such as Carer Payment, the Age Pension, Disability
Support Pension, and Newstart or the Youth Allowance.
According to government figures, 116,614 people received the
Carer Payment and 393,263 the Carer Allowance in Australia
in 2006–077. This is only a proportion of carers: there are 2.6
million carers in Australia8, with 770,000 of these identified as
primary carersi. (All figures here refer to carers in general
rather than only to carers of people with a mental illness.)

Objectives of the study
Family members of a person with a mental illness are
often unaware that specific Centrelink benefits exist for
carers and that they may be eligible for them. This is
consistent with a 2010 report by the Australia Institute
which showed that as many as 115,632 eligible carers
are not receiving the Carer Allowance9.
Anecdotally, those carers of people with a mental illness
who are aware of the Carer Payment and Carer Allowance
often report that they find access to them problematic.
Carers commonly tell us that they did not apply for allowances
because they thought they were ineligible or that, when they
did make a claim, it was rejected. In particular, they highlight
that the ADAT assessment forms appear to favour those caring
for a person with a physical disability rather than a person
with a mental illness or psychiatric disability. Although these
problems have been fed back to politicians and policy-makers
on numerous occasions, this has not yet resulted in any
significant changes.
More work in this area is needed. Consequently, Carers
Victoria initiated a study to explore the following questions:
• To what extent do carers and family members of people
with a mental illness have difficulty in accessing income
support payments? What sorts of difficulties and barriers
do they encounter and how do these affect carers?
• Are there carers of people with a mental illness who should
be eligible according to the stated purpose of the Carer
Payment and/or Carer Allowance but who are not found
to be eligible because of the design of the ADAT tool?
• What do we know about the impacts of caring for a
person with a mental illness on workforce participation
and financial hardship?
• What are the impacts on carers and, in turn, on people
with a mental illness of not being eligible for the Carer
Payment/Carer Allowance?
• Are there specific changes that could be made to the
system of application and assessment for payments that
could lead to improved outcomes for carers of people
with a mental illness within the current policy framework?
The Carers Victoria project team for the study consists of Penny
Paul, Coordinator, Carer Consultations and Ben Ilsley, Policy Adviser.
Findings will be analysed and used to inform recommendations and
a report to be presented to relevant Commonwealth departments
and service providers. At the time of writing, data collection
has been completed and the project is in the analysis stage.

Family members of a person with a mental illness are
often unaware that specific Centrelink benefits exist for
carers and that they may be eligible for them. This is
consistent with a 2010 report by the Australia Institute
which showed that as many as 115,632 eligible carers
are not receiving the Carer Allowance.
Method
The study seeks to collect evidence from the following sources:
1. A brief literature review of existing research and reports
As mentioned in the introduction, the bulk of any work in the
areas of income support, financial hardship and workforce
participation has concerned carers in general rather than carers
of a person with a mental illness.
2. Centrelink data
Carers Victoria requested data regarding the numbers of
Victorians in receipt of the Carer Allowance and/or Carer
Payment. Data according to the disability type of the person
needing care was not available. However, it was possible to
identify carers according to the medical condition(s) of the
person needing care, which in turn could be approximately
categorised into disability types.
3. An online survey for carers of adults with a mental illness
This survey used Survey Monkey as its platform and was made
available online to Victorian carers. The survey was promoted
through Carers Victoria’s membership base and mental health
networks. As such, participants self-selected. The survey asked
questions about the participant’s caring role, the person they
were caring for, whether and how they received Centrelink
benefits, and the financial impacts of caring. There was a
strong response, with 195 carers completing the survey,
almost all of whom were family members of the person
with a mental illness.
4. Telephone and face-to-face interviews and focus
groups with carers of adults with a mental illness
Carers also self-selected for more in-depth interviews,
with preference given to ensure a mix of demographic
characteristics of carers and conditions of the person being

cared for. A more active approach was used to ensure
representation by those from Culturally and Linguistically Diverse
(CALD) backgrounds. Rather than following a prescribed set
of questions, the interview method was designed to elicit the
detail and depth of carers’ experiences through a mix of open
questions and clarifications, with interviewers informed by
curiosity and an empathic approach. Interviews lasted for
30-40 minutes, with 27 individuals interviewed in this way.
5. Interviews with service providers and advocates
to gather anecdotal information and practice wisdom
which was used to inform the study in its early stages.
Further interviews will be conducted to test and then
refine the recommendations.
Preliminary findings
Here is a brief summary of some early findings in advance
of a more thorough analysis.
Firstly, carers commonly reported that they provided care
for long periods of time, sometimes many years, before they
became aware of the Carer Payment and/or Carer Allowance.
Some people knew Centrelink benefits existed but had
received information that they would not be eligible and so did
not apply. Sometimes this was appropriate, but in other cases
the information given by service providers, health professionals
and/or Centrelink staff was inaccurate. Many carers were
alerted to the payments through friends or other carers
from support groups. Some carers were unclear as to the
differences between the Carer Payment and Carer Allowance.
Carers described the activities they undertook to care
for the person with a mental illness. While these varied,
the most common (in no particular order) were:

22

newparadigm Summer 2011
Psychiatric Disability Services
of Victoria (VICSERV)

Studying access to income support for
carers of people with a mental illness
By Ben Ilsley

Reduced or lack of workforce participation has an impact
on the financial circumstances of carers. There can also
be additional financial costs of caring for a person with a
mental illness. It was almost universal that carers would
heavily subsidise the costs and living expenses of the
person they cared for.
• providing emotional support and encouragement
• supervision and vigilance for safety reasons
• prompting the person to take medication,
provide self-care, and undertake daily living skills
• cooking and cleaning
• providing transport to medical appointments,
work or training
• co-coordinating and encouraging social
participation or providing this themselves
• advocating on behalf of the person and liaising
with health professionals and services.
Many participants’ descriptions showed very high levels
of sophistication and commitment in their caring. For
example, one carer explained their role as: ‘Providing
a holistic environment in which my son can stay well’.
Study participants said they felt that many of the questions
asked in Centrelink application forms were irrelevant to their
caring situation. Personal responses to this perception varied
and sometimes had an influence on the application outcome.
Some carers described how they felt angry or that their
caring was undervalued by the questions. This led to some
abandoning the application; others rationalised the process
differently and pursued the application with renewed intent.
Other carers were successful in receiving one or both of
the payments when the person they were caring for was
in an acute phase of their illness, but became ineligible under
Centrelink review once this phase had ceased. For some, this felt
especially unfair because the demands of their caring role were
just as pronounced when they were supporting the person to
stay well and recover from their illness, but they felt that the
assessment process did not recognise this aspect of their role.
A high proportion of those whose applications had been rejected
discovered that this was because the Treating Health Professional
(THP) part of the questionnaire had not produced enough ADAT

points to be eligible. This part of the questionnaire asks about the
condition and care needs of the person with a disability or mental
illness. Further questions in the individual interviews found that
there were sometimes arbitrary factors at play here, and that
carers felt this part of the ADAT did not accurately and consistently
reflect care needs. It was common for carers to report that
the THP had very little knowledge of either the person with a
mental illness they were treating and, even more often, the
carer and the caring responsibilities they had. This often resulted
in an under-reporting of the level of care provided. The level
of professionalism shown by THPs towards the task of filling out
the form also varied considerably, with applications rejected by
Centrelink because the form was incomplete. On the other
hand, carers who had a good pre-existing relationship with
a THP tended to report having fewer problems.
Carers’ experiences of Centrelink and its staff also varied
markedly. Some carers reported that Centrelink staff members
were very helpful. Further probing revealed that this tended to
mean that the staff member provided accurate information and
displayed warmth and understanding about caring and mental
illness. Other carers, however, were angry about being given
wrong information, particularly when this resulted in them not
making an application. A significant proportion of carers were
pragmatic about the role and limitations of Centrelink staff,
making comments along the lines of: ‘If you ask them the
right questions, you will get the answers you need’.
It is worth reflecting more on this spectrum of Centrelink
experiences. While individual worker responses certainly vary,
there are also individual carer factors. Some carers vividly
recalled how they felt when they were applying for a
Centrelink payment, sometimes during a period when
the person they were caring for had been recently diagnosed
or was in crisis. These carers were often distressed and
extremely vulnerable. Others linked their negative experiences
with Centrelink to the struggles they had been having with the
mental health system, compounding their frustration and fatigue.

We asked carers whether their caring responsibilities had
affected their workforce participation. Consistent with the
research literature about the general population of carers in
Australia, there was a range of experiences10. Some said that
they had to give up their job because it was not possible to
balance it with their caring – with the person in their care
either not being safe to be left alone for any long periods of
time or else making frequent telephone calls to the workplace.
Others worked part-time or on a casual basis so that they
could combine work and care. Some reported that they were
able to continue to work because they had an understanding
employer. Others explained that they continued to work part
time, even though it reduced their Carer Payment, because
they benefited in terms of social participation and a break from
caring: a ‘respite effect’ . Many reflected that they had missed
out on having a rewarding career because of their caring roles.
As mentioned previously, more research is needed to
determine whether these experiences are specific to carers of
people with a mental illness. It may be the case that they, more
than other carers, downsize or miss out on paid employment
because of the challenging emotional impacts of their role rather
than just the need to provide sufficient hours of care.
Reduced or lack of workforce participation has an impact
on the financial circumstances of carers. There can also be
additional financial costs of caring for a person with a mental
illness. It was almost universal that carers would heavily
subsidise the costs and living expenses of the person they
cared for. In the majority of our sample, carers lived in the
same household as the person they cared for and paid for
their accommodation, food, utilities and, often, medication.
They would also provide financial assistance for unplanned
expenses which arose as a result of the illness of the person
they cared for: public transport fines, inflated mobile phone
bills, utility bills due to nocturnal lifestyle habits, and damage
to property. Carers in rural or suburban areas sometimes
had substantial costs associated with providing transport to
medical appointments. Carers rationalised these subsidies by
understanding that they had more material resources at their
disposal or else had more capacity to budget than the person
with a mental illness.
These findings are consistent with those of the Mental Health
Carers Report (2010) which found that the median amount of
money spent by the carer on the person with a mental illness
was $100 per fortnight3.
Implications of these financial circumstances for carers
could be prolonged and sometimes acute. One of the carers
interviewed lost their accommodation when they were unable
to continue with work and so, unable to pay their mortgage,
spent six months living on the floors of friends’ houses. More

usually, carers budgeted very carefully and had little or no
savings or superannuation, and missed out on holidays.
Conclusion
Recommendations will be developed by Carers Victoria
after further analysis of the data. They are likely to encompass
systemic and service delivery issues in addition to specific
improvements to the design and implementation of the
income support payments themselves.
It is already clear that this issue is of great importance to
carers of people with a mental illness. Several of the study’s
participants said they wanted to contribute to this work even
if delivered no direct benefit to them. Many associated the
difficulties they encountered in accessing Centrelink benefits
as symbolic of a broader set of systemic and social problems
which undervalued their care and stigmatised mental illness.
FIND OUT MORE: Visit Carers Victoria’s website
http://www.carersvic.org.au/ for more information on their work.
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Carer involvement,
participation and support

Advocating for policy change
The VMHCN facilitates communication between carers,
government and other stakeholders. It takes a systemic advocacy
role through representation on policy advisory working groups,
submission writing, organising and conducting carer round-tables
and communicating with the Ministers for Mental Health (state
and federal), politicians and staff of DoH, MHDR.
We bring the voice of the carer to enquiries, roundtables
and policy development. Recent contributions include:

Julien Leith, Executive Director, Victorian Mental Health Carers Network (VMHCN) Inc.

Carers continue to be frustrated that they are not included
in treatment and care planning and decision making. We believe
this is due to many mental health professionals not having been
trained to engage and work with families. Therefore the
VMHCN has been proactive in developing training material
for mental health professionals and undergraduates.
The Victorian Mental Health Carers Network (VMHCN) is the
Victorian peak body for carers1 of people with a mental illness.
The members of the Network are organisations with a
significant carer focus, carer support groups, carers and
former carers, workers from programs which support carers
and the Victorian Carer Academic. The VMHCN meets
monthly to share information and discuss policy issues.
It provides a forum for members to raise concerns about
carer issues and develop strategies to address them.
We have several Working Groups dealing with policy
issues: Cultural Diversity, Workforce Development,
Carer Support, Borderline Personality Disorder and
a Policy Response Group which works on topics raised
by state and federal governments.
The VMHCN liaises with many metropolitan and rural
carer networks and support groups. It is through these links
(with grass-root carers and our relationships with the Carer
Consultant Network Victoria and the Victorian Carer Support
Network and many community managed carer-focussed

mental health organisations) that we are able to bring a strong
carer voice to state and federal government. We do this in
partnership with the Mental Health Drugs and Regions Division
of the Department of Health (DoH, MHDR) as well as national
organisations such as the Mental Health Council of Australia and
the National Mental Health Consumer and Carer Forum.
Our vision is to ensure that carers are respected and involved,
their participation is valued, and they are supported in their
role as carers.
We promote and advocate for:
• involvement of carers in the treatment and recovery
of individual consumers
• participation of carers in planning, delivery and evaluation
of mental health services
• comprehensive support for carers, including information,
education and training, respite, financial support and
peer support
• improvement in mental health services.

•
•
•
•
•
•
•
•

submissions relating to the Victorian Mental Health Act
the development of a national privacy and confidentiality paper
the need for a national carer peak body
improved Centrelink responses to the needs of mental
health carers
homelessness
workforce development
workforce participation
a national Carer and Consumer
Rights and Responsibilities statement
smoking bans in services
centralised coordination of mental health beds
state election issues.

aim is to greatly increase the number of people in Victoria
trained to implement the Building Family Skills Together and
Multiple Family Group programs currently being implemented
by the Bouverie Centre. Discussions are underway with the
Bouverie Centre, Meriden UK, Ballarat Psychiatric Services,
North West Area Mental Health Service and Mind Australia,
with a view to showcasing best practice in family involvement
at a forum in 2012 to promote implementation of such
interventions.
Carer participation
We support carer participation in the planning, delivery and
evaluation of services. The development of Mental Health
Experience Co-Design (MH ECO) is an important innovation
which has demonstrated the effectiveness of carer and
consumer participation in quality improvement both in the
clinical Area Mental Health Services and the PDRS sectors.

Carer involvement

MH ECO was developed to collect consumer and carer
experiences then use the information to improve the quality
of services. The previous satisfaction surveys conducted by the
Area Mental Health Services had very low response rates and
credibility. Consumer researchers from the Victorian Mental
Illness Awareness Council (VMIAC), carer researchers at the
VMHCN and staff in the Victorian Department of Health
worked together on this project over a five-year period.

The VMHCN promotes and advocates for involvement of
carers in treatment and care planning and decision making.
There is an impressive evidence base demonstrating that
involvement of carers significantly improves the outcomes
for both consumers and carers in terms of their mental and
physical health, wellbeing and quality of life, the effectiveness
of carers in their caring role, the rate of relapse and the work
satisfaction of mental health professionals.

MH ECO is being used to inform the further development of a
nationally consistent approach in this area. Its rigorous research
methodology, with an emphasis on consumer and carer
engagement and collaboration with all key stakeholders within
a mental health service, translates national and state mental
health policies and directions into an action-oriented, practical
and meaningful activity.

•
•
•

Despite this evidence, carers continue to be frustrated that
they are not included in treatment and care planning and
decision making. We believe this is due to many mental health
professionals not having been trained to engage and work
with families. Therefore the VMHCN has been proactive in
developing training material for mental health professionals and
undergraduates. The program we have developed, Working
with Families – Through the Carer Lens, will assist them to
understand what carers want and need and how to provide
this. We have been fortunate in sourcing funding from the
Hunter Block Foundation and the Department of Families,
Housing, Community Services and Indigenous Affairs
(FaHCSIA) to support this work.
Relationships have also been developed with the UK Meriden
program and VMHCN has been active in promoting the
uptake of training in evidence-based family involvement
programs based on the Meriden program. One particular

During 2010–2011, the VMHCN research team worked with
the consumer researchers to develop marketing material for
MH ECO including an information brochure, website (www.
mheco.org) and a DVD (which can be viewed on the MH
ECO website). Several papers on the MH ECO project
and methodology have been published during the year and a
number are still being considered for publication. We are now
developing an MH ECO Toolkit, a collection of modules that
will assist organisations to utilise the consumer and carer
experience to improve mental health services. The Toolkit
will come with a one-day training program for service staff
who will be implementing the Toolkit in their organisation.
The VMHCN is also assisting Prahran Mission to develop
their carer participation policies, processes and procedures
and is a participant on the team overseeing the Mental
Illness Fellowship Carer and Consumer Participation project.
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Carer involvement,
participation and support
by Julien Leith

We are commencing work on developing training material
to support carer representatives on policy working groups
and committees. To maximise the effectiveness of their
contributions as representatives, carers require such training
and support.
Whilst it is heartening to see the focus on carer participation
expressed in the National Standards for Mental Health Services
and the continued rhetoric about carer participation at all
levels, effort and resourcing is still required to make carer
participation real and effective as distinct from tokenistic. As
a peak body, we welcome opportunities for participation with
and on behalf of carers and are aware of its value in improving
the system. However, adequate funding and resources are
required for such participation to provide real benefits.
Research and training
The research arm of the VMHCN, the Carer Research and
Evaluation Unit (CREU), recognises the contribution and
experience of families, friends and carers through research,
evaluation and consultation. The CREU embraces experiencebased design to develop evidence to improve the quality of
the mental health system. The Unit aims to empower family
and other carers to contribute meaningfully to service and
policy development and to support their active participation
in mental health research and quality activities.
In recent years, the VMHCN has become very involved in
the development and presentation of training materials. In
addition to the training for mental health professionals and
for carer representatives outlined above, a comprehensive
program for carer consultants and carer peer support workers
has been delivered. All of this material has been developed
utilising our years of carer experience-based research,
together with the expertise of carers and reference group
members and consultation with various organisations including
the Bouverie Centre, The University of Melbourne and
VICSERV. We highly value the lived experience of carers in
both the development and delivery of the training material
and know that participants in the programs appreciate the
reality that carers bring to the training sessions.
Raising community awareness
The VMHCN is active in raising community awareness
about mental health issues. For example, in October 2010
we organised Lifting the Lid on Mental Health, a rally at
Federation Square which highlighted the needs of mental
health consumers and carers. It served to urge politicians
and community leaders to take mental health more seriously
and make it a high priority for the state election.
The Lifting the Lid on Mental Health petition was delivered to
The Hon. Minister Wooldridge MP in March 2011. With

support from GetUp we succeeded in obtaining a total of
7,770 signatures! The petition called on the government to:
• increase the budget for mental health to 14 per cent
of the health budget to match the mental health burden
• increase funding for social housing by $200 million over
the next four years
• allocate a minimum of 20 per cent of all new social
housing to people with a mental illness and ensure
flexible support is attached
• double the funding to community managed
mental health services over the next four years
• fund statewide training of the mental health
workforce to work with families and consumers
• fund consumer and carer participation as three per cent
of every budget allocation in the mental health area.
In October this year we ran the Borderline Personality Disorder
Awareness Day Conference with sponsorship support from a
number of other organisations. This was a resounding success
with an attendance of about 500 people. The aim of the
conference was to raise awareness of borderline personality
disorder (BPD) and the suffering and distress it causes, advocate
for the development of accessible and appropriate BPD services
and transform the current negative culture into a positive and
more optimistic one that recognises the prognosis for people
diagnosed with BPD can be positive if there is access to a range
of appropriate services. There were moving and informative
presentations from consumers, carers and mental health
professionals. An action plan was developed by participants –
an important step towards improving outcomes for those who
struggle with this disorder.
Conclusion
The staff and members of the VMHCN will continue their
work (much of it voluntary) in systemic advocacy, training,
education and research, all aimed at improving:
• carer involvement in treatment and recovery
• carer participation in planning, delivery and evaluation
of mental health services
• comprehensive support for carers
• improvements in mental health services.
The demands on the VMHCN as a peak body are
ever-increasing and much greater than we can adequately
respond to with our extremely limited resources. We need
to secure adequate recurrent funding to enable the Network
to carry out its core functions, as well as project-specific
grants for worthwhile initiatives.
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How does the Victorian mental health
system benefit from an independent,
service-neutral Carer Advocacy Program?
Frances Sanders, Executive Director
Michelle Swann, Carer Advocate, ARAFEMI Victoria

‘[The Carer Advocate] acknowledged us and our emotional state.
This gave us the confidence to proceed with our attempts to get
the appropriate help for our child. We could not have proceeded
without her assistance. She was a marvellous help and ensured
a positive way forward’ (carer assisted by the program)
The ARAFEMI Victorian Carer Advocate Program was
implemented in September 2009 as a pilot program. The
aim of the program has been to provide an independent,
service-neutral, state-wide Carer Advocacy Program in Victoria with
a view to improving the responsiveness of the mental health system
to carers and mental health consumers alike (ARAFEMI, 2011).
Mental health carers need an effective service-neutral Carer
Advocacy Program to assist and support them to voice their
needs, develop effective communication strategies with services
and gain appropriate services for the person they are caring for.
Carers often feel a sense of distress and isolation as they strive
on two fronts: first to understand their relative, who may have
confused thoughts and show erratic behaviour, and second,
to advocate on their behalf or their own during intermittent
contacts with services (Purves and McIntosh, 2002). In order
for carers to do this effectively they need their own supports.
ARAFEMI Victoria have proudly provided this innovative program
for the past two years and received resounding support from
both carers and mental health services. The findings of our recent
evaluation of the program highlighted the need for a standalone
advocate position independent of the funded carer consultant
roles within services. Carers accessing the program, and services

engaged have highlighted the benefits of the program to improve
existing structures by allowing the carer voice to be heard.
The program offers a unique support platform within the carer
support sector. The advocate role is not tied to a service and
therefore, can offer a neutral and fresh perspective across all
stakeholders to seek a ‘win-win’ for all. The types and breadth
of requests show the complexity of issues that carers face are
reflective of broader carer issues that are well documented
within the carer literature. The ability of the advocate to
support the carer where they are at – to attend meetings and
link carers with additional services – appears to be both unique
and necessary to the role. This has been facilitated by the
‘housing’ of the advocate within a suite of specialised carer
services whereby referrals ‘to and from’ the advocacy program
with other carer services can be easily made.
The consultation also revealed that there were systemic gaps
in advocacy for carers who were not able to access clinical
public mental health services. There was a paucity of available
individualised advocacy supports for carers as a result of high
demands on existing carer workers. Service boundaries on
access to carer supports (service/ region specific) were further
seen as limiting the assistance that carers could receive.

28

newparadigm Summer 2011
Psychiatric Disability Services
of Victoria (VICSERV)

How does the Victorian mental health
system benefit from an independent,
service-neutral Carer Advocacy Program?
by Frances Sanders and Michelle Swann

Model for Carer Advocacy Program
The model for casework advocacy has been developed over the
course of the pilot phase of the program and is the product of:
• carer consultation and specialist knowledge of carer need
• existing advocacy models within aligned sectors
(national / international)
• action research which includes practice wisdom and reflection
• expert and peer input / review
• continuous improvement principles based
on carer / service feedback
The core components of the model include:
•
•
•
•
•
•
•
•

independent representational advocacy
casework advocacy
supportive counselling
conflict resolution framework
non-adversarial approach
human rights / social justice framework
empowerment approach
strengths-based approach

Case study
The following case study illustrates how the Carer Advocacy
Program operates and intersects with the range of carer
services offered at ARAFEMI Victoria:

From the outset it was decided that a conflict resolution and
non-adversarial stance was required. As the program continued we
incorporated further theoretical frameworks such as strengthsbased and empowerment approaches together with a human
rights/social justice framework. With these clear parameters it has
been possible to assist carers and the mental health system to find
alternative ways of collaboration and problem solving.
The casework advocacy process adopted by the program
(McGowan, 1987) again provided a clear ‘road map’ for how to
proceed with each intervention. Each stage of the process requires
important reflection allowing for clear decision-making to occur.
Figure 1: Casework Advocacy Process
problem
definition

objective

outcome of
prior advocacy
attempts

The use of conceptual models for the advocacy approach and
interventions has been useful. The breadth and complexity of
presenting issues have required a multi-skilled approach that has
demanded different approaches as well as a sound understanding of
the carer experience, mental health service system and aligned
systems. It appears that the application of a non adversarial
approach, conflict resolution and human rights social justice
framework have been particularly apt. In addition, supportive
counselling and a strengths-based approach have been particularly
appreciated and appropriate to the carer experience. The ability
to triage calls and offer carers additional supports pre, during and
post advocacy has also been appropriate to the broader needs
of carers and in ensuring the role of advocate can be managed.

Linda is the primary carer for her mother who, at the time of
contact, was in an adult inpatient unit. Linda’s mother suffers
from bipolar disorder and had been experiencing a severe
depressive episode. Linda’s mother was also diagnosed with
breast cancer. She attempted suicide several times; the last
occasion resulted in her becoming a paraplegic.
Linda was very concerned about her mother being discharged
prematurely and with insufficient supports in place. The Carer
Advocate met with Linda to explore various options. Linda was
also offered access to the ARAFEMI counselling service, as she
was very stressed. She enthusiastically embraced the offer.
Consequently, the advocate attended a family meeting with Linda
and her sister at the hospital. They discussed their mother’s
discharge and successfully advocated with the hospital to allow
Linda’s mother to stay on the inpatient unit for an extra week
to ensure her discharge was managed thoroughly and effectively.
Main issues identified by carers

target system?
Sanction?

•
•
•
•
•
•
•
•

strategy & mode
of intervention

resources

level of
intervention/
object of
intervention

potential
receptivety of
target system

•
•
•
•
•

communication difficulties with a mental health service
lack of carer involvement with discharge planning
formal complaints against services
accessing appropriate supported accommodation
(for consumers)
Centrelink difficulties
carer financial difficulties
accessing services / treatment (for consumers)
concerns around excessive and / or inappropriate
medication (for consumers)
Guardianship and Administration / VCAT difficulties
inadequate response by services
difficulty accessing and / or dissatisfaction
with consumer’s psychiatrist
concerns around involuntary status of consumer
dissatisfaction with State Trustees

Findings and recommendations of the evaluation report
The program has been well received by carers and we have
also received very positive feedback from mental health
services with regard to the types of interventions provided
to carers. These have ranged from assistance to carers to
improve their strategies to self-advocate through to providing
a physical presence at meetings between carers and mental
health clinicians together with other authority figures. Such
contacts appear to have the potential to move beyond
resolution of the individual issues presented in the advocacy
contact. The non-adversarial model offers potential to open
useful facilitative dialogue and effect change at a broader
systemic level. Services have demonstrated a desire to
engage with the advocate to improve their response and
ability to support carers.
The outcomes support the proposition that the use of a
carer advocate can be a cost effective and useful resource to
carers, service providers across sectors and the consumer.
The intervention data, in the main, reveals that most carers
require between one and three contacts. These contacts
appear also to have greater individual and systemic outcomes.
The use of an external and conflict resolution approach,
appears to have reduced the need for further service
intervention. The likely impact of further intergration of this
role would be a reduction in lengthy dispute resolution and
therefore better health outcomes for carers and consumers.
The results supported a service-neutral casework advocacy
service that provides individual assistance with complex issues.
Findings
• Clinical mental health services also experienced
positive benefits in resolving complex carer issues.
• Interventions were not limited to mental health services.
Interventions in other service systems included Centrelink,
the Education Department, the criminal justice system,
VCAT, State Trustees and Victoria Police. Capacity to
work across service systems is essential.
• The ability for services to make referrals provided
positive engagement and better outcomes for carers.
• There were identified benefits at an individual level
and improving workforce capacity of services.
• Early intervention utilising a non-adversarial model
generally reduced the need and costs associated
with involvement at higher levels.
• Advocacy models employed mediation over adversarial
models – these enhanced outcomes from service and
carer perspectives – reducing conflict, distress and cost.
• In contrast to expected beliefs, carers and consumers
are often aligned with agreed advocacy needs – therefore
flexibility to work with the carer and the consumer,
or consumer bodies is essential to the role.

• Referral flow data supports that the Carer Advocate is
best placed within a suite of carer support services to
enhance appropriate use of services and further support
to improve carer wellbeing.
• Placement of a service-neutral Carer Advocate within a
state-wide carer support service, best utilises resources
to ensure targeted and cost effective interventions.
Unfortunately, mental health Carer Consultant positions do
not exist in all mental health services and sometimes issues
are perceived as too sensitive for Carer Consultants to
advocate within services. Notably, many carers are not linked
in with mental health services especially after consumers are
discharged to their local GP. Additionally, carers often need
assistance with intersecting systems such as the criminal justice
system, Centrelink, child-protection and the education system.
Finally, a large component of the role is providing education to
carers regarding their rights, consumer rights, how the system
works, effective communication and self-advocacy.
The Carer Advocate Program should be implemented
beyond a pilot phase and additional evaluation data sought
that is respectful of carer burden. This data would include
referral flow and systemic impacts. Further implementation
would also be assisted by ongoing formalisation of relationships
within the sector, integration into reporting structures (e.g.
complaints and grievance process) and links with systemic
advocacy bodies, both consumer and carer. As the advocacy
program offers the opportunity to capture the specific issues
that are experienced by carers, it would be worthwhile
sharing more broadly the issues and tracking change over
time. It also offers the reflection that carers and consumers
can and do work together to get access to treatment and
care that support recovery.
‘The advocate provided support to the carer and was also
beneficial to the organisation. It felt that there was a neutral
party present able to see things from a variety of perspectives’,
(an organisational representative involved with the program).
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Furry companions: caring,
affection and connections

Ellie Fossey, Senior Lecturer, Department of Occupational Therapy,
School of Allied Health, La Trobe University

Pets contribute to human health and wellbeing...
Pet ownership is thought to be beneficial in dealing
with stress, loneliness, loss and social isolation; improving
general health and levels of physical activity and facilitating
social contact with others.
Consideration of caregiving in mental health services tends
to focus on people experiencing mental health issues as care
recipients, their families as care providers, and on how
services can effectively support families in care-giving roles
(Williams & Mfoafo-M’Carthy, 2006). As a consequence, the
caring roles and activities of individuals experiencing mental
health issues may go unnoticed. Yet, care takes many forms:
giving and receiving care; taking care of oneself and caring for
others within families, friendships and the wider community;
and wide-ranging relationships and activities may be involved
(Williams & Mfoafo-M’Carthy, 2006). It extends to caring for
animals such as household pets too.
Many Australians currently live with and care for pets: almost
two-thirds of households include pets, the most common of
which are dogs and cats (ACAC, 2009). People chose to have
household pets for companionship, protection and recreation
and widely consider pets to bring company, affection and
pleasure into their lives. Pets contribute to human health and
wellbeing too. For example, pet ownership is thought to be
beneficial in dealing with stress, loneliness, loss and social
isolation; improving general health and levels of physical activity

and facilitating social contact with others (ACAC, 2009; Wood,
Giles-Corti & Bulsara, 2005). There is also growing interest in
the therapeutic use of pets (or companion animals) within
residential and institutional health care settings (Wood
et al. 2005). However, little attention has been given to the
perspectives of adults experiencing mental health issues on pet
ownership as part of everyday life (Zimolag & Krupa, 2009).
A recent participatory research project, undertaken in
Melbourne, Victoria, with people experiencing mental health
issues, aimed to explore participation in everyday life broadly
and from their points of view (Fossey, Bennetts, Saunders,
McDermott & Harvey, 2004; Fossey, 2009). Qualitative
research methods included interviews, focus groups and
shared reflections with 39 adults experiencing mental health
issues over a four-year period. Amongst the findings from this
project, many ways of giving care and support, as well as
receiving care, were highlighted. One third of participants
spoke of experiences of living with cats and dogs as pets when
interviewed; most but not all were people who had acquired
pets since living by themselves.

In summary, these participants described their pets, whether cats
or dogs, as ‘loyal’ and ‘constant’ companions. Through feeling
more at ease or safer at home, the opportunity to love and
feel loved, and their pets’ ability to offer comfort, participants
frequently described their lives as much improved since living with
cats or dogs as companions. Living with and caring for pets also
created daily routines and opportunities for contact with other
people in the neighbourhood. Dogs particularly encouraged
physical activity and facilitated contact with other people. Here,
some illustrative extracts from participants’ stories are shared.
(The names used are pseudonyms chosen by participants, so
as to protect their privacy.)

She’s so precious… [my dog] is so untouched by [those] things…
I don’t know how to explain, it’s sort of pure essence and to have
that around… her innocence, uncorrupted or untainted by all
these things that affect us [Janis].
Unlike a human, they’re not going to ask you twenty questions.
They’re not going to say, ‘oh what did you do with yourself today?
Oh, you gone off there. You’re bludging again.’ You know, they
don’t say that to you. They don’t care. As long as you feed them
and pat them, they’re quite happy [Kate].

Coming home to someone, not four walls

In addition, participants spoke of the helpful ways in which pets
sensed them feeling low or unwell and attempted to comfort
or cheer them up:

Pets made home a more welcoming and comfortable
place to be, especially when living by oneself was a struggle.
For example, as Kate described, her cat meant being
welcomed home to something other than four walls:

He shows a lot of love and affection, I know that… I’ll lie on the
couch, he’ll come up and lie beside me, you know, or if I’m down,
he knows. He’ll come up… jump on my lap and start licking my
face to cheer me up [George].

She’s made a huge difference to me ‘cause when I used to come
home, I used to try… [but] I’d have to be in someone else’s
place, like I couldn’t be on my own. Since I’ve had her, I’m not
as bad. You know, she’s my baby and I just want to be with her…
And she does funny things. She makes me laugh sometimes. It
brings you out when you’re feeling down in the dumps… It’s great
to come home to someone, or come home to a cat… I know
there is something waiting for me here. It’s not four walls.

When you’re not well, you know, they comfort you… It helps
so much… they’re really, really affectionate, the cats… they’ll
just… come up to you and they’ll want to, you know, kiss and
smooch into you, they’re just gorgeous [Julie].

Living with and caring for a pet also provided constant
companionship around the home; some participants
spoke of being more ‘stuck in the house’ and alone prior to
having a pet, or feeling a sense of emptiness if they were not
sharing their homes with pets. For instance, Janis described:
Just having her running around, or jumping up on the couch
with me... It’s just this constant companion you know and
when she’s not here the place is just desolate, like there’s
something missing.
Unconditional companionship and caring
The unconditional nature of their relationships with pets
was emphasised by a number of participants. For instance,
as Annie described:
She transformed my life and it’s made a huge difference
to me having a dog… To love something in an open and
unconditional way, um, I’m not very good at that emotion.
But to feel loved by her is really lovely.
Others spoke of having weathered experiences in the mental health
system or responses in the community that were painful and
denigrating, so their unconditional relationships with pets were
special for being untouched and untainted by these experiences:

Creating some daily routine and social contact
While living with pets might take some initial adjusting to
get into new routines, caring for pets also created some
regular daily routines around which to organise other activities.
For instance, having pets could aid simply getting up:
I’ve got a little dog so I’ve got to get up early. He’s scratching
at the door at seven o’clock in the morning, so I’ve got to feed
him, and the cat and birds [Frank].
They could also assist with fitting in a daily walk:
I always try and get home in time to take the dogs for a walk [Annie].
Dogs, in particular, also served as a springboard for getting
out of the house and connecting with other people such as
neighbours and others within the wider community. For
instance, some participants described having few activities
beyond home and yet:
Being at home all day is no good, just not good for anybody [Elvis].
Taking their dogs for walks was a regular way to get out of the
house. In addition, while the quiet and space of local parks may
be appealing, it was more enjoyable with a dog, as Elvis noted:
If I go for a walk, I want her to come with me… I muck
around with me dog, throw a tennis ball sometimes [Elvis].
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affection and connections
by Ellie Fossey

Compared with walking by oneself, walking with a dog also
created opportunities for social contact. Annie described being
introduced to other dog owners and making more than one
friend in her neighbourhood:
I continue to enjoy going up to the park with her. And what
that has done is… it’s introduced me to a whole lot of people…
it’s just given me a bit of a social life that, you know, I didn’t
have [before]. So it’s been really positive [Annie].
Practically speaking, pets also bring some day-to-day
responsibilities and a potential source of worry in the event
of admission to hospital. Knowing that one’s pets were cared
for in a trusted manner can alleviate this worry, as Janis noted:

of being unwell, such as hospital admissions, may be helpful to
alleviate the potential for additional worry at such difficult times.

VICSERV’s newparadigm Editorial Team notes what they
love about their pets:

Lastly, participants described ways in which their pets facilitated
talking with neighbours and meeting other people within their
local communities – previous research involving people
experiencing mental health issues and the wider community
alike also acknowledges the social benefits of pet ownership
(Wood et al. 2005; Zimlog & Krupa, 2009). For those who
wish to, living with and caring for pets can create important
possibilities and benefits for greater wellbeing and social inclusion.

Trevor is house trained and spends most of his day foraging
in the back garden. As empty nesters we lavish attention and
affection on him which he tolerates with good humour but
always retains a sense of his own dignity and ‘rabbityness’.
Wendy, Editor
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I didn’t worry so much this time in hospital ‘cause I knew, I knew
[friend] would take good care of [my dog]. I missed her, and
[friend] offered to bring her up to the hospital but I… I never
see my pets when I’m in hospital ‘cause I just feel like no, they
shouldn’t be in a place like this [Janis].
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Catalysts for care

Yes, it is time-consuming, but essential if both carer and consumer
voices are to be heard and to improve the way services are
currently planned and delivered. Systemic advocacy is vital, as is the
provision of support and information to carers – both must happen!

Jennifer Burger, Carer Consultant, North West Area Mental Health Service (NWAMHS)

I want to emphasise the importance of understanding and
using state and national policy documents and networks.
Working together with local Area Managers, Directors of
Clinical Services, Quality Managers, Consumer Consultants
and other colleagues to bring about change and improvements
to service planning and delivery is absolutely essential.

Carer involvement, participation and policy
In 2004, the National Consumer and Carer Forum developed
and published a landmark participation policy1 which outlined
best practice principles for participation and key components
for inclusion in consumer and carer policies. Its importance
cannot be underestimated and we used it as the basis for our
policy development at NWAMHS.
A year earlier, Kali and I had begun working at NWAMHS and set
up a Carer Advisory Group almost immediately, inviting clinicians
from each team to join us to help us understand how best to work
together. At this stage we did not know a single carer who used our
service, but since then we have made contract with more than
1,000 carers. The form for clinicians to complete when referring
the family/carer to us has been invaluable as we have documented
their concerns and needs throughout that time.
In 2008, two great initiatives were introduced at NWAMHS:
The Behavioural Family Therapy (BFT) model

Good things happen when consumers, carers and clinicians
work together! This is the message we have on the walls of
our waiting rooms at North West Area Mental Health Service
(NWAMHS). It clearly states what we believe and are trying
to do.

We identify, support and train carers to provide their
perspective on our local service committees. We work with
clinical staff, seeking to demonstrate the evidence base that
underpins the involvement of carers in treatment and care,
as well as in service planning and delivery at a systemic level.

Let me tell you about what has happened during the eight
years that we have delivered a carer consultant service and
about the high-level support which has been so crucial to the
growth of carer participation and to the changing culture in
our service.

Our roles require that we:

I will canvas some exciting initiatives we have been involved
in, give credit to the state and national policy framework
which has supported them, and acknowledge the role of the
regional network, North Western Mental Health, the Carer
Consultants Network of Victoria (CCNV) and the peak mental
health carer body, the Victorian Mental Health Carers
Network (VMHCN) in their ongoing advocacy for the voice
of carers to be heard and represented at all levels of service
planning and delivery.
Our role as catalyst
My colleague Kali Paxinos and I, together with Mary MacCrae
and Jan Korolew, who worked with us at various times, see
our role as that of a catalyst.

• have direct contact with individual carers by phone and/or
face-to-face to provide support, information and referral
• facilitate carer support groups and run training workshops
for them, often with assistance, as appropriate, from
consumers, clinicians and relevant experts
• work collaboratively with staff, including the consumer
consultant, in a range of ways to help them understand the
carer perspective, increase their confidence, and further
develop their skills in working with the whole family. This
may be through presentations in orientation programs for
new staff, running and evaluating three-hour workshops or
training programs for first, second and third-year psychiatric
registrars in NorthWestern Mental Health, working together
with case managers and families using the Building Family
Skills Together (BFST) approach and sharing responsibility
for the Carer Support Fund
• join key NWAMHS committees, such as the CIIC (Quality
Committee) and the combined Consumer and Carer
Advisory Group (CCAG) which I currently chair. At a
regional level, we are also members of the CCNV’s
Combined Consumer and Carer Advisory Group.

The case managers in the Continuing Care Teams (CCTs) and
the carer consultants were trained in BFT by Dr Grainne
Fadden, director of the United Kingdom’s Meriden Family
Program. This approach of working with the consumer
and the family together was introduced and later supported
by staff from The Bouverie Centre.
The Early Engagement of Carers (EEC)
Dr Carol Harvey, a Senior Consultant Psychiatrist, and I,
together with the Manager and Team Leaders of both
Continuing Care Teams (CCTs) decided to build on this way
of working. We developed guidelines and protocols which
required case managers to contact the family/carers of newly
registered clients within six weeks and engage them in the
treatment and care of the consumer. They explained that
this was the way our service wanted to work and asked the
consumer to nominate a carer. Assurance was given to both
consumers and carers that confidential information would
be respected, that only agreed matters would be shared
and the situation would be reviewed regularly. The guidelines
and protocols were then ratified by the Quality Committee.
Next year, a working group comprising consumers, carers
and clinicians plans to develop an information-sharing policy
and draft a service-wide agreement about what information
can be shared with whom, when and how.
These initiatives were followed by three more important
steps in 2010–11.

1. Barriers to the Carer Engagement project
In 2010 the NWAMHS Serious Risk Management Committee,
of which I am a member, was asked to explore the current
level of carer engagement throughout our service, determine
the barriers to their engagement, and make recommendations
on implementing best practice treatment and care. A working
party was established, and its recommendations were
immediately referred to the CIIC for implementation.
They included:
• accurate recording of carer contact details
in the registration form
• implementation of the 2008 CCT EEC guidelines across
NWAMHS and promotion in waiting rooms of this way
of working
• provision of training and support to assist clinicians working
with Culturally and Linguistically Diverse (CALD) families
and separate workshops for CALD family/carers from two
different language groups in 2012
• expansion and sustainability of the BFT program.
2. Quality improvement project
in our two rehabilitation programs
The Mental Health Experience Co-Design (MH ECO) is an
innovative method of gathering information about the lived
experiences of consumers and carers who have received a
service from mental health services. It was introduced into our
Mobile Support and Treatment (MST) service and Community
Care Unit (CCU) programs this year, in partnership with the
consumer and carer peak bodies, Victorian Mental Illness
Awareness Council (VMIAC) and the Victorian Mental Health
Carers Network (VMHCN), to capture the consumer and carer
experience of care. Working groups were held to identify three
areas of service delivery which were seen to be done well and
three areas requiring improvement. Action plans have now
been completed for working on the areas of improvement:
• medication supervision times – MST
• provision of meaningful activities – CCU
• increasing support and involvement of carers – MST/CCU.
3. Analysis of the needs and experiences
of NWAMHS Carers Project
As carer consultants, we had maintained records of the needs
and experiences of the carers referred to us since we started
in 2003. We had been interested in analysing our findings and
evaluating the effectiveness of our work, but lack of time and
resources made it impossible for us to do alone. In 2010, that
work was begun by Masters students working with Dr Lisa
Brophy, who was then our Senior Social Worker.
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In 2004, the National Consumer and Carer Forum
developed and published a landmark participation
policy which outlined best practice principles for
participation and key components for inclusion in
consumer and carer policies. Its importance cannot
be underestimated and we used it as the basis for
our policy development at NWAMHS.
The student compared the experiences and needs of carers
of newly registered CCT consumers in 2009–10 with those
of longer-term carers referred to the carer consultants from
across the whole service. The consistency of their experiences
and needs in both groups was remarkable. They all needed:
• timely information about a range of issues, including
diagnosis, symptoms, treatment options, medication
and side effects, and alcohol and substance use problems
• support with the emotional difficulties experienced by
the family, and with grief and loss
• strategies for how best to respond to illness behaviours
and to be effective in their caring role
• information about housing options and support,
employment and recovery.
Assistance to ensure safety from physical and verbal abuse
was reported as a need for the longer-term carers in the study.
The quality and depth of the data given to the carer
consultants over this period of time showed the importance of
consumers, carers and clinicians working collaboratively
to improve our service response to the expressed needs.
We then developed recommendations from the data for the
service to consider, and they were presented to the CIIC in
September 2011. This meeting was critical to the emphasis
placed on carer issues by the whole NWAMHS service. Dr
Harvey and I were both asked to present papers on the
experiences and needs of carers drawn from research data
in our own service, the benefits of BFT in the MIND program,
and on the Barriers to Carer Engagement.
At that meeting a small working group with enthusiastic
senior staff from each team, plus the consumer and carer

consultants, was immediately set up to provide a service
response to the experiences and needs already described,
to the perceived barriers to carer engagement, and to
recommendations made to improve clinicians’ engagement
with carers. It has already met twice, with the next
date set for November. The energy is palpable!
I cannot thank the Quality Manager (ESIC) enough for
her planning and support, and the Carer Portfolio Holder
for her ongoing commitment to this way of working.
Importance of policy frameworks and networks
At NWAMHS our Consumer and Carer Advisory Group
(CCAG) liaises with the Network CCAG at NWMH. As carer
consultants we work with the carer consultants Network on
professional training and support and with the VMHCN for
carer advocacy on a range of issues at a state level. We also
are linked to the National Consumer and Carer Forum and
work collaboratively with it at the national level on policy
and service developments, such as the Privacy, Confidentiality
and Information Sharing Initiative.
I want to emphasise the importance of understanding and
using state and national policy documents and networks.
Working together with local Area Managers, Directors of
Clinical Services, Quality Managers, Consumer Consultants
and other colleagues to bring about change and improvements
to service planning and delivery is absolutely essential.
When clinicians, consumers and carers listen to each other,
understand their different perspectives and work together,
good things can really happen for all!
Reference
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What a man! A carer’s
story of creative caring
Robyn Ormerod, Bachelor of Social Work Student, Victorian Mental Health Carers Network (VMHCN) Inc.

Carers of people with a mental illness continue to struggle to
find the support they need to provide adequate care, let alone
support for self-care which is of vital importance in order to
prevent their own mental and physical health problems. The
intolerable stress faced by carers reflects the inadequacy of carer
support available. Lilian was fortunate to have a physically and
emotionally capable carer, who’s only ‘indulgence’ was to ‘sneak
off’ for a game of golf when possible.
This is a story of a devoted carer’s challenging journey through
54 years of providing loving, emotional, supportive care and
practical assistance to his wife who, throughout most of her
life, endured a multitude of serious physical illnesses,
compounded by the debilitating effects of severe depression.
Herbie’s commitment to keeping his wife, Lilian, alive and
ensuring she had the best possible quality of life demonstrates
the extraordinary value of the knowledge accumulated over so
many years of caring. It also emphasises the importance of
mental health professionals involving the family of people with
a mental illness, seeking input from them, respecting and
valuing their knowledge and care, and the need to provide
appropriate support for carers.
Herbie was born in 1929. His family faced financial hardship
and serious illness, yet Herbie was blessed with a loving, caring
family from whom he learned the value of caring. Lilian, born

in 1930, had no siblings, experienced a lonely upbringing
and was denied closeness with her father. The couple married
in 1952, a period when Lilian’s ‘ups and downs’ were not
evident to them. During the 1950s depression was a relatively
unmentioned mental health issue and was associated with
stigma and counselling was not widely known at this time.
Lilian was distraught following a miscarriage six months after
they were married believing she would never be able to have
children. However, a healthy pregnancy and delivery brought
their son into the world in 1953. Struggling financially, Herbie
was well aware of the increased emotional challenge for Lilian,
whilst they resided with her parents, and was relieved when
they managed to secure a loan to purchase their own home.
A second healthy pregnancy and delivery brought their
daughter into the world in 1955.
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Several weeks following their daughter’s birth, it was clear
Lilian was not bonding with her daughter and was also
struggling with the inability to sleep. Lilian was advised by
medical professionals that there was nothing problematic
health wise and that a good eating routine should help with
sleep. Devastated by this response, she was later admitted
to hospital for a ‘nervous breakdown’. No mention was made
of post natal depression by any of the practitioners and Lilian
was discharged after three weeks without medication and
soon became suicidal. Further consultation with numerous
specialists did not result in accurate diagnosis or treatment.
Recommended individual psychiatrist consultations were
simply unaffordable, as the costs already accrued for Lilian’s
medical expenses were beyond the couple’s budget.
Mental health professionals did not include Lilian’s family in
treatment and care regimes, leaving Herbie feeling powerless
and unsure of his role. Like many carers and family members,
Herbie was left to find his own solutions through trial and
error. During the mid-1950s Herbie and Lilian eventually
received great support when the church minister connected
them with a free counselling service.
In the absence of access to regular mental health care,
carers often take on complex and time consuming caring
roles. They are frequently isolated without access to needed
support. Herbie endeavored to attend most consultations and
therapy sessions. The counselling and Herbie’s support helped
Lilian to rebuild her life and be well enough for her children to
experience her love and care. Herbie was very aware that his
wife needed his support.
Faced with an extremely demanding employer, Herbie
decided to change jobs in the hope of being able to devote
more time to care for his wife. However Herbie’s new
employment took him away from home for considerable
periods, which Herbie later very much regretted, believing
this was a major factor in the deterioration of Lilian’s health.
These absent periods were a necessary part of Herbie’s role
for him to maintain his employment and financially support his
family. Unfortunately, supports were not in place for Herbie
to receive help to manage the impacts of self blame and guilt.
Herbie then took on casual work in order to be able to devote
more time to care for Lilian. So, like many carers, Herbie
experienced significant financial disadvantage and stress as his
work choices, availability and hours of work were limited by
his role as a carer and this impacted the financial situation of
his family very negatively.
Herbie shared Lilian’s frustration with the lack of information
about her medication and absence of helpful professional
advice. Herbie’s heartache was enhanced by watching his

wife suffer from the side effects of multiple medications,
withdrawal periods and debilitating physical illness. As a
devoted carer focused on improving his wife’s quality of life,
Herbie persistently researched medications himself and
eventually sourced helpful medical professionals, resulting in
a change in medications, which ultimately improved Lilian’s life.
Carers often have valuable information about the effects
of medications. It would therefore appear logical for medical
professionals to draw on this knowledge. Instead, carers often
report being ignored, excluded or feel patronised by professionals.
Following a prescribed increased dosage of a particular
anti-depressant medication, Lilian was admitted to hospital
due to breathing difficulty, excess lung fluid and irregular and
rapid heartbeat. Herbie’s research indicated to him that Lilian’s
heart issues might be due to a particular anti-depressant
medication, hence he insisted on a discussion with Lilian’s
heart specialist. Herbie was frustrated that the heart specialist
was unwilling to speak with Lilian’s psychiatrist; he did however
manage to persuade him to at least write a letter. As a result,
Lilian’s anti-depressant medication was changed. This lack of
interaction between multiple health professionals is a common
experience faced by carers in situations involving complex
mental and physical health issues.
The patient-centred focus frequently utilised within public
psychiatry generally does not include family and carer
involvement. Following a traumatic ordeal in hospital, Herbie
observed that Lilian was not improving and was slipping
backwards. In desperation he wrote to Lilian’s psychiatrist
requesting a meeting. Herbie’s knowledge of the negative
effects of Lilian’s previous treatments and medications enabled
him to challenge the ‘clock watching, costly specialist’s opinion1’,
which was not graciously accepted at the time.
Much to the anger of the hospital psychiatrist, Herbie acted
upon his right to discharge his wife, who had again been
admitted as a voluntary patient. The couple declined to
adhere to the hospital psychiatrist’s demands to return Lilian
to hospital; instead Herbie sourced assistance from their highly
respected General Practitioner and pharmacist. As a result the
anti-psychotic and one of three anti-depressant medications
Lilian had been administered were withdrawn. With great relief
Lilian’s suicidal thoughts disappeared. For a long period Lilian did
not take anti-depressant medication, partially due to Herbie’s,
and Lilian’s, lack of faith in these medications being of benefit.
At the age of 59, Herbie retired to become Lilian’s full-time
carer. Herbie’s engineering work encompassed a lateral thinking
approach and understanding that solutions to problems are not
always along conventional lines. Conventional medications and
treatments were not always the most effective treatment for

Several weeks following their daughter’s birth, it was clear Lilian
was not bonding with her daughter and was also struggling with the
inability to sleep. Lilian was advised by medical professionals that
there was nothing problematic health wise and that a good eating
routine should help with sleep. Devastated by this response, she
was later admitted to hospital for a ‘nervous breakdown’.
Lilian. Herbie found that keeping Lilian’s brain active was of
utmost importance; hence he spent hours listening to his wife,
played endless games of cards, took long daily walks and
supported her passion to knit and sew when she was able
to do so. Humorous conversations improved Lilian’s mood
considerably. Simply reading to Lilian enabled her to sleep
without taking sleeping tablets. Herbie continued his research
and suspected a linkage between Type 2 diabetes and
depression medication. This led to an enormous breakthrough,
which enhanced Lilian’s quality of life significantly.
To avoid further long-term stays in hospital, Herbie strictly
monitored his wife’s multiple medication intake for diabetes
and depression, her eating, sleeping and mood patterns for
reporting to medical professionals. Through Herbie’s dedicated
care at home, Lilian was able to take medication regularly
and reliably. In the absence of such support Lilian would have
needed to be monitored in hospital for the medication routine
to be followed and therefore work effectively.  
Health professionals have generally undervalued carers’
experiential knowledge by neglecting to actively involve them
in treatment, planning and decision making as well as in policy
development and service improvement. Carers often use their
own resources in order to participate in policy and service
development activities. During retirement Herbie became
deeply involved and committed to promoting change in
political agendas to include mental health. Through publication
of his letters, he has also advocated for extensive
communication between medical professionals, particularly
pharmacists (the front person dispensing prescriptions that can
have such significant physical and emotional affects on the
consumer and in turn their carers), consumers and carers.
Solely caring for Lilian was seemingly an insurmountable
task, yet Herbie undertook this, providing hours upon hours

of devoted care, including a solid three-year period
where he spent over 160 hours per week in Lilian’s
presence. Despite well meaning health professionals’
recommendations for Lilian to periodically attend respite
care centres, Herbie and Lilian knew she was happier
and healthier within her own home, which extended
and significantly enhanced Lilian’s quality of life.
Lilian passed away in May 2009. Without Herbie’s
devoted care, lateral thinking, patience, dedication to
extensive research and persistence with medical professionals,
Lilian may have possibly only survived until the age of 60,
as was the advice provided by one psychiatrist in the early
1970s. Instead, she lived another 19 years which, whilst
containing immense challenges, were filled with love,
happiness and support.
Carers of people with a mental illness continue to struggle
to find the support they need to provide adequate care,
let alone support for self-care which is of vital importance
in order to prevent their own mental and physical health
problems. The intolerable stress faced by carers reflects the
inadequacy of carer support available. Lilian was fortunate
to have a physically and emotionally capable carer, who’s
only ‘indulgence’ was to ‘sneak off’ for a game of golf when
possible. Good carers are invaluable on the recovery paths or
people experiencing mental health issues to live independently
in the community. Respect and recognition of the value of
carers, routine involvement of carers in treatment, care
planning and decision-making and provision of adequate carer
support by medical health professionals and service providers
should be included as core business of the mental health system.
Reference
1

Quote from Herbie, May, 2011
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At a young age, I entered his world of psychosis. I can recall
many incidents where I was compelled to act on my father’s
delusions. I tried to stop him from committing suicide when
I was about eight years old. I learnt to monitor my Dad’s
illness, always watching his behaviour, anxious about what
would happen if he didn’t comply with his medication
requirements. I tried to coerce him into seeking treatment.
I became an expert in the assessment of his behaviour, always
trying to fix him. My needs and feelings were cast aside.

Tanya Ward, Carer, Artist, Carer Representative for the Victorian Mental Health Carers Network (VMHCN)
on the FaPMI (Families where a Parent has a Mental Illness) Action and Advisory Group, the COPMI Initiative –
the Australian Infant, Child, Adolescent and Family Mental Health Association Ltd (AICAFMHA) and Northern Area
Mental Health Services Carer Action and Advisory Group

Due to the unrelenting chaos in our home, my needs and
feelings were overlooked. I didn’t know how to feel or that
it was okay to express my emotions. Instead I suppressed
them, focusing on trying to control my father’s behaviour
and protecting my little sister. I had stepped up into a parent’s
role without the emotional maturity to deal with it.  
I’ve always found the term ‘young carer’ a bitter pill to
swallow, particularly when referring to carers who are young
children. Caring for an adult is not how life is supposed to be.
Aren’t we supposed to have healthy parents, who meet our
emotional and physical needs until we are old enough and
independent enough to manage life? Throw in a parent who
is delusional at times, manic and depressed at others, and
surely it’s a recipe for disaster. Or is it?
I will now take you on a journey to gain some insight into
my life as a young carer of a parent with a psychiatric disability.
Hopefully this article will convey a picture of the varying
complexities surrounding young carers and will inspire action
to protect, support and nurture them, in particular those
whose parents have a psychiatric disability.  
My story in brief
My father first became unwell when I was three years old.
I am now 42. Initially misdiagnosed, he was in and out of
psychiatric hospitals for the majority of my early childhood.
He was sometimes in hospital for 12 months at a time.

Trying to come to terms with his illness, he regularly self
medicated with alcohol. He was aggressive and violent
when unwell and took his delusions of grandeur out on the
neighbourhood, my school, shopping centres or anywhere
he was heard. Because of his illness, he found it hard to
hold down a job.
Chaos reigned supreme in our home. Our family was
tightly managed by our mother who tried to shield and
protect us from the stigma within our society by keeping
my dad’s illness a secret. Because his illness was obvious
to most, this was a futile task. However, our family still
collectively strived towards the goal of secrecy until one
day my dad decided to visit my Grade 6 classroom in an
acute phase of mania. I was so embarrassed I wanted to
hide in the hope it would all go away.
My visits to psychiatric hospitals were preceded by great
anxiety and trepidation. Standing as a child in a psychiatric
hospital watching staff battle to cope with my father’s behaviour
was a terrifying experience. I felt alone and vulnerable.

I reasoned with myself about the cause of Dad’s illness and
came to the conclusion it was all my fault. I decided I needed
to be perfect to make up for it. My confidence was slowly
suffocating. I pushed for perfection in school, found an interest
in boys and decided on an escape plan from the chaos at
home: I would get married. Surely that would fix things.
I also developed an irrational fear of art as my Dad was
brilliantly artistic when manic and I didn’t want to be like him.
I hated and feared art at school. Ironically, I’m now an artist
and art is a great passion of mine.
I watched my Mum struggling with little support. On one
occasion a social worker visited our home to discuss my
father’s illness with my sister and I. Unbeknown to the social
worker, I instructed my sister not to speak to him. I was scared
he would take us away. The social worker, unable to gain
responses to his questions, left our home and never came
back. I felt I had triumphed. My child reasoning was he could
not possibly take us away if he didn’t know what was going on.
Thanks to the work of the National COPMI Project
(Children of Parents with a Mental Illness) and the Victorian
FaPMI Initiative (Families where a Parent has a Mental Illness)
there has been a change in the availability and appropriateness
of support, education and services for young carers.
Due to the unrelenting chaos in our home, my needs and
feelings were overlooked. I didn’t know how to feel or that
it was okay to express my emotions. Instead I suppressed
them, focusing on trying to control my father’s behaviour
and protecting my little sister. I had stepped up into a parent’s
role without the emotional maturity to deal with it.
There was a cycle of embarrassing and traumatic moments
until the wonderful introduction of lithium into my father’s
vast supply of drugs to manage his illness. My father’s illness
caused me fear, shame, trauma and an overwhelming sense
of responsibility, which I carried with me until adulthood.
I first heard of the term young carer when I attended a
support group for ‘adult offspring of a parent with a mental
illness’ through ARAFEMI when I was in my early thirties.
I found the support group welcoming and relished the

opportunity to talk about my story with people who could
relate. Intellectually I came to realise my father’s illness had
a profound affect on me. However I was not ready to deal
with the pain involved in emotionally understanding the
repercussions of my father’s illness on my own life. I thanked
ARAFEMI for their support, in my mind I no longer needed
their help. Instead, I felt comfort in believing I was not really
that affected.
Life went on. I moved through dysfunctional relationships,
including a broken marriage. I built a career in human
resources and recruitment and I traveled the world. A
second marriage and two children later, I suddenly realised
what ARAFEMI had been trying to tell me. It was something
I hadn’t wanted to hear.
My childhood as a ‘young carer’ had affected me and it was
time to seek professional help in order to unravel the denial,
grief and trauma inside me. I also needed to do this to try and
save my marriage, which I am grateful to say that I did save.
I believe I have resolved most of the issues from my childhood
and I now acknowledge that my father’s illness was not my
fault. I have also been able to teach my children the most
valuable lesson of all: it’s okay to talk about your worries,
feelings and needs and your parents’ actions and/or illnesses
are not your fault. The National COPMI Initiative has recently
written a script for a DVD, which I have been involved in as a
Carer Representative. One of their messages to young carers
is, ‘Your parents’ illness is NOT your fault!’
Comments from other family members
My husband’s mother suffers from schizophrenia and he
saw himself as a young victim, not a young carer. He felt
embarrassed, angry and worried as a child. He recalls his
mother constantly writing messages on the walls in their
home, screening all his calls and warning him against his
friends and girlfriends due to her persistent paranoia when
unwell. He was too scared to bring friends home for fear
of being humiliated. I can relate to this.
My sister offered the following comments about how she felt
as a child and how our father’s illness impacted on her: ‘I must
not tell anyone about his illness. What will he do next? The
unexpected moods/shifts in his behaviour were scary. I lived
with shame and embarrassment. I have been affected by
Dad’s illness. I have an anxiety disorder and issues with
relationships. I remember visiting Dad in hospital when I was
a child and I felt really scared when another patient was yelling,
ranting and raving and pacing in the same room as my manic
Dad. I feel like I’m still trying to figure out how Dad’s illness
has affected me through the help of counselling’.  
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The only specific policy in Victoria on children visiting in-patient units
is from Northeast Health in Wangaratta.1 Their guideline attempts
to ensure the safe and successful visits of dependent children of
adult clients of Kerferd Unit. It aims to support client and family
safety, reduce the potential for adverse events and facilitate support
of the client’s relationship with their family and dependent children
to help improve client, family and carer outcomes.
Facts about young carers
According to Facts About Young Carers by Carers Australia,
the caring role has the potential for significant negative effects
on young carers, including reduced life choices and limited
opportunities. The literature and data has overwhelmingly
demonstrated that as a direct consequence of their caring role,
the majority of young carers are at risk across a number of
social and economic areas. Young carers are a diverse group
and all of these children and young people have different levels
of disadvantage and vulnerability. Many young carers report
constant feelings of sadness, guilt, anger, fear and worry
which all contribute to impaired psychosocial development.
COPMI’s key messages to help young carers
Some of COPMI’s key messages for young carers of parents
with a mental illness are: ‘Sometimes parents don’t tell their
children much about their mental illness as they don’t want
to upset them, but it’s okay for children to know what’s going
on, its good to find out more about your parent’s illness and
it’s okay to ask questions. You did not cause your parents
illness and it is not your job to make them better; there are
professionals and it is their job to help your parent.’2 For
other key messages and information on young carers visit
COPMI’s website: www.copmi.net.au.
Call for Action – policy for children visiting
inpatient units
I’m now a passionate advocate for the protection, support
and recognition of young carers’ rights. This is evident in
my involvement with the National COPMI Initiative and the
Victorian FaPMI Initiative through the Victorian Mental Health
Carers Network (VMHCN) as a Carer Representative.
I recently undertook a student placement with VMHCN,

where I became aware of a lack of government policy for
children visiting in-patient units. There are many areas within
government policy where young carers need attention. I have
chosen to focus my attention on children visiting inpatient
units so children may have the opportunity to visit safely
with adequate protection and support during what is an
extremely traumatic time.
According to COPMI, approximately one in five mentally
ill patients who are hospitalised have children. The children
nominate hospitalisation as one of the most stressful aspects
of coping with a parent’s mental illness. I would strongly urge
anyone in a position to conduct research and develop policy
for children visiting psychiatric inpatient units to take action.
My initial research into this issue has uncovered the following:
A study in the International Journal of Mental Health Nursing3
reported that children want to visit their parents in inpatient
psychiatric facilities and remain involved with them but that
there was little support from staff to do this. Families felt they
received little support about decisions around children visiting
and that the issue of children visiting psychiatric inpatient
facilities was generally not well managed. Staff reported
experiencing being in a dilemma about children visiting and felt
there were barriers to implementing family-friendly services.
While most staff agreed in principle that children’s visiting was
beneficial, there was a lack of local policy and guidelines and,
instead, ad-hoc arrangements existed. In addition, staff were
unsure of their role with children, felt ill-equipped to talk to
children about mental illness and lacked knowledge of age
appropriate resources. Models of in-patient care need to be
developed with a family focus that acknowledges the parental
role of clients and supports children visiting.

The only specific policy in Victoria on children visiting in-patient
units is from Northeast Health in Wangaratta.4  Their guideline
attempts to ensure the safe and successful visits of dependent
children of adult clients of Kerferd Unit. It aims to support
client and family safety, reduce the potential for adverse events
and facilitate support of the client’s relationship with their
family and dependent children to help improve client, family
and carer outcomes. The NSW Central Coast Health Service,
Division of Mental Health also has policy supporting children
aged 0–17 visiting inpatient units.
The COPMI Initiative has a checklist5 which can be
downloaded from their website called ‘Inpatient checklist:
is your inpatient mental health service family friendly?’ This
checklist acts as a guideline for mental health inpatient units.
The Northern Area Mental Health Service has also developed
a poster which is a pictorial expression of the various ways
parents may want to stay in touch with their child during
hospitalisation. The poster ‘Keeping in Touch’ is accompanied
by guidelines for staff. This work aims to help staff support
consumers during admissions. It covers areas such as making
phone calls, sending a postcard to let their child know they
are thinking of them and assisting in organising visits. The
poster will be displayed in the unit, rooms and corridors and
can be accessed via the COPMI website.6 Another of their
initiatives is child friendly visiting rooms which are filled with
toys, games and books.
Look at what’s happening overseas…
BART’S Place, which stands for ‘bringing all relatives
together,’ in the Northcoast Behavioural Health Care
System, Cleveland, is an acute care psychiatric hospital
operated by the Ohio Department of Mental Health.
They have developed a program that has been recommended
as best practice by the Ohio Department and has been
embraced by the National Alliance for the Mentally Ill (NAMI
of Ohio). Katz et al (2001) reports:
We knew that a great proportion of our patients were parents
and that illness, hospitalisation and frequent separations had
deleterious effects on patients, children, caretakers, and other
family members. We knew that children were told little, if
anything at all, about their parent’s mental illness. When the
patient is considered stabilised, a family session, including
caretakers, is arranged. All sessions are supervised and facilitated
by a psychologist. The patient is both supported and encouraged
to explain the symptoms, diagnosis and treatment of the illness
in age appropriate terms. Children are encouraged to express
their feelings and concerns.7

Barnardos, together with the Family Welfare Association,
the Mental Health Act Commission and Care Services
Improvement Partnership in the United Kingdom, have
conducted significant research into children visiting psychiatric
inpatient units. As a result the UK has incorporated guidelines
into their Mental Health Act of 1983 – Code of Practice:
Guidance on the visiting of psychiatric patients by children.
These were issued on 8 October 1999.
These initiatives are great examples of a proactive response
to an area that I believe needs attention in Australia. Isn’t it
time we looked into this as a priority?
I would like to thank my family for giving me their blessing
to write this article in truth. Growing up with a parent who
has a psychiatric disability was challenging without a doubt,
but it has also given me great empathy and compassion for
those who also face caring for a family member in the same
condition and who may live with stigma and discrimination
in their lives. I am grateful for the lessons I have learnt.
I did a painting of my two children playing at the beach
which is featured on the cover of this edition of newparadigm.
This painting captures what I believe every child deserves −
a safe and protected childhood and an opportunity to enjoy
the precious moments of childhood.
FIND OUT MORE: Further information about –
» COPMI is available at: www.copmi.net.au
» the VMHCN is at: www.carersnetwork.org
» the Northern Area Mental Health Service is at: http://www.
bouverie.org.au/content/northern-area-mental-health-service-0
» the AICAFMHA is at: http://www.aicafmha.net.au
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To be eligible for Carer Allowance a carer must:
• be providing additional care and attention
on a daily basis, in a private home
• be an Australian resident.
The person being cared for must:

Disability Assistance Payment a carer must have been paid
Carer Allowance for a child under 16 years of age for the
period including 1 July of the relevant year. This includes
carers whose payment has been backdated to include 1 July.
Carer Adjustment Payment

The National Carer Strategy, launched on 3 August 2011,
recognises the invaluable contribution of carers to the Australian
community and will help to ensure carers have the same rights,
choices and opportunities as other Australians. It also aims to
help build a society which genuinely values and respects carers.

• be an Australian resident
• have a permanent disability or medical condition, or
• have a temporary condition for an extended period
of at least 12 months, or
• be diagnosed in the final phase of a terminal condition
• receive care in their home.

Carer Adjustment Payment is a one-off non-taxable payment,
available to families in exceptional circumstances following a
catastrophic event involving a young child (0-6 years of age).
The payment is to assist families with additional costs during
their adjustment period immediately after the event. To be
eligible, at least some part of the immediate adjustment period
must fall on, after, or close to 1 January 2007 – the scheme’s
start date.

There are two levels of Carer Allowance for children
under 16 years:

National Carer Strategy

As part of the Department of Human Services, Centrelink
delivers a number of payments to support carers.

• be living in Australia
• pass an income and assets test.

Carer Payment

The person being cared for must:

A carer can claim Carer Allowance for more than one
person, and may receive a payment for each person
they are providing care for.

Carer Payment is an income support payment to carers who,
because of the demands of their caring role, are unable to
support themselves through substantial paid employment.
It is a fortnightly payment that is income and assets tested
and it includes entitlement to a Pensioner Concession Card.
To be eligible for Carer Payment a carer must be providing
a significant level of care for an adult or a child.
Generally, Carer Payment is paid where care is required for
six months or more. However, it can also be paid where a
significant level of care for a child is required on a short-term
or episodic basis, (for a minimum of three months).
A carer must:
• be an Australian resident (a two-year waiting period
may apply for recently arrived migrants)
• be providing care to an adult or a child in their own home

• be
 assessed by a Treating Health Professional as
having a severe disability or severe medical condition
• be an Australian resident
• receive care in their private home
• need care permanently or for an extended period of
at least six months unless the condition is terminal, or
if a child’s condition is short-term or episodic the care
is required for at least three months
• meet the income and assets limits that apply to the
person being cared for.
Carer Allowance
Carer Allowance is a supplementary payment for people
who provide additional daily care and attention for an adult
or child with a disability or medical condition, or for an adult
who is frail aged. Carer Allowance is free of the income
and assets test, is not taxable and can be paid in addition to
wages, Carer Payment or any other income support payment.

• fortnightly payment and Health Care Card, or
• Health Care Card only.

Carer Supplement
Carer Supplement is an annual payment to assist carers
with the costs of caring for a person with a disability or
medical condition. To be eligible for Carer Supplement
a carer must have been paid one of the following payments
for a period that includes 1 July of that year:
•
•
•
•

Carer Allowance
Carer Payment
Wife Pension with Carer Allowance
Department of Veterans’ Affairs Partner
Service Pension with Carer Allowance, or
• Department of Veterans’ Affairs Carer Service Pension.
Child Disability Assistance Payment
Child Disability Assistance Payment is an annual payment
to assist parents with the costs of caring for a child with
a disability or medical condition. To be eligible for Child

The National Carer Strategy, launched on 3 August 2011,
recognises the invaluable contribution of carers to the
Australian community and will help to ensure carers have
the same rights, choices and opportunities as other Australians.
It also aims to help build a society which genuinely values and
respects carers.
The National Carer Strategy was developed in consultation
with carers, state and territory governments, service providers
and peak organisations. The Strategy aims to provide carers
with services and supports that are coordinated, flexible,
appropriate, affordable, inclusive and sustainable.  
FIND OUT MORE: For more information call Centrelink
on 13 2717, visit your local Centrelink Customer Service Centre
or go to their website at: www.humanservices.gov.au. To speak
to Centrelink in languages other than English, call 13 1202.
Other supports for carers include Commonwealth Respite and
Carelink Centres that can assist carers to access respite or to
take a break and provide information about community and
other aged care services. They can provide information and
advice about respite options and help with organising planned
or emergency respite. Visit www.commcarelink.health.gov.au
or call Free call 1800 052 222.  
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The basic concept of the training is using the knowledge
and experiences of consumers and carers with the knowledge
and skills of professional workers. Such a collaborative focus
has a number of benefits including: achieving the best possible
outcome for the consumer by coordinating treatment rehabilitation
and care, involving families and friends as valuable resources for the
consumer and the mental health service and improving work
satisfaction for clinicians and other mental health professionals.
Families and carers of people with mental health issues have
expressed frustration over many years about not being
involved in treatment, care planning and decision-making
despite the rhetoric of countless policy documents extolling
the need for this. Carers also experience a high degree of
stress which affects their own physical and mental health.
Why is there not an appropriate response to their needs for
involvement and support? The Victorian Mental Health Carers
Network (VMHCN) believes it is because mental health
professionals generally do not know how to engage, involve
and provide support to carers. It is not part of their training.
Therefore the VMHCN decided to take action and develop
training for undergraduates to skill them to work with carers
and to inform them about what carers want and need from
them as mental health professionals.

Working With Families: Through the Carer Lens is
a program of five training modules that support mental
health professionals to work with families and other carers
in the treatment and care of a person with mental health
issues. This means learning how to listen to families; how
to inform and educate families; how to help families
understand and manage behaviours associated with mental
illness; and how to help families fulfil their own personal
needs, as individuals as well as caregivers. In effect, the
modules are about giving professionals basic skills in how
to ‘train’ families in the most effective coping strategies,
as well as drawing on families as a vital resource to
providing support to consumers.

As the state’s peak body of organisations and groups which
support carers of people with mental health issues, the
VMHCN represents the collective voice of mental health
carers in Victoria. The modules have been developed through
the lens of the carers’ lived experience. We have synthesised
years of research of working with carers to identify the key areas
they would like mental health professionals to help them with.
The content was developed through consultation with
carers and carer consultants, The Bouverie Centre,
the Victorian Transcultural Psychiatric Unit and various
academics, representing psychiatrists, social workers,
nurses and occupational therapists. The concept for
developing the material was driven by the passion of carers
who want mental health professionals to know what carers
and families need them to know in order to assist them.

Mental health professionals face many problems in dealing
with and working with families. It is not uncommon for
professionals to express the following sentiments about
carer involvement:
•
•
•
•
•

The family is the problem.
I’m not a trained family therapist.
We get treated like the enemy by families sometimes.
We’re time poor – I don’t have the time to deal with families.
Dealing with families is not part of my job description/
accountabilities.
• The consumer said that he/she didn’t want their family involved.
• It is all very well to say we should include families, but where
is the funding coming from?
• Dealing with families – another task to deal with, they often
just get in the way.

The modules were initially developed for undergraduate
students, but we found that current mental health
professionals were also requesting such training. The
modules are designed to allow facilitators to choose from
a range of topics that best suit their profession and the needs
of students (undergraduate, postgraduate, or workforce).
However, it is unlikely that many students or professionals
will have ever received training in how to work with and
educate families, hence the need for a carer-specific focus
in these modules.

These are all important concerns and are addressed
in detail across the Working With Families modules.

New directions

The lived experience of families/carers can be a key asset in
assisting mental health professionals in the rehabilitation
process of their family member/friend. One of the most
important features of the modules is the concentration on
how to share information, and thereby reduce many of the
problems associated with privacy and confidentiality.

National and state legislation and policies increasingly
recognise the valuable role played by carers of people with
mental health issues. Carer (and consumer) participation is a
central feature of state and federal mental health policy and
increasingly linked to quality improvement in services. For
example, the National Standards for Mental Health Services
(Australian Health Ministers 2010) identify participation by
consumers and carers as integral to the development,
planning, delivery and evaluation of mental health services.
However, there is little practical guidance or published
literature describing how and to what extent this could
actually happen at a practical level (Hayman & Fahey 2007;
Goodwin & Happell 2007).

It is well established that active involvement of the family/carer
in the provision of psychiatric treatment and care substantially
improves prognostic outcomes for the consumer, reduces
the burden and stress on the family and gives greater work
satisfaction for mental health staff. A rationale for this must be
provided so all parties understand why engaging and working
with families is important.

Working together
The basic concept of the training is using the knowledge
and experiences of consumers and carers with the knowledge
and skills of professional workers. Such a collaborative focus
has a number of benefits including: achieving the best possible
outcome for the consumer by coordinating treatment
rehabilitation and care, involving families and friends as valuable
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National and state legislation and policies increasingly
recognise the valuable role played by carers of people with
mental health issues. Carer (and consumer) participation is
a central feature of state and federal mental health policy
and increasingly linked to quality improvement in services.
resources for the consumer and the mental health service
and improving work satisfaction for clinicians and other mental
health professionals.
Family members need to have information, education, training
and support to manage the illness and its effects. They are
usually the first to notice changes in a person’s behaviour.
When professionals seek to assess the nature of a person’s
mental illness, background knowledge and understanding is very
important and family members can provide that. Family also
need to be able to access knowledge to help them work with
mental health professionals and consumers in partnership,
with an understanding of the difficulties that mental health
professionals face working in a mental health system.
In order to develop good working relationships with
families, mental health professionals need to be trained
to know how to involve families in treatment and care programs
and how to train families and consumers in evidence-based
techniques of self-management that lead towards recovery.
If mental health professionals make assumptions based solely
on the behaviour observed, this can be inaccurate, particularly
with illnesses where people are so unwell that they may not
accurately report their circumstances. Making an accurate
diagnosis often requires input from people who have been
in close contact with the person that can assist professionals
form a more complete picture of the person’s situation.

Of course, this is not always the case. Many consumers are
perfectly able to explain their condition and to know what
treatment and care will help most. It is important to note that
sometimes, unfortunately, it is simply inappropriate to involve
family. Determining when and how to involve ‘third parties’
is explored throughout the modules.
The Working With Families modules are designed to motivate
more mental health professionals to adopt and implement
family work as a part of core, comprehensive, integrated
mental health care.
The training modules
The five modules have been developed to be delivered
as either a whole program or as five individual workshops,
depending on the particular needs of staff and students.
They are:
Module 1: The case for family involvement
This module explains some of the reasons why psychiatric
services have failed to involve families in the treatment and care
of people with mental health issues since deinstitutionalisation.
It presents the positive findings of research over the last 30 years
that show the benefits for the consumer, the family and for
professionals when family carers are given the information and
support that they need in order to become effective carers.
It also provides an understanding of mental illness in relation
to cultural diversity.

Module 2: Communication skills
If clinicians are to work collaboratively with consumers and
carers, the most fundamental of all skills is the art of effective
communication in a family situation. This module therefore
introduces students/mental health professionals to effective
communication from the very first contact with families and
consumers. The module then teaches professionals how to
assist families themselves to develop good communication
skills that allow effective illness behaviour management.
The module also provides resources that may be useful
for families to access.
Module 3: Coping with behaviours of concern
Given that mental illness manifests as a range of changed
behaviours, families need to understand these changes
and learn the most appropriate ways of responding if they
are to be effective carers. In this module, students/mental
health professionals are introduced to skills that enable
hem to convey these techniques to family carers.
Module 4: The role of the family in recovery and rehabilitation
This module is designed for consumers whose mental illness has
caused major disruption and who need longer-term recovery and
rehabilitation. It introduces students/mental health professionals to
principles and guidelines for helping families develop skills to
facilitate recovery for the consumer. They are also aimed at their
own recovery from the impact of mental illness.
Module 5: Ethical and legal issues in working with families
Ethical and legal issues abound in mental health. The content in this
module has been graded to apply firstly to undergraduates who need
basic understanding of how to help families while paying attention
to privacy and confidentiality issues that affect the consumer. Greater
detail is available for post graduates and professionals working in the
mental health system. The module also details some of the
legal tools relevant to families and carers. Mental health professionals
may need to provide information about these tools to families
and carers.
The forensic system is not discussed in this module.

Benefits of the training
The Working With Families: Through the Carer Lens training
is designed to increase understanding of what carers want and
need from mental health professionals and how to maximise the
relationship with carers. It clarifies what information can and
cannot be shared with carers and provides a framework to follow
when consumers do not consent to involve the carer. It offers
strategies that mental health professionals can teach carers in how
to de-escalate difficult behaviours, especially when the family is
in crisis, and provides information on a wide range of supports
available for carers. The training will provide mental health
professionals with knowledge and practical skills in how to work
with carers and thus be more confident in how to implement
national and state policies requiring carer involvement.
FIND OUT MORE: For further information about the
VMHCN, visit their website at: http://www.carersnetwork.org/
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evaluating the Building Family Skills
Together (BFST) Mind program
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Elise Whatley, Family Worker, BFST Mind, Mind Australia

The evaluation of BFST Mind is a milestone, as research for
psychosocial interventions for families has been undertaken
primarily in clinical settings. BFST Mind is a novel setting because
it is not located in a treatment team and is provided to a diverse
community, with families from a Culturally and Linguistically
Diverse (CALD) background being a target group.
Building Family Skills Together Mind (BFST Mind) is a
service for families with serious mental illness who live
in the Cities of Hume and Moreland in Melbourne. The
service was established in early 2008 with funding from the
Department of Families, Housing, Community Services and
Indigenous Affairs (FaHCSIA), and as a partnership between
Mind, The Bouverie Centre, North West Area Mental Health
Service (NWAMHS,) the Psychosocial Research Centre
(PRC), Action on Disability in Ethnic Communities (ADEC),
and Foundation House.
BFST Mind was established to implement Behavioural
Family Therapy (BFT) in a non-clinical setting. Part of the
requirement for funding was that the program had an
established evidence base. BFT has been extensively
evaluated in a number of large randomised controlled
studies dating back at least 30 years and the results have
led to family interventions being recommended for people
with serious mental health issues.

BFST Mind was set up to work with ‘hidden families’,
that is, where a family member was not receiving clinical
case management from NWAMHS and therefore could
not access BFT through its service.
What is Behavioural Family Therapy (BFT)?
BFST Mind provides a family intervention based on a
model developed by the United Kingdom’s Meriden Family
Programme. This model uses Behavioural Family Therapy
(BFT) which was originally developed by Meriden’s Professor
Ian Falloon (Mueser & Glynn, 1999). The aim of BFT is to
enhance families’ strengths and skills so that they are better
able to cope with the day-to-day difficulties that may arise
when a family member experiences a mental illness (Falloon
et al, 2005). The focus is to help families develop their
communication and problem-solving skills; improve their
understanding of mental illness; and to work towards achieving
personal goals – leading to a reduction in stress for all family
members. Falloon et al advise that an essential part of BFT

is developing a team approach which recognises the lived
experience and expertise of people with mental ill health
and their families (2005). A range of factors such as lack
of social support, isolation, stigma, financial concerns, and
other family responsibilities can impact on family coping.
Thus a goal of BFT is also to help families build their social
supports to buffer against stress and improve family resilience
(Mueser & Glynn, 1999).
When working with a family, the stages of BFT include
engagement, assessment with each family member and the
family as a whole, information sharing, teaching communication
skills, problem-solving training, and booster sessions (Falloon et
al, 2005). BFT generally proceeds through each of these stages
sequentially. However, at times, the order of sessions may be
varied or more time spent on particular skills, depending on the
needs of each family member (Mueser & Glynn). Information
sharing includes helping the family to recognise early warning
signs of relapse and developing an agreed relapse plan together.
Throughout the sessions, there is a focus on helping family
members to identify and work towards achieving their
individual or shared goals, and encouraging families to practise
communication and problem-solving skills in between sessions.
Building Family Skills Together (BFST) Mind
Families who access BFST Mind include those from Culturally
and Linguistically Diverse (CALD) backgrounds, families where
a parent has a mental illness and those where more than one
member experiences mental ill health. BFST Mind works with
all combinations of family members, including couples, parents,
older carers, and siblings. BFST Mind has worked with children
and adolescents from the ages of five to 18 years. Often
families will also have children aged under five, but they have
not been actively engaged in BFST. Each family has its own
culture which family workers need to take into account, as
well as differing levels of literacy and preferred ways of
learning. In particular, some families prefer more oral ways
of learning or are not comfortable with written sheets and
information, which are a formal part of the model.
Although the BFT model provides a structure for sessions,
it has been necessary for family workers to be creative in how
to provide information for and teach skills to children. Family
workers have used warm-up games, writing, drawing, and
interactive activities to talk about mental health. Time is taken
to discuss with parents what they have already talked about
with their children and how they would like family workers
to approach sharing information about mental health.
Supporting recovery
In Australia and elsewhere, BFT programs have traditionally been
provided to families in clinical mental health settings and not within
the Psychiatric Disability Rehabilitation and Support (PDRS) sector.

The context for BFST Mind is in a recovery-oriented service
rather than being situated within a ‘treatment team’. This
raises the question of how BFT fits with supporting recovery.
Recovery encompasses principles of self-management of
symptoms to promote wellbeing and enabling people to take
an active approach to coping through access to information
on medication, symptom management, peer support and
other coping strategies (Davidson et al, undated). This is
the focus of the information sharing stage of BFST.
Sessions concentrate on helping an individual to talk with his or
her family about experiences of mental health problems and
about what helps. While these experiences are central, it is
also an opportunity to hear from other family members about
what they notice about triggers, warning signs, and coping
strategies. So while the focus is still self-management, BFST
recognises that families can be a significant source of support
in helping people to manage symptoms and support recovery.
Talking together also gives people a chance to discuss what
they find unhelpful and potentially reduces future sources of
stress or conflict. It can be a great relief for families to consider
what they can contribute to a family member’s recovery but
also to recognise the need for their own self-care.
Other principles of recovery include helping program
participants to build a meaningful life, have satisfying life roles in
their local communities, and re-discovering a sense of self that
is not based on illness (Shepherd, Boardman, & Slade, 2008).
Similar to recovery work with people in other PDRS settings,
BFT includes identifying and working towards personal goals.
A distinction in BFT is that all family members are asked to set
goals, not just the person with the illness. Just as illness often
disrupts the life of people who experience mental ill health,
family members can at times find it difficult to maintain roles
and interests that help to sustain them, especially if they have
their own experiences of mental ill health as well. BFT focuses
on all family members having opportunities to live a healthier,
more satisfying life.
Evaluation of BFST
The evaluation of BFST Mind is a milestone, as research for
psychosocial interventions for families has been undertaken
primarily in clinical settings. BFST Mind is a novel setting
because it is not located in a treatment team and is provided
to a diverse community, with families from a CALD
background being a target group.
The implementation and outcomes of the BFST Mind
program were evaluated during its first three years of
operation as part of the program’s development. The
evaluation was undertaken by the PRC in Melbourne
and covered the period from June 2008 to June 2010,
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With the strong and clear outcomes demonstrated through
the BFST Mind evaluation, Mind is strengthening its focus and
developing new approaches to providing services to families
and carers of people with mental ill health.
although some evaluation is ongoing. The evaluation focused
on service implementation as well as outcomes for families.
An evaluation report was provided to Mind and FaHCSIA.
Mind and the PRC researchers applied significant consideration
to how they would work together, as the evaluation instruments
were to be offered to family members when the family first
started with the service. This was a departure from usual Mind
practice as an evaluation methodology involving researchers
from the start is not routinely built in to the provision of services
for consumers and families. What Mind learned was that this is
possible while still retaining the important principles of choice
for consumers that are fundamental to PDRS practice.
As each family started the BFST program, Mind family workers
invited the consumer and one family member to be part of the
evaluation. With their consent, the BFST program evaluator
from the PRC then completed both quantitative and qualitative
questionnaires with them. Assessment domains for this part
of the evaluation included ‘social engagement, quality of life,
family functioning, psychological functioning, carer burden,
consumer attitudes towards medication, and consumer and
carer expectation of services’ (Psychosocial Research Centre,
2010). The same questionnaires were also completed after
the program.
The results from the evaluation demonstrated that the aims
of the service were being met. During the evaluation period
there were nearly 300 referrals and enquiries from 60
different sources, demonstrating broad access to the service.
In terms of engagement, 50 per cent of consumers were
born overseas, demonstrating access to the CALD
community. There was a wide variety of family constellations,
including children and families where more than one person
had a diagnosed mental illness. Outcomes for consumers
were striking: many consumers had poor mental health
assessments at baseline, with significant improvement
measured in both mental health and wellbeing after sessions
concluded. While the positive outcomes for families were not
as clear, families did report satisfaction with the service, and
improved skills in communication and problem-solving skills.
The PRC (2010) is continuing with evaluation to gather further
results in the area of outcomes for families and carers.

BFST Mind and partner organisations recently received a Silver
Award at The Mental Health Services Conference (Adelaide
2011) in the category of non-government provided services.
The award cited the implementation and effectiveness of an
evidence-based in-home program to reach out to families,
enhancing coping skills, developing resilience and improving
quality of life.
With the strong and clear outcomes demonstrated through
the BFST Mind evaluation, Mind is strengthening its focus and
developing new approaches to providing services to families
and carers of people with mental ill health.
Acknowledgements:
• The Psychosocial Research Centre: Associate Professor Carol
Harvey and Laura Hayes, who conducted the evaluation.
• The Bouverie Centre: Brendan O’Hanlon and Peter McKenzie,
who conducted the training, supervision and mentoring.
• North West Area Mental Health Service: clinical partner.
• Foundation House and Action on Disability within Ethnic
Communities (ADEC): advice on culturally and linguistically
diverse (CALD) communities.
• FaHCSIA: funding. Making recovery a reality, Sainsbury
Centre for Mental Health, London
FIND OUT MORE: Go to this website
http://www.mindaustralia.org.au/building-family-skills-together
for more information on the BFST Mind program.
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The Charter of Peer Support reflects the significance placed on peer
support by consumers of mental health services and their family/carers
and the encouragement, personal strength, healing and confidence
gained from being part of a peer support service. The opportunities
for connection reduce isolation, build resilience and communicate
a profound sense of hope and the possibility of recovery.
At its launch in June 2011, keynote speaker Dr Rhonda
Galbally AO said:
‘This Charter of Peer Support is ground breaking. It is the
first time that I have seen the value of peer support clearly
articulated and documented in this way’.
The Charter of Peer Support sets out the value and benefits
of peer support in order to promote the understanding,
recognition and resourcing of peer support work. It advocates
strongly for the inclusion of peer support in service provision
by government and not-for-profit providers in mental health.
It aims to:
• assist key stakeholders to understand and appreciate the
value and power of peer support in stopping the escalation
of mental health issues and promoting emotional, physical
and spiritual wellbeing
• highlight the validity and value of peer support as an
integral method of service delivery for consumers
of mental health services and their family/carers
• promote peer support services as a cost-effective
part of the mental health system
• promote consumer and family/carer participation
and empowerment.

The Charter was developed and written by consumers and
family/carers with assistance and resources from Victoria’s seven
statewide specialist mutual support and self-help organisations:
ARAFEMI Victoria, Action on Disability within Ethnic Communities
(ADEC), Anxiety Recovery Centre, Eating Disorders Foundation
of Victoria, GROW, Post and Ante Natal Depression Association
(PANDA), and The Compassionate Friends. This diverse group of
organisations, collectively, has more than 220 years of experience
in providing grassroots peer support services in Victoria.
The unique role of peer support
Peer support services follow the belief that people who have
experienced mental health issues and/or a life-changing event,
addiction or problem behaviour can better relate to others who
are trying to deal with similar issues than to those who have not
had that experience. By listening empathetically, sharing their insights
and offering suggestions, people with a lived experience of a mental
health issue are uniquely able to help others like themselves.
‘The grassroots Peer Support model has been underutilised and
undervalued in the past yet it has played an important role in
the support of individuals who have been impacted by events,
incidents or issues that have disrupted their lives and wellbeing’.
Charter of Peer Support
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Charter of Peer Support and
Centre of Excellence in Peer Support
by VICSERV Mutual Support and Self Help
Network and Nicola Paton

The Charter reflects the significance placed on peer support
by consumers of mental health services and their family/carers
and the encouragement, personal strength, healing and
confidence gained from being part of a peer support service.
The opportunities for connection reduce isolation, build
resilience and communicate a profound sense of hope and
the possibility of recovery.
At the launch of the Charter at Federation Square, Tony Gee
(The Compassionate Friends) spoke about his experiences
after the suicide of his 15-year-old daughter. He said:
‘I found it somewhat odd at the time that help for me did not
come from professionals or experts in the field (in fact some of
the strangest and least helpful responses came from experts),
but came essentially from two main sources. The first was from
meeting, talking to and sharing with people who had experienced
something similar; people whose lived experience was somewhat
akin to mine; who, like me, had wrestled in the dark of night
with issues of guilt, of responsibility, of ‘what ifs’, of deep and
all-consuming loss. On some level they just understood what I
was going through, they quietly accepted my pain and in their
own special ways, they were just simply available and ‘there’ …
And the second source was that in the meeting, hearing, sharing
and ongoing connection with peers, my own inner resources were
somehow enabled or enlivened or even re-spirited. Perhaps I
found hope in others who had journeyed ahead of me, perhaps
I found some guidance in their experience, perhaps in the chaos
of loss, I simply found somewhere … safe and understood. In
any case, for me this is what Peer Support is all about’.
Endorsing the Charter of Peer Support
PDRS services are encouraged to endorse the Charter,
particularly those that provide peer support. This is in order
to strengthen its significance as a statement of principle and
advocacy tool and to promote shared understandings
between peer support services.
We also encourage services to highlight the Charter on
their websites and in other organisational materials. Interest
in and endorsements of the Charter have come from as far
away as Canada.
Implications for organisations
The Charter provides a framework for service providers
for the delivery and resourcing of peer support activities. It
maps out appropriate culture, management, development
and resources needed to effectively run peer support services.
It promotes the development of an organisational culture
which promotes peer support as a valued service in its own
right and reflects that commitment in policies and procedures
that value consumer and family/carer involvement and
appropriately resource and support consumers, family/carers,
volunteers and staff to carry out their work.
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Implications for Federal and State Government
and funded mental health service providers
Although peer support organisations have been supporting Victorian
consumers of mental health services and their family/carers for
many years, the mutual support and self-help sector remains
critically underfunded and under-resourced. There is an urgent
need to embrace, understand and cement the position of peer
support in the continuum of care in the mental health system.
The Charter provides a voice for peer support and a platform for
greater involvement of peer support services in policy, funding
decisions and partnerships as important complementary services.
The Charter seeks a commitment to the peer support
model from state and federal governments as well as provider
organisations. Peer support is an intrinsic support to mental
health and wellbeing as it provides affordable and accessible
assistance that is not available in any other way. The Charter
advocates that these services be fully funded.
‘Every person living with or experiencing a mental health issue
has the right to access avenues to share their lived experience
in a confidential, safe environment, where they are heard,
respected, honoured and understood’.
Charter of Peer Support
Centre of Excellence in Peer Support
The Charter is being distributed through a parallel initiative,
the Centre of Excellence in Peer Support (Mental Health).
Providing internet-based resources and individual support,
the Centre of Excellence has been set up by the same seven
statewide specialist peer support organisations to strengthen
and support peer support in the Victorian mental health sector.
It is designed as a collaborative resource for consumers and
family/carers, peer support workers, community organisations,
mental health services and individuals who provide or want to
provide a peer support service.
FIND OUT MORE: The Centre’s website
www.peersupportvic.org provides access to resources such as:
»  a peer support service directory
»  practical resources such as sample forms, templates and guides
»  recent research on peer support
»  upcoming training and peer support position vacancies
»  a central forum for sharing information
»  training materials on setting up support groups and peer
» support services (coming soon).
PDRS services are encouraged to use and contribute
to the Centre of Excellence’s work and resources.
To obtain a copy of and/or endorse the Charter, or for
more information about the Centre of Excellence, please see
http://www.peersupportvic.org/peer-support-charter, email
peer.support@arafemi.org.au or phone 1300 237 199.

A week in
the Territory

Linda Rosie, Carer Engagement Project Manager, Mental Health Council of Australia

The work of Aboriginal mental health workers on communities
is hard. They live within the remote communities and when no
medical staff are available they are the resource the community
turns too. They are called upon in the way mental health carers
in cities may call upon the CAT (Crisis Assessment and
Treatment) Team at any hour of the day or night, but the
Aboriginal workers don’t have the resources of a CAT Team.
Like most people who visit the Northern Territory (NT) with a
purpose – a week is not long enough. I would need a month,
minimum, to learn, absorb and understand just a small amount
about traditional Aboriginal culture, the differences between
different groups and how this affects the work of mental health
carers and workers in remote and traditional communities.
As it was, I had a week there and relied heavily on the
experiences and knowledge of both Aboriginal and nonAboriginal workers who work with Aboriginal people in
remote communities.
I had hoped to write this article jointly with Chrissie Nichols
but she is hard to contact as she is often ‘out bush’ with elderly
Aboriginal women for up to a month at a time. Chrissie is the
Senior Remote Respite Advisor at Carers NT, running the
Troopy Program (funded by DOHA http://nt.carersaustralia.
com.au/?/nt/section/24:indigenous-carers/1) and more

recently the Mental Health Troopy Program (funded
by FaHCSIA http://nt.carersaustralia.com.au/?/nt/
section/24:indigenous-carers/2). Both programs were
designed to bring respite to remote Aboriginal communities.
Carers NT work with existing mental health supports and service
providers to deliver this service. This service provider identifies
the carers and care recipients and then through negotiation and
consultation with carers, a program is developed and implemented
to provide the carers with appropriate flexible respite.1
The elderly female carers’ choice of ‘appropriate flexible
respite’ options are bush camps. These Aboriginal women are
in their 60s, 70s and 80s and to my city eyes are ‘roughing it’
in the heat with the flies, crocs and the most basic of facilities.
The elderly women are members of the stolen generation
who—Chrissie told me—had worked all their lives and
continued to work until death caring, often single-handedly,
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for their children and grandchildren. Abuse of alcohol
and drugs (AOD) and the experience of mental illness
are common to the children of the elderly women who
Chrissie termed ‘the lost generation’. These women, well
over retirement age, are the only people who were available
to bring up their grandchildren and care for their own sick
children. This is a hefty responsibility and burden in their latter
years of life, compounded by the limited health and mental
health resources available to them in remote communities.
About ten years ago I attended an AOD conference where
Aboriginal people from South Australia spoke simply and
passionately about the ‘lost generation’, lost in mental illness,
AOD addiction and to suicide. This was confirmed to be
ongoing through the conversations during the journeys and
visits to the Jabiru township and Nguiu community.
The troopy is a four-wheel-drive vehicle kitted out for bush
camping and is able to traverse rivers. Hearing that you need
to ‘wait for the river to cover the bonnet before fording
because the current was at its weakest then’, I was quietly
relieved I didn’t have a month in the NT! The elderly women
choose the troopy and bush respite over other forms of
respite. Chrissie and the troopy take them away from the
demands, responsibility, and humbug (cultural ‘bothering’
in its mildest form, then bordering on ‘harassment’ when
it becomes more serious) of their remote community lives.
In these remote communities employment is scarce and
boredom can be a great problem, the effects are felt on
the mental health and wellbeing of the whole community.
The women choose bush food, pandanus grass and colour
as the basic components of their respite. They hunt for land
and sea creatures, collect and gather food which they cook
in the traditional way. They gather pandanus grasses and
process it, dig for colour, chat, relax and enjoy the culture
they remember from their early life. I was humbled when
I heard of the intricacy and skill needed to dye the pandanus
and make the baskets from collected materials. Using their
knowledge, and artistry the women transform grasses into
exquisite articles.
While spending a day in the Aboriginal community of Nguiu
with Chrissie I was moved by two things: the respect the
elderly women had for her and the respectful way in which
she treated the decision making of the elderly women. In the
heat and the dust (still too early for flies) we wandered over
to the community and sought out members of a female choir
to ask if they wanted a trip into town a few weeks later to
sing. Chrissie talked to each woman and left the question
open saying ‘talk amongst yourselves, I will be back in a week
and let me know what you decide’. A trip into town was
considered a treat. The acceptance could be assumed, but the
way Chrissie worked gave the women the decision making

and respect they deserved. This is not always the way
services, even the most recent ones, have been delivered
to remote Aboriginal communities in the NT.
Chrissie is not an Aboriginal woman. The workers I met in
the NT were a mixture of Aboriginal and non-Aboriginal
people but shared a common passion and commitment to
mental health related work in remote communities. I heard
of the prevention and early intervention work of one
imaginative mental health nurse who encouraged the
successful introduction of the rather bizarre sport of lacrosse
in a remote community. The men in the community have AFL
(the AFL and a consortium of benefactors provided resources
to establish football in remote communities – watch out for
Wadeye Magic). Softball and lacrosse for the women are
established and thriving in a community cut off by road, this
year for ten months. I met the inspiring male mental health
nurse and female occupational therapist (OT) as they returned
from a seven-hour drive over rough country tracks and a week
of solid work in the community. They were hot, dusty and sick
(the OT had the flu) from the first of the seasons. They had
borrowed a troopy to take mentally ill consumers (fortunately
all men with the male mental health nurse) out into the bush
to hunt and fish, and the carers (fortunately all women with
the female OT) to do the same on alternate days. Again these
workers were not Aboriginal people but were dedicated and
passionate about their work.
The staffing issues of working in remote communities were
highlighted by many people I spoke to. Aboriginal people
are employed by government and non-government agencies.
One non-Aboriginal mental health nurse said she could not
do her job without the work of the Aboriginal mental health
workers and held them in high regard. The problem of
employing Aboriginal workers and maintaining them in their
work was also frequently highlighted. The issues of culture
and skin affect their work. Chrissie explained the difficulty in
understanding differences in saying ‘imagine Europe. Each
country in Europe has a different history, language and culture.
Now transfer Europe to the NT – each Aboriginal community
is like each European country; different in culture, language
and history’. Understanding the issues and culture of one
Aboriginal community does not mean implied understanding
of different communities.
The work of Aboriginal mental health workers on
communities is hard. They live within the remote communities
and when no medical staff are available they are the resource
the community turns too. They are called upon in the way
mental health carers in cities may call upon the CAT (Crisis
Assessment and Treatment) Team at any hour of the day or
night, but the Aboriginal workers don’t have the resources
of a CAT Team.

The government’s NT Intervention is increasing the amount
of housing in some communities, but it was reported that
accommodation for the workforce has not been addressed,
so the problem continues. Without adequate accommodation
to house the often itinerant workforce, staff shortages
will remain.
The ties of culture, family and skin can be profound and
make it difficult for willing Aboriginal workers to maintain
employment. One of the main issues they face is related to
cultural responsibilities and obligations. It was explained to me
thus: traditional Aboriginal culture expects each member to
share the benefits of others’ success. Sharing food after a hunt
has been transformed in a few generations into humbugging
to share the ‘fruits’ of the workers’ labours. The ‘fruits’ can
be both money and advantage which the workers have an
obligation to share. The cultural expectations of the family
or family group in some communities lead them to expect
preferential treatment by the Aboriginal workers. Inevitably
this set up work and emotional dilemmas for the workers.
A related problem which affects Aboriginal workers in some
traditional communities are cultural laws and traditions where
the workers are unable to work with, speak to or look at
some members of the community. This, in turn, inhibits
the work they are able to do.
These are just some of the difficulties I heard of and they are
but the tip of the iceberg in understanding the difficulties faced
by Aboriginal workers in remote communities. A wonderful
resource has been created by an Aboriginal worker which
explains some of the pressures on Aboriginal workers in
remote communities and ways of dealing with them:
Healthy Minds Team ‘This is how we work’ Aboriginal Mental
Health Worker Manual.2
However, even with this resource, there are problems in
maintaining a workforce. It becomes too difficult for workers
to maintain family and cultural obligations and work in the
community, so they give up.
I also heard about the practical problems in recruiting and
maintaining a non-Aboriginal workforce for remote work in
the NT. Issues of accommodation in remote communities for
a visiting workforce were common. One worker who
travelled weekly to a community slept for a year in a glorified

cupboard (remembering: humidity and flies) as there was
no other available accommodation on the community.
The government’s NT Intervention is increasing the amount
of housing in some communities, but it was reported that
accommodation for the workforce has not been addressed,
so the problem continues. Without adequate accommodation
to house the often itinerant workforce, staff shortages will
remain. The remote area nurses are a breed apart and they
choose to live in remote communities. In the smaller, even
more remote communities, they alone are the health system
and deal with cuts and bruises along with psychosis and major
trauma. They are rarely mental health nurses but handle
medication and the effects of mental illness on an ongoing
basis. I came across a paper recently which confirms what
I heard over dinner with one remote nurse on stress leave:
Those stresses that have been identified include the remote
context itself, high workloads and an extended scope of practice,
poor management and workplace and community violence. These
high demands are not matched by adequate resources, resulting
in stress and burnout. The resources required include adequate
workforce numbers and preparation, enhanced infrastructure
and improved management practice.’3
I have touched upon some of the issues of mental health carers
and the Aboriginal and non- Aboriginal workforce in remote
communities of the NT. I hope I have done justice in this short,
somewhat superficial piece to the commitment, dedication
and passion of the Northern Territory mental health and health
workers, both Aboriginal and non-Aboriginal, and the carers
for whom I have the greatest respect and admiration.
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No place
like home

Julien Leith, Executive Director, Victorian Mental Health Carers Network (VMHCN)

Whilst being anxious to point out that people with a
mental illness are generally not violent, (in fact violence
occurs in a very small minority of situations involving mental
illness), it is important to tell Robert’s story. If people like
Robert are not able to access the treatment and services
they so desperately need, the situation can deteriorate
and unfortunate outcomes can occur.

Housing and accommodation
history of Robert, 1987–2011
(excerpts from ‘Robert’s parents’ diary)

Between these various accommodation situations Robert
was admitted at different times to three different country
psychiatric services.

Caravan park – Victorian country town  (1987)

Psychiatrists have repeatedly told Robert’s parents that their
son should not live in the community and that he needs secure
long-term accommodation. After one of these conversations
Robert was discharged from the hospital two weeks later and
went to live in a caravan park.

1. In a tent in a forest – two occasions
2. Caravan park - in another country town –
caused $300.00 damage. EVICTED
3.		 Department of Housing Unit supported accommodation
– third country town. EVICTED (2000)
4.		 Church supported accommodation in NSW had to walk
over the border to Victoria to get his medication as he
was no longer a resident in Victoria.
5.		 Private shared accommodation in yet another country
town, arranged by the Church – lasted two weeks
6.		 Hotel
7. Community Care Unit – major psychiatric hospital

No place like home...
What reassurance these words give and yet for many people
experiencing a mental illness, it is not something they can
realistically hope for. The parents of a young man with a long
history of schizophrenia have provided the following excerpts
from their diary in the hope of demonstrating the desperate
need of mentally ill people for a real home with appropriate
supports built in – not a series of disruptive and ever changing
inappropriate accommodation options.
The following article contains information from a diary
that has been kept by Robert’s parents since 1987. (The
pseudonym ‘Robert’ has been used for reasons of privacy
and confidentiality.) The diary is two inches thick, runs to
some 500 pages and includes brief details of Robert’s
accommodation situation over 12 years.
Now in 2011, Robert’s parents say that his condition is
becoming worse. They believe that the appalling changes and

disruption in his life has caused him to be as he
is now: less cooperative and more threatening.
Tragically as a result of Robert and his parents being unable
to access the long-term accommodation he needs, Robert
walked 20 kilometers from a caravan park to their home
at night and threatened to kill them. This resulted in police
action and an Apprehended Violence Order (AVO).
Whilst being anxious to point out that people with a mental
illness are generally not violent, (in fact violence occurs in a
very small minority of situations involving mental illness), it is
important to tell Robert’s story. If people like Robert are not
able to access the treatment and services they so desperately
need, the situation can deteriorate and unfortunate outcomes
can occur. The fault lies with the system which is neglecting and
thwarting the efforts of people with a mental illness and their
families to obtain the help and services they genuinely require.

8. Church supported accommodation in country town
number four
9.		 Transitional housing (2005) run by a psychiatric nongovernment organisation
10. Private rental housing - Victorian country town –
two placements. EVICTED by VCAT
11. Transitional housing - Psychiatric NGO – (2009/10)
12. Caravan park. EVICTED after threatening the owner
with a knife, and his nurse with a knife requiring a visit
then by two nurses
13. Rural housing. EVICTED
14. Another caravan park – after four months in hospital
– lasted six weeks. EVICTED
15. Short-term Church accommodation in country town
number 3. EVICTED after 24 hours
16. Community Care Unit

This ‘crazy’ pattern of accommodation ins and outs has added
immeasurably to Robert’s psychiatric deterioration. How could
he possibly recover with such uncertainty in his life all the
time? I would imagine such a forced accommodation pattern
would make most of us feel insecure.
Clearly, this is a disaster waiting to happen. The parents live
in fear when their son is out in the community. They have
called it a ‘Tyler Cassidy’ situation where the police will be
called and Robert’s aggression and inability to heed police
warnings could result in him being shot. We have far too
many instances of this in Victoria – we don’t want any more!
Alternatively, Robert is likely to become so unwell while trying
to live in the community that he could act on his voices. His
parents are terrified that this could result in Robert killing someone.
Robert’s parents are now in their eighties and should be entitled
to live their latter years in peace. In a civilized society, allowing
these parents to suffer this burden should not be tolerated.
It would be interesting to put a dollar figure on what all of this
has cost the community. If Robert had been in ‘his own home’ (a
permanent residential facility of some 15 to 20 people with a similar
psychiatric disability, e.g. a block of flats, a small farm, a large house,
with support staff and an interesting daily activity program), it is likely
that this would be less costly. It would also enable Robert’s parents
to feel less frightened for both Robert and the community.
We should also be looking at what is in everyone’s best
interest: this includes Robert, his parents, psychiatric staff and
the community. Robert and others in this situation should have
the right, like the rest of us, to say ‘there’s no place like home’.
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Member profile
Centacare Ballarat Mental Health Services
Gail McNaul and Michelle Orr

Gail McNaul, Centacare Ballarat

your say...

Measuring outcomes? Not a problem for Centacare Ballarat.
Centacare Ballarat have provided services to vulnerable people
in the community for over 35 years. However until now there
has not been a tool for measuring the outcomes for clients. The
Board and staff wanted to know that what services were effective
and could measure outcomes. Several models were researched
but The Outcomes Star is the only evidenced based tool available
to do this across a range of services. Therefore, Centacare
Ballarat is undergoing a process of implementation of The
Outcomes Star throughout the organisation. The Outcomes
Star does not concentrate on problems the client is experiencing,
but on the actions clients take to improve areas in their lives.
The Outcomes Star measures progress for consumers receiving
support in order to maximise independence or achieve other
goals. There are different versions of The Star for different
sectors (e.g. homelessness, substance misuse, mental health
and young people). However all versions consist of a number
of scales and a star chart onto which the service user’s score on
each scale is plotted. The attitudes and behaviour expected at
each of the points on each scale are clearly defined in detailed
scale descriptions and summary ladders, giving the scores
objectivity. These descriptions are based on an explicit model
of change which creates coherence across the whole tool.
In October all staff in Centacare’s Mental Health Services were
trained in using the Mental Health Recovery Star. This evidenced
based tool assists in the recovery journey people with a mental
illness take. In this instance we talk about recovery meaning learning
to live well, with the presence of symptoms. This tool does not
provide treatment and does not cure mental illness. Key support
workers are now be able to demonstrate to their clients how they,
the client, will undertake the journey of recovery, note the changes
they make and plot their journey of recovery as it progresses. This
is now done in a consistent, structured and supportive framework.
Staff have said they found the tool very easy to use and feedback
from clients has been very positive. It helps the worker focus on

the whole person and not just the issues or problems. One client
approached the Executive Director of Centacare and stated that this
was the best thing to happen to him. He went on to say that he
now understood and knew what his worker would be doing with
him. A key support worker stated ‘this is refreshing. It gives more
direction for my client and me. It helps the client to own their own
recovery. Now we support them while they take responsibility’.
The implementation process was initially planned to take
place over a few months, however with most clients and
staff embracing the model, implementation was shortened to
weeks instead of months. Centacare Ballarat also subscribed
to The Star online which is an electronic version of the tool.
This enables information to be recorded, summarised and
analysed for a whole program or group of programs. It also
summarises the data for benchmarking and participation in
learning within the program and across the organisation. In
the future if other mental health services take up this model,
we will be able to compare outcomes. This program does
not identify clients in any of the reports it generates, so
onfidentiality is maintained.
Managers use this data in supervision by reviewing each
client’s star chart and then the workers’ caseloads. This
way, managers can also ensure consistency and accuracy of
reporting to provide quality reports to the Board and funding
bodies. It supports best practice and provides valuable
evidence of what we do and that what we do works.
Centacare Ballarat now has the first two licensed trainers
in Australia (pictured above), providing training to staff within
the organisation. Licensing was completed through Triangle
Consulting, a UK based company currently promoting this
model throughout Australia.
FIND OUT MORE: Visit Centacare’s website:
centacareballarat.org.au.
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Artist profile

Expression
Text
Text
session
Text

Rehana Dowler (1966 - )
Untitled, 2008
gel ink pen, coloured pencil and pastel on paper
27.9 x 35.5 cm
The Cunningham Dax Collection

Rehana Dowler (1966 - )
Untitled, 2007
gel ink pen and coloured pencil on paper
27.9 x 35.5 cm
The Cunningham Dax Collection

Born in Cape Town, South Africa, Rehana now resides in
Healesville, Victoria with her husband. Having completed
a Graduate Diploma in art at Box Hill TAFE she currently
attends weekly art classes at a local community centre.  

Artist statement

Rehana has donated her artwork to the Cunningham Dax
Collection in order to reach people with a similar condition
and bring healing to them. Her work often depicts close family
and friends and those who provide a great amount of support
to her. The work radiates a sense of community and care,
helping others to feel that they are not alone in their suffering.

I’d like to express my thankfulness to God, also to my
husband Bruce who encouraged me to get this far and also
to humanity, for this has taken much enthusiasm, hard work
and determination to fight the good fight - dealing with my
mental illness. As a result this has taken much soul searching
and finding the real me!’

‘I get inspiration from nature and people in their diversity. I paint and
draw with expression and it gives me new life every day. I hope to
study further in the future and reach my full potential as an artist.
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Book review
Henry’s Demons – Living with Schizophrenia:
a Father and Son’s Story
Patrick and Henry Cockburn, London, Simon & Schuster UK, 2011

At the Dax Centre…
Hide and Seek
A selection of self-portraits created by Rehana Dowler will be
on display as part of the upcoming exhibition, Hide and Seek:
Self-Portraits from the Cunningham Dax Collection. This will
be the first exhibition on view at the new Dax Centre building
and will be open from 1st February 2012 until June 2012.
The exhibition brings the viewer face-to-face with the most
potent yet enigmatic form of self-expression: the self-portrait. The
50 self-portraits brought together for this exhibition traverse the
allusive and fluctuating territory of self-perception, bringing forth
totem creatures, symbolic incarnations, monstrous visions and
palpable internal pain. This exhibition emphasises the multiplicity
and mutability of the self, tackling mortality head-on and
questioning the relationship between the internal and external.
About the Dax Centre
The Dax Centre is a multi-faceted, non-profit organisation
whose mission is to promote mental health and wellbeing by
fostering a greater understanding of the mind, mental illness
and trauma through art and creativity. The Centre grew out
of, and now incorporates, the Cunningham Dax Collection

and is recognised nationally and internationally for its innovative
use of the arts in promoting mental health. With some 15,000
artworks by people with an experience of mental illness and
trauma, it is one of the largest collections of its kind in the world.
In October 2011 the Dax Centre moved to a new purposebuilt space on the grounds of The University of Melbourne.
The Centre will open to the public on Wednesday 1 February
2012 with an exciting program of exhibitions drawn from the
Cunningham Dax Collection, and dynamic public events –
from artist talks to screenings – in the newly built multimedia
gallery spaces and auditorium.  Gallery visitors will have access
to audio guides and an education centre featuring a library and
computer hub.

After years of relative silence, it is encouraging that more
consumers and family members are publishing accounts of
their experience of mental illness. This book presents the views
of both the consumer and his family. Henry Cockburn is the
consumer, who lives with psychosis, and Patrick Cockburn is his
father. We also hear from Henry’s mother, Jan, who provides
diary extracts about her experiences with her son (pp 134–154).  

avoid taking anti-psychotic medication, which he thinks will limit
his experiences. He is hospitalised several times in different units
across England. Though an involuntary patient, he often escapes
(30 times in seven years according to Henry) and is then
found naked, even in winter, in back gardens or public places,
sometimes after swimming across a river (the father notes that
this conspicuous behaviour shortened the police searches).  

The book is unusual for the quality of the writing. It helps
that Henry is a talented writer, father Patrick is a senior
journalist with ‘The Independent’ in the UK, and mother
Jan is a university lecturer in English.

Henry’s reflective approach is evident, as is his belief in the reality of
his experiences: ‘Do I have schizophrenia? My mother and father
and the dreaded psychiatrist definitely believe I am schizophrenic.  
They have grounds for their belief, such as my being found naked
and talking to trees in woods. Yet I think I just see the world
differently from other people and maybe if psychiatrists
understood this, I would not have been in the hospitals (p 43).’  

The starting point for the book is Henry’s first major psychotic
episode in February 2002. Aged 20, he was studying art and
living in a shared apartment in Brighton in South East England.
However, his behaviour had become increasingly odd to those
around him. He went barefoot in mid-winter, his room was a
shambles, and he believed trees were talking to him. He was
admitted to a psychiatric unit after swimming fully clothed in
near-freezing water across a local estuary.
At the time, Henry’s father, Patrick, was reporting from
Afghanistan. Henry’s mother, Jan, in therapy herself for
depression, dealt with the situation and Patrick returned
as soon as feasible to assist. Henry’s own account of this
episode conveys his confusion. He writes: ‘Sometimes at the
(psychiatric unit) I felt I was mad and at other times that the
magical experiences I had been having were real’ (p 41).

It is the Dax Centre’s belief that art offers a safe space in which
individuals can explore mental health issues and gain a greater
understanding of mental illness and those suffering from it.
Through art exhibitions accompanied by a public education
program it has developed a model that increases capacity in
the community to engage with mental health issues.

The book then follows the paths taken by Henry and his
parents. Along the way, we learn more about his background
and his family’s history. The themes are familiar, such as the
parents’ search for understanding, let alone good mental health
care, and Henry’s attempts to make sense of his experiences.  
What kept me engaged as a reader is their candour about what
happened. For an Australian, the book also gives a rare insider’s
view of mental health care in England.  

For more information on the Cunningham Dax Collection
and the Dax Centre, visit: www.daxcentre.org

Henry’s account has a guileless quality, with flashes of humour.
He does not believe he needs psychiatric help and finds ways to

His father Patrick’s summing up is perceptive and pragmatic:
‘We did not think we could cure Henry, but we did believe
that we could sustain and strengthen the sane part of him –
and there always was a sane Henry as well as a mad one –
so that he would survive (p 132)’. He acknowledges the
ongoing challenge of Henry’s condition: ‘I recognise that we, as
a family, will always have to cope with the consequences of his
schizophrenia. But that, after all, is what families are for (p 214).’
Fittingly, Henry is given the last say in the book: ‘It has been
a long road for me, but I think I’m entering the final straight.
Here is a tree I sit under in the garden at Lewisham (half-way
house) which speaks to me and gives me hope (p 222)’.  
The book is recommended reading for consumers, family
carers, mental health workers and students.  Reviews in the
UK and US have been glowing and, in September this year,
the book was broadcast as a radio play on the BBC. In
February 2012, it is being published as a paperback by Scribner
under a revised and more optimistic title: ‘Henry’s Demons:
A Father and Son’s Journey Out of Madness’.
Reviewed by
Dr Valerie Gerrand
Independent Consultant

About us

Our Vision

Our Mission

Our Values

VICSERV is a membership-based
organisation and the peak body
representing community managed
mental health services in Victoria.
These services include housing
support, home-based outreach,
psychosocial and pre-vocational
day programs, residential
rehabilitation, mutual support
and self-help, respite care and
Prevention and Recovery Care
(PARC) services.

VICSERV envisages a society where
mental health and social wellbeing
are a national priority and:

As the peak body for the community
managed mental health sector in
Victoria, we pursue the development
and reform of mental health services.

Collaboration (Teamwork)

Many VICSERV members
also provide Commonwealth
funded mental health programs.

• Everyone has access to timely mental health
treatment and support
• Mental health services are recovery oriented
• People participate in decision making about their
own lives and their community
• People affected by mental illness have access to, and
a fair share of, community resources and services
• All people are involved as equals, without discrimination.

We support members by:
•
•
•
•
•

Promoting recovery oriented practice
Building and disseminating knowledge
Providing leadership
Building partnerships and networks
Undertaking workforce development,
training and capacity building
• Promoting quality in service delivery
• Undertaking advocacy and community education

•W
 orking together to achieve shared objectives
• Respecting the knowledge and skills of others
• Putting the needs of the organisation above
individual interests
Inclusiveness
• L istening to a range of views
• Representing and embracing the diversity of the sector
• Honouring the consumer and carer experience
Flexibility
• Proactively

embracing change and new opportunities
• Stepping up and out from our roles and perspectives
when required
Courage
•T
 aking leadership by speaking up on important issues
• Encouraging and supporting innovation
• Persistence in the face of obstacles and delays
Integrity
•D
 oing what we say we will do on time and to the
best of our ability
• Listening and responding to members
• Having a respected voice and visibility in the sector,
broader system and in government
• Being an honest broker of information and resources.

Psychiatric Disability Services
of Victoria (VICSERV)
Level 2, 22 Horne Street,
Elsternwick Victoria 3185 Australia
T 03 9519 7000 F 03 9519 7022
newparadigm@vicserv.org.au
www.vicserv.org.au

